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ABSTRACT 

 
 
SANDRA ELAINE MONK  
CAREGIVERS’ PERCEPTIONS OF TRANSITION 
OF A FAMILY MEMBER FROM ACUTE CARE TO HOSPICE INPATIENT 
Under the direction of LAURA P. KIMBLE, PhD, RN, FAAN  

 

  Transition at end of life has the potential for fragmenting the delivery of health 

services and becoming a burden for patients and families according to the Institute of 

Medicine (2014).  In spite of the family caregiver’s essential involvement in caring for a 

family member at end of life, less recognition has been placed on the emotional needs 

of the family caregiver (Harrington, Mitchell, Jones, Swettenham, & Currow, 2012).  The 

purpose of this study was to explore the lived experience of caregivers during the 

transition of a family member from an acute care to hospice inpatient care.  The study 

addressed the following research questions: “What are the lived experiences of 

caregivers during the transition of a family member from an acute care setting to a 

hospice inpatient setting?” and, “What experience mattered most to family caregivers 

during this transition?” Subjective experiences of the caregivers were described by the 

researcher with a focus on transition according to Meleis’ (2010) theory of transitions 

and a conceptualization of patient-and family-centered care in hospice and palliative 

nursing.  Giorgi’s (2009) procedural method of descriptive phenomenology was utilized   



 

xv 

 

to analyze data and to develop a structure of the experiences of caregivers in the 

transition of a family member from acute care to hospice inpatient care. 

 Study participants included 13 caregivers with a mean age of 55.2 (S.D. 12.6) 

years.  Of those participating in the study, 77% were female.  Participants completed 

qualitative, semi-structured interviews in a hospice inpatient setting.  Seven interrelated 

constituent parts evolved from descriptive phenomenological data analysis to form the 

structure of a description of the phenomenon.  Constituent parts and variations of the 

structure for caregivers’ experiences during transition of their family member at end of 

life included: Context, Caregiving, Chaos, Communication, Candor, Communication, 

Comfort, and Confidence.  Findings of the study suggested caregivers gained confidence 

when shared goals for patient comfort were met through communication and assistance 

with navigation.  Caregiver assessment and anticipatory planning earlier in the process, 

informed by caregivers’ experiences for evidence-based interventions, could help ease 

burden, and support a partnership during transition from acute care to hospice 

inpatient care. 
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CHAPTER ONE 

INTRODUCTION 

 The founding of hospice in America was a compassionate response to the 

medicalization of death and dying (Krisman-Scott, 2003; Lysaught & Ersek, 2013).  

Hospice programs offered an option of forgoing aggressive care in hospitals through 

provision of patient-and family-centered care at home (National Hospice and Palliative 

Care Organization [NHPCO, 2015].  In the home, the family caregiver serves as a 

constant companion to the hospice patient at end of life (EOL).  Moreover, in the role of 

caregiver, family members are witnesses to the intense changes associated with the 

dying process including transition between healthcare settings.  In a study completed by 

Teno et al. (2013) on the site of death, place of death, and healthcare transition of 

Medicare beneficiaries, the number of persons at EOL receiving hospice care 

demonstrated a consistent pattern of annual growth since 2000.  Data collected by the 

National Hospice and Palliative Organization (2015) indicated 1.5 to 1.6 million patients 

and families received hospice services in 2014, including assistance with caregiving 

activities and taking advantage of the unique care and support of the hospice 

interdisciplinary team (IDT).   

 Hospice services are most often provided in the setting defined by the patient 

and family as home (NHPCO, 2015).  However, more recently there has been a shift of 

hospice care from home to other settings.  Hospice programs significantly increased the 
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number of hospice inpatient settings from 2000 to 2013 (Teno et al., 2013).  The 

National Hospice and Palliative Care Organization reported one in three hospices 

operated dedicated inpatient units in 2014.  The number of persons using a hospice 

inpatient setting for part of their care increased from 17% in 2006 (NHPCO, 2007) to 

31.8% in 2014 (NHPCO, 2015).  Furthermore, hospice deaths in the patient’s personal 

place of residence has declined from 47.1 % of hospice decedents in 2006 (NHPCO, 

2007) to 35.7% in 2014 (NHPCO, 2015).   

 The rationale for why patients at the EOL were transitioned to hospice inpatient 

units rather than home hospice were varied and data are limited for why there are 

greater incidences of patients at EOL transitioning to hospice inpatient settings.  

Typically, persons with uncontrolled pain, complex symptom management, safety 

concerns, and imminent death were discharged from the hospital to inpatient settings 

and patients without these issues were transferred to home hospice (NHPCO, 2014).  

Hospice inpatient settings may be located inside hospitals or free standing hospice 

inpatient facilities in the community (Lysaught Hurley et al., 2014; NHPCO, 2014).  

Despite having hospice care provided in an institution, family caregivers for patients in a 

hospice inpatient setting continued with integral roles as caregiver defined by hospice 

philosophy and the hospice model of care (NHPCO, 2014).   

By extension, with each transition related to EOL, the caregiver is involved with 

making healthcare decisions for the family member related to changes in goals of care, 

declining cognitive status, or weakening physical functioning.  Triggers common to 
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caregiving and changes in the goals of care may bring about subsequent transfers 

between acute and community care settings (Lysaught Hurley et al., 2014).  A report by 

the Institute of Medicine (IOM, 2014) postulated patients at EOL with or without 

advanced directives may experience multiple transitions between healthcare settings.  

The frequency and the rapidity of healthcare transitions increased for patients in the 

last month of life from 2000 to 2009 (Teno et al., 2013).  Teno et al. (2013) and the IOM 

(2014) referred to transition at EOL as having the potential for fragmenting the delivery 

of health services and as a potential burden for patients and families.   

The resulting transitions at EOL may be beset with ensuing chaos and unknown 

next steps for the family caregivers.  Teno et al. (2013) found 29.2% of the decedents in 

a study on changes in care settings at EOL experienced a stay in the ICU in the three last 

days before death.  For many of these patients, changes in the goals of care to “comfort 

measures only” (Dahlin & Wittenberg, 2015, p. 50) resulted in a discharge from an acute 

care setting and an admission to hospice services (Teno et al., 2013). 

 Research with family caregiving and the use of hospice services in inpatient 

settings or respite levels of care was scant according to a report by the IOM (2014) on 

end of life care.  Avoidable problems leading to unhealthy transition outcomes in the 

bereavement period were identified for family caregivers who did not receive needed 

support (Evans, Cutson, Steinhauser, & Tulsky, 2006; Harrington, Mitchell, Jones, 

Swettenham, & Currow, 2012; Teno et al., 2004).   
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A hospice admission represented an ideological transition for families from 

caring for a family member living with a life-limiting illness to caring for a family member 

who is dying from a terminal-illness (Waldrop & Rinfrette, 2009).  Caregivers reported 

an urgent sense of responsibility when death became the expected outcome and 

hospice services were introduced (Penrod, Hupcey, Baney, & Loeb, 2011).  In the same 

study, transition of caregiving changed throughout the patient’s illness and during this 

time of susceptibility, family members expressed sentiments of “giving up . . . or giving 

in” (p. 8) to the disease process (Penrod et al., 2011).  Another aspect of transition for 

family caregivers is the introduction to multiple settings of care and new healthcare 

professionals with each change in location.  The transition creates an interruption to any 

“steady state” (p. 14) that might have been achieved (Penrod et al., 2011).                                                                                                            

Identify the Phenomenon of Interest 

Hospice is the Latin derivative of the word “hospes” which means both to be a 

guest and a host (Martinez & Berry, 2015, p. 1) and has implication for the mutual caring 

relationships formed between the patient, family, nurse, and other members of the 

hospice interdisciplinary team.  Hospice nurses and other members of the IDT assist 

patients and families address physical, social, emotional, and spiritual needs associated 

with progressive disease processes and subsequent changes in medical treatment 

(Martinez & Berry, 2015).  Schumacher and Meleis (1994) identified nurse and patient 

encounters often occur during periods of instability due to changes resulting in 

alterations in the lives of patients and families with implications for well-being and 
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health.  Admission to a hospice inpatient setting following the discharge from an acute 

care setting is one of these encounters. 

The often chaotic period surrounding the admission of a family member to a 

hospice inpatient setting is a time of vulnerability for the family caregiver (Cronin, 

Arnstein, & Flanagan, 2015; Harrington et al., 2012).  Families facing the tenuous 

position of serving as a caregiver for a terminally-ill family member expressed the 

preference of caring for family members at home (Harrington et al., 2012).  If unable to 

provide care at home, feelings of guilt and regret surfaced for the family caregiver 

(Evans et al., 2006).  Research also indicated greater caregiver satisfaction with 

symptom management and emotional support with home hospice compared to end of 

life care in hospitals or nursing home settings (Teno et al., 2004).  Reasons for transition 

to another setting of care were associated with safety issues, uncontrolled symptoms, 

or imminent death (Evans et al., 2006). 

 Admission to a hospice inpatient unit is often a negotiated event based on the 

needs of the patient and family for safe and supportive caregiving and meeting eligibility 

requirement for inpatient services.  Changes related to the transition result in emotional 

challenges for the family caregiver.  Identified challenges to family caregivers were 

feelings of loss of control, confusion, and anxiety (Broom, Good, Wooton, Yates, & 

Hardy, 2015; Meleis, 2010). 

 Transitioning from one care setting to another affects the entire family.  In a 

study by Waldrop, Kramer, Skretny, Milch, and Finn (2005), caregivers described the 
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interrelationship of caring for a terminally-ill family member through assimilation of 

information, observation of physical changes, loss of roles, and changes in the dying 

person’s personality.  Travelbee (1971) used this analogy to describe the effect of one 

person’s illness: 

As a pebble thrown into a still pool disturbs all of the waters within the 
pool, so it is that the effects of one person’s illness reach out beyond that 
individual affecting, to some extent, every person with whom the ill 
individual comes in contact with or knows. The ill person’s immediate 
family, his relatives, friends, acquaintances, associates and co-workers 
are all affected, to some extent, by the individual’s illness. (p. 57) 

  
 The sequelae to caregiving may be experienced as caregiver burden associated 

with an additional load of tasks and concerns in caring for a chronically ill, disabled, or 

aging family member (Stajduhar, 2013).  For family caregivers of dying patients, 

caregiver burden is related to the changing roles and responsibilities for a family 

member who may be receiving hospice services.  The responses to caregiving demands 

are complex and include physical, psychological, emotional, social, and financial 

pressures.  The use of inpatient services to relieve caregiver burden may cause 

increased guilt and stress because of worry about care provided by someone else 

(Steele & Davies, 2015).  Moreover, hospice family caregivers are confronted by the 

immediacy of death due to the time limit imposed by rapidly declining physical and 

cognitive conditions and wanting to do the right things by mastering the role of 

caregiving (Totman, Pistrang, Smith, Hennessey, & Martin, 2015). 

 Family caregivers’ health may be impacted negatively by the demands and 

process of caring for a family member during an admission to hospice in an inpatient 
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setting.  Negative aspects of caregiving for a terminally-ill patient include clinical 

depression and complicated grief (Allen, Haley, Small, Schonwetter, & McMillan, 2013; 

Holtslander & McMillan, 2011).  Significant levels of anxiety, perceived stress, poorer 

physical health, and decreased quality of life compared to non-caregivers were 

demonstrated in a systematic examination of studies focusing on informal hospice 

caregivers (Pottie, Burch, Montross Thomas, & Irwin, 2013).   

 The literature supports there are positive as well as negative aspects of 

caregiving associated with caring for a terminally-ill family member.  Finding meaning in 

the experience of caring was identified as a positive aspect for hospice families in the 

role of caregiving in contrast to high levels of responsibility, isolation, and anxiety of 

caring for a family member who is dying (Totman et al., 2015).  Likewise, 

meaningfulness in caring resulted in enhanced positive psychological and physical 

outcomes for hospice family caregivers during bereavement (Pottie et al., 2013). 

 The principles of hospice and palliative care nursing were established upon 

patient-and family-centered care and helped inform the study of caring for a family 

member at end of life.  Patient-and family-centered care recognizes the patient and 

caregiver as existing in a family system (Martinez & Berry, 2015).  Moreover, Davies and 

Steele (2015) affirmed the family of a patient requiring palliative care is experiencing 

transition. 
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Purpose of the Study 

 

  There is a paucity of nursing research regarding the experiences of hospice 

caregivers specifically surrounding the phenomenon of transition of a family member 

from life-prolonging care in an acute care setting to a hospice inpatient setting.  Patients 

and families moving between hospice settings are a nursing concern.  Gaining 

knowledge of these family caregiver perceptions could enhance understanding of 

transition in the context of patient-and family-centered care to inform interventions and 

to support family caregivers at EOL in the hospice inpatient setting.  Family members of 

hospice inpatients have not been explicitly asked about this specific transition.  The 

purpose of this descriptive phenomenological study was to explore the lived experience 

of caregivers during the transition of a family member from an acute care setting to a 

hospice inpatient setting.   

Research Questions 

 

 The research questions for this study were as follows: 

1. What are the lived experiences of caregivers during the transition of their family 

member from an acute care setting to a hospice inpatient setting? 

2. What experience mattered most to family caregivers during this transition? 

Conceptual Framework 
 

 Meleis’ middle range theory of transitions and a hospice and palliative nursing 

perspective of patient-and family-centered care were used to guide this research study.  
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Patient-and family-centered care was an identified competency for hospice and 

palliative nurses (National Consensus Project for Quality Palliative Care, 2013) and 

implicitly informs the epistemology of nursing with patients and families experiencing 

end of life transition between settings.  The nursing theory of transitions served as the 

theoretical support to research studies associated with end of life care (Blum & 

Sherman, 2010; Dose, Rhudy, Holland, & Olson, 2011; Drevdahl & Dorcy, 2012; Larkin, 

De Casterle, & Schotsmans, 2007) and provided insight around the conceptual basis of 

transition for this study.  According to the theory, the goal was to achieve a successful 

transition and nursing’s contribution was to promote a sense of well-being during the 

transition (Meleis & Trangenstein, 1994).  Because the family caregivers’ experiences of 

transition from acute care to a hospice inpatient setting had not been explored, it was 

not known what family members perceived as a successful transition and what 

experiences and interactions with nurses and other health professionals contributed to 

a successful transition between acute care and hospice inpatient care. 

 A typology for transition was developed by Meleis, Sawyer, Im, Milfinger 

Messias, and Schumacher (2000) to conceptualize the phenomenon of transition.  The 

first major concept is the nature of transition and is formed by subcomponents of types, 

patterns, and properties of transitions (Im, 2011; Meleis et al., 2000).  Developmental, 

situational, health illness, and organizational transition were the four types of transition 

(Meleis et al., 2000).   



10 

 

 

 Transition types were described with patterns of multiplicity and complexity 

(Meleis et al., 2000).  Meleis (2010) also noted more than one transition could occur at 

the same time.  Within this study, the transition between an acute care setting and the 

hospice inpatient setting is considered a health-illness, developmental, and situational 

state of transition as defined by Meleis (2010) and experienced by the patient and 

family caregiver.  Within the health-illness transition for hospice families, disease 

progression is associated with reaching the EOL and the futility of life-prolonging 

treatments beyond human control.  

  Travelbee (1971) posited persons discuss death as a future event with a distant 

meaning and do not believe in making the transition toward EOL in other than a 

theoretical or abstract manner.  Health-illness transition due to end-stage disease 

processes and the admission to hospice services make the dying experience concrete.  

Furthermore, the event of transition as a result of the end-stage processes places the 

terminally-ill person and his or her family caregiver in contact with nurses who assist the 

patient and family with the transition, symptom management, and EOL care.     

The discharge of a patient from acute care to hospice inpatient care is also an 

example of a situational state of transition (Meleis, 2010).  The transition may influence 

responses and types of actions taken by family caregivers when a hospice patient is 

admitted to a hospice inpatient setting with unresolved EOL symptoms.  Some family 

responses to the situation may be anxiety, fear, dread, and confusion around the 

discharge (Meleis, 2010).   
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 Properties of transition were theorized as a part of the interrelated 

developmental changes experienced by the family caregiver during the transition 

(Meleis et al., 2000).  The properties were identified as follows: awareness, 

engagement, change and difference, time span, and critical points and events (Meleis et 

al., 2000).  Awareness was related to recognition of the transition experience.  The 

person undergoing change should be aware the transition is taking place through 

“perception, knowledge, and recognition of a transition experience” (Meleis et al., 2010, 

p. 57).  Once acknowledgment of a change from a former way of life had occurred, the 

transition process may be set in motion by noticing what had changed and the different 

circumstances.  Moreover, awareness was related to the meaning a person constructed 

of the transition, and referred to both the disruption and the person’s response (Meleis 

et al., 2000).  Admission to a hospice inpatient setting brings about a perceived 

awareness of changing goals, philosophy, and place of care. 

  Awareness must take place before engagement could occur (Meleis et al., 

2000).  Engagement was demonstrated through the level of involvement in a transition 

process (Meleis et al., 2000).  A family caregiver’s description of the physical, emotional, 

social, spiritual, or environmental adjustment associated with a transition to hospice 

philosophy and the inpatient level of care would indicate engagement.   

 Change and difference are properties of transition relevant to the study (Meleis 

et al., 2000).  Meleis et al. (2000) posited, “All transition involve change, whereas not all 

change is related to transition” (p. 19).  Changes for the patient and family caregiver in 
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an admission to a hospice inpatient setting following discharge from an acute care 

setting are the stimulus for placing a transitional experience into motion.  Differences is 

a subcomponent of the properties of transition and is related to the constant changes 

confronted as family members as they accompany hospice patients in declining health 

through different health settings prior to and after an admission to a hospice inpatient 

setting.  A perception of differences in caregiving roles and responsibilities may be 

shared by family caregivers in this study related to declining physical and cognitive 

conditions and transfers between healthcare settings. 

 Other properties of transition were time span and critical points and events 

(Meleis et al., 2000).  Time span was the flow and movement over time from first signs 

of anticipation of the event or demonstration of change to a period of instability and 

distress.  The direction of the flow of change lead to a more stable period or an ending 

followed by a new beginning (Meleis et al., 2000).  Meleis et al. (2000) asserted it may 

be difficult to identify and put boundaries on a transition experience. 

 Transition conditions were identified by Meleis et al. (2000) as personal and 

environmental conditions which may facilitate or hinder progress toward a healthy 

transition.  In this explanation of transition conditions, humans were described as beings 

who attach meanings and perceptions to health and illness situations.  One of the 

transition conditions is related to personal conditions and the subcomponents of 

meanings, cultural beliefs, attitudes, preparation, and knowledge.  These transition 

conditions can act as potential facilitators or barriers to transition (Meleis et al., 2000).   
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 Meaning is a transition condition relevant to this study.  As a transition 

condition, Meleis and Trangenstein (1994) noted meanings may be positive, negative, or 

neutral and may be from choices made or an unwanted transition in one’s personal life.  

Providing care for a terminally-ill family member was physically and emotionally 

exhausting; family caregivers reported the experience can be meaningful as well 

(Waldrop et al., 2005). 

 Patterns of response related to transition were identified by Meleis and 

Trangenstein (1994) in a description of process and outcome indicators.  These 

indicators pointed to patterns of transition either moving toward or away from a 

healthy transition (Meleis & Trangenstein, 1994).  Healthy transition resulted in a sense 

of well-being for the patient and family members (Meleis et al., 2000).  Despite being at 

end of life, the patient and family have potential to achieve an optimal sense of well-

being.   

 Process indicators were described by Meleis and Trangenstein (1994) as “nursing 

is . . . concerned with the process and experiences of human beings undergoing 

transition where health and well-being is the outcome” (p. 257).  As gauges of change, 

process indicators were identified as important in recognition of unfolding patterns of 

the transition (Meleis et al., 2000).  The transient nature of an admission to a hospice 

inpatient setting and the ambiguity of living with a family member with changing goals 

of care may result in feelings of disconnection.  Consequently, a feeling of 

connectedness to healthcare professionals may indicate a positive transition and assist 
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in obtaining information and a sense of comfort formed in a caring relationship (Meleis 

et al., 2000).   

 Meleis et al. (2000) expressed a healthy transition may be observed through role 

mastery or identity reformulation.  Mastery was observed when a person in a new 

situation or environment demonstrated the skills and behaviors needed to manage the 

situation (Meleis et al., 2000).  During transition, mastery may be challenging for family 

caregivers.  Admissions to hospice inpatient settings were time limited by the eligibility 

for hospice inpatient services at the general inpatient level of care or impending death 

(Lysaught Hurley et al., 2014).  Therefore, adjustments and mastery of skills may be 

short lived for the family caregiver as subsequent transitions to other care settings or 

the patient’s death while in the hospice inpatient setting will likely require more 

adjustment and a different array of skills. 

 Attributing meaning to an EOL experience is central to the conceptual 

framework of this study.  The authors of the theory of transitions purported the 

importance of nurses understanding transition from the perspective of the one 

experiencing the change (Schumacher & Meleis, 1994).  Schumacher and Meleis (1994) 

wrote, “Awareness of the meaning of a transition for clients is essential for 

understanding their experience of it as well as its health consequences” (p. 122).  

Consistent with the theory, in this study, family members described lived experiences 

and what mattered most in the discharge from an acute care setting and an admission 

to a hospice inpatient setting. 
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 Patient-and family-centered care is advocated by the IOM (2014), American 

Nurses Association (2010), and National Consensus Project for Quality Palliative Care 

[NCP] (2013), and in part formed a conceptual for this study.  The concept of patient-

and family-centered care is associated with hospice and palliative care nursing and is 

consistent conceptually with understanding family perspectives during transition from 

an acute care setting to an admission into a hospice inpatient setting.  The NCP (2013) 

emphasized attention to a circle of care including the patient, family, and involved 

healthcare providers with assessment, communication, management of symptoms, and 

family guidance.  Furthermore, social, spiritual, and cultural care were named as specific 

to quality patient-focused and family-centered EOL care (NCP, 2013). 

