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 The growing older adult population, their age-related morbidities, and life-

limiting chronic illnesses increase the demand for quality yet cost-effective end of life 

(EOL) care. Losing a loved one creates emotional turmoil, heightened uneasiness, and 

EOL uncertainties for family members. Understanding the complex needs of family 

members and supportive actions deemed most significant to them can guide nurses to 

enhance EOL care, encouraging palliation and peaceful death experiences. This study 

used a qualitative descriptive exploratory design guided by story theory methodology to 

explore the dimensions of the health challenge of losing a loved one who had been in an 

acute care setting during the last three months of life, the approaches used to resolve this 

health challenge, and turning points that prompted decisions about a loved one’s care 

with 15 older adults residing in a Continuing Care Retirement Community (CCRC) in 

Southeast Florida. Theoretical grounding for this study was Watson’s (1988, 2002) 

theory of human caring and Smith and Liehr’s (2014) story theory. Older adults’ stories 

were analyzed through theory-guided content analysis. Themes that describe the health 
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challenge include moving from painful holding on to poignant letting go, uneasiness that 

permeates everyday living and precious memories, patterns of disconnect that breed 

discontent, and pervasive ambiguity that permeates perspectives about remaining time. 

Approaches to resolve this challenge include active engagement enabling exceptional 

care for loved ones, appreciating the rhythmic flow of everyday connecting and 

separating to get by, and embracing reality as situated in one’s lifelong journey. Failure to 

establish normalcy, coming to grips with abrupt health decline/demise, and recognition – 

there’s nothing more to do – were the turning points identified by CCRC residents. Older 

adults’ vivid recollections of losing a loved one and willingness to share EOL concerns as 

well as recommendations regarding support of family members who are facing this 

challenge serve as invaluable guidance for improving EOL care for dying patients and 

their family members. 
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CHAPTER I. INTRODUCTION 

Phenomenon of Interest 

 Losing a loved one creates emotional turmoil and decisional conflicts for family 

members, challenging their ability to transcend through difficulties and pursue their own 

wellness and healing. Although relevant research discusses interventional strategies 

focused on improving end of life (EOL) care and family decision-making processes, 

bereavement and satisfaction with the care received at the EOL (Bratcher, 2010; Clukey, 

2008; Curtis et al., 2008; Fox-Wasylyshyn, El-Masri, & Williamson, 2005; Gutierrez, 

2012; Jacelon & Henneman, 2014; Kruse, 2004; Main, 2002; Marco, Buderer, & Thum, 

2005; Melhado & Byers, 2011; Quinn et al., 2012; Stajduhar et al., 2011; Tilden, Tolle, 

Nelson, Thompson, & Eggman, 1999; Wiegand, 2008; Wiegand, Deatrick, & Knafl, 

2008), there is a knowledge gap regarding the challenges of family members and what 

enabled them to resolve complex issues within EOL situations (Herbert, Schulz, 

Copeland, & Arnold, 2009; Yoo, Lee, & Chang, 2008). Examining the complex 

dimensions of the health challenge of losing a loved one and the approaches that family 

members use to resolve the challenge may improve EOL care for patients and families. 

 Based on the predicted demographic changes in the U.S. population, there is a 

definite need to expand research to understand family members’ transitions through EOL 

situations. In the upcoming decades, there will be a substantial rise in the older adult 

population with chronic illnesses complicated by associated co-morbidities requiring
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hospitalizations and often prolonged length of stays for terminal conditions (American 

Hospital Association [AHA], 2011; Curtis, Engelberg, Bensink, & Ramsey, 2012; U. S. 

Department of Health & Human Services, Administration on Aging [AoA], 2011; 

Vincent & Velkoff, 2010). This unprecedented increase in the aging population living 

with chronic conditions will result in an increased demand for healthcare institutions to 

provide quality yet cost-conscious compassionate care to a growing number of older adult 

patients who are dying. This demand is juxtaposed with federal reimbursement mandates 

focused on value and cost-effectiveness in a financially strained U.S. healthcare system 

(Andrews & Wessels, 2009; O’Brien, Kumar, & Metersky, 2013; Sisko et al., 2014). 