Significance of the Study 
 

 Transition at end of life is inevitable and memorable.  Dame Cicely Saunders 

(1989), one of the founders of modern day hospice, advised, “How people die remains 

in the memory of those who live on . . .  for what happens in the last hours may heal 

some earlier memories” (p. 624).  Patient-and family-centered care began as a 

community-based concept of care, not in a hospital setting with the medicalization of 

life’s stages from birth to death.  For some families, a change in the goals of care was a 

heart tugging moment processed by the patient and family members in a short period of 

time after months or years of living with cancer and other chronic life-limiting illness 

(Thompson & McClement, 2006).   For other patients and family caregivers a change 

in the goals for decelerating care toward comfort care takes place in the hospital after 
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an admission to acute care with diagnostic tests, a trial of technological interventions, or 

life-preserving medications before a prognosis can be more clearly delineated 

(Thompson & McClement, 2006).  When this change in goals of care is enacted in a 

hospital setting, a complex interplay of feelings, emotions, and behaviors may play out 

within the family caregiver.  In order to provide optimal quality nursing care, a better 

understanding is needed of the experiences of family caregivers in witnessing and caring 

for family members transitioning from curative treatment in an acute care setting to 

palliative and comfort care in a hospice inpatient setting.   

Assumptions and Biases 
 

 Assumptions and potential biases identified as relevant to this study were a 

result of the researcher’s professional work in hospice and palliative care as a bedside 

nurse in home hospice, nursing homes, and hospice inpatient settings.  Other 

assumptions evolved through preliminary investigation of hospice and palliative care 

literature describing caregiving burden associated with EOL decision making and care 

transition.  Some of the personal assumptions are consequential to experiences through 

certification as a hospice and palliative nurse and the researcher’s role as an educator in 

nursing education and hospice agencies. 

 The first assumption is transition within and outside of care settings is inevitable 

at EOL.  A transition between one and more of these settings will likely occur during the 

duration of a life-limiting illness (Hui et al., 2014).  A change in goals related to medical 

futility results in transition in location when decisions are made to end curative 
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treatments, and the plan of care for the terminally-ill individual becomes focused on 

comfort care only (Hui et al., 2014).  Changes in the location of care from the hospital to 

home, nursing home, assisted living, or hospice inpatient setting may become necessary 

due to changes in the patient’s symptoms or change in caregiver situation (Hui et al., 

2014).  These transitions due to changes in locations may be planned or unplanned 

based on negotiation with the patient, family caregiver, and healthcare workers. 

The second assumption is dying is a natural process each person will experience 

and for most people the process takes place in the context of family.  Families are 

assumed to accompany terminally-ill patients through each of the perilous experiences 

at EOL such as transition between healthcare settings.  Family caregivers become 

witnesses to any suffering, and co-recipients of hospice services.  A strong association 

was identified with families who witnessed suffering of a loved family member and the 

personal suffering of the caregiver (Ferrell & Coyle, 2008).   

A third assumption is caregiving for a patient experiencing rapid onset illness at 

end of life such as sepsis or a life-limiting stroke may be a different than caring for a 

patient with a long, protracted illness such as dementia.  Caregivers of patients with 

varied diagnoses such as: cancer; end-stage heart disease; end-stage pulmonary 

disease; life-limiting strokes; end-stage renal disease; end-stage dementia; sepsis; and 

other end-stage diagnoses were recruited.   

The final assumption is communication between healthcare workers and family 

caregivers is essential for a successful transition.  Communication is assumed to be 
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central to patient-and family-centered care during care transition and changes in 

hospice care settings.  Nursing communication with the patient and family caregiver 

conveys caring, collaboration, presence, hope, advocacy, and support by the hospice 

and palliative nurse.  Family caregivers in the process of caregiving for a family member 

in hospice need guidance with the “art of being present” (p. 104) with a dying family 

member (Dahlin & Wittenberg, 2015).  Furthermore, the imperative of communication 

to demonstrate ways of being present with a dying person and to give permission to the 

family member to not be at the bedside at all times was supported.   

A potential bias is the researcher’s belief that achieving a patient’s personal 

preference for site of death contributes to quality EOL care and supporting a good 

death.  A “good death” (Granda Cameron & Houldin, p. 639) is most often decided 

through caregiver satisfaction and is measured on the effectiveness of “pain 

management, patient dignity, family presence, family support, awareness of death, and 

good communication” (Granda et al., 2012, p. 639).  Furthermore, dying is more than an 

event to hospice family caregivers.  Bereaved hospice caregivers expressed a good death 

in terms of a process occurring over time and keenly influenced by relational care 

provided by professional caregivers (Holdsworth, 2015).   

A second potential bias is the researcher’s observation of a preferred place of 

death may change over time and the patient and caregiver may not be in agreement.  In 

a longitudinal study to explore the preferred place of care and preferred site of death 

among persons receiving palliative care services, a dissonance was identified between 
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the patients and caregivers (Agar, Shelby James, Sanderson, & Abernathy, 2008).  The 

patient and family caregivers changed their minds an average of four times before the 

patient’s death (Agar et al., 2008).  Hospice philosophy supports patient-and family-

centered care and allows for preferences whenever possible to promote quality at end 

of life. 

Definition of Terms 

 For this study about caregiving for family members in a hospice inpatient setting 

the most relevant terms and their definitions are as follows: 

Comfort Care  

 Comfort care is palliative and supportive treatment for persons suffering from a 

terminal illness focused upon symptom relief, quality over quantity of life, and easing 

death (“Comfort Care,”2002).   

Comfort Measures Only 

 Comfort measures only (CMO) is a medical order set consisting of do not 

resuscitate orders and must be ordered by a physician because of a standard in the 

national health system to resuscitate in the absence of completed advanced directive 

forms (Dahlin & Wittenberg, 2015).  Comfort measures only orders also include  

discontinuation of vital signs, routine laboratory studies, antibiotics, anti-hypertensives, 

vasopressors, and inclusion of comfort medications for pain, nausea, and anxiety 

(Walker, Peltier, Mayo & Kearney, 2010).  
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End of Life Care 

 End of life care defined by the National Institute on Aging (n.d) is a term used to 

describe supportive and medical care provided during the time surrounding death and 

may refer to days, weeks, and sometimes months, as the person is living with 

approaching death.  Less emphasis is placed on quantity of life and more emphasis is 

placed on comfort and quality of life for the patient and family caregivers (National 

Cancer Institute, n.d.). 

Family Caregiver 

 The family caregiver is the individual or group of individuals linked to the hospice 

patient and may be related by blood or marriage, emotional relationships, or feelings of 

connectedness (Steele & Davies, 2015).  Based on this definition, participants will 

describe his/her experience with caregiving for a family member in an inpatient setting. 

Hospice Inpatient Care 

 The National Hospice and Palliative Care Organization (2012) refers to hospice 

inpatient care in terms of days when a patient was cared for under the eligibility rules 

and level of payment for general inpatient (GIP).  Therefore, hospice inpatient care is 

described as a day when the hospice patient receives skilled nursing care in an inpatient 

setting as a short term intervention if the patient meets eligibility for the level of care. 

Hospice Care 

 The National Hospice and Palliative Care Organization (2012) defined hospice 

care as a model of care for persons confronting a life-limiting illness through 
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interdisciplinary approaches of symptom management, emotional support, and spiritual 

support.  Hospice care is provided to the individual and caregivers to provide a dignified 

and pain free death (NHPCO, 2014).  The focus of service delivery is on caring and not 

curing.  

Interdisciplinary Team 

  Petri (2010) described the interdisciplinary team (IDT) as healthcare 

professionals with shared goals, objectives, decision making responsibilities, and power 

working together to solve patient problems.  In an IDT, open communication, 

acceptance of roles, trust, and respect are necessary to function as team. 

Life-prolonging Treatments 

 In Segen’s Online Dictionary (2002), the noun “life prolonging treatment” was 

defined as an artificial means such as the following: administration of medications, 

cardiopulmonary resuscitation, and ventilator support to sustain vital life functions for a 

patient diagnosed with a terminal condition without an expectation for recovery. 

Palliative Care 

In the United States, the terms “hospice” and “palliative care” are often used 

interchangeably; consequently, patients may receive palliative care through hospice 

(Coyle, 2015).  The World Health Organization (2009) defined palliative care as follows: 

An approach that improves the quality of life of patients and their families facing 
the problems associated with life-threatening illness, through the prevention 
and relief of suffering by means of early identification and impeccable 
assessment and treatment of pain, physical, psychosocial, spiritual, and other 
problems. (para. 1) 
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Patient-and Family-Centered Care 

 The Institute for Patient-and Family-Centered Care (n.d.) supported patient-and 

family-centered care as a means of re-defining relationships in healthcare.  The 

approach to planning, implementing, and evaluating healthcare creates partnerships 

between patients, families, and healthcare providers based on concepts of respect and 

dignity, information sharing, participation, and collaboration. 

Transition of Care 

 A transition of care is defined in this study as a hospital discharge or movement 

from one health setting to another within the context of multifaceted relationships 

among patients, family caregivers, and healthcare providers each affecting and 

influencing the other (Geary & Schumacher, 2012). 

Summary 

In this chapter, the research related to hospice family caregivers’ perceptions of 

the transition to a hospice inpatient setting from an acute care setting was described.  

The phenomenon of interest was established along with the significance of the study.  

The conceptual framework was identified as Meleis’ middle range theory of transitions 

and applied within the context of patient-and family-centered hospice care.  There have 

been few studies directly related to this phenomenon.  Assumptions and biases 

influencing the researcher were also identified.  Definitions for key concepts related to 

this study were provided.  
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CHAPTER TWO 

REVIEW OF RELATED LITERATURE 

 Hospice is a well-established healthcare delivery option in the United States for 

patients and families seeking support for a terminal illness at home and other settings.  

A synthesis of preliminary literature is included in this chapter.  An examination of 

current literature related to hospice settings and caregiver challenges during transition 

provided supportive evidence for the need to conduct the study.  A perspective of 

patient-and family-centered care in hospice transition contributes to a discussion of the 

caregiver’s experience.  Chapter two also expands historical and philosophical discussion 

of hospice levels of care.   

Context of the Study 
 

 Transition to hospice settings other than home may be foreseeable for patients 

at end of life to receive symptom management through more intensive services of a 

hospice inpatient setting.   The intent of palliative and EOL care should be based on the 

“values, needs, and preferences of patients and families which change frequently as 

illness progresses” (Ness & Johnson, 2015, p. 226).  Options and choices of care settings 

for hospice patients allows for delivery of services based on the needs of the patient and 

family (Lysaught Hurley et al., 2014).  What is less evident in the literature is how 
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hospice patients and families experience the transition from an acute care setting to a 

hospice inpatient setting.  

 For the caregiver, attending to a dying family member is a challenging 

experience complicated by transition between settings (Harrington et al., 2012).    

Hospice goals of care are directed toward support for the patient and caregivers 

through symptom relief, reduction in anxiety, and promotion of comfort (Meier, 2011).  

In the case of discontinuing life-prolonging treatments for those seeking supportive 

comfort care outside of the hospital, the hospice patient is often too ill to participate in 

discussions and requires support of a family caregiver (Meier, 2011).  The designated 

hospice caregiver plays a greater role in decision making as the patient’s disease process 

moves the patient closer to impending death fraught with weakness, symptom 

management, and immobility.   

 Home hospice may not be a safe and comfortable environment for every hospice 

patient resulting in hospice services delivered in settings other than the patient’s 

residence (National Hospice and Palliative Care Organization [NHPCO], n.d.-a).  Patients 

may be without an available or capable in-home caregiver.  Furthermore, some family 

members have expressed a preference for death in a hospice inpatient facility due to 

the many potential reminders accompanying death in the home (Evans et al., 2006).   

End of life care is provided in a range of settings by a variety of different 

professionals, para professionals and family caregivers.  Patients and families may or 

may not have control over setting or place of death as allowed by circumstances (Chung 
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& Burke, 2012; Lysaught Hurley et al., 2014).  The patient and family choice may be for 

the terminally-ill person to die at home, ICU, nursing home, or other care setting based 

on relationships developed between the patient, family, and healthcare providers 

(Binney, Quest, Feingold, Buchanan, & Majesko, 2014).  Transitional decisions can be 

associated with change to a new location for palliation of symptoms, comfort care, and 

preparation of family for dying and bereavement (Thompson & McClement, 2006).  

Palliative nurses who were assisting with transition, reported family interactions were 

one of the most time consuming and challenging aspects of caring for dying patients 

(Broom, Good, Wooton, Yates, & Hardy, 2015). 

Historical  
 

 Prior to the twentieth-century, families cared for terminally-ill patients in the 

home without the benefit of professional support or care technology (Adams, 2010).  As 

the twentieth-century progressed, healthcare technology advanced exponentially; 

available technologies intended to sustain life grew simultaneously (Adams, 2010).  

Technology advanced faster than the related ethical considerations.  Moreover, 

patients, families, and healthcare providers began to recognize life sustaining therapies 

could also be life-prolonging, with the use of technology and the burden of the therapy 

outweighing the benefits (Meier, 2011).  The hospice model of care offered patients and 

families an option to forgo life-prolonging interventions when such treatments were no 

longer beneficial (Meier, 2011). 



26 

 

 Home hospice emerged as a care option in the United States for terminally-ill 

patients and their families (Adams, 2010).  In 1968, Dean Florence Wald resigned 

deanship at Yale University School of Nursing to become the principal investigator of a 

research study focusing on women dying with breast cancer (Lentz, 2004).  Wald wanted 

to ensure supportive nursing interventions for terminally-ill patients were based on 

empirical evidence (Adams, 2010).  Wald studied with Dame Cicely Saunders in 

England’s first modern hospice facility (Mattson, 2005) and was influenced by Elizabeth 

Kubler Ross’ (1969) book On Death and Dying.   Wald replicated a hospice program 

grounded in research, education, and exemplary patient care similar to Saunders’ model 

in England (Hoffman, 2005).  Unlike the model in England, Wald and colleagues 

established hospice in the United States with a greater emphasis on home care as the 

standard (Conner, 2007; Hoffman, 2005). 

 As a result of grassroots efforts by Wald and colleagues, New Haven Hospice was 

founded in Branford, Connecticut in 1974 as the first hospice organization in the United 

States (Adams, 2010; Krisman-Scott, 2003).  The first hospice was funded by the 

National Cancer Institute (Hoffman, 2005).  A 44-bed hospice inpatient was 

subsequently opened in 1980 by the New Haven Hospice organization (Hoffman, 2005).   

 Hospice was originally established as a volunteer healthcare delivery program in 

the United States (Hoffman, 2005).  The first hospice program was publically funded by 

Medicare in 1982 after a successful demonstration project indicated home-based 

hospice services were effective and were viable concepts for the care of terminally-ill 
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patients and families (Dahlin & Mazanec, 2011; Hoffman, 2005).  The goals and 

objectives of hospice home-based services required professionals such as physicians, 

nurses, social workers, chaplains, and volunteers (Halabi, 2014).  The assistance of the 

non-professional family caregivers as providers of 24-hour supervision and care was also 

central to the delivery model (Halabi, 2014).   

 In the United States, the terms “hospice” and “palliative care” are often used 

interchangeably.  Consequently, patients may receive palliative care while receiving 

hospice services.  However, the two terms do not represent the same concepts.  

Palliative care focuses on improving the quality of life for persons living with a chronic 

illness, but are not necessarily dying within the six-months or less time frame required 

by hospice regulations under Centers for Medicare and Medicaid (CMS) 42 CFR 

§418.108, Condition of participation: Short-term inpatient care (2008). 

All services provided for the patient and family under the Medicare hospice 

benefit are managed through inclusion or exclusion as indicated in the plan of care for 

each patient under CMS Conditions of Participation established in 1983 (CMS, 2008).   

Many patients do not qualify for Medicare, Medicaid, or private insurance situating 

them for ineligibility for hospice inpatient services.  Charity care for hospice amounted 

to 0.7% of overall hospice payer sources for 2014 according to NHPCO (2015).   

Therefore, even though a patient may qualify for a hospice inpatient level of care by 

meeting eligibility criteria under hospice regulations, a bed in a hospice inpatient setting 

may not be available due to lack of a viable pay source. 



28 

 

The necessity of meeting eligibility criteria has not negatively influenced the 

number of patients and families who have experienced an admission to hospice under 

the general inpatient level of care.  The utilization of the inpatient level of care has 

grown steadily in the United States resulting in scrutiny by the CMS and the Office of the 

Inspector General (OIG) (Chung & Burke, 2012; LeGros & Laughton, 2012).  In 2008, CMS 

and the OIG expressed concern with medical necessity of general inpatient services 

(LeGros & Laughton, 2012).  A work plan was developed to examine for fraud and abuse 

resulting in a review of 40% of hospice inpatient claims for greater than seven days 

(LeGros & Laughton, 2012).  Scrutiny continues related to greater numbers of available 

hospice inpatient facilities (LeGros & Laughton, 2012) and a growing concern for 

patients and families transitioning between hospice settings was identified (Evans et al., 

2006; Harrington et al., 2012; IOM, 2014; Lysaught & Eserk, 2013; Lysaught Hurley et al., 

2014).  In spite of scrutiny the hospice inpatient level of care, all levels of hospice care 

were designed to provide supportive care and meet the unique needs of hospice 

patients and their families. 

Experiential 
 

 Families are presented with knowledge about EOL supportive resources during a 

time of insurmountable vulnerability surrounding the impending death of a family 

member.  Caregiving patterns are changed during this susceptible time as well with 

transfers between care settings (Martz, 2015).  Changes in caregiving resulting in 
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transition requires an incorporation of new knowledge and behaviors resulting in a new 

definition of self in a new context (Davies, 2005; Dose et al., 2011; Meleis et al., 2010).   

 The caregiving experience in an inpatient setting is one which requires vigilant 

communication and teaching skills for both the handing off and receiving teams to assist 

family caregivers with this crucial EOL transition.  A transition to hospice is seldom a 

clear process.  The patient and family are approaching a new paradigm as a result of 

hearing and assimilating the reality of a life-limiting prognosis from healthcare provider. 

Furthermore, the caregiver is involved with a determination about who will provide care 

and where the care was provided.  Dose et al. (2011) found a lack understanding among 

family members associated with eligibility and types of services available in the different 

settings.  In some cases, family members were told hospice will take care of everything 

without a thorough explanation leading to a lack of clarity about hospice services and 

payment for the services (Dose et al., 2011).   

Philosophical Underpinnings 

 This study of caregivers of hospice patients was conducted using a descriptive 

phenomenological design.  The philosophical underpinnings of phenomenology are 

consistent with the values of nursing and hospice care.  Phenomenology examines 

ontological questions of how something is through multiple and subjective realities and 

focuses on understanding clients' or others' experiences (Dowling & Cooney, 2012).   

 Giorgi (1985, 2009) identified phenomenology as a philosophy interested in the 

activities of consciousness.  Furthermore, Giorgi (1985) supported phenomenology as a 
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human science and medium between a person and the world.  Madjar and Walton 

(1999) and Applebaum (2011) proposed phenomenology as a way of seeing into the 

world of another.  The philosophy of phenomenology was an extension of ideas by 

Husserl (1970) related to concerns about empiricism to establish knowledge (Giorgi, 

2009).  Giorgi (2009) attributed the term “lifeworld” to Husserl (p. 10).  The lifeworld is a 

philosophical idea based on everyday life “into which we all are born and live” (p. 10).  

All specialized worlds arise from the ordinariness of this world (Giorgi, 2009).   In this 

study, the specialized world is the healthcare environment composed of the continuum 

between hospice settings.  The “lifeworld” (p. 10) may be taken for granted by the 

specialized world (Giorgi, 2009).    

Synthesis of Literature 

 An extensive literature review yielded a lack of information related to hospice 

family caregivers living through the experience of caring for a family member in an 

inpatient unit after discharge from an acute care setting.  Several databases were 

queried using the search terms of hospice inpatient, family caregiver, transition, and a 

combination of these terms.  A historical review of articles was also used to search for 

additional studies related to transition from the hospital to a hospice inpatient unit.  The 

literature review appeared to be focused on three main areas.  The areas for supportive 

research were associated with transition between hospice settings, caregiver 

perspectives of hospice related transition, and processes of hospice transition at end of 

life.   
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 As a part of the conceptual framework, available literature on patient-and 

family-centered care was also searched for application to transition between hospice 

settings.  Several databases were searched using terms of patient-and family-centered 

care, hospice, transition, and palliative care.  The results of this review were discussed 

with literature about the processes of hospice transition at EOL and start with a 

discussion of payment structures, levels of hospice care, and settings of hospice care in 

the United States. 

Hospice Eligibility and Settings 
 

  In order to understand transition within hospice settings, an explanation of 

eligibility and payment sources for each of the levels of hospice care should be 

considered.  Centers for Medicare and Medicaid Programs: Hospice conditions of 

participation (CMS, 2008) details the services provided through the hospice benefit for 

persons who are faced with a projected six-month or less life expectancy.  Patients elect 

to participate with a hospice program after signing an informed consent.  The patient 

must be recertified at the beginning of two 90-days and each subsequent 60-day 

periods of hospice care (Linder, 2014). 

 Routine home care, respite care, inpatient care, and continuous care are the four 

levels of services available under the hospice benefit.  Patients accepting routine home 

care receive the services of an interdisciplinary team (IDT) composed of nurses, 

physicians, social workers, therapist, chaplains, nursing assistants and volunteers (CMS, 

2008).  Home hospice is considered “the gold standard of care,” (Lysaught & Eserk, 
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2013, p. 176).  Although, hospice may be provided in other settings.  Admission to 

hospice services and changes among the prescribed levels of hospice care may result in 

transitioning to one or more healthcare settings. 

 Continuous care, respite care, and inpatient levels of care are temporary levels 

of care under the hospice benefit (CMS, 2008).  The continuous care level involves a 

more intensive level of care provided by skilled nurses on a short-term basis at home, in 

a nursing home, or in an assisted living facility (CMS, 2008).  Continuous care also 

requires documented necessity of skilled nursing needs beyond the ability of the family 

caregiver and in the presence of pain and symptom management on a short-term basis 

(CMS, 2008; Stewart Rego & Sutermaster, 2015).  The respite level of care is arranged by 

a hospice organization in a contracted or corporately owned setting outside of the 

patient’s private residence to provide the caregiver with short-term relief from 

caregiving (CMS, 2008).  Respite care may only be received for five days at a time and no 

more than once in a benefit period (CMS, 2008).  Hospice patients receiving respite care 

are more likely to be older (Olsen, Bartlett, & Moynihan, 2011; Waldrop & Meeker, 

2012), consequently spousal caregivers may be more likely to require respite services on 

the hospice inpatient level of care.  Patients admitted to a hospice program obtain care 

under an inpatient level of care during a temporary episode requiring pain control or 

chronic symptom management that cannot be feasibly provided in another setting 

(CMS, 2008). 



33 

 

 Patients receiving the inpatient level of care are admitted to community-based 

hospice inpatient units, hospitals, or nursing homes (CMS, 2008).  Hospice organizations 

may provide services in inpatient facilities corporately owned and directed by the 

hospice program (Flynn, 2013).  In addition, terminally-ill patients and their families 

receive inpatient services on medical-surgical, oncology, or intensive care hospital units 

by written agreement between the hospital and hospice organization (CMS, 2008).  A 

registered nurse must be available twenty-four hours a day in the inpatient setting 

(CMS, 2008).  Justifiable reasons for admission to a hospice inpatient level of care 

include lack of available caregiver, caregiver stress or illness, imminent death, and being 

admitted directly to hospice after discharge from the hospital (Chung & Burke, 2012). 

Transition Within Hospice Settings 

  A review of literature revealed six studies associated with transition from home 

hospice to a hospice inpatient unit (Evans et al., 2006; Harrington et al., 2012; Kilgour et 

al., 2015; Lysaught & Eserk, 2013; Lysaught Hurley et al., 2014; Lysaught Hurley, Barg, 

Strumpf, & Ersek, 2015).  The United States was the setting for three of the articles 

associated with one large ethnographic study related to hospice in different settings 

(Lysaught & Eserk, 2013; Lysaught Hurley et al., 2014; Lysaught Hurley et al., 2015).  

 Evans et al. (2006) examined transition from the home to hospice inpatient 

facilities.  A grounded theory study was conducted through interviews with 18 bereaved 

hospice family members (Evans et al., 2006).  The study was performed to explore 

reasons for transfer to inpatient units, preferences for site of care, preference for place 
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of death, and experiences during transition.  Communication of clearly stated goals led 

to greater overall satisfaction with the transition experience.  Individualized patient-and 

family-centered care was found to be at the heart of successful transition from home 

hospice to a hospice inpatient setting.  Family members indicated communication 

should have been more seamless between the hospice and the hospital (Evans et al., 

2006).   

 Lysaught and Eserk (2013) performed a literature review using case studies to 

illustrate gaps in the literature related to the complex nature of decisions associated 

with the place of death for hospice decedents.  An increase in the number and types of 

transitions to hospice inpatient settings was identified as significant to the study.  One 

of the case studies followed a patient with end-stage heart failure through his or her 

disease trajectory to elucidate current practices associated with transition between 

hospice settings.  The literature review and case studies supported allowing for 

preference for place of death and receipt of hospice care in a setting of the patient and 

family’s choice.  Predictive factors for a patient dying of cancer receiving hospice 

inpatient care were posited as the following: county of residence has hospice inpatient, 

preference to die in an inpatient setting, and hospice inpatient bed was available.  Policy 

implications were also identified reinforcing a place of death supportive of physical, 

emotional, and spiritual comfort regardless of the setting (Lysaught & Eserk, 2013).   

 Lysaught Hurley et al. (2014) conducted a secondary data analysis of their 

original ethnographic research, which included 38 semi-structured interviews using 
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purposive and maximum variable sampling.  The study examined the beliefs and 

practices of the members of the hospice interdisciplinary team, older adults, and family 

caregivers involved in transition between home hospice and a hospice inpatient setting.  

The researchers proposed additional in-home service and anticipatory planning could 

provide support needed to achieve patient and caregiver preference in the delivery of 

hospice services at home without unnecessary transition between hospice settings.  A 

model for phases of increased care in the home was developed based on triggers 

identified by the patients, caregivers, and IDT, plan of care for future needs, and actions 

by the IDT leading up to a transition to hospice inpatient care (Lysaught Hurley et al., 

2014).  However, the study did not address triggers or challenges of transition to a 

hospice inpatient unit following a discharge from acute care.   

 Lysaught Hurley et al. (2015) examined roles and experiences of the 

interdisciplinary team in caring for older adults in home and inpatient settings.  Home 

care IDT members were concerned with making sure caregivers’ preferences were 

considered and meeting safety concerns for the patient.  Inpatient IDT members 

described themselves as a resource for symptom management (2015).  The results of 

the study were consistent with a more recent study by Kilgour et al. (2015), suggesting 

hospice inpatient settings relieves family members from providing direct care and 

symptom management. 
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Caregiver Perspectives of Transition 
 

 There is a dearth of information related to understanding the experience of 

caregivers associated with transition to a free standing hospice inpatient unit following 

discharge from the hospital.  Cronin, Arnstein, & Flanagan (2015) explored family 

members’ perceptions of helpful interventions at EOL.  The hospice patients in the study 

transitioned to a hospice inpatient level of care while residing on a gynecology oncology 

unit.  Caregivers reported having apprehension about leaving family members alone and 

identified time nurses spent with the dying patient also provided the caregiver with a 

sense of being cared for.  Nursing presence, continuity, and reassurance resulted in the 

caregiver reports of trust in nurse and caregiver relationships.  Furthermore, the 

caregivers recounted feeling anxiety about their own decisions and needed validation 

and after decisions were made (Cronin et al., 2015). 

 Drevdahl and Dorcy (2012) postulated transition was both complex and chaotic 

when patients and families have little control especially associated with critical points 

such as the patient experiencing a decision to pursue conventional treatment for cancer 

or make the decision to choose palliative care instead.  Meleis et al. (2000) postulated 

critical points contribute to the awareness of change, and require the attention, 

knowledge, and experience of a nurse to confront the points of transition (Meleis et al., 

2000).  A description of the family caregiver’s perception of transition to a hospice 

inpatient unit and initial points around transition from the hospital are yet to be 

explored. 
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 In a related study, bereaved family caregivers were asked open-ended questions 

linked to the most important parts of EOL in an institution (Stajduhar et al., 2011).  The 

study sought to identify the “core aspects” (Stajduhar et al., p. 261) to the cause and 

effects of satisfaction at EOL.  A purposive sample of caregivers was interviewed about 

experiences with EOL care in extended care, intensive care, medical care, and a 

palliative care unit (Stajduhar et al., 2011).  Family members reported what was said 

about treatment, what was not said about treatment, and next steps affected levels of 

satisfaction with communication (2011).  The families stated a preference for direct 

communication and frequent updates.  Furthermore, caregivers responded to the 

importance of how communication was delivered and stated a preference for pleasant, 

non-threatening, and non-judgmental speech when interacting with the healthcare 

team.  The authors stated bereaved family members were chosen to obtain caregiver 

reflection on the entire “pathway” (p. 262) of the experience with EOL care in an 

institution (Stajduhar et al., 2011).   

 Harrington and colleagues (2012) noted the solution to an “inability to support 

dying people to stay at home” (p. 548) requires a holistic understanding of the reasons 

for transfer to a hospice inpatient setting from home.  The researchers conducted a 

descriptive phenomenological study exploring the emotional challenges of caregivers 

with the experience of caring for a family member transitioning to a hospice inpatient 

unit from home.  Themes of the interview from the seven participants were identified as 

experiencing guilt and relief.  Caregivers emphasized they had guilt over not being able 
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to care for the person at home.  At the same time the caregivers expressed feelings of 

relief from the responsibility of caregiving at home (Harrington et al., 2012). 

 Other sources identified in the preliminary literature review confirmed feelings 

of overwhelming caregiver emotions during transition.  Family caregivers experienced 

guilt while participating in a transition of a family member from a home hospice level of 

care to an inpatient level of care (Evans et al., 2006; Martz, 2015; Steele & Davies, 

2015).  In another study, family caregivers expressed a need to “hold on to normalcy” 

when a family member was residing in a residential hospice setting (Pickens, O’Reilly, & 

Sharp, 2010).  A desire to maintain normalcy resulted in family members establishing 

“new normalcy” (p. 236) or hanging onto what was no longer under his or her control 

(Pickens et al., 2010).   

 Caregiver experiences in the transition to hospice admission may be complex 

with barriers to admission and fragmented care.  A study focused on the perceptions of 

caregivers and factors leading to delays in hospice enrollment identified some of the 

common confounding experiences (Schulman Green et al., 2004).  Families found 

unclear or inconsistent communication by healthcare providers led to a decreased 

awareness of the prognosis.  Caregivers reported fragmentation of care and insurance 

concerns about qualifying for hospice services. Pressures and stresses within the family 

with a changing dynamic increased stress levels and interfered with making the 

transition from a setting outside of the hospital.   
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 Larkin et al. (2007) studied patients rather than family caregivers regarding 

acceptance of admission to hospice services.  The participants described hospice 

admission to an inpatient center was based on a sense of urgency of others and facing 

“fatalism” (Larkin et al., 2007, p. 75).  The description of the final phenomenon for 

patients was “living transiently within the shadow of death” (Larkin et al., 2007, p. 76).  

Larkin et al. (2007) recommended taking into account patient, caregiver, and 

professional perspectives for evaluation of palliative care. 

Communication and Patient-and Family-Centered Care 

 Communication was essential to patient-centered nursing interventions 

associated with the transfer of a hospice patient to the home setting (Campbell, 2013).  

Open communication was necessary to prevent barriers for informal caregivers resulting 

in a disruptive transition to the home setting.  Likewise, the value of verbal 

communication and written guidance for actions to take when death occurred was 

illustrated in a study to explore the experiences of bereaved caregivers for people who 

had died at home (Lees, Mayland, West, & Germaine, 2014).  

Sensitivity in communication related to terminal illnesses in the interaction with 

families is a desired competency for nurses in hospice.  The need for thoughtful and 

sympathetic delivery of communication about the patient’s death was reported by 

widowed spouses in a grounded theory study exploring perceptions of the EOL care of 

husbands (Knacki, Roth, Georges, & Patti, 2012).  Cloyes et al. (2014) found family 

caregivers described interrelated concepts of information, explanations, trust, and 



40 

 

respect as areas of concern during the hospice caregiving experience.  Effective 

communication with hospice family members was found to enhance symptom 

management and reduce caregiver burden and stress (Ellington, Reblin, Clayton, Berry, 

& Mooney, 2011).  Adjustments to EOL and death should not be rushed, and the shifting 

goals of palliative care patients are best addressed through listening to needs, 

questions, and requests related to the transition (Duggleby & Berry, 2005). 

Levine and Feinberg (2013) discussed concepts of patient-and family-centered 

transition for older adults.  The authors recognized keeping people out of the hospital is 

patient-centered, however, the focus may be based on protocols and checklists and lack 

individualized care.  Caregiver support, caregiver information, and an evaluation of 

experiences of caregiving were recommended as elements of assessment and 

interventions for individual and family caregiver needs (Levine & Feinberg, 2013). 

In a study with nurse leaders in hospice and palliative care, participants were 

interviewed about challenges linked to the support of family caregivers (Ellington, 

Cloyes, Berry, Thomas, Reblin, & Clayton, 2013).  These thought leaders within nursing 

emphasized considered the importance of blurring boundaries between the hospice 

team and the family caregiver with the nurse as a “guest in the home of the patient” 

(Ellington et al., 2013, p. 1017).  They indicated the focus changed when a patient was 

admitted to a hospice inpatient unit with an attention on symptom management related 

to pain or other uncontrolled symptom requiring the assistance of a professional  
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caregiver.  The nurse leaders also recognized the family member who is caring for a 

dying patient “is in continual transition” with changing needs (Ellington et al., 2013, p. 

1016).  

Transition Processes 

 In the literature, triggers setting up the transition process of hospice patients to 

inpatient settings were identified (Evans et al., 2006; Lysaught & Eserk, 2013; Lysaught 

Hurley et al., 2014).  Kilgour, Bourbonnais, and McPherson (2015) performed a study 

with family caregivers associated with admission from home hospice to a palliative care 

unit.  Caregiver experiences before, during, and after the decision to transfer the patient 

were interviewed to explore “triggers” (p. 405) and processes resulting in an admission 

to hospice inpatient care from home care.  The transition phase resulted in two themes 

related to the circumstances stimulating the transfer to the palliative care unit and 

making the decision for the admission to an inpatient unit.  Two subthemes were 

related to watching family member through suffering and in experiencing increasing 

untoward symptoms due to disease progression (Kilgour et al., 2015).   

 The study found direct admissions were less stressful to the caregivers than 

admissions requiring a trip to the emergency department prior to the transition (Kilgour 

et al., 2015).  The researchers concluded more research is needed surrounding 

supportive needs of family caregivers who experience emotional pain and helplessness 

during the caregiving experience prior to the transition from home hospice to inpatient 

palliative care.  A positive benefit of admission to the inpatient setting was relief in 
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giving up caregiving responsibilities and the ability to resume the primary relationship as 

a spouse or other family member (Kilgour et al., 2015).   

Patient-and Family-Centered Processes 
 

  Hospice philosophy of care recognizes the interrelationship of caring for patients 

and families at EOL and promotes a patient-and family-centered form of care (National 

Hospice and Palliative Care Organization [NHPCO], n.d.-b).  In the context of patient-and 

family-centered care, Ferrell and Coyle (2008) suggested shared or reciprocal suffering 

exists when caring for a family member experiencing cancer and other life-limiting 

illnesses.  Family members have been referred to as “second order patients” (Witt 

Sherman, 1998, p. 357) due to the physical, psychological, social, and spiritual 

symptoms witnessed when caring for a dying family member (Wittenberg Lyles, Demiris, 

Parker Oliver, & Burt, 2011).  Waldrop and Meeker (2011) referred to caregiver 

reciprocal suffering when physical and psychological symptoms became more intense 

during advanced disease processes.  The result was a perception of disequilibrium and 

disorganization (Waldrop & Meeker, 2011).  Witt Sherman (1998) postulated family 

members experience the same transition as the patient and move from “living with the 

disease to anticipating the death of their loved one” (p. 358).  Family caregiver needs for 

education about patient symptoms and emotional preparation for the patient’s 

impending death were identified by Pottie et al. (2013). 

 In a study comparing the challenges faced by families receiving hospice care at 

home, in a skilled nursing facility, and a hospice inpatient setting researchers noted 12 
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themes and two themes common to all three of the settings (Kehl, Kirchhoff, Kramer, & 

Hovland Scape, 2009).  Bearing witness to physical and mental changes associated with 

dying resulted in family caregiver burden.  Bearing witness was defined in the study as 

the “difficulty of observing a family member dying” (p. 151) and observance of physical 

and cognitive changes without the ability to change the outcome.  Losses were found as 

the second common thread between the three settings associated with losses of 

companionship, family relationships, and giving up the caregiving role after death (Kehl 

et al. 2009).   

 Family caregivers in the hospice inpatient and the skilled nursing facilities 

described similar themes related to caring for their terminally-ill family member in these 

settings.  Both groups noted regret about placement and uncertainty with the myriad of 

decisions made surrounding discontinuation of treatments, symptom progression, and 

over or under treatment of pain (Kehl et al., 2009).  The only theme specific to the 

hospice inpatient setting was “fulfilling family obligations surrounding death” (Kehl et 

al., 2009, p. 159).  Families described making decisions, funeral arrangements, and 

notification of other family members as a challenge.  

 In summary of the literature, family caregivers were identified with caregiving 

challenges during transition between hospice settings.  Caregivers often experienced 

intense emotions caused by guilt associated with changes with caregiving when the 

patient entered a hospice setting other than home.  Observing a patient’s physical and 

mental decline resulted in reciprocal suffering for the caregivers.  Furthermore, triggers 
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and predictive factors for a transition to hospice inpatient care were identified by 

professional healthcare providers working with hospice patients and their families.  

 Interventions related to anticipatory care, preparation for the changes in hospice 

settings, and relinquishing primary caregiving roles were acknowledged by family 

caregivers as helpful during the transition.  Families also subsequently reported feelings 

of relief and support by the relocation of a family member to a hospice inpatient unit.  

Finally, family caregivers reported a lack of communication or poor communication 

during  the process as a barrier to successful transition.  Individualized and patient-and 

family-centered care was supported throughout the literature on transition between 

hospice settings.   

Theory of Transitions 
 

 The concept of transition is identified as one of the central or core nursing 

concepts around which nursing is constructed (Chinn, 2012; Meleis, 2010).  Nurse 

researchers used Meleis’ middle range theory of transitions to compose a theoretical 

framework for literature reviews (Blum & Sherman, 2010), qualitative methods such as 

case studies (Davies, 2005), or phenomenological approaches (Dose, Rhudy, Holland, & 

Olson, 2011; Drevdahl & Dorcy, 2012; Janze & Henriksson, 2014; Larkin et al., 2007; 

MacArtney et al., 2015).  The common purpose of these studies was to inform focused 

and individualized interventions for patients and caregivers.  Collectively, this literature 

informs the current study by providing support for conceptualization of successful and 
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unsuccessful transition for family caregivers in the transfer of a patient from an acute 

care setting to a hospice inpatient setting. 

 Preparation for palliative caregiving was studied by Janze and Henriksson (2014) 

in relation to preparation for caregiving for a terminally-ill patient.  The researchers 

explored the partners’ stories about preparing for caregiving and the move of a family 

member out of the hospital.  Caregivers reported sensing an awareness of the gravity of 

the end-stage diagnosis but remaining emotionally disconnected (Janze & Henriksson, 

2014).  Meleis (2010) noted preparation and knowledge about what to expect facilitated 

transition.  The study found partners described preparation for a transition of a family 

member out of the hospital as a chaotic, multidimensional, process.  Moreover, the 

researchers found a state of readiness may not be attainable in advance (Janze & 

Henriksson, 2014). 

 A study of the lived experience of patients and families in transition from the 

hospital to home also used Meleis’ theory of transitions (Dose et al., 2011).  Awareness 

of the life at home was recognized by family members as different from just going home 

with much to learn, disrupted routines, and new tasks required to bring the patient 

home (Dose et al., 2011).  Transition to home hospice is dissimilar to a transfer to a 

hospice inpatient setting as caregivers of patients transferring to hospice inpatient care 

will not have concerns such as medication administration, setting up equipment, and 

professional caregivers in the home. 
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 A study by Davies (2005) was performed using Meleis’ (2000) theory of 

transitions as a conceptualization describing the events leading to a nursing home 

admission, the experience of relocation, and family involvement after the admission.  

The findings were re-examined by the researchers in the context of the main 

components of the theory of transitions.  Each of the constituent parts was mapped.  

Numerous similarities were noted with Meleis’ formal theory of transitions based on the 

nature of transition, transition conditions, and patterns of response. The theory was 

helpful in describing and explaining the experiences of the transition related to relatives 

assisting a family member with the move to a nursing home.  Davies (2005) reported the 

theory of transitions failed to take into consideration reciprocal relationships and 

interactions during the transition phenomenon observed in her study.  Davies also 

found the emotional labor of the nurses was not recognized and the nursing home 

residents were treated without regard for their own influence within the nursing home 

environment.  

 Blum and Sherman (2010) performed a literature review to explore current 

knowledge of challenges and benefits of information for family caregivers of cancer 

patients.  The focus was on transition.  The researchers used the middle range theory of 

transitions to compose an understanding of patient and caregiver transition.  Benefits to 

caregiving were identified.  When caregivers’ positive motivations were supported, a 

sense of mastery was accomplished and caregiver burden was mitigated.  Furthermore, 

the researchers identified a conceptual framework of “applying the theory of 
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experiencing transition to caregivers of individuals of cancer” (p. 248).  The conceptual 

framework illustrated the challenges of caregiving in the context of personal, societal, 

and community factors.  The findings of the literature review described transition 

conditions as facilitating or inhibiting transition processes based on the meaning 

attached to the transition and experiences of caregiving (Blum & Sherman, 2010). 

Inferences for Current Study 
 

 The middle range theory of transitions is based on the assumption transitions 

are a personal phenomenon and related to definition and redefinition of self and 

situation (Meleis, 2010).  In this study, the experience of transitioning a terminally-ill 

family member from an acute care setting to hospice inpatient setting was explored.  

Similar to this study, Dose et al. (2011) studied the transition from home hospice to the 

hospital.  They collected data during the process of transfer from home hospice to the 

hospital and helped to capture the process of the transition (Dose et al., 2011).  The 

technique of interviewing the patient and family during the process of transfer between 

settings facilitated identification of potential risks and the vulnerability of the caregiver.  

An important finding in the study was the caregiver’s reference to the transition as a 

process and the hospice team referring to the transition as an event.  The researchers 

suggested anticipatory guidance is a key facilitator to transition (Dose et al., 2011).   

 Little research has been conducted examining the patient-and family-centered 

care needs of caregivers at EOL or during transition between care settings and especially 

acute care settings to hospice inpatient settings.  Most research has been conducted 
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between hospital to home hospice or from home hospice to hospice inpatient settings.  

Research supports physical, emotional, and spiritual considerations of the caregivers 

may be overlooked and could be predictive for positive or negative outcomes of the 

caregiving experience after discharge from acute care and admission to a hospice 

inpatient setting.  The literature also supports caregivers are receptive to discussing 

their experiences which is consistent with a qualitative methodological approach.  For 

example, in a qualitative study by Cronin, Arnstein, and Flanagan (2015), perceived 

needs of caregivers of terminally-ill family members in a hospital setting were 

researched.  Families reported a need to understand the process and to be integrally 

involved and validated once decisions were made.  Furthermore, the family wanted 

open communication on what to expect next in transition between settings.  The 

researchers also reported the caregivers were receptive to a discussion of their 

experience through the transition (Cronin et al., 2015).   

 A strength of my study was the experiences of family members were obtained 

from them directly.  A weakness of prior research was related to indirect measurement 

with healthcare workers and hospice patients.  In a grounded theory study by Martz 

(2015), nurses and social workers were interviewed about observations of families 

experiencing transition to nursing homes or assisted living facilities after an admission to 

home hospice.  The hospice caregivers identified reciprocal suffering was increased 

during the transition.  Martz (2015) proposed specific interventions to support patient-

and family-centered outcomes associated with the transition.  Martz (2015) described 
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the method of data generation as “shadowed data” (p. 50) or data reported by the 

hospice nurses about the family member’s experience. 

 The majority of hospice patients receive care in their own homes, however, 

delivery of hospice in a hospice inpatient setting is expanding.  Patient-and family-

centered approaches supporting both the patient and family are needed.  Family 

perspectives should be sought to inform nursing and IDT interventions associated with 

care in each of the hospice care settings as well as the transition processes connected 

with transition between settings.  If transition is likely, then planning for the process 

should be a priority.   