 The significance to nursing and healthcare is that clinical practice can be 

transformed to enhance the quality of care through supportive actions premised on an 

understanding of family members’ challenges. Integrating evidence from research to 

guide bedside practice, nurses’ caring actions can facilitate family members’ transitions 

through the health challenge of losing a loved one. Although secondary, healthcare costs 

related to needless therapies potentially could be decreased with families opting for 

alternative comfort care measures for their loved ones (Jenq & Tinetti, 2013; Meier, 

2011; Niederman & Berger, 2010; Teno et al., 2013). Palliative care and hospice services 

have been shown to improve the quality of EOL care and increase satisfaction among 

patients and their families (Meier, 2011; Teno & Conner, 2009). Importantly, from a 

healthcare perspective, family members may experience less stress and decisional 

conflict, which can foster well-being and healing (Gutierrez, 2012; Hansen, Archbold, & 

Stewart, 2004; Harstade, Andershed, Roxberg, & Brunt, 2013; Lev & McCorkle, 1998).  
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 EOL care is complex, multidimensional, and situational. Research guided by story 

theory grounded in caring science creates the foundation for this descriptive exploratory 

study (Newman, Smith, Pharris, & Jones, 2008; Smith & Liehr, 2014). Exploring the 

dimensions of the health challenge of facing EOL with family members and their 

approaches for resolving health challenges can provide a meaningful framework that 

would add to existing literature and discern potential areas for future study with the goal 

of enhancing support within EOL situations for families. 

 The following section introduces socioeconomic issues such as the rising aging 

population and healthcare expenditures to illuminate the current context of healthcare 

delivery and the challenges that family members experience at the EOL. Attention is 

directed to these complex issues to underscore why transforming clinical practice is 

urgently needed. Considering that the challenges and decision-making processes of 

family members are contextual, that is, intricately patterned by the healthcare 

environment, addressing these issues is relevant to foster an understanding of the 

complexities surrounding EOL care and support research focused specifically on family 

members. 

Background 

 A significant issue predominant within the U.S. healthcare system is the need to 

improve EOL care in social and organizational cultures that advocate for curative 

aggressive therapies and for prolonging life at all costs (Bratcher, 2010; Curtis et al., 

2012; Jenq & Tinetti, 2013). In addition to the ethical and political arguments 

surrounding EOL care, the type and extent of care rendered varies geographically 

throughout the United States and also within local communities based on an institution’s 
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philosophy, financial incentives, and legal concerns (Giovanni, 2012; Goodman et al., 

2013; Meier, 2011; Neuberg, 2009). Prognostic indicators for terminal diseases can 

predict disease progression, although disparities related to length of survival varies 

among individuals even with the same diagnosis (Neuberg, 2009; Niederman & Berger, 

2010). The U.S. healthcare system is challenged to reduce spiraling healthcare costs 

while simultaneously expanding and improving EOL care to meet the needs of patients 

and their families.  

Growing Older Adult Population 

 According to the AoA (2011), the U.S. population of adults over 65 years is 

predicted to reach about 55 million by the end of this decade, a 36% increase. There was 

only a 15% increase in the older adult population to 40 million in the 10 years preceding 

2010. The baby boomer population will continue to grow, reaching an expected 72.1 

million in 2030 and 88.5 million by 2050; while in the year 2000, there were only 35 

million older adults in the United States (AoA, 2011; Vincent & Velkoff, 2010). Older 

adults presently comprise about 13% of the U.S. population with an expected rise to 

almost 20% in 2030 (AoA, 2011; Vincent & Velkoff, 2010). The 85-year and older 

population will rapidly increase by about 33% to 8.7 million in 2030 and will more than 

triple in number by the year 2050. The older adult population will also become more 

racially and ethnically diverse (Vincent & Velkoff, 2010). Healthcare expenditures will 

continue to spiral upward due to the rise in Medicare eligible recipients and the increased 

utilization of advanced technologies and extended hospitalizations at the EOL (Curtis et 

al., 2012; Meier, 2011; Niederman & Berger, 2010; Sisko et al., 2014). Taking into 

account the increased number of older adults, their age-related morbidities, and life-
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limiting illnesses, research focused on understanding family members’ challenges with 

their loved ones’ EOL care is critical. Since this study’s sample is older adults residing in 

a continuing care retirement community (CCRC), relevant information about continuing 

care retirement communities follows. 