Summary 

 Chapter two set a foundation for a family caregivers’ experience of living through 

transition to a hospice inpatient setting with comfort only care following discharge from 

the hospital and forgoing life-prolonging interventions.  An explanation of historical 

events was included establishing hospice as a home care model in the United States.  A 

literature review revealed limited research exploring or describing a patient and 

caregiver transition within hospice settings from acute care to hospice inpatient care.  

Perspectives of the IDT and patients were reported in the literature with only limited 

perspectives from family caregivers.  A philosophical examination of phenomenology 

and establishment of the study within the ontological and epistemological paradigm for 

nursing research were also discussed.



 

 

50 

 

CHAPTER THREE 

METHODOLOGY 

 

 Chapter three provides a summary of the research methodology used in this 

dissertation study.  An explanation and justification for the use of a qualitative method 

of inquiry are included.  Content of the chapter incorporates an explanation of the 

descriptive phenomenological research method including design, setting, participants, 

data generation, data processing, and data analysis.  Protection of human subjects 

related to Institutional Review Board (IRB) approval and protection of vulnerable 

participants associated with research for patient and family members at EOL are 

discussed.  Trustworthiness and rigor of the study research methods are detailed.  

Research Method and Design 

 A descriptive phenomenological approach was used to explore the experiences 

of caregivers following their family members’ transition from an acute care setting to a 

hospice inpatient setting.  Through semi-structured interviews, the researcher listened 

to stories of family caregivers who described the experience with the transition to gain 

an understanding of the phenomenon.  Phenomenology was used to focus on what the 

participants had in common as they experienced the phenomenon of caregiving during 

a transition (Creswell, 2013).  Furthermore, the approach was applied to reduce the 

“individual experience to a description of the universal essence” (Creswell, 2013, p. 76). 
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 Giorgi’s (1985, 2009) descriptive phenomenological method was applied to guide 

the research design and analysis of the data.  According to Giorgi (1985), generation of 

data occurs in three ways.  First, naïve descriptions are elicited through the researcher’s 

use of open-ended questions from participants “unfamiliar with the researcher’s 

theories or biases” (Giorgi, 1985, p. 69).  The second phase of description arises when 

the researcher describes and presents findings of conscious mental structures of the 

lived experience (Giorgi, 1985).  Quantification was noted as a third form of the 

description (Giorgi, 1985), although, not used to describe the phenomenon in this study. 

 Following tenets of descriptive phenomenology, Giorgi (1985) initiated 

discussions of reduction in phenomenology by urging researchers to first assume the 

“correct attitude” (p. 4).  An attitude of phenomenological reduction represented the 

researcher focusing only on what is “given” (p. 9) by the participant.  The researcher 

concentrates on the “given” (p. 9) as the phenomenon of interest (Giorgi, 2009).  A 

phenomenological attitude involves the researcher engaged in wonder (Findlay, 2008).  

Van Manen (2014) distinguished a phenomenological attitude as standing “in awe at the 

wonder of the thingness . . . as it acquires its meaning in relation to the other things that 

surround each other in the world” (p. 52).  “The things” (Giorgi, 1985, p. 50) referred to 

Husserl’s statement of “returning to the things themselves” (Husserl, 1970, p. 95).  

Husserl (1970) explained the statement described things as “inaccessible” (p. 95) to 
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objective or scientific knowledge.  In this study, the phenomenological attitude was 

directed toward the “things” of what mattered most for hospice caregivers when 

experiencing their family members’ transition from an acute care setting to comfort 

only in a hospice inpatient setting. 

 Bracketing is a second essential focus of phenomenological research adopted by 

Giorgi (1985, 2009) following the work of Husserl (Giorgi 1985; Hamill & Sinclair, 2010).  

The use of bracketing in phenomenological methodology is a means for the researcher 

to acknowledge preconceptions and potential biases (Hamil & Sinclair, 2010).  The 

technique was exercised by the researcher in this study in an attempt of good faith to 

ensure assumptions did not affect data generation or that personal understandings of 

the researcher were not imposed on the perceptions of the participant (Hamil & Sinclair, 

2010).   

 The philosophical concept of essences is integral to understanding descriptive 

phenomenology as a research method.  Streubert and Carpenter (2011) characterized 

essences as “elements related to the ideal or true understanding of something” (p. 75). 

Discovering the essence requires a process of “free imaginative variation” (Giorgi, 2009, 

p. 69) in which the researcher removes aspects of the phenomenon to look for 

transformation.  Giorgi (2009) noted if the given is changed after removal of the aspect, 

then the given is “essential” (p. 70). 

 Giorgi (1985) further explained essences as meaning units perceived by the 

researcher “at a psychological level” (p. 75) to organize the data.  The findings are 
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presented as structures to represent the most comprehensive meaning (Giorgi, 1985).  

In this study, through imaginative variation the essences or structures of meaning were 

formulated from family member’s descriptions of their caregiving experiences during a 

family member’s transition from acute care to hospice inpatient care. 

 The fourth term Giorgi (1985) used to explain descriptive phenomenology was 

intentionality.  Intentionality means the conscious mind is always conscious of an object 

(Creswell, 2013).  Van Manen (2014) referred to the notion of intentionality as a 

description of how we are attached to the world and are unable to view the world with 

a “detached” (p. 62) outlook.  Moreover, phenomenology does not study the “what” (p. 

91) of the experience but “the experience of the intentional object” (van Manen, 2014, 

p. 91).  Giorgi defined intentionality as “the basis of meanings for understanding 

psychological reality” (p.184).  Giorgi’s (2009) procedural method used the intentional 

relationship by delineating meaning units to describe psychological meanings and gain 

understanding of a phenomenon. 

  Giorgi (1985) recognized reflection as a part of a phenomenological exploration 

of a lived experience.  Meaningful objects were described by Giorgi (1985) as meaning 

giving acts lived and discovered through reflection.  Giorgi’s (1985) interpretation of 

phenomenology was focused on meaning in lived experiences.  Applebaum (2011) 

identified meanings as the intentional correlates or ideal contents of conscious acts.  In 

phenomenology, reflection on an experience one has lived helps provide a description.  
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As one recalls how one lived through the experience, the experience is transformed and 

brought to mind as objects of consciousness (Giorgi, 1985).   

Rationale for Research Approach 
 

 Location (Steele & Davies, 2015).  A descriptive phenomenological approach 

provided voice to family caregivers who accompanied and provided care for terminally 

family members transitioning to a hospice inpatient setting.  Furthermore, the study 

provided a deeper understanding of the perceptions of caregivers as recipients of 

patient- Phenomenological inquiry was an appropriate method to investigate the 

phenomenon of transition at end of life from an acute care setting to a hospice inpatient 

setting.  The endeavor of a phenomenological approach is to return to the phenomenon 

with the purpose of bringing illumination, awareness, and understanding of the 

phenomenon in a new way (Madjar & Walton, 1999).  There is a paucity of research 

exploring caregivers’ perceptions of their family member’s transition from an acute care 

setting to hospice inpatient care delivered in a hospice inpatient setting.  Descriptive 

phenomenology was used to explore this phenomenon which has been poorly described 

and lacks a clear conceptualization (Streubert & Carpenter, 2012).  Giorgi’s (1985, 2009) 

procedural method for studying human experiences through descriptive 

phenomenology was applied to guide data generation and analysis of this study.  Finally, 

phenomenology as a method is closely aligned with the researcher’s personal and 

professional values related to relational caring and communication as a hospice and 

palliative nurse. 
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The National Hospice and Palliative Care Organization (2015) reported an 

increase in patients and family caregivers experiencing a transition from an acute care 

setting to a hospice inpatient setting.  The researcher’s professional interest in this 

phenomenon rests in facilitating hospice patients and families to find meaning at life’s 

end.  Hospice nurses must consider how to include and care for family members 

regardless of care and family-centered hospice care during transition to the inpatient 

care setting and adds to the empirical knowledge for hospice and palliative nursing. 

 Setting 

 The location for the study was two hospice inpatient units routinely admitting 

patients from acute care settings.  These hospice inpatient settings were located in 

Georgia.  One of the hospices is free standing and associated with a community-based 

hospice.  The second hospice inpatient unit is a free standing hospice facility associated 

with a healthcare system.  The number of hospice beds in the inpatients settings ranged 

from six to fifteen private hospice rooms.  All hospice patients were discharged from 

hospitals in the region of the state served by the inpatient hospice facilities.  During 

informal conversations with each of these hospices, the administrators expressed 

support for the researcher to conduct her research in these settings   Formal letters of 

support from the hospice settings were obtained prior to submitting the research 

protocol to the Institutional Review Boards.  
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Participants 

 Participants were obtained through purposive and snowball sampling.  Purposive 

sampling was used for this phenomenological study to identify participants with 

knowledge about the phenomenon with the intent of sharing the knowledge (Streubert 

& Carpenter, 2011).  Inclusion criteria for the study were as follows:  1) self-identified as 

primary caregiver; 2) caregiver for a hospice patient who spent one or more days in the 

hospital prior to admission to the hospice inpatient setting; 3) eighteen years of age or 

older; 4) able to read, speak, and understand English; and, 5) hospice administrator 

approval for family caregiver to participate in an interview process. 

 The sample size for this study was based on the recommendations of Creswell 

(2013).  Creswell suggested a minimum three to four participants and up to fifteen 

participants who experienced the phenomenon was an appropriately sized sample for a 

phenomenological study.  The researcher projected interviewing ten to fifteen 

participants.  Nineteen family caregivers provided their contact information to the 

researcher to learn more about the research project.  Thirteen of the participants 

agreed to complete an interview after speaking with the researcher to learn more about 

the study purpose, interview procedures, and type information they would be asked to 

share. 

Participant Recruitment and Data Gathering 

 The researcher obtained approval from the Mercer University Institutional 

Review Board (IRB) prior to study implementation.  A second institutional review board 
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approval was necessary through one of the hospice program’s healthcare system 

affiliated IRB.  In addition to approval by IRB committees, hospice agencies asked the 

researcher to sign confidentiality documents in regard to patient confidentiality and 

prohibited release of proprietary information about the hospice agencies and 

employees. 

 The researcher attempted to recruit participants first by meeting with hospice 

administration and members of the hospice interdisciplinary team (IDT) at each of the 

hospice inpatient units previously identified.  The recruitment of potential hospice 

family caregiver participants were facilitated through introductions of the patients to 

the researcher through members of the IDT.  These hospice workers introduced the 

research topic to the family caregivers to check for interest in study participation and 

provided a researcher-prepared flyer describing the researcher’s educational and 

professional background with hospice and palliative care.  The flyer described steps 

taken to assure confidentiality.  Likewise, the researcher included general information 

about how the data would be managed and how the results would be shared (Kaiser, 

2010). 

 Family members were given an opportunity to provide their contact information 

to the researcher through the hospice IDT team member such as a social worker, 

hospice nurse, or chaplain.  Upon receipt of the caregiver name and phone numbers, 

the researcher contacted the family caregiver for a face-to-face or telephone interview.  

Family caregivers of hospice patients were interviewed in a private room at the 
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inpatient hospice facility with the exception of one participant who requested an 

interview at her workplace. Demographic information necessary to the study was 

obtained from the family caregiver (Morse & Coulehan, 2015). 

 A semi-structured interview guide (Appendix B) was used during audio recorded 

qualitative interviews with family caregivers.  The following are examples of questions 

and probes that helped guide the interview: 

 Tell me about the day you and/or ______ were given the option for discharge 

from the hospital and admission to the hospice inpatient setting? 

 Describe for me in your own words what it meant for you when_____ was 

moved out of the hospital and admitted to the hospice inpatient setting? 

 What experience mattered most about the move from the hospital setting to the 

hospice inpatient setting? 

 Interview conversations were arranged at a time and place convenient for the 

hospice family caregiver with steps taken to provide privacy and prevent distractions 

(Creswell, 2013).  Through face-to-face interviews, the researcher was enabled to gather 

data in the natural setting and make meaning out of the lived experience (Starks & 

Trinidad, 2007) in the social context of caring for a family member on in a hospice 

inpatient setting.   

 Participant interviews lasted between 20-60 minutes each.  Time was built into 

the interview process to build rapport with the family caregivers (Streubert & Carpenter, 

2011) prior to beginning the interview.  The researcher took into consideration 
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“reciprocity” (p. 55) related to the time and effort of the participants during the 

interview (Creswell, 2013).  A small token of a five-dollar gift card to a nearby fast-food 

restaurant was provided to the caregivers in remuneration for their time.   

 Data were generated in this phenomenological research through interviews, 

observation, and reflection without leading the participants.  Recruitment of 

participants continued until participants began to convey similar experiences to those 

participants from previous interviews (Streubert & Carpenter, 2011).  Interview 

questions evolved over the study period to confirm information obtained in earlier 

interviews as constituent parts of the structure began to emerge. 

   After interviewing the first participants, one question was included to capture 

experiences related to transition described by the first participants.  Consent for the 

interview was obtained from the family caregiver.  A questionnaire to obtain caregiver 

and recipient of care characteristics (Appendix C) was completed by the researcher.  

Field notes were completed after every interview.  The field notes taken during the 

interviews were considered in describing the structure for the phenomenon caregivers 

in the transition of a family member from acute care to hospice inpatient care.   

Protection of Human Subjects 

Wohleber, McKitrick & Davis (2012) identified research related to hospice and 

palliative care populations as “still in its infancy . . . replete with potential ethical and 

logistical pitfalls” (p. 335).  Real and perceived challenges face the nurse researcher 

studying care for dying patients are related to the burden of patient symptoms, patient 
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and caregiver fatigue, and emotional changes related to grief and loss (Lee & 

Kristjanson, 2003).  Polit and Beck (2012) identified terminally-ill patients as belonging 

to a research category of vulnerable patients meeting a requirement for additional 

research procedures and sensitivity to circumstances.  By extension, family caregivers of 

the terminally-ill are also vulnerable and must be treated with similar consideration. 

The researcher performed interviews with compassion and sensitivity.  Family 

members were recommended by a member of the IDT as a person or persons who were 

stable enough to discuss their current situation.  The researcher is certified as a hospice 

and palliative nurse and has received training in critical conversations and end of life 

communication.  Although the researcher was an experienced hospice and palliative 

nurse, she was not experienced in qualitative interviewing.  The researcher received 

guidance from the dissertation chair and committee members regarding planning the 

interviews and discussing the format of interviews with hospice families (Whiting & 

Vickers, 2010).  Interviews were stopped if the family member became distracted to 

verify if the interview was causing emotional or spiritual distress.  One participant 

seemed distraught during the interview, although, she expressed a desire to continue.  

The researcher spoke to the nurse manager about the family member’s strong 

emotional feelings and a referral was made for contact by a social worker and the 

chaplain from the hospice IDT for psychosocial or spiritual support. 
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Confidentiality 

Confidentiality about participation and content of the interviews were 

maintained at all times for each participant.  Audio recordings were transcribed by a 

professional transcriptionist and labeled with a unique identifier rather than a name.  

Pseudonyms were assigned rather than the participants’ names to report the data, and 

all references to specific individuals and places were redacted from transcripts.  The 

audio recorder, memory cards, research journal, code book, audit trail, and all 

correspondence were securely stored in a locked area of the researcher’s home office.  

Computer access was exclusively available to the researcher with a passcode through 

encrypted firewall protection for electronic data.  Audio recordings will be destroyed 

following completion of the dissertation research report.  Transcripts will be maintained 

by the researcher in a locked office file. 

Data Processing and Analysis 

   Data processing began with the researcher listening to each audio recording as 

soon as possible after the interview.  Following receipt of the transcripts from the 

transcriptionist, the researcher listened to the recordings and read from the narratives 

at the same time to check for accuracy and to become immersed in the data (Streubert 

& Carpenter, 2011).  Interview transcripts and field notes were prepared for data 

analysis.  The transcripts were organized by files and transcript numbers for each 

participant. 
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 Data analysis was guided by Giorgi’s (1985, 2009) method of descriptive 

phenomenological analysis based contextualization and re-contextualization in a 

phenomenological tradition.  The researcher followed Giorgi’s procedural method of 

structuring a phenomenological study, analyzing, and reporting of the data (Giorgi, 

1985, 2009).  The first step of Giorgi’s method is to read the entire description to get a 

sense of the whole (Giorgi, 1985, 2009).  The researcher read each professionally 

transcribed narrative to get a sense of the whole before breaking each of them into 

parts of individual transcripts for coding (Creswell, 2013).  This first step is imperative 

and no other steps can be followed until the initial reading is completed (Giorgi, 1985).  

From a position of practicality, the first step assisted in organizing the data (Creswell, 

2013).  Furthermore, memos were written on the transcripts as soon as data analysis 

began and considered in analysis of meaning units and constituent parts. 

 The second step was to determine the meaning units (Giorgi, 1985, 2009).  In the 

second step, the researcher went back to the beginning and re-read the narratives.  The 

researcher then identified the meaning units of the experience (Giorgi, 1985, 2009).  

Each transcript was marked in a process known as constituting parts (Giorgi, 1985, 

2009).  

 Transformation of the data is the third procedural step following determination 

of the meaning units (Giorgi, 2009).  This step was accomplished through the 

researcher’s written reflection on each of the meaning units through imaginative 

variation of the natural data given by the participant into a structured statement based 



63 

 

on concrete data.  Imaginative variation identifies what data were essential to the 

structure and focused on transition and patient-and family-centered care in a nursing 

sensitive language.  Raw data were used to confirm the structure statement about 

caregiver’s perceptions of transition of a family member from acute care to hospice 

inpatient care (Giorgi, 2009).  The researcher maintained phenomenological reduction 

throughout the analysis steps. 

 Data analysis in descriptive phenomenology is an iterative process and the 

analysis began with the first interview to facilitate an emerging and unfolding 

description from the data (Lincoln & Guba, 1985).  Integration and synthesis was the 

final step in the data analysis process and provided insight into a descriptive structure of 

the meaning of the experience (Applebaum, 2011; Giorgi, 1985).  Data were clarified 

and meaning was elaborated upon by relating constituents to each other and the whole 

(Saldaña, 2013).  The data were examined in depth by the researcher in this step to 

make sense of a meaning of the whole (Creswell, 2013). 

 In this study, the researcher bracketed assumptions and biases.  Notes were 

maintained on the transcripts related to personal values and areas of bias in addition to 

any areas of role conflict (Giorgi, 1985).  The researcher maintained a journal for each 

interview reflecting on personal feelings and biases brought to mind through self-

reflection on the conversations (Hamil & Sinclair, 2010).   
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Trustworthiness and Rigor 

  Methodological rigor was maintained through adherence to Lincoln and Guba’s 

(1985) evaluative criteria for trustworthiness.  Four criteria for qualitative research are 

equivalent to the standards of reliability and validity in quantitative research.  These 

criteria are used to establish the worth of the research (Lincoln & Guba, 1985).  The four 

qualitative research measures to establish trustworthiness include credibility, 

transferability, dependability, and confirmability (Lincoln & Guba, 1985).  Observance of 

trustworthiness was maintained throughout the study with strict adherence to Giorgi’s 

procedural steps with the intent to describe caregiver’s experiences in-depth. 

 Lincoln and Guba (1985) named practices to improve and promote credibility 

which parallels internal validity.  Credibility can be achieved in qualitative research 

through documentation of the researcher’s actions, opinions, and biases (Lincoln & 

Guba, 1985).  In addition, prolonged engagement, informal member checking, and peer 

debriefing helped establish trustworthiness (Lincoln & Guba, 1985).  Informal member 

checking was obtained through repeating to each participant a summary of what was 

said at the end of the interview and giving the participant an opportunity to correct 

errors (Lincoln & Guba, 1985).  The researcher reflected upon personal assumptions and 

biases with the dissertation chair and maintained a journal to document personal 

assumptions or biases identified during the process of data generation and analysis with 

the dissertation chair.  Peer debriefing occurred with the dissertation committee chair 

acting as a knowledgeable consultant on qualitative research, data generation, and 
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analysis (Polit & Beck, 2012).  The peer debriefing was performed during coding and was 

accomplished through regular meetings and discussion of mutual data analytic 

processes, including transforming the data into meaning units, and constituent parts of 

the structure of the phenomenon.   

 Transferability parallels external validity and was achieved through thick 

descriptions of the phenomenon (Lincoln & Guba, 1985).  The researcher provided a 

“rich and thorough description of research setting, study participants, and observed 

transactions and observations” (Polit & Beck, 2012, p. 526).  Lincoln and Guba (1985) 

maintained establishment of external validity in the conventional sense is impossible, 

however, providing a “thick description” (p. 316) could help others interested in making 

a transfer of the research to reach a conclusion.  The inclusion of family caregivers for 

patients with different types of end-stage diagnoses promoted transferability of study 

findings. 

 Lincoln and Guba (1985) posited dependability must be dealt with separately 

from credibility.  Dependability parallels reliability as a means of establishing quality of 

quantitative research.  Audit trails and triangulation are methods of establishing 

dependability (Polit & Beck, 2012).  An audit trail can be accomplished through 

maintaining and recording a systematic generation of raw data, process notes, data 

reduction, analysis products, reflexive notes, demographic data, and other drafts related 

to data generation, and analysis (Polit & Beck, 2012).  Lincoln and Guba (1985) also 

suggested using a “stepwise replication” (p. 317) through use of multiple person teams 
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to deal with data sources while practicing exceptional communication.  The researcher 

performed the interviews alone, although close communication was maintained with 

the dissertation chair regarding data generation, processing, and analysis.  Coded 

narratives as well as decisions regarding identification of meaning units and constituent 

parts were carefully documented. 

 Confirmability parallels objectivity and was maintained through an audit trail 

(Lincoln & Guba, 1985).  The researcher used the technique of confirmability by 

recording any thought processes leading to conclusions or decisions made about the 

data.  An audit trail was maintained beginning with the first interview and kept 

throughout the study.  Furthermore, the researcher involved the use of triangulation to 

help confirm the truth, or credibility of the description of the phenomenon (Polit & 

Beck, 2012).  Site triangulation was obtained through the use of multiple hospice 

inpatient settings.   

Summary 
 

 In chapter three the descriptive phenomenological approach the researcher was 

applied related to the lived experiences of hospice family caregivers experiencing 

transition between acute care and hospice inpatient care.  A phenomenological 

approach  was chosen to provide voice for family caregivers in understanding the 

embedded essences and meanings of caregiving in a hospice inpatient setting after 

discharge from an acute care setting.  Giorgi’s (1985, 2009) descriptive 

phenomenological approach was illustrated in addition to the rationale for choosing this 
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research method.  The chapter delineated the steps in choosing the settings, 

participants, and data generation methods.  Protection of human subjects and focused 

attention on confidentiality with vulnerable participants at end of life were discussed.  

Trustworthiness and rigor of qualitative research according to Lincoln and Guba’s (1995) 

criteria were incorporated and strategies used to strengthen trustworthiness and rigor 

in this study were described.  
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CHAPTER FOUR 

PRESENTATION OF FINDINGS 

This chapter contains a comprehensive description of the findings.  An 

explanation is provided related to methods of data management with transcripts 

generated during interviews with hospice family caregivers who have experienced a 

recent transfer of a family member from the hospital to a hospice inpatient setting.  

Characteristics of the participants were described.  Data analysis according to the 

procedural method of Giorgi (2009) is discussed.  Furthermore, the constituents as 

identified through a descriptive phenomenological approach to data analysis are 

delineated.  In addition, an overview of the constituents with concrete descriptive 

examples and quotes are incorporated.  The chapter concludes with a description of the 

structure of the experiences of caregivers in the transition of a family member from 

acute care to hospice inpatient care based on transformation of meaning units and 

researcher reflection through free imaginative variation (Giorgi, 2009). 

Data Management 

 All interviews were digitally recorded and the files were transferred to a 

transcriptionist on a secure online storage application for data management and sharing 

of files.  A signed contract was obtained with a transcriptionist experienced in 

processing qualitative transcripts and confidentiality with research data.  All digital files 
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were shared with the transcriptionist using the aforementioned online storage 

application for this dissertation research.  Transcribed Microsoft Word document files 

were received from the transcriptionist.  The transcribed files were downloaded and 

stored on the researcher’s password-protected computer.  Transcripts were shared with 

the chair of the dissertation committee through the same online storage application 

using a secure link. 

 All transcripts were typed verbatim by the transcriptionist.  The researcher 

listened to the digital recording while reading the transcript to check for inaccuracies as 

soon as possible after receiving the files.  Corrections were made to the transcripts.  

Identifying information was removed prior to saving or printing the transcripts.  Each 

transcript was saved on a back-up hard drive and printed for use in data analysis to mark 

the meaning units.  An electronic copy of the transcript was posted on the secure online 

application and shared with the committee chair.  Paper copies of the transcripts were 

stored in the researcher’s office in a locked file cabinet. 

Confidentiality was maintained through assignment of a unique number 

identifier to each of the participants.  The numbers were replaced with pseudonyms 

known only to the researcher.  All participant, healthcare worker, hospital, and hospice 

names were redacted from the transcripts to protect confidentiality.  In addition, 

discussion of identifying disease processes was also removed because the information 

could potentially identify a patient or family. 
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Data Analysis 

 Data analysis was accomplished through cooperation and mentoring sessions 

with the committee chair during personal, phone, and email discussions comparing data 

analysis results.  A personal meeting was held after the first four transcripts were 

analyzed using Giorgi’s (2009) descriptive phenomenological approach.  Subsequent 

meetings consisted of comparing data analysis and discussion of the descriptive 

phenomenological method according to Giorgi (2009).  

 The researcher followed Giorgi’s method for data analysis (2009) by first 

assuming an attitude of phenomenological reduction and “bracketing” (p. 91).  The 

researcher’s experience as a certified and hospice and palliative nurse was personally 

considered and evaluated.  Journaling about meetings with hospice staff and families 

was performed.  Notes were made on the transcripts and separately as considerations 

about transition were brought to the researcher’s consciousness.  Bracketing was 

accomplished as much as possible so attention could be focused on the hospice 

caregiver’s present experience and not on the researcher’s past experiences and 

knowledge of hospice nursing.  An attitude of phenomenological reduction was 

maintained throughout data analysis. 

 The first step in Giorgi’s (2009) method of data analysis of descriptive 

phenomenology was followed and each transcript was read “for sense of the whole”  

(p. 128).  The transcripts were read in the order they were received while listening to 

the digital recording.  The researcher read and listened closely for “intentional objects”  
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(p. 129) associated with hospice caregiving and the transition experience.  Interview 

field notes were made for reflection and to help maintain an attitude of 

phenomenological reduction. 

 Giorgi (2009) contended the entire description in a phenomenological interview 

was, “too long to deal with holistically” (p. 129) and the researcher must break the 

narrative into smaller parts for effective analysis.  In this study, meaning units were 

identified after re-reading the transcripts in the second step of Giorgi’s (2009) 

descriptive phenomenological method.  A separate meaning unit was identified each 

time a shift in meaning relevant to transition occurred or the participant shifted the 

conversation to another part of the description (2009).  Later in the analytic process 

meaning units were copied and pasted into a Microsoft Word table document.  All 

transcripts were prepared in the same manner.   

 The researcher followed the third step through transformation of the “natural 

attitude expressions” (Giorgi, 2009, p. 130) as expressed by the hospice caregivers into a 

nursing perspective.  This labor intensive step involved going back to reflect on each 

meaning unit.  Phenomenological reduction was applied.  As recommended by Giorgi 

(2009), the researcher re-wrote many of the transformed narrative text to explicate the 

best description of the participant’s conscious description of the meaning units into a 

language understood by nurses.  The transformed data were copied and placed in the 

aforementioned Microsoft Word table document with the original meaning units.  
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During this step, the researcher began to generalize the data as constituent parts of the 

description presented in data transformation.  

 The final step of descriptive phenomenological analysis according to Giorgi 

(2009) was completed with “writing of the general structure of the experience” (p. 137). 

A process of “free imaginative variation” (Giorgi, 2009, p. 132) was used to explore the 

variant meanings of the text in nursing-sensitive language.  Constituent parts were 

determined from the meaning units and placed in a table for organization.  Finally, the 

researcher met with the dissertation committee chair to confirm findings based on the 

phenomenon of experiencing caregiving for a family member in transition from acute 

care to hospice inpatient care.  Constituents, structure, variations, and verbatim quotes 

are included in the discussion of findings. 

Discussion of Findings 

 The participants in the study were 13 family caregivers who experienced the 

recent transfer of a family member from acute care to a hospice inpatient setting 

located in two hospice inpatient settings in Georgia.  Table 1 provides information on 

the characteristics of family caregivers and the hospice patients for whom care was 

provided.  The majority of the caregivers and care recipients were female.  Nine (69%) 

were white and four (31%) were black.  None of the participants were of Hispanic/Latino 

origin.  The mean age of the caregiver was 55 years and the majority had prior 

experience with death of a family member such as parent, spouse, or sibling.  The 

patient and family member were admitted to hospice and receiving hospice services for 
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multiple diagnoses and on average had received a hospice diagnosis about 6 days prior 

when the family member was interviewed.  

Table 1 

Participant Characteristics (N=13) 
________________________________________________________________________ 
Characteristic   n % Observed range                           Mean_   

Mean age of Patient  12  54-95 years (SD 13.62)        78.5 years            
 
Mean age of Caregiver 13  44-80 years (SD 12.63)                   55.2 years 

Table 1 (continued) 
 
Caregiver Gender: 
 Male   3 23.0%    

Female   10 77.0% 
 
Patient Gender: 

Male   4 33.3% 
Female   8 66.6% 

 
Hospice Diagnosis: 
Cancer    5 41.7% 
Cardiovascular   2 16.7% 
Pulmonary   1 8.3% 
Neurological   4 33.3% 
 
Palliative Consult 
Yes   8 66.7% 
No   4 33.3% 
 
Length of time  
since hospice  
diagnosis   12    1-21 days (SD 5.92)            5.8 days 
 
Number of days  
in hospital   12    1-13 days (SD 3.77)                6 days 
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Table 1 (continued) 

 
Caregiver experience with death   
 Yes   9  69.2% 
 No   4  30.1% 
 
Note n=12 for patient data rather than 13 patients as 13 participants included two family 
members from the same family. 
  

 The results of the comprehensive data analysis include seven interrelated 

constituents and the structure emerging from the interviews to form a description of 

the experience.  Concrete examples from the data also represented varied ways in 

which the constituents were revealed in different participants.  The constituent parts of 

the structure were Context, Caregiving, Chaos, Communication, Candor, Comfort, and 

Confidence.  An outline of the constituents is included in Table 2.  Verbatim quotes are 

used to support the meanings and implications for the family caregivers in a description 

of the constituents and structure of family caregivers experiencing transition of a family 

member from acute care to hospice inpatient care. 

 
Table 2 
 
Table of Constituents of the Structure  

 
I. Context  

A. Context of family 
B. Unfolding story: Initiating events and changes 
C. Justification for decisions 

 
II. Caregiving 

A. Positive and negative emotions 
B. Attending the patient: Roles and tasks 
C. Giving up caregiving  
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III. Chaos 
A. Unanswered questions: “In a state of limbo” 
B. “Second guessing” 
C. “Chasing symptoms” 
D. “Surprised but not surprised” 
E. Multiple settings: Unknowns 

 
IV. Communication 

A. Positive and negative communication 
B. Communication and privacy 
C. Reaching consensus 
D. Advocate: “Being the voice” for the patient 

 
V. Candor 

A. Honest communication: Easing guilt and anxiety 
B. Truth telling: Decreasing hope 
C. Protecting the other: Concealing truth 

 
VI.        Comfort 
                    A. “Doing the right thing” 
        B.  Protect from suffering 
                    C.  Affirmation and support 
 
VII.       Confidence 
                    A.  Confidence in comfort 
                    B. “Pulling it all together.” 

 
Constituent One: Context 

Context was the first constituent of the structure describing the transition of a 

family member from acute care to hospice inpatient care.  Understanding the context is 

significant for any major event, but particularly for dying patients and their caregivers.  

Hospice caregivers’ perceptions of the transition from an acute care setting to a hospice 

inpatient setting took place in the context of family, the disease process, and the entire 

journey toward end of life.  There was an unfolding story with initiating events in the 

transition and changes occurring prior to the acute care admission, during the acute 



76 

 

care admission, and after transfer to the hospice inpatient facility.  Finally, telling the 

entire story of health events and experiences justified the decisions made related to EOL 

care and the admission to hospice and inpatient level of care. 

The context of family.  Study participants depicted decisions made related to 

transition to the hospice inpatient setting as a family effort.  Caregivers described the 

decisions made on behalf a family member for a hospice admission and transfer to a 

hospice inpatient setting were influenced because of close family relationships and 

knowing wishes and desires. Terry described the daily contact he shared with his father 

for 20 years impacted decisions he made on his father’s behalf: 

So we was together every day.  I had never talked to him about this. . . .  I just had 
to make my decision.  But, I looked at this and said . . . I think if I went back he’d 
be happy.  I couldn’t find nothing . . . nowhere . . . near as nice as this place. 

Families described confronting the terminal illness together during the 

transition.  Facing the illness together as a family encompassed witnessed signs of 

decline from disease progression, facilitating hospitalization, and decision making for 

transition to EOL care settings.  Terry described how he and his father went through the 

cancer disease process together from diagnosis to hospice inpatient admission: “We 

battled through it.  It was . . . something to experience.”  Bob stated the decision he and 

his family made related to the transfer to hospice inpatient from the hospital in this 

manner: “We just realized there was nothing that could be done. . . .  We were taking 

the next step and . . .  it was comforting she would be here.”    
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Participants described a variant to the context of family when relatives not 

aware of all the facts shared negative preconceived notions about hospice.  Wanda 

responded to the disapproving comments made by family members:  I don’t know what 

they are basing [their negative comments] on. . . .  We’re making the best choices 

[based on the information] . . . we are getting.”  However, the majority of families chose 

to work together and gain consensus in the transition.  Family members tended to defer 

to the family member identified as the primary caregiver to make final decisions or to 

reach a consensus among siblings based on negotiation and communication with the 

healthcare team.  The primary caregiver was responsible for caregiving activities of daily 

living or managed care provided by paid caregivers in the patient’s own home.  Bonnie 

stated she was the primary caregiver for her family in this manner, “Actually, my family 

will just kinda’ sit back and . . . wait for me.  I am the one that they always depend on to 

do everything.” 

Unfolding story.  The unfolding stories leading to the admission in a hospice 

inpatient setting were unique to each of the participants.  Caregivers wanted to tell the 

whole account to describe the experience.  The participants began with a discussion of 

disease progression and medical attempts to alleviate symptoms, prevent suffering, and 

provide a cure.  A consistent experience shared by caregivers began from the initiating 

event, detailed the hospitalization, and revealed the reason a family member was 

admitted to the hospice inpatient setting.  
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 The account of initiating events leading to a hospitalization and subsequent 

admission to the hospital and hospice inpatient setting varied.  For Terry, a call from his 

sister notified him his father had experienced a decline in health.  He stated in regard to 

the initiating event: “I knew something had changed, so I asked my dad, ’Do you think 

you need to go to the doctor?’  And he said, ‘Yes.’ . . .  So I went on and carried him to 

the hospital.”  Bob explained how he found out about his mother’s inability to walk or 

swallow from in-home caregivers: “I got the call last Wednesday morning from the 

caregiver, she apparently had fallen and broken her hip.  So we took her to the 

emergency room.  And the doctors did not think she would be able to rehab.” 

In addition to falls, caregivers related initiating events were caused by weakness 

from disease progression contributing to the last hospitalization before admission to a 

hospice inpatient setting.  Patients with neurological disorders experienced a myriad of 

symptoms including weakness and changes in cognitive abilities.  Family caregivers 

caring for a family member who was experiencing neurological symptoms also described 

a lack of the patient’s capacity to swallow resulted in the inability to take in nutrition 

and hydration sufficient for survival.  Patricia referred to the lack of nutrition and 

hydration as, “just dying of thirst” in response to her mother’s cognitive decline and 

inability to eat or drink. 

 An admission to hospice was suggested to some of the caregivers by a 

healthcare worker.  The transition from acute care to hospice inpatient care began for  
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Katie’s mother and her family following a conversation with an ICU nurse suggesting a 

change in approach to care may be needed based on signs and symptoms he had 

assessed.  Katie stated: 

I had a nurse say to me, ‘You know, I think you might want to get some palliative 
care.’  Well, I really didn’t know what it meant in the scope of hospital.  What I 
knew [was] what he was trying to say to me was, I don’t know that this is going 
to get better.  And he said . . . that he had seen a lot of these things and, that he 
just felt like that might help balance some of what we were getting ready to have 
to make some decisions about. 

Other caregivers related the decision for an admission for a hospice inpatient 

admission was made based on previous family experience with the death of another 

relative, knowledge of the inpatient setting, and inability to care for the family member 

at home.  Dawn stated, “Everybody . . . had spoken so highly of the [hospice inpatient 

facility] . . . That’s when I contacted them yesterday and they come out to the hospital.”  

Dawn’s husband was in a hospital without a palliative care team.  Dawn based her 

decision to personally inquire about a hospice inpatient admission on her experience 

working in the healthcare field and a conversation with the physician at the hospital.  

Three of the participants described the hospital admission and subsequent 

admission to the hospice inpatient setting was preceded by an unsatisfactory home 

hospice encounter.  The participants expressed uncontrolled symptoms, caregiver 

inability to provide care, and delay in response to the caregiver as reasons for a 

hospitalization and a desired change to hospice inpatient level of care.  Monica 

explained her involvement with a prior hospice: “I already had experience and, I already 

visit the facilities. . . . It was better out here than where she was at home but they 
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wasn’t treating her.  When I call, I want a response right then.”  Two additional 

caregivers attempted to provide care at home.  Terry conveyed his father’s brief 

experience with home hospice as the following: 

When he can’t even to stand.  I don’t even know how I’m gone get him in there. . 
. . I don’t even know how I’m going to get him in the shower. . . . Well this is the . 
. . option we got.  We just gone have to see what happens. 

Furthermore, two other participants were attempting to contact a hospice agency for 

home hospice admission prior to the initiating acute event resulting in hospitalization. 

 Justification of decisions. Justification of the admission to the hospice inpatient 

setting was revealed in the interviews of hospice inpatient caregivers.  Caregivers 

justified the type of care provided during the patient’s illness and why an admission to a 

hospice inpatient level of care was the appropriate caregiving measure for the patient 

and caregiver.  Janice justified the transition to the inpatient setting as follows: 

It’s not that I just wanted to throw him away. . . .  There may be days I just 
couldn’t devote what I needed to, all my time and energy. . . .  We talked and the 
last two weeks we’ve hardly seen our kids at all . . . ‘cause I am pre-occupied 
with Daddy, Mama, and everything. 

Bob justified he and the other family members had attempted to meet his 

mother’s physical needs at home.  Bob stated, “She got sick, she kind of got run down, 

wasn’t eating like she should’ve been. . . . We kept trying, to go over there and feed her 

and what have you.”  Janice justified a recent decrease in her caregiving availability was 

related to multiple demands on her time as the following: “We were dealing with 

mama, with all that was happening . . . He wasn’t getting the attention he normally 

gets.” 
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Furthermore, caregivers justified a transition to hospice inpatient care by 

indicating professional caregivers may be more prepared to care for their terminally-ill 

family member.  Janice responded the professional caregivers in the hospice inpatient 

setting would be less likely than she and her sister to panic if a significant decline 

occurred in their father’s health.  Likewise, Wanda justified the inability to care for her 

father at home as: 

Well, I could've took him home, but how . . . was I going to take care of him? 
When he first came in he could grab the rail and sort of help pull himself over . . . 
but he can’t even do that. . . .  He's heavier than what he looks.  Even the EMS 
people.  You know, like if it’s a female [EMS] have a hard time.  

 In addition to justification of caregiving efforts and the reason for admission to 

the hospice inpatient setting, family caregivers took responsibility and expressed anxiety 

and guilt over not knowing the family member was terminally-ill.  Bonnie justified the 

reason she did not recognize her father’s neurological diagnosis in this manner: “I knew 

but it just didn’t register with me at the time because of everything was just kind of . . . 

hitting us all at once.”  Bonnie voiced she should have known why the healthcare 

workers were asking particular questions.   

Constituent Two: Caregiving 

Caregiving described by hospice family caregivers included the caregivers’ roles 

and the tasks required to support a family member in transitioning from the hospital to 

a hospice inpatient setting.  Positive and negative experiences were revealed through 

interviews.  Caregivers expressed expectations about their roles as caregivers as well as 

the roles of professional caregivers in the acute care and in hospice inpatient settings. 
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“Doing the right thing” and giving up responsibilities as the provider of daily direct 

physical care when the patient was admitted to a hospice inpatient unit were important 

to the caregivers.   

All of the caregivers were eager to tell the story of the journey of caregiving with 

a patient who is terminally ill.  Family caregivers illustrated personal roles and 

responsibilities in the family and explained who provided the care during the patient’s 

episodes of declining health and hospitalizations.  Janice explained her role in caregiving 

for her father prior to the transition to hospice inpatient in this manner: 

Well, my sister sees him every day ‘cause, he lives in the same town as 
her.  So she runs all of his errands and does things like that so he doesn’t 
have to get out as much.  So she’s been doing everything like that, and I 
go over there and clean, ‘cause she has a really weak stomach so, I do all 
the cleaning and that stuff and she does all the errands. 

Other caregivers reported preparing meals, transportation to medical appointments, 

and supervision of medical conditions.  Adult children assumed the role of primary 

caregiver and helped with decisions related to hospice setting of care after the 

hospitalization to support and protect the other parent.  Bonnie responded, “We 

decided to bring him here because . . . it would’ve been too much on my mom for one 

thing.”   

Positive emotions and negative emotions.  Caregivers described positive 

emotions associated with the transition of a family member to a hospice inpatient 

setting after discharge from the hospital.  Janice described feelings of thankfulness.  She 

stated: “I am thankful . . .  that something else could be offered” after a discussion with 
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the hospital physician about options for advanced life support or comfort measures for 

her father.  The same caregiver complimented the healthcare team on “all they had 

done” when comfort care was implemented and less care was actually provided and 

more emotional support was available.   

In addition, family caregivers described positive emotions when the terminally-ill 

patient was in a state of “comfort,” free from distressing symptoms of dying during 

transition from the hospital to a hospice inpatient setting.  Likewise, Bob used the word 

“comfort” to describe positive feelings of assurance: “It was comfort.  We felt like she 

would get better care here, than in the hospital . . .  Although, they gave her great care 

in the hospital, we just felt good about her coming here.”  Lastly, Cindy portrayed 

positive feelings about personal comfort and her father’s physical comfort as, “You 

know, it’s more comfortable here, more caring, just where he needed to be versus the 

hospital.” 

All of the caregivers in this study expressed negative feelings related to the 

multiple emotions associated with caring for a dying family member.  Janice explained 

the transition was “overwhelming” because she had learned her parent’s condition had 

progressed to a terminal condition only a few days prior.  Terry described his emotions 

as feeling “a blast” of negative emotions associated with lack of preparation and 

surprise when his father’s functional abilities radically changed overnight.  Caregivers in 

this study provided support for a family member at home for many months or years and 

the final decline related to the hospice diagnosis and admission to a hospice inpatient 
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setting caused negative emotions.  Janice addressed a negative emotional experience of 

sadness she experienced: “I mean like you feel kind of sad. . . .  You’re sad because 

you’re looking at him and you know like a month ago, he was fine. . . .  He’d go to the 

kitchen and fix him something to eat and all.” 

Moreover, caregivers expressed feelings of confusion as “mixed emotions” 

related to letting go of life-prolonging medical interventions, witnessing a family 

member transition toward death, and wanting the family member to continue to live.  

Bob stated, “You know, she’s going to be in a better place, and you know that, but it’s 

still hard to let go. That’s kind of where we are.” Cindy described her mixed emotions as 

follows: 

I understand why he is here and [I am] just trying to grasp everything and [trying] 
to have faith.  ‘Cause there is always miracles.  But like I say, it’s always in God’s 
hands . . . it’s basically not doubting yourself because it’s hospice.  And just 
having faith all in one . . . like a mixed emotion. 