 Continuing care retirement communities (CCRCs). In response to the rising 

population of older adults retiring, the number of CCRCs in the United States has grown 

to approximately 1,900. Predictably this trend will continue with many older adults 

opting for this type of “aging friendly” community because of the health-related 

amenities (Groger & Kinney, 2007; Maag, 2012). Older adults who move to these 

multilevel living communities are usually healthy, affluent, and well-educated, and 

represent only a very small percentage of the older adult population (Groger & Kinney, 

2007; Krout, Moen, Holmes, Oggins, & Bowen, 2002). However, Groger and Kinney 

(2007) posited that older adults anticipating age-related disabilities resulting in the loss of 

independence may find CCRCs financially feasible considering the high costs of nursing 

homes or as an alternative to long-term care insurance.  

CCRCs offer the advantage of “aging in place” or a continuum of care beginning 

with independent living, and transitions to assisted living and nursing home 

accommodations depending upon the health status of the older adult resident. Besides 

having the ability to independently plan for one’s future, have relief from home 

maintenance, and alleviate family members of future care giving responsibilities, some 

older adults whose health is declining may decide to move to a CCRC because health 

services are available on-site (Groger & Kinney, 2007; Krout et al., 2002). One study 

found that 40% of residents surveyed in a CCRC located in the southeastern United 
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States cited concerns with EOL issues as one of the deciding factors to move to a CCRC 

(Hays, Galanos, Palmer, McQuoid, & Flint, 2001). Yet, knowledge is limited regarding 

the relative health status and emotional well-being of CCRC residents as compared to 

other community-dwelling older adults, particularly after the loss of a loved one (Gaines, 

Poey, Marx, Parrish, & Resnick, 2011; Jenkins, Pienta, & Horgas, 2002). Gaines et al. 

(2011) did report that CCRC residents self-rated their overall health significantly higher 

than community-dwelling older adults even with CCRC residents having a 3% higher rate 

of chronic diseases. 

“Aging in place” communities have many benefits such as a secure environment, 

older adult activities, and social networking among the residents (Groger & Kinney, 

2007; Jenkins et al., 2002; Krout et al., 2002). On the other hand, older adult residents 

may witness the declining health and death of others more often within these advanced 

aged communities (Shippee, 2009). Accordingly, older adults in CCRCs can be valuable 

and knowledgeable informants about EOL issues and supportive approaches that would 

potentially promote their quality of life after the death of a loved one. 

Older Adults and Healthcare Expenditures 

 Due to chronic medical conditions and existing co-morbidities, healthcare 

expenditures and inpatient hospital stays increase in the last 6 to 12 months of life for 

older adults (AoA, 2011; Giovanni, 2012; Niederman & Berger, 2010). Within their last 

year of life, 90% of Medicare beneficiaries suffer from at least one chronic debilitating 

disease (Shugarman, Decker, & Bercovitz, 2009). Although hospital lengths of stay have 

decreased in older adults with terminal illnesses in their last six months of life, with about 
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8% more dying at home than in the hospital, intensive care unit (ICU) lengths of stay 

have remained relatively constant (Goodman et al., 2013; Jenq & Tinetti, 2013).  

 Overall, healthcare expenditures are predicted to rise at almost 6% each year, 

which will be about 1% higher in comparison to the annual increases in the gross 

domestic product (GDP), and in 2023 will account for 19.3% of the GDP (Sisko et al., 

2014, p. 1841). Healthcare spending by governmental agencies is expected to account for 

almost half of total U.S. healthcare expenditures and be $2.5 trillion in 2023, compared to 

approximately $1.2 trillion in 2012 (Sisko et al., 2014, p. 1849). Federal expenditures 

have risen by 15% to meet the increased health needs of individuals in the last two years 

of their lives (Goodman et al., 2013). Annually, 30% of Medicare’s budget is consumed 

by only 5% of Medicare beneficiaries who expire, with approximately one-third of this 

amount used in their last month (Zhang et al., 2009, p. 480).  

Utilization of Intensive Care Services at the End of Life 

 Overutilization of ICU services coupled with increased hospital admissions and 

extended ICU stays for older adults in the last few months of life continues to escalate 

healthcare costs without improving the quality of care or patient outcomes (Niederman & 

Berger, 2010; Teno et al., 2013). About half of intensive care services provided 

nationally is utilized by the older adult population (Niederman & Berger, 2010). 

Approximately one-fifth of all healthcare costs are distributed to ICU expenditures with 

about one-quarter of healthcare costs spent for only 6% of the population who are in their 

last year of life (Curtis et al., 2012). 