Finally, a description of negative emotions of anger and frustration arose from 

the interviews with family caregivers in transition to the hospice inpatient setting from 

the hospital.  Caregivers expressed anger and frustration at rushed discharges from the 

hospital.  Wanda explained she had unresolved philosophical questions about changes 

in the plan of care from curative to comfort care only.  She perceived she was being 

hurried through the discharge process without adequate preparation when the transfer 

date moved up by two days and requested information was not available to make 

decisions on her father’s behalf.  Terry sighed deeply before giving this response to his  



85 

 

experience surrounding an unexpected discharge: “All they wanted was us to be out the 

hospital.  That’s all they wanted and looking back . . .  I still may go up there and say 

something to . . . [someone].” 

 In response to feelings of anger, caregivers expressed not being sure whether 

the situation of the moment or the emotionally draining task of caring for a family 

caregivers was contributing to their experience of negative emotions.  Bonnie described 

her thoughts about being unsure of her anger: 

I know the techs have to come in and, and do their job . . . and my dad was in 
pain, and you know how you get the feeling, you know?  Don’t move him. . . .  It 
was like that.  And I felt like . . . they were not being gentle with him.  But it 
wasn’t the case, it was just me and my feeling.  It wasn’t them at all.  They, did a 
great job . . . It was just how I was feeling, and how I was looking at things. 

Attending the patient: Roles and tasks.  Attending the patient was related to 

caring for the patient’s daily needs at home, during hospitalization, and following 

admission to the hospice inpatient setting.  Caregivers illustrated the roles and tasks 

needed to support a family member with declining physical and cognitive abilities.  Each 

of the participants detailed the daily observations made concerning the health of the 

terminally-ill patient.  Cindy described the extent of her caregiving roles and tasks 

including the difficulty of observing her father’s decline and financial burden of 

caregiving as follows: 

Oh my goodness . . . [he] can’t work . . . and then to the state that he’s at now?  
It’s devastating.  Never seen my dad like this, whatsoever. . . .  It was kind of 
emotional and . . .  [I feel] kind of worn out a little bit when it comes down to his 
finances ‘cause we provided for him. 
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Furthermore, many of the caregivers illustrated a caregiving picture of waiting 

for news and maintaining a presence at the bedside during hospitalization.  Caregivers 

conveyed waiting to speak with a physician or other healthcare workers who could 

provide them with the information about the family member’s deteriorating or 

fluctuating medical condition.  Caregivers were very focused on information and daily 

updates from the physician member of the healthcare team while in the hospital during 

the transition.  Wanda explained the role of a caregiver and waiting for answers: 

You stay in that hospital room just about all day.  You’re waiting for a doctor.  
You don’t know when they’re going to make their rounds.  If you go down the 
hall to get a drink, go to the cafeteria whatever, you gonna miss them, and they 
don’t go back around for you. 

By extension, family caregivers expressed frustration with waiting sometimes not 

knowing what they should be waiting for as illustrated by Katie: 

Am I waiting for someone to come and tell me what’s going to happen?  You 
know, does the nurse do that or is there a social worker?  I mean, who is it that 
kind of person [who] helps, with this transition? 

Giving up caregiving.  Caregivers described having feelings of relief when a 

terminally-ill family member was admitted to the hospice inpatient setting and 

caregiving was relinquished.  Katie expressed feelings of relief when the professional 

hospice caregivers provided direct care for her family member protecting her mother’s 

dignity and allowed the family to be resume typical family relationships.  Katie explained 

after transfer to the hospice inpatient unit, she was consumed with caregiving decisions 

and found relief in assistance of the hospice inpatient staff.  She provided the following  
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description of her emotions related to feelings of relief, “It was just awesome that 

somebody else could come in and actually clean her up and, and turn her, make her 

more comfortable.” 

In this study, Bonnie described her response to professional caregivers taking 

over personal care of her father shortly after admission to the hospital and prior to 

transfer to the hospice inpatient unit.  Bonnie illustrated her actions and feelings during 

the encounter, “Because I was all over the place.  You know, I was nervous, and I 

couldn’t sit still.”  Similarly, caregivers reported resistance to letting go and allowing 

professional caregivers in the hospice inpatient provide direct patient care.  Hospital 

and hospice healthcare workers gave the family caregivers permission to let go and 

allow them to perform direct patient care.  Wanda suggested the following to avoid 

conflict with the family over personal care: “So one thing, as a hospice nurse, you should 

probably be caring, compassionate, be able to deal with the patient, deal with the family 

members that are already anxious.” 

Constituent Three: Chaos   
 

Family caregivers of patients transitioning from acute care to the hospice 

inpatient setting illustrated living through feelings of chaos during the transition 

process.  The process of transition included many changes and unanswered questions 

about diagnosis and prognosis.  Understanding the role of numerous healthcare workers 

who were assisting with the transition process and the healthcare worker’s lack of 

understanding of the patient’s EOL status was also challenging.  Fluctuations in the 
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patient’s condition added to a state of “chaos” experienced by many family caregivers.  

Family members discussed chasing symptoms to help them in making EOL decisions and 

the struggle of “second guessing” their own decisions.  Furthermore, a state of being 

“surprised but not surprised” reflected feelings of chaos. 

 Unanswered questions: “A state of limbo.”  Unanswered questions were a 

source of stress for all of the family caregivers.  For most of the caregivers, information 

was obtained and EOL decisions were made during the hospitalization leading to the 

hospice inpatient admission.  The main reason for hospitalization was the patient met a 

medical state of irreversible physical and cognitive decline.  The caregivers sought 

answers as the medical teams ordered tests and provided diagnosis and prognosis about 

terminal illnesses.  Janice stated, “Really all we wanted was somebody to be upfront so 

we would know where we are going, and not being like in this limbo state.”   

A fluctuation in symptoms contributed to the chaos of unanswered questions 

and decision making with daily changes in the patient’s condition with small 

improvements and rapid declines in physical and cognitive status.  Janice related 

information healthcare workers gave her about her father’s changing condition as 

follows: “This could be a yo-yo.  Last night he was talking and stuff when we left. Today 

all he is doing is sleeping.”  Fluctuations in symptoms created feelings of doubt for the 

caregivers about next steps, decisions made for comfort care, and added to chaotic 

unsettled emotions and feelings.   
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Furthermore, unanswered questions about changing symptoms and prognosis 

impacted eligibility for the general inpatient level of care and became an important 

issue for patients who improved after transfer to the hospice inpatient setting.  As 

described in Chapter two, patients must meet eligibility criteria for admission to a 

hospice inpatient setting for symptom management, imminent death, or a predicted 

safety risk at home.  However, for caregivers with a family member who stabilized or 

lived a longer than expected amount of time after the hospice inpatient admission the 

experience was different.  Hansen, Archbold, Stewart, Westfall, & Ganzini (2005) 

postulated greater strain existed for caregivers who made EOL decisions for a family 

member living longer than anticipated.  Three family caregivers in this study were 

concerned by discussions with the hospice inpatient staff about fluctuating symptoms 

and the possibility of a transition to home hospice or hospice in a nursing facility.  

Hospice inpatient staff addressed family caregivers with all possible scenarios of going 

home or remaining in the inpatient with an explanation of the necessity of eligibility.   

 Second guessing.  After EOL decisions were made, second guessing occurred with 

some of the caregivers when retrospectively thinking about the finality of the decision 

for a hospice admission within a hospice inpatient setting.  Bob talked about second 

guessing the decision for comfort care and the hospice inpatient admission he made 

with his mother, family, medical team, and spiritual leader as follows:   

We got some peace about it.  You know, we talked to our pastor about it, two 
separate doctors and they said, ‘You know you are doing the right thing.’  I mean 
. . . Mom was all for it so, we feel like we’ve made the right decision.  You just 
sometimes . . . second guess. 
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Other family members expressed feelings of turmoil due to second-guessing if another 

healthcare facility could have changed the outcomes and quality of care the patient 

received.  Four of the participants revealed a decision to request admission to another 

hospital or hospice because of a lack of confidence in delivery of care. 

Chasing symptoms.  Caregivers provide observation and supervision of medical 

indicators at home and the role continues when a family member is admitted to the 

hospital and experiencing EOL symptoms related to a terminal illness.  Several of the 

participants explained observing symptoms and associated medical tests, vital signs, and 

lab values to find clues and receive answers about the physical and cognitive decline.  

Janice related her experience with observing and measuring symptoms as follows:  

So when we got over there and, he was on Bi-PAP then, he stayed on that all day 
Thursday, and he started perking up, his COT [sic] levels . . . were at 120, I think 
they said, when they had called this morning.  I don’t know what his oxygen was. 

Katie labeled the experience of observing her mother’s rapidly failing health as a 

“Whack-A-Mole” game when infections and complications related to her end-stage 

diagnosis were causing rapid physical and cognitive decline.  Katie also discussed 

watching the monitors and screens in the hospital to see if something changed, 

although, she did not know what the numbers indicated: 

You’re sitting there watching the numbers go up and down, like it really meant 
anything to us, but all of a sudden we thought, Okay, well, what is her oxygen 
level and what are her numbers?  You know, we’re trying to follow the numbers. 

“Surprised but not surprised.”  Hospice inpatient caregivers indicated tumultuous 

emotions were experienced during the transition from acute care to hospice inpatient 

care and described thoughts of being “surprised but not surprised.”  Janice stated, “He 
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was a smoker and grew up in the house with smokers.  So not surprised, but sad at the 

same time.”   Hal related, “The transition to palliative care was . . . a challenge for us to 

deal with at first.  And that was, because we just weren’t expecting it.  It’s been so 

rapid.”  Although, the caregiver was aware a family member had a terminal illness, the 

swift progression of physical and cognitive decline was surprising.  Hal indicated the 

patient was living somewhat independently two weeks earlier and at the time of the 

interview was totally dependent on others for his daily care.   

Multiple settings: Unknowns.  Family caregivers in this study conveyed 

experiencing unknown factors related to changes in location and transfers from home, 

the emergency room, critical care, palliative care units, medical hospital units, and 

finally the transition to a hospice inpatient setting.  Furthermore, caregivers 

communicated transition between hospitals and moving the patient outside of their 

own community for an admission to a hospice inpatient unit was concerning.  Caregivers 

accompanying a family member during the transition to an unknown setting expressed 

thankfulness for access to a hospice inpatient setting in spite of inconvenience of the 

location.  Katie stated, “We were lucky that they had space.  It was not near where we 

were going.”   

Moreover, caregivers discussed perceptions of actual ambulance transportation 

and logistics of transferring a dying family member to another setting.  In some cases, 

arrangements were made by the hospital staff to allow a family member to ride with the 

patient.  Comfort during transportation was one of the factors that mattered most to 
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the caregivers.  Patricia communicated nurses pre-medicated her mother and she stated 

the following in response to the intervention, “So we felt . . . confident about it.” 

During the interviews, caregivers had difficulty recalling the numerous names 

and positions of caregivers encountered throughout the hospital and hospice inpatient 

setting.  Wanda described multiple caregivers during the transition of her father from 

acute care to hospice inpatient care.  The patient was in several patient care areas 

during his hospitalization prior to the transfer and admission to a hospice inpatient 

setting.  Wanda states her perception of multiple caregivers in this manner: 

You got all these people coming in . . . You got the nurse manager. You got 
palliative care and the counselor.  I've got all kind of cards.  When they come in 
they say what their name is, and what their title is, and a little bit about what 
they do . . .  Well who does what?  And who can help me maneuver?  

Divergent to encountering multiple healthcare workers, family members who did not 

experience immediate response and information about the transition from acute care to 

a hospice inpatient setting expressed distress.  Caregivers described experiencing 

feelings of navigating the process alone.  Katie explained her feelings: 

What I would say in that moment, it feels a little overwhelming and confusing if 
you don’t have someone standing right there saying, Okay, well here are the 
hospice options: she qualifies to be in a hospital with hospice care, or in a facility 
with hospice care, or at home with hospice care. 

Constituent Four: Communication 
 

Communication was the fourth constituent representative of the structure of 

family caregivers in the process of caring for a dying family member transferred from 

acute care to a hospice inpatient care.  Positive and negative communication between 
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family caregivers and healthcare workers both in the hospital and the inpatient setting 

was present and provided both solace and distress to family members.  The caregivers 

expressed the necessity of bridging a communication gap created due to physical and 

cognitive deterioration at end of life and serving as an advocate or being “the voice” for 

family member who could no longer speak for themselves. 

Positive and negative communication.  Positive communication was perceived by 

caregivers when questions were answered and information was provided by nurses and 

healthcare workers in a timely manner.  In addition, caregivers described positive 

communication when the caregiver received permission from the patient to support 

decisions associated with comfort care and a hospice admission.  Bob stated, “So, we 

talked to her about it on three different occasions.  She did not want surgery.  She did 

not want rehab.  She . . . expressly told us that she wanted to go home, she was tired.”  

Likewise, caregivers identified communication during the transition from acute 

care to hospice inpatient care as positive when the nurses and healthcare workers 

spoke directly to the patient to determine EOL preferences.  Bob described how the 

hospice nurse communicated with his mother and the family to clarify patient and 

family wishes.  Bob stated the nurse, “Basically, asked her important questions, let her 

know what they were going to provide for her here.  And we felt like she had a pretty 

clear understanding.”  Janice conveyed a powerful discussion between her father and a 

hospital physician helped support the patient and the other family members with end of 

life decisions.  Janice stated, she and the family already knew his wishes.  



94 

 

Communication with the physician helped validate the caregivers’ decisions when the 

patient could no longer speak for himself. 

Moreover, caregivers perceived conflicting communication as negative 

communication.  Caregivers stated miscommunication was delivered to them in regard 

to the family member’s eligibility for settings outside of the hospital including 

rehabilitation centers, nursing homes, and hospice inpatient units.  Communication 

about non-hospice settings led them to believe the family member could return to a 

previous level of functioning even though the patient was experiencing symptoms of a 

terminal illness.  Caregivers experiencing the varied information expressed doubt about 

the information they were hearing but deferred to healthcare workers to help them 

make decisions.  Janice illustrated her communication with the healthcare team as: 

He sent him to . . . the nursing home for physical therapy to get his strength back 
so he could go back home and live independently, so kind of in the back of our 
minds, were like, no, this is not the truth. . . .  But, at the same time, you have a 
doctor telling you, Okay, well he’s going to get his strength back, and he’s going 
to be able to live independently again. 

Communication and privacy.  In addition to miscommunication, hospice family 

caregivers described negative communication was information delivered with a lack of 

sensitivity.  Negative communication was perceived when a lack of privacy was 

maintained during conversations about EOL care.  Conversations with some healthcare 

workers were hallway conversations about impending death and options for end of life 

caregiving after discharge from the acute care setting.  Wanda gave her interaction with 

one healthcare worker when she asked a question about the plan of care for her father: 
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He was the first one that pulled me out and said, this is terminal.  Out in the 
hallway.  Where people were [listening and] . . . could hear.  Yeah, where I could 
. . . stand out there crying, you know.  Not a room like this one or something 
private. 

Reaching consensus.  Family members also spoke among themselves, hospital 

healthcare workers, palliative care team members, and hospice representatives to reach 

consensus with major EOL decisions.  Janice requested her sister be present when the 

palliative care team was scheduled to speak with them one morning.  Janice stated, 

“You know you probably need to be here when we talk to these people so you’ll know 

too.  It won’t be just me relaying, you’ll be here first hand.” Bob and his siblings had 

conversations with their mother leading up to her current health decline and hospice 

admission.  Bob conveyed the following about reaching consensus with his siblings and 

the medical team: 

We had seen her health deteriorate a little bit. . . .  She kept telling us . . . for the 
last couple of years that she was tired, and she would tell us stuff like, ‘I’m not 
going to be here long.  Ya’ll need to know this.’   

 When possible, consensus between the patient, caregiver, and other family 

members was reached.  Bob and his siblings agreed with their mother about the 

decision to choose comfort care and admission to the hospice inpatient setting.  Bob 

described consensus in this manner:  

It was unusual that we were all on the same page.  Two different healthcare 
professional, Mom, us, our pastor.  You know, everybody was on the same page.  
Nobody said, ‘No, you may be making a mistake.’  I mean everybody was right 
there.  So, that brings a lot of comfort. 



96 

 

Conversely, family consensus was also used to override and influence the wishes of the 

family member at end of life.  Sharon described a family meeting to encourage her 

mother to seek the medical care she needed: 

The family kind of got together, circled our wagons and really insisted that when 
she go back on Monday.  They were doing infusion therapy . . . to try to build 
[her] up, and that they admit her to the hospital. 

Advocate: “Being the voice.”  Advocacy for family members was important to 

caregivers in this study.  Only a few patients were able to answer questions directly 

when asked by their families about EOL preferences due to the cognitive decline from 

disease progression.  Other patients had completed advanced directives.  In either case, 

family caregivers became an advocate for the patient.  Janice became an advocate for 

her father by listening to healthcare workers and answering questions related to end of 

life decisions about possible intubation.  Janice realized her father was incapable at the 

moment to respond in a manner consistent with previous conversations.  The caregiver 

made healthcare workers aware her father did not want to be intubated.  She spoke 

with the respiratory therapist and told her, “I think he is confused ‘cause that is not 

what he wants. You might need to say it a different way so he understands what you are 

talking about.” 

Caregivers explained the experience of bridging a communication gap by verbally 

advocating for a family member during the transition from acute care to the hospice 

inpatient setting.  Moreover, caregivers expressed a need for healthcare workers to join  
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the family caregiver in knowing what to ask and to anticipate questions.  Wanda 

discussed the meaning for her role as an advocate through communication with 

healthcare workers: 

He couldn’t help himself.  He couldn’t be a voice.  And I’m doing the best I can, 
so . . . these people went to medical school, nursing school, whatever.  You 
know, respiratory, whatever it is, they need to help . . . the person maneuver 
through it.  And, we don’t always know the questions to ask.  

Constituent Five: Candor 

Candor was identified as a constituent during the transition from acute care to 

admission in a hospice inpatient setting.  Honest communication during the transition 

helped facilitate and ease feelings of anxiety and guilt.  Family members expressed 

concern about truth telling when it was perceived as decreasing the hope of the patient.  

Moreover, family caregivers expressed apprehension the patient and other family 

members concealed the truth from them as a means of emotional protection. 

Honest communication: Easing feelings of anxiety and guilt.  Honest 

communication was acknowledged by caregivers as beneficial to the decision making 

process associated with the transition for acute care to hospice inpatient care and 

helped to ease feeling of anxiety and guilt.  Conversations with the palliative care team, 

hospital physicians, and hospice inpatient workers specifically provided information in a 

language the caregiver could understand and articulate to others about the experience.  

Terry expressed understanding of his father’s health status and how receiving hospice 

services in an inpatient setting could benefit his father easing his anxiety and guilt over 

the hospice admission: 



98 

 

If I’d have talked to my dad about a year ago, when he wasn’t sick, and I . . . 
said if he could’ve sat down with this lady, this nurse, and she’s telling him 
what she telling me . . . I believe his answer would be the same.    

Janice expressed she felt relief following a candid presentation in the emergency 

room about her father’s terminal illness and finally hearing what she and her sister 

already suspected.  She states the information helped to make the decision for a 

hospice admission and transfer hospice inpatient.  Janice had this response to the truth 

telling conversation:   

So what I admired most about the team is that they were just straight upfront 
with us.  You know . . . This is what you are looking at.  It’s probably not gone get 
any better.  We can’t be 100 percent sure but, what we already know in 
experiences, and studies, and stuff, this is it.  This is all you’re gone have right 
here.        

Truth telling: Decreasing hope.  A majority of terminally-ill family members 

experiencing admission to hospice inpatient in the study were also recently diagnosed 

with a life-limiting illness and offered little hope for survival.  The concept of comfort 

care and hospice were introduced at the same time as the transition to hospice and a 

hospice inpatient setting.  The caregiver’s hope for a family member to remain alive 

with medical help in the acute care setting changed to hoping they were “doing the 

right thing” accepting admission to hospice and a hospice inpatient setting.  During the 

process, caregivers disagreed with some of the diagnoses, prognoses, and the need to 

stop treatments when healthcare workers described the patient’s condition as terminal 

with or without intervention.    

Terry indicated he tried to preserve his father’s hope by agreeing with him and 

provided false hope to keep from challenging him.  His father wanted advanced life 
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support should he stop breathing or his heart should stop beating.  Honoring his father’s 

wishes became a barrier for admission to a hospice inpatient setting.  Terry expressed 

his perception of preserving his father’s wishes: 

You can’t ask someone if they want to be resuscitated when they know that they 
fixing to die.  I mean, I think the answer’s always gone be yes, or maybe?  I felt 
bad for maybe not even talking to him when he got diagnosed.  I probably 
should’ve came to somewhere like this then, and just let him look, or, made a 
plan, but I just never have been through this before.  

Protecting the other: Concealing truth.  From the perspective of caregivers, 

patients were not always honest with the family about their declining health.  The 

disclosure of all the facts were not rendered until the family member assumed the role 

of a primary caregiver.  The caregivers reasoned the patient was trying to protect them 

emotionally from the inevitable.  Bad news revealed during the already tumultuous end 

of life period was stunning to some family caregivers.  Katie expressed her experience 

with a lack of disclosure related to her mother’s illness:  

My parents didn’t want to burden us, and they were trying not to tell us, and 
they had not really been as forthright with their best of friends either.  ‘Cause 
they had a plan of how this is going to get better. 

Some of the caregivers chose to process a lack of disclosure during the transition with 

other family members, although, none of them processed the information with the 

patient.  Edna chose not to deal with her sister withholding information and she stated, 

“So I just left that alone.  I just, you know, pushed that to the side.” 

Constituent Six: Comfort 

The sixth constituent of comfort in the structure of the caregiver’s experiences 

was evident through caregivers’ expressions of concrete examples of “doing the right 
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thing,” protect from suffering, and affirmation and support.  “Doing the right thing” 

addressed emotions of trying to make the best decisions on behalf of a family member 

without guilt and regret.  Furthermore, caregivers described comfort and relief from 

suffering as what mattered most.  Finally, reassurance and comfort care measures 

leading to the family member’s comfort was an essential to for caregivers in the 

description of this transition from acute care to hospice inpatient care.   

“Doing the right thing.”  Caregivers became the decision makers when family 

member’s condition deteriorated to an incapacity to speak for themselves due to 

cognitive decline from end-stage disease processes.  For the participants in this study, 

“doing the right thing” was integral to decision making.  Bob described getting the EOL 

decisions right because there may not be another chance to get it right once hospice 

care is selected.  He described rethinking the decision he and his family made in 

complete agreement with the terminally-ill family member and stated: “But then you 

still question am I doing the right thing.  Not really, just hoping we’re doing the right 

thing.  You know?  Hoping we are not doing a Dr. Krevork . . . Krevorkian, whatever his 

name is.” 

Furthermore, for caregivers “doing the right thing” meant doing everything 

possible for the dying family member.  Wanda explained the struggle she was 

experiencing was finding acceptance surrounding her father’s impending death and 

coping by making sure he was given adequate opportunity to survive his end-stage 

disease if at all possible.  Wanda described her thoughts on “doing the right thing”: 
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So I'm like, okay, if he's end of life, I'm having struggles with that. . . .  I wanna 
make sure he's getting every possible chance to survive the cancer, and if he's 
not, I mean, if he's not gonna . . . survive it, let’s get him the best care. 

  Half of the participants responded the family member had an advanced directive 

to assist the primary caregiver and healthcare workers who were assisting in decision 

making efforts following a hospice diagnosis and discussions about discharge from the 

hospital.  Katie found solace in reading her mother’s wishes as stated on her advanced 

directive documents to her brother: “See look these are her initials.  We are doing the 

right thing.  This is what she wants.” 

Confirmation from healthcare workers and others outside the family, especially 

if the individual had experience with hospice, was seen as an affirmation of “doing the 

right thing.”  Janice related she witnessed her sister having a conversation with a nurse 

friend on the phone who was complimentary of the hospice inpatient option.  Because 

the family was in the middle of decision making, Janice interpreted the phone 

conversation as a positive sign.  She stated, “So that’s almost an affirmation from God.”  

For others, support from the hospice inpatient staff affirmed the choices made about 

end of life care.  Healthcare workers reminded family caregivers decisions were made 

through careful deliberation.  Katie conveyed conversations with the hospice inpatient 

nurses teaching the family about signs and symptoms of dying were helpful in the 

following way:  

It’s the same thing as after a person dies, sometimes you just have to say it 
enough to believe it.  And so yeah, okay, we’ll go through this again and we knew 
that she did not want to linger in a state where her body did not work. We were 
all very clear on that. 
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           Protect from suffering.  Family caregivers were asked to describe if any episodes 

of a family member suffering were observed during the transition.  The caregivers 

responded hospital healthcare workers and the hospice inpatient staff were providing 

acceptable pain management and episodes of suffering were not witnessed.  When the 

researcher expanded the definition of suffering to include EOL symptoms of anxiety, 

depression, delirium, nausea, vomiting, and sleeplessness, the caregivers described 

episodes of suffering.  Patricia explained observation of her mother’s suffering as 

follows: 

She had arthritis in her feet, so I knew that had to be painful . . . for them to 
straighten her legs out . . . and do the things they had to do, and that she 
couldn’t tell them.  You know except just to frown or to moan . . . So, to me 
that’s suffering . . . and then not to be able to get up and go somewhere. 

 Dawn responded in regard to observation of her husband suffering, “It’s been a 

long battle.  Oh yeah, He’s suffering . . . he’s ready to die.  He wants to die.  He wants to 

go to Heaven.”  Edna and other caregivers referred to witnessing EOL symptoms as 

“hard.”  Edna expressed the emotional suffering she experienced as a sibling and 

caregiver witnessing the family member’s suffering: “It was hard.  It was hard, hard, 

hard.  I was thinking, I want her here; I don’t want her to go.  But my sister . . . my 

feeling was I . . . don’t want to see her in pain.” 

Family caregivers for patients in the hospice inpatient setting who were recently 

transferred from the hospital described prevention of suffering as a caregiving 

responsibility for the patient.  Janice described her reaction to hearing comfort care 

options for her terminally father resulted in informing the hospital physician she wanted 
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to prevent her father from suffering.  Janice responded, “We just don’t want him to 

suffer.  You know we just don’t . . . want that.”  Edna explained she and her family were 

in agreement.  They did not want their terminally-ill family member to suffer.  As the 

primary caregiver, Edna made the decision to honor her family member’s wishes for end 

of life care and consented to the transfer to the hospice inpatient setting.  Edna stated, 

“I didn’t want her to suffer so I finally made that choice for her to come here to get 

help.”   

Affirmation and support.  The participants addressed ways the hospital and 

hospice staff attended and cared for family members.  Family caregivers were 

dependent upon the nurses for most of the information once admitted to the hospice 

inpatient setting.  Sharon stated the nurses were helpful to the family in this manner:  

As soon as we got here, I mean, they started with educating everyone, and just 
making sure everyone was on the same page, and that was very helpful . . . 
about hospice . . . her condition and . . . how we were doing, and if we had any 
questions. 

 Other caregivers experienced feeling attended and comforted for when nurses 

or other healthcare workers provided assistance above and beyond expected care.  

Bonnie described a time during her father’s hospital admission when a nurse listened to 

her concern about moving her father so many times from stretcher to bed for a transfer 

to another hospital unit.  She illustrated feeling cared for when the nurse facilitated the 

following comforting measures for her father.  In response to the comfort measures 

Bonnie said: 

Why is it they have to move him so many times to, you know, get him there?”  
So, she said, “You know what? I’ll be right back.” . . . What do you call the guys 
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that come and transporter? . . . I was thinking that they were gonna have to take 
him back off of that bed. . . .  I think [the nurse] called and told them to just bring 
the bed down.  Yeah, because she saw I was concerned with him being in pain. 
“Well, we’ll give him something too because they’re gonna move him . . . So it 
won’t be as bad.”   

For other family members, the stakes of being listened to and cared for by 

healthcare workers during this transition were even higher.  Hal related how he needed 

assurance his family member could no longer swallow.  Members of the palliative care 

team expedited testing to confirm and convince this caregiver his family member would 

not be able to take in nutrition or hydration without artificial means facilitating 

consideration of an admission to hospice and hospice inpatient.  Hal described the 

significance of the effort healthcare workers put forth to hear and act on his request as 

the following: 

And they did listen to me because I said, ‘. . . I’m not ready to give up on this not 
swallowing.’  It was important to me, and they did that for me.  They did call the 
speech therapist back in, and have her do another swallow test, and that helped 
me say, well that’s three (taps table).  That’s three tests. 

Constituent Seven: Confidence 

  

 Finally, a constituent of confidence was described by caregivers as positive 

feelings and emotions brought about by supportive conversations and actions with 

hospice representatives, palliative care team members, nurses and healthcare workers 

in both settings.  A lack of confidence was described related to missing personal 

confidence and knowledge of caregiving for a dying family member in this transition.  

Caregivers indicated a need to have someone assist with pulling it all together.   
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 Confidence in comfort.  Caregivers had many challenges in their transitional 

journey to the hospice inpatient setting following delivery of a terminal diagnosis by 

healthcare workers in the hospital.  Confidence in comfort was portrayed by the 

caregivers as access to comfort care as an alternative option to hospitalization and 

medical care that was no longer a means of cure.  Caregivers described experiencing 

positive emotions and opinions of the transition experience based on feelings of relief 

and comfort upon admission to inpatient hospice.    

 “Pulling it all together.”  Caregivers indicated a need existed for greater 

navigation and support during the transition process from acute care to hospice 

inpatient due to their own lack of experience and confidence in caregiving.  Terry 

expressed his frustration when he was approached by a healthcare worker who told him 

his father would be discharged on the same day as their conversation and asked if he 

had plans for him after discharge.  Terry responded: 

‘Well I don’t know.  This is the first time I’ve ever had this experience.’  So they 
just handed me a paper with some rehab places, hospice places, nursing homes, 
and said, ‘We think you need to pick a rehab facility.’ So, I said, ‘Well okay.’ 

Wanda summed up her caregiving needs as follows: “Help me put it all together.  Don’t 

make me have [to] be . . . the person who does all the legwork, or guessing.” 

 In addition to a need for guidance during the transition, eight of the family 

caregivers were simultaneously in a transition of changing from acute care philosophy 

and treatments to hospice philosophy and a hospice inpatient level of care.   
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Cindy explained her experience with the transition included change from acute care to 

hospice philosophy: 

My thought was watching my dad die in here.  Well it’s just the name, hospice . . 
. which you just grasp hospice. You know?  So it really is kind of different when 
you start thinking about hospital and then hospice is something totally different 
to think about. 

 Conversely to negative experiences, family caregivers expressed positive feelings 

about the transition based on interactions with hospice healthcare workers including 

nurses who assisted in navigating and acting as an educator and consultant.  Katie 

described her experience as caregiver and family member at the hospice inpatient 

setting as follows: “You had constant nurses that you could ask any question to.  That 

was so helpful.  You know, give their opinion of what was going on, and we valued, at 

that time, every opinion that someone would give us.” 

Descriptions of the Structure 

 The structure of hospice family caregivers’ experiences of the transition from 

acute care to hospice inpatient was the major finding of this descriptive 

phenomenological dissertation study conducted and analyzed according to Giorgi’s 

(2009) procedural method.  The structure articulated below is the result of analyzing 

concrete descriptions obtained through interviews with family caregivers.  The structure 

identified in this study was formed by the following description.  Caregivers for family 

members who transition from acute care to hospice inpatient care experience the 

process in the context of family.  These caregivers provide daily care through self-

sacrifice and honoring patient wishes while hoping they are getting things right.  Positive 
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and negative emotions were influenced through the support received from other family 

members and healthcare workers in the hospital and hospice inpatient units.  Caregivers 

described the challenges of transition and the complex process of realizing an 

awareness of imminent death and a need for care outside of the hospital as death 

approached.  A need for guidance in moving through the process was voiced.  

Moreover, caregivers were thankful for honesty in communication and another 

caregiving option to provide comfort, prevent suffering, and honor last wishes.  Lastly, 

confidence erased uncertainties of transition when the presence of comfort surrounded 

the patient and family. 

Synthesis of the Findings 

The lived experience of a family member who transitioned with a terminally-ill 

patient from acute care to hospice inpatient care chronicled an unfolding story of 

incredible self-sacrifice and attempts to honor last wishes.  The caregiver stopped and 

asked, “How did we get here?”  Momentarily, the whole story began spilling over with, 

“Let me go back a few months or to last year and tell you what we have experienced 

together.”  The entire story mattered to caregivers as they recalled months and years of 

declining health, physician appointments, good and bad health reports, surgery, 

medications, and medical interventions.  Each story was unique to the caregiver, 

patient, and other individuals who lived within the context of family.  Past memories of 

conversations entered into the caregivers’ consciousness as they tried to justify multiple  
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decisions related to the inevitable arrival of death at life’s end.  Caregivers revisited 

decisions as they hoped to do the right thing and second-guessed carefully deliberated 

decisions. 

 The caregiving journey leading to a hospice admission in a hospice inpatient 

setting was not always comfortable nor one easy to travel.  There were shifting 

symptoms and unanswered questions leading to feelings of living in a limbo state or 

caregiving alone with multiple healthcare professionals nearby.  The caregivers sought, 

and eventually found, persons to help them navigate as they crossed through transition 

from an acute care setting with curative medical interventions to an option of hospice 

inpatient care with comfort care only.  Caregivers conveyed troubled emotions with 

even a brief delay in finding someone to guide them through the next steps after the 

news of imminent death was revealed. 

 Good memories of physicians, nurses, and other healthcare workers who 

attended the patient and family, answered difficult questions, alleviated suffering, and 

spoke truthfully to the caregivers was notable in the minds of the family.  Confidence in 

caregiving was gained when comfort was achieved through supportive conversations 

and comfort care measures were delivered as promised the nurses and healthcare 

workers attending the patient and family.  Negative memories lingered as well, with 

caregivers counseling healthcare workers to listen and anticipate questions as family 

caregivers do not always know what to ask and may have not experienced caring for a 

dying family member.  The constant was the caregiver who was at the bedside to bridge 
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communication gaps and advocate for a beloved family member.  An environment of 

chaos existed for the patient and family leading up to and sometimes during the last 

hospitalization while diagnostic tests, treatments, and best guesses were used to 

diagnose and develop a prognosis.  Though not always present, honesty and 

communication within the family or spoken by the healthcare team helped change the 

direction of the transition toward awareness, acceptance, and confidence in comfort 

with an admission to hospice and a hospice inpatient setting.  

Summary 

 In chapter comprehensive findings of this descriptive phenomenological study, 

data management, and data analysis were described.  A discussion of the findings was 

included and consisted of seven interrelated constituents.  The constituents were 

Context, Caregiving, Chaos, Communication, Candor, Comfort, and Confidence.  

Concrete examples of each of the constituents and caregiver quotes were delineated.  

Finally, the chapter contained a description of the structure of the experiences of 

caregivers in the process of caregiving for a patient in transition from acute care to 

hospice inpatient care. 
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CHAPTER FIVE 

DATA SYNTHESIS, CONCLUSIONS, RECOMMENDATIONS 

 In this chapter, data synthesis and conclusions based on the study’s findings are 

explored through the lens of Meleis’ (2010) transitions theory and conceptualization of 

patient-and family-centered care associated with hospice and palliative care nursing.  

Significance of the study is delineated based upon a description of the structure of the 

experiences of caregivers caring for a family member transferred from acute care to 

hospice inpatient care focused on transition and patient-and family-centered care.  In 

addition, implications for nursing practice with caregivers in this specific transition 

between healthcare settings at end of life and recommendations for future research will 

be presented.  The researcher conveys final reflections in concluding the chapter. 

Data Synthesis 

 Meaningful experiences of hospice caregivers who cared for family members 

during their transition from acute care to hospice inpatient care were explored. These 

caregivers had chosen an admission to hospice for an end-stage disease process no 

longer responding to medical treatments.  Seven interrelated constituent parts evolved 

from the descriptive phenomenological data analysis to form the structure of a 

description of the phenomenon.  Constituent parts of the structure for the study were 
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the following: Context, Caregiving, Chaos, Communication, Candor, Communication, and 

Confidence. Inclusion of these constituent parts and variations into the structure of the  

experience was made according to adherence to Giorgi’s (2009) procedural method of 

descriptive phenomenology, where Giorgi argues that each of the constituents are 

essentially necessary to the structure and, if one was removed the structure “would 

collapse.” (Giorgi, 2009, p. 199).   

 The findings of this study supported caregivers’ descriptions of experiences, 

changes, and events related to caregiving for a family member at end of life.  Caregivers 

were impacted by increased attending for family: roles and tasks for seriously ill family 

members stretching their endurance physically, emotionally, and spiritually.  Moreover, 

the majority of caregivers demonstrated less concern about personal discomfort or 

inconveniences with greater interest for remaining present with the dying family 

member and “doing the right thing” in regard to decision making about EOL care and 

changes in the philosophy of care from acute care to hospice inpatient care. 

Components of Meleis’ (2010) middle range theory of transitions were used to 

help explain the findings.  Applicable concepts and recommendations relevant to the 

patient-and family-centered care according the Institute of Patient-and Family-Centered 

Care (n.d.) was also used to inform the manner in which the researcher analyzed and 

synthesized findings focused on patient-and family-centered care in transition.   
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Synthesis of Findings 

Caregivers described a process of transition complicated by multiple, complex, 

simultaneous health-illness and developmental transitions in the transfer of a family 

member from acute care to hospice inpatient.  Acceptance of each of the transitions 

prior to transfer from the hospital to inpatient hospice were illustrated by the 

caregivers.  Bob expressed as he and his sisters had “reached consensus” in agreement 

with their mother for hospice services and a transfer to hospice inpatient care before 

discharge from the hospital.  For others, the process was complicated by fluctuating 

symptoms, unanswered questions and second guessing carefully made decisions while 

still in the hospital or shortly after arrival at the hospice inpatient setting.  Hebert, 

Schultz, Copeland, and Arnold (2008) found in an ethnographic study with bereaved 

caregivers, family members could benefit from receiving answers to distressing 

questions through communication to avoid complications in bereavement.  Moreover, 

hospice caregivers depicted rushed or poorly planned discharges resulted in an 

emotional struggle and feeling unprepared when plans for EOL care were not in place 

prior to a transfer to hospice inpatient.  Terry, and others, who did not have experience 

with caring for a family member at EOL expressed “negative emotions” and did not 

know the questions to ask for assistance with the transition.  Hebert et al. (2008) 

identified barriers to asking questions as follows: feeling overwhelmed, lack of trust,  
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worried about appearing unintelligent, and not knowing what to ask.  “Feeling 

overwhelmed” and “not knowing what to ask” were supported in the findings of this 

study.    

Communication with nurses and other healthcare workers informed caregivers 

and helped in awareness of the health-illness transition.  Justification for the decisions 

made in regard to ending life-prolonging treatments and the choice for hospice 

inpatient was used to explain the reason for an admission to hospice inpatient care.  

Words used by hospice representatives, palliative care team members, or other health 

care workers’ words were repeated by the caregivers to articulate the reasons for a 

change in the plan of care.  Caregivers echoed phrases about the family member being 

at “end of life” or recapped information about expectancies for improvement for their 

family member. 

 In the midst of chaos generated by final exacerbation of a chronic illness or with 

limiting complications from an end-stage disease process, caregivers faced new 

challenges and responsibilities related to decision making and assisting with changes in 

the plan of care.  Caregivers shared “unfolding stories” beginning with an initiating 

event: and changes marked by a difference in the family member’s health.  Caregivers 

described how family members’ became unable to speak for themselves or experienced 

intermittent periods of disability based on declining physical and cognitive symptoms.   
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All of the caregivers indicated the recognition of declining health in a context of family 

with reciprocal changes related to increasing caregiving responsibilities and associated 

positive and negative emotions.  

 Patterns of meanings evolved and were connected to the caregivers’ lived 

experiences through details of the transition from acute care to hospice inpatient.  

Caregivers provided a vivid description of specific events and caregiving responsibilities 

unique to their family story.  In this study, they illustrated initiating events and changes 

as follows: living with a chronic illness, decline in health, hospitalization, and waiting for 

a diagnosis, hearing the news, planning for EOL care, and the transfer to hospice 

inpatient from the hospital.  Janice described emotional discomfort from unanswered 

questions prior to her father’s diagnosis due to fluctuating symptoms and unanswered 

questions as “a state of limbo.”  Furthermore, caregivers expressed a need to know 

details about the disease process, chances for recovery, and planning for EOL care to 

help with them with decision making about EOL care options during this vulnerable time 

of chaos. 

 Meanings attached to changes in the family member’s physical and cognitive 

decline and the transition between acute care and inpatient hospice held potential to 

either hinder or foster a healthy transition (Meleis, 2010).  Caregivers in this study 

portrayed “positive emotions” expressed through feelings of “thankfulness” for 

inpatient hospice as an end of life care option other than medical treatment, which was 

no longer working.  Caregivers in this study and others (Lysaught Hurley et al., 2015; 
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Kilgour et al., 2015; Harrington et al., 2012) shared experiences and feelings of relief 

when a terminally-ill family member was admitted to a hospice inpatient setting and 

professional staff assumed responsibility for the hands on care.    

Furthermore, meaning applied to changes in a family member’s health, 

caregiving responsibilities, and transition from acute care to inpatient hospice were not 

always affirmative.  Caregivers attributed negative meaning to the transition at different 

junctures during the process.  Feelings of frustration and anger were experienced when 

caregivers did not receive adequate communication or sharing of information to 

participate in transition planning.  A concern related to negative emotions in transition 

from acute care to hospice inpatient is a potential for poor outcomes in bereavement.  

Negative aspects of caregiving with bereaved caregivers related to transition were cited 

in the literature with associated negative outcomes during bereavement (Allen, Haley, 

Small, Schonwetter, & McMillan, 2013; Holtslander & McMillan, 2011).  Untoward 

caregiver outcomes in bereavement were depression and complicated grief.  

 Negative emotions are anticipated in hospice and were confirmed in 

descriptions of the caregivers in this study.  All caregivers expressed sadness as 

“negative emotions” in the transition related to perceived losses through witnessing 

declining health or anticipating the ultimate loss of a family member to death.  Two of 

the caregivers had experienced the recent loss of a family member in an inpatient 

hospice setting before the semi-structured interview was conducted.  Eleven of the 

patients were still living and the caregivers had not experienced loss due to death.  
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Nonetheless, all of the caregivers indicated a reciprocal response to observing a family 

member’s physical and cognitive losses and remembering previous experiences when 

family members were more verbally and physically responsive and able to care for 

themselves. 

Communication between caregivers, family, and healthcare workers was 

represented in meanings caregiver portrayed linked to caring for a family member in 

transition from acute care to hospice inpatient care.  Participants in this study described 

clear, accurate, and timely communication and information sharing was required for 

caregivers to make decisions about EOL care options.  Some of the caregivers noted a 

sense of “surprised but not surprised” as they recognized the family member was 

declining physically and cognitively, although, they did not know what to expect 

surrounding last hours and days prior to death.  An essential need was expressed for 

healthcare workers to speak with candor in conversations fostered by honest 

communication about life expectancy and options for care outside of the hospital.  

Janice conveyed, a change and difference was made for her when a healthcare worker 

spoke frankly with her and the family member about life expectancy based on the 

patient’s wishes to forgo further medical treatment.   

All caregivers spoke about the suddenness and “surprise” when learning a family 

member was likely to die within a few days.  Many of the caregivers provided daily 

direct care for patients with one or more chronic illnesses and end-stage diseases and 

were shocked the family member was close to death.  These caregivers’ perceptions 
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about preparation for caregiving at end of life were consistent with those found in the 

literature.  Knacki et al. (2012) examined caregivers’ feelings about preparation for 

caregiving with dying spouses.  Widowed caregivers remembered feelings of disbelief 

and the decline seemed sudden for short-term and for longer illnesses.  Regardless of 

anticipatory planning for EOL care, these caregivers did not feel prepared.  Similarly, 

caregivers in this study expressed events following a downward turn in a family 

member’s health and subsequent hospitalization, were experienced as sudden and 

complex changes making it difficult to prepare.    

The abruptness of hearing bad news and rapidly declining physical and cognitive 

condition of a family member was confusing and disruptive to families in this study. 

Caregivers who had not made a philosophical change from life-longing care in acute care 

to comfort care in an inpatient setting described the experience as more disconnected 

and wanted more confirmative diagnostic tests.  Caregivers with an awareness of the 

transition expressed preparation provided by members of the palliative care team, 

nurses, other healthcare workers were associated with “positive emotions.”  

Preparation facilitated transition when caregivers knew what to expect and what 

strategies could address changing goals (Janze & Henriksson, 2014, Meleis et al., 2000). 

Moreover, half of the participants indicated their family member had an advanced 

directive and other caregivers indicated conversations with a family member prior to 

the final illness supported readiness to receive knowledge about EOL options outside of  
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the hospital.  In nursing literature, a dearth of information was available related to 

interventions to prepare caregivers for transition between acute care and hospice 

inpatient care. 

Family members and healthcare workers made valiant efforts to honor family 

member’s wishes, preferences, and values consistent with patient and family-centered 

care.  Hospice caregivers implored nurses and healthcare workers to lead in a 

partnership of caring for a family member during transition from acute care to inpatient 

hospice.  In a study by Duggleby and Berry (2005), critical points in the disease process 

were examined in case studies taken from clinical practice. The case studies discussed 

the experiences of families and their goals for EOL care.  Careful attention to individual 

needs and allowing the caregiver to be in control with a healthcare provider as the 

navigator.  Caregivers in this study illustrated a need for a navigator allowing them to 

make the decisions after options were provided by an experienced healthcare partner 

concerning transition from the hospital to hospice inpatient.  

All caregivers in this study expressed family members were treated for pain and 

other symptoms with urgency and respect for caregiver requests and preferences.  

Comfort was increased when caregivers experienced a sense of “doing the right thing” 

and validation was received by reaching consensus with other family members and 

healthcare workers.  Family caregivers’ goals for a family member in transition from 

acute care to hospice inpatient care was “comfort” and to protect from suffering.  An  
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indication possibly leading to mastery (Meleis, 2010) in caregiving in the hospice 

inpatient setting was signified when caregivers expressed feelings of confidence with 

their decisions based on meeting goals of comfort for the family member.   

In this study, family members described their lived experiences and what nursing 

and healthcare worker interventions mattered most during the transition from acute 

care to hospice inpatient.  Caregivers gave concrete examples of perceived gaps in 

delivery of care while “attending” a family member during the transition.  The study 

findings provided voice to these hospice caregivers with potential for expanding hospice 

and palliative care related to patient-and family-centered partnerships during transition 

at end of life. 

Significance of the Study 

The purpose of this study was to explore the lived experience of caregivers 

during the transition of a family member from an acute care to hospice inpatient care.  

A review of literature was performed and a knowledge gap existed related to hospice 

family caregivers in this specific transition between hospice settings and patient-and 

family-centered care in hospice and palliative nursing.  A descriptive phenomenological 

approach was used to provide a deeper understanding of the phenomenon with a focus 

on transition through description and analysis of what mattered most to caregivers.  

Moreover, research exploring hospice caregivers’ perceptions of transition of a 

family member from acute care to hospice inpatient care had not been performed while 

caregivers were actively engaged in caregiving in a community-based hospice inpatient 
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setting.  An overview of concrete descriptive examples and a description of the 

structure and variations have potential to inform nurses and other healthcare workers 

about caregiver needs during this specific transition with unique and complex caregiving 

requirements.  Caregivers provided a picture of supportive nursing and healthcare 

worker interventions facilitating transition and unmet caregiver needs surrounding 

transition and patient-and family-centered care between acute care and hospice 

inpatient settings. 

 The researcher had two research questions for this study.  1. What are the lived 

experiences of caregivers during the transition of a family member from an acute care 

setting to a hospice inpatient setting?  2. What experience mattered most to family 

caregivers during this transition?  Caregivers described the lived experience without 

hesitation.  Caregivers described what it was like to live through the entire experience of 

caregiving for a person with chronic illness, diagnosis of the end-stage disease process, 

and decision to abstain from further life-prolonging treatment.   

In this study, caregivers expressed the importance of life together as a family 

until family ties were separated by death.  Caregivers indicated changes in goals of care 

and settings for hospice patient and caregivers created positive and negative emotions.  

Additionally, transitions between settings took place in the context of family and the 

family desired inclusion in planning care earlier in the process.  Bernacki and Block 

(2014) performed a comprehensive literature review in regard to evidence-based 

practices supporting communication about goals of care.  Patients who planned for end 
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of life were more likely to have their wishes followed, and family members with early 

discussions about EOL care had improved bereavement outcomes.  Finally, 

communication with nurses and other healthcare providers was described by the family 

as key to successful transition from acute care to hospice inpatient care.  

Implications and Recommendations for Nursing Practice 

 Timely communication was necessary to prevent negative emotions for 

caregivers in this study.  Hebert et al. (2008) reported findings similar to those in this 

study with caregivers having unanswered medical questions related to prognosis and 

how to communicate with the physician.  Caregivers in this study had unanswered 

questions in this study were related to prognosis and obtaining access to answers with 

healthcare workers knowledgeable about EOL care.  Caregivers unable to find resolution 

or answers to questions described feelings of being overwhelmed, frustrated, and angry. 

End of life decisions were complex and confusing to caregivers who had not 

cared for a dying family member.  Changes in philosophy of care from life-prolonging 

therapies to comfort care only places the caregiver in a tenuous position to make 

decisions they may not have confronted before.  Thompson and McClement (2006) 

interviewed nurses caring for patients at end of life and how the transition from acute 

hospital care to palliative care played out.  The researchers referred to the change in 

philosophy and transition from curative to palliative care as “facilitating and maintaining 

a lane change” (p. 92).  Healthcare workers helped facilitate the transition through an 

advocacy role including provision of tailored education based on what the family has 
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already been told and addressing “misconception and misinformation” (p. 93).  

Healthcare workers with knowledge about EOL care are needed in all healthcare settings 

to assist caregivers with critical decisions about healthcare to promote patient-and 

family-centered care through assessment, treatments, and referrals and alleviate 

unnecessary suffering of patients and caregivers. 

Equal partnerships of patient-and family-centered care in the transition from 

acute care to hospice inpatient were reflected when family members made requests to 

the healthcare team and healthcare workers responded.  Hal’s experiences and values 

as a caregivers informed his request to receive further proof a family was terminally ill 

and in a state of health he was not likely to survive.  Healthcare workers on a palliative 

care team listened to and respected his request for one more confirmative diagnostic 

test.  Likewise, a nurse pre-medicated Bonnie’s family member when he was transferred 

between settings and attempted to limit multiple transfers from bed to stretcher 

between hospital units to promote patient comfort.  Families indicated acts to support 

comfort in large or small ways were meaningful to them in the process of transition. 

 By extension, members within a partnership during transition from acute care to 

hospice inpatient may have different caring roles in patient-and family-centered care.  

Family caregivers in this study, self-identified as an advocate and “voice” for the patient 

based on close relationships.  An advocacy role for family caregivers in decision making 

was supported in a study by Teno, Casey, Welch, and Edgman Levitan (2001).  Caregivers 

expressed feelings of being unequal when making decisions in medical settings (Teno et 
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al., 2001).  Caregivers in this study identified the professional members of the 

partnership should anticipate questions and guide caregivers through the process.  

Caregivers depicted a need for assistance with “pulling it all together” by providing 

information when requested and anticipating questions.  In addition, caregivers 

deferred to healthcare workers to professionally advise them about diagnosis, 

prognosis, and caregiving for a family member at end of life. Caregivers were uncertain 

at times about who could answer questions about processes and provide next steps.   

Including the family in preplanning for future health needs and crisis with end-

stage diagnoses, could promote stronger patient-and family-centered partnerships and 

preparation for end of life.  With partnerships in mind, some of the patients protected 

their family members by concealing truth.  By extension, caregivers were not always 

honest with family members and avoided conversations about EOL planning even 

though death was inevitable.  Promotion of family discussions prior to appearance of 

EOL symptoms could help prepare patients and family caregivers before a crisis occurs.  

Kehl (2015) suggested use of a list of key interventions, which could be tailored to the 

family caregiver after an assessment for prior caregiving assistance, spiritual beliefs, 

social connections, financial needs, and cultural concerns to remind healthcare workers 

to provide education and options.   

Moreover, caregivers in my study described feeling unprepared, frustrated, or 

angry when a transfer to hospice inpatient from the hospital transpired sooner than 

predicted.  Several of the patients’ health declined and admission to the hospital ensued 
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over the weekend or nighttime hours setting the transition into motion with initiating 

events and changes.  Caregivers expressed concerns about seeking placement over the 

weekend.  Palliative care team members or knowledgeable healthcare workers were 

present for the majority of the family caregivers in my study.  

Other caregivers experienced the beginning of the transition differently if the 

family member at end of life was cared for in a hospital where there was less availability 

of healthcare workers familiar with palliative care, hospice, and hospice inpatient levels 

of care.  Healthcare workers who were knowledgeable about hospice could provide 

general descriptions about what to expect and options for services for end of life.  If a 

gap existed between time a decision for hospice was made and the arrival of a hospice 

representative, caregivers experienced negative emotions.  Families described the 

experience connected with “unknowns” of the next setting and were uncertain about 

who should be pulling it all together navigating the family through the transition to a 

hospice inpatient setting. 

Assessment of the patient and caregiver (Dahlin & Lentz, 2015; NCP 2013) is 

integral to planning and implementing patient-and family-centered interventions for 

hospice patients during transition from acute care to hospice inpatient.  In a study with 

hospice caregivers by Wittenberg-Lyles (2011), caregivers were included in a reciprocal 

response to suffering by witnessing suffering at end of life.  In the same study, the 

researchers recommended the importance of assessment for potential co-suffering of 

hospice caregivers and education on pain management.  Likewise, Martz (2015) 
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suggested reciprocal suffering increases during transition from one residential setting to 

another when caregiving needs change and new interventions are required.  Kehl (2015) 

suggested timing with interventions when working with family members may coincide 

with periods of witnessing suffering as the family member may be more open to 

preparation and introduction to supportive interventions.  Moreover, in a study by 

Martz (2015), interventions focused upon specific caregiver needs such as navigating, 

supporting, advocating, negotiating, and coaching supported preparation of family 

caregivers in transition between settings.  

 A majority of caregivers were unable to articulate their emotional discomfort 

about witnessing a family member’s suffering until the researcher distinctly described 

symptoms in addition to pain, which may be related to suffering.  Recognition of 

suffering was described by caregivers as being “tired” or “wanted to go home.”  Other 

caregivers were more adamant about witnessing suffering noting their family had 

suffered and was prepared to die because of suffering.  Caregivers described nursing 

and healthcare therapeutic interventions to provide caregiver support included these 

patient-and family-centered interventions were included in the care of patient and 

caregiver:  honoring patient’s wishes, truth-telling, listening, timely responses, inclusion 

in care, relieving the family member, anticipating questions, and empathy.  

 The transition from acute care to hospice inpatient is a complex event in the life 

of a family.  Transfer from the hospital to hospice inpatient includes making critical 

decisions about philosophy of care from life-prolonging to comfort care only.  The next 
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difficult step is securing an optional care setting such as home, nursing home or hospice 

inpatient as deceleration of care precludes a patient from staying in the hospital.  All 

family members in this study turned down a discharge to a nursing home and felt they 

could not provide care at home or had already given home hospice a trial and were now 

choosing hospice inpatient care.   

 Once the decision was made to decline further medical treatment, caregivers 

wanted no delays is getting information needed to facilitate the transition to hospice 

inpatient.  Healthcare workers in hospitals with palliative care teams did not always 

know the answers about the next steps to transition and deferred to the palliative care 

team.  Delays in receiving information created feelings helplessness for the caregivers.  

Other caregivers spoke about talking with many healthcare workers, but had difficulty 

remembering names due to the large number of people who came into the hospital 

room.  The healthcare workers were diligent to provide a business card but did not 

know the whole story about the patient’s terminal illness and pending transition 

creating feelings of mistrust and confusion. 

Implications and Recommendations for Future Research 
 

An explicit description of domains of hospice and palliative care practices (NCP, 

2013) and details of concepts for patient-and family-centered care for nursing (Dahlin & 

Lentz, 2015) provided guidelines for palliative care.  Furthermore, the foundation for 

hospice and palliative nursing practice is built on a care delivery model with the patient 

and family as one unit of care and concepts of a partnership between the patient, 
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family, and interdisciplinary team.  However, a paucity of research exists in hospice and 

palliative nursing literature related to implementation of evidence-based interventions 

founded in patient-and family-centered concepts or transition between settings 

including transition from acute care to hospice inpatient. 

Patients and caregivers who received EOL healthcare services in settings where 

palliative care teams were available were recipients of timely communication and end 

of life support facilitating the transition.  Rural or small community hospitals do not 

always have access or presence of a hospice and palliative care team.  In hospice and 

palliative nursing literature, a study by Cloyes et al. (2014) examined effective 

communication among hospice caregivers and members of the interdisciplinary team to 

develop interventions to improve confidence in caregiving skills.  Caregivers in the study 

suggested information of immediate use and went beyond clinical information to 

processes in hospice and roles of members of the IDT were most helpful.  When IDT 

members tailored the information to their specific situation positive feelings of being 

included in the care were elicited.   

Finally, the premise for the concepts of patient-and family-centered caring is the 

partnership between the patient, caregiver, and healthcare workers.  Patient and 

caregiver experiences should inform patient and caregiver interventions as a part of the 

partnership agreement.  Ness and Johnson (2014) recommended supportive measures 

toward patient-and family-centered care and collaboration with patients and families 

should take place in all healthcare settings providing end of life care.  In addition, 
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generalizations are not generated with qualitative research, and this study reflects a 

description from the perspectives of caregivers who experienced a transition between 

acute care and hospice inpatient care.  

Study Limitations 

   The main limitation to the study was that family caregivers could not be 

recruited for the study unless hospice administrators provided permission.  The families, 

permitted by the staff to be approached for recruitment, may have been the most 

compliant and having a less difficult time with the transition from an acute care setting 

to a hospice inpatient setting.  Nurses and hospice IDT staff may have been reluctant to 

refer a family who had expressed dissatisfaction with the process.  A second limitation 

identified by the researcher was the short length of stay in a hospice inpatient setting 

associated with eligibility for the general inpatient level of care or death of the patient.  

Some family caregivers were reluctant to participate in an in-depth interview based on 

caregiving responsibilities for a hospice patient with uncontrolled pain or symptom 

management. 

Researcher’s Final Reflections 

Caregivers candidly told their stories about caregiving while actively providing 

care for a family member recently discharged from the hospital and admitted to hospice 

inpatient care with EOL symptoms.  The gift of time and personal sacrifice was 

acknowledged by the researcher as they stepped outside the room for a few minutes 

and moved away from the bedside of their beloved family member.  Many of them had 
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not been home to sleep in their own bed for days or gone home just long enough to 

take a shower and return to the hospice inpatient facility for an agreed upon interview.  

One caregiver, not interviewed, agonized over whether to call with news his mother had 

died before the scheduled appointment.  He was gently reassured time spent planning 

his mother’s funeral was all he really needed to do for one day.   

In addition, time devoted to the interviews supplied brief respite from caregiving 

for some caregivers who indicated they appreciated an opportunity to tell their story.  

Caregivers expressed the conversation permitted them time and space to release 

negative emotions related to the multiple losses already experienced.  Moreover, an 

effort was made before each interview to assure the patient was resting quietly and 

assuaged from pain and other EOL symptoms.  Immense gratitude is owed to these 

heroic family members who selflessly provided care for a family member in the last days 

and hours and still took time to talk about their valuable experiences as caregivers.  

Gratitude is due, not because interviews were needed to complete a study, but because 

what they had to say matters to hospice patients and families and partnerships in 

patient-and family-centered care during transition between settings in hospice. 

The caregivers spoke of their mother “going to a better place” or a spouse 

longing for heaven to escape from the body no longer working.  Families experienced 

some of the most difficult decisions anyone will endeavor to make regarding life and 

death.  Every caregiver accepted the responsibilities with caring, devotion, and nebulous 

timelines amid criticism from family members who questioned their decision for 



130 

 

hospice.  Caregivers chose hospice services based on promises this was the very best 

option to prevent further suffering and the environment was respectful and 

comfortable after a long struggle as a family to overcome disease and preserve life to 

the end. 

 Hospices who partnered with the study demonstrated immense support in 

recruitment of caregivers.  Nurses and other members of the hospice disciplinary team 

stated they wanted to base hospice practice on evidence-based interventions and 

considered it a privilege to help with a study regarding caregivers.  Patient-and family-

centered caring was foremost on their minds as they moved quickly through the 

inpatient unit focused on the next patient to administer medication or sit and talk 

quietly with a patient or family member who needed support of a gentle spirit and a 

knowledgeable practitioner. 

This dissertation study is the successful outcome of realizing an end to personal 

transition in doctoral studies.  The unsurpassable patience, compassion and knowledge 

of faculty at Georgia Baptist College of Nursing has brought an uncertain beginning to a 

successful completion.  Finishing dissertation research will not launch decade’s long 

research career.  The researcher’s chronological age does not permit this.  Instead, 

doctoral studies informed ways of critically examining the world with new tools and an 

enhancement of desired professional and educational skills as an educator nurse.   
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Finally, research skills afford an opportunity for giving back to nursing by assisting 

students and nurses in practice to develop evidence-based projects to inform their 

practice now and in the future. 

Summary 

 In this chapter, data synthesis and conclusions based on the study’s findings 

were examined with a focus on Meleis’ (2010) transitions theory and conceptualization 

of patient-and family-centered care associated with hospice and palliative care.  

Evidence-based literature and synthesis of the findings were integrated to further define 

the transition experience of caregivers in the transition of a family member from acute 

care to hospice inpatient conceptualized in patient-and family-centered care. 

Significance of the study was illustrated based on concrete descriptions and variants 

forming the structure of the phenomenon.  Implications for hospice and palliative 

practice and research were based upon caregiver’s experiences.  Furthermore, 

limitations to the study were described.  The chapter concluded with the researcher’s 

final reflection on the dissertation study and doctoral studies. 
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Qualitative Interview Protocol 

Interviewee ID______________________ 

Interviewed: _______________________ Date: ________________________ 

Introductory Protocol:  The hospice team indicated you gave permission to be interviewed 
today.  I will ask you to sign an informed consent form.  After completion of the informed 
consent, I will ask you to complete a short demographic questionnaire about your age, 
caregiving experience, gender, race, ethnicity, and relationship to the patient.  The 
questionnaire will also ask about the family member’s age, gender, race, ethnicity, EOL 
diagnosis, days in the hospital, and days in the hospice inpatient setting.   If permissible, I 
will audio tape our conversation.  Only the researcher, the chair of the research 
committee, and two research committee members will have knowledge of what is on the 
tapes.  All of the audio taped records will eventually be destroyed once they are 
transcribed.  If I ask you a question you feel uncomfortable answering, you may ask me 
to move to another question.  You may ask me to stop the interview at any time you feel 
too uncomfortable to continue the conversation. Thank you for your time and interest in 
this study. 
 
Introduction:  My research project as a whole looks at the experiences of hospice family 
caregivers during the transition of a family member from the hospital to a hospice 
inpatient setting.  I am interested in what mattered most to the caregivers during this 
transition.  I want to learn more about the negative and positive aspects of transitioning 
a family member to a hospice inpatient setting from the hospital. 
 
The interview will last between 30 minutes to one hour.  During the interview I have a 
few questions to ask; although, you may have other information you are willing to share 
or would like for me to know. 
 

The following are examples of questions and probes to help guide the interview: 

 Tell me/share with me what it is like to have your family member transferred from 
the hospital to a hospice inpatient setting? 
 

 What was it like to hear_____ was terminally-ill? 
 
How did you hear your family members’ condition?  What was discussed?  Did you 
have questions and concerns?  Were you able to discuss questions and concerns 
with members of the health team? 
 

 Tell me about the day you and/or ______ were given the option for discharge from 
the hospital and admission to the hospice inpatient setting? 
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Who discussed the options with you?  How did hearing about the options make 
you feel?  What emotions did you experience? 
 

 Describe for me in your own words what it meant for you when_____ was moved 
out of the hospital and admitted to the hospice inpatient setting? 
 
Probes for interviewer: How did moving outside of the hospital make you feel?  
What questions did you have about the change?  
 

 What is your understanding of why_____ was admitted to the hospice inpatient 
setting? 
 
Probes for interviewer:  What are your thoughts and feelings about your family  
member’s admission to a hospice inpatient unit?  
 

 Describe for me if you have observed______ suffering during this process? 
 
Probes for interviewer:  Describe for me in your own words how you knew your 
family member was suffering.  How did you communicate this to the IDT? 
What treatments or symptoms caused your family member to suffer? 
 

 Describe for me what that felt like when you observed your family member 
suffering? 
 
Interviewer probes: What personal emotions and thoughts did you have when 
your family member experienced suffering? 
 

 What experience mattered most about the move from the hospital setting to the 
hospice inpatient setting? 
 
Interviewer probes: What is the most important information to share with family 
members before, during and after a transition from the hospital to a hospice 
inpatient setting? 
 

 Describe anything else you would like to tell me about the discharge from the 
hospital and admission to hospice? 
 
Post interview Comments and Observations: 
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Participant Characteristics Information 

Patient in years 

______ 

Caregivers in years 

______ 

Gender Caregiver 

__ Male 

__ Female 

Gender Patient 

__Male 

__Female 

Patient primary diagnosis 

__Cancer 

__Cardiac 

__Pulmonary 

__Neurological 

__Renal 

__Dementia 

__Sepsis 

__Other (Describe)  

 

Caregiver relationship 

__Spouse 

__Child or grandchild 

__Friend 

__Other relative 
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Marital Status of caregiver 

__Married 

__Single 

__Divorced/Separated 

End of life planning 

__Advanced directive 

__Palliative care consult 

Illness trajectory and length of stay by setting 

__Length of disease trajectory from the time of diagnosis 

__Length of stay in hospital in days 

__Length of time from discharge from the hospital 

Caregiver experience with death 

__Caregiver has experience with death in the immediate family 

__Caregiver has no experience with death in the immediate family 

Race of Caregiver 

__American Indian or Alaskan Native 

__Asian or Pacific Islander 

__Black, not of Hispanic origin 

__Hispanic 

__White, not of Hispanic Origin 

Ethnicity of caregiver 

____Not Hispanic/Latino 

___ Hispanic  

____Latino  

 