 Intensive and life-sustaining therapies can result in expenditures of more than 

three-quarters of the total final year of life healthcare costs in the last month of life 
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(Zhang et al., 2009). With the costs of healthcare escalating due to the rise in utilization 

of ICU services at the EOL, transitioning to palliative care in a timelier manner could 

reduce overall acute care costs in a financially strained U.S. healthcare system (Meier, 

2011; Niederman & Berger, 2010; Teno et al., 2013). Undeniably, costs will continue to 

rise subsequent to the growth of the older adult population. From a caring science lens, 

the pragmatics of reducing costs becomes a secondary consequence of authentic and 

heartful care delivery. Gaining knowledge about ways to support individuals through 

decisional conflicts and turning points may encourage earlier transitions to palliative and 

hospice care services and, in turn, decrease needless suffering and costs incurred by 

prolonging intensive therapies. With the increasing number of older adults enduring life-

ending conditions that require that last days are spent in an institution, often an ICU 

environment, the demand for EOL research escalates. 

Palliative and Hospice Care Services  

 Palliative care and hospice services for patients with terminal illnesses have 

shown rapid growth in the United States, although access and availability to services vary 

throughout the country (Giovanni, 2012; Goodman et al., 2013; Meier, 2011; Teno & 

Connor, 2009; Wholihan & Pace, 2012). With palliative care consultations, hospitals can 

save approximately $2,659 per patient hospital admission because care efforts are 

focused on comfort in lieu of intensive therapies for patients with life-ending conditions 

(Meier, 2011).  

 The Medicare Payment Advisory Commission (MedPAC, 2014) reported that 

nearly 47% of deceased Medicare recipients used hospice services from over 3,700 

providers in 2012 (pp. 299-300), although the median length of stay in hospice remains 
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unchanged at 18 days since the year 2000 (p. 300). In 2009, hospice utilization was 

approximately 42%, a 50% increase from the year 2000 (Jenq & Tinetti, 2013). The 

majority of hospice care recipients are older adults with approximately one-third being 

older than 85 years of age who have various life-ending illnesses (Meier, 2011).  

 With the expansion of hospice programs to more than 4,700 within the United 

States (Teno & Connor, 2009), the benefits to patients and their families often are limited 

as referrals to hospice often occur within the last few days of a patient’s life (Jenq & 

Tinetti, 2013; Meier, 2011; Teno et al., 2013). In 2012, almost 36% of hospice patients 

(National Hospice and Palliative Care Organization [NHPCO], 2013, p. 5) and more than 

25% of Medicare hospice beneficiaries (MedPAC, 2014, p. 310) received services for 

less than a week. The predominate curative culture focusing on intensive life-extending 

therapies for patients with terminal illnesses, physician unwillingness to forgo these 

treatments, and family’s indecisions or readiness to opt for hospice care create barriers 

for more timely transitions to palliative care services (Bratcher, 2010; Neuberg, 2009; 

Schockett, Teno, Miller, & Stuart, 2005; Teno et al., 2013).  

End of Life Experiences of Family Members  

 Many patients and families may prefer less aggressive therapies for life-ending 

illnesses with more timely transitions to palliative and hospice care if they were made 

aware of the ineffectiveness of continuing curative therapies based on the patient’s 

prognosis (Curtis et al., 2012; Goodman et al., 2013). Quite often care that is provided at 

the EOL is not what patients or their families would desire (Bratcher, 2010; Giovanni, 

2012; Goodman et al., 2013; Jinq & Tinetti, 2013; Meier, 2011). Family members have 

reported less satisfaction and greater concerns over the quality of EOL care delivery 
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when transitions to hospice occur shortly before the patient’s death (Schockett et al., 

2005; Teno & Connor, 2009). 

 As patients often are too ill or unable to communicate their preferences for EOL 

care, family members are confronted with making difficult decisions for their loved ones. 

Unprepared for the death of a loved one, family members experience both psychological 

and physiological health challenges during EOL situations as well as after the death as 

they continue to grieve the loss of a loved one (Clukey, 2008; Curtis et al., 2008; 

Handsaker, Dempsey, & Fabby, 2012; Harstade et al., 2013; Herbert et al., 2009; Lev & 

McCorkle, 1998; McAdams, Fontaine, White, Dracup, & Puntillo, 2012). Family 

members may experience post-traumatic stress disorder and complicated grieving related 

to their own inability to move through and resolve the health challenges they faced as 

their loved ones were dying (Curtis et al., 2008; Handsaker et al., 2012; Lev & McCorkle, 

1998; McAdams et al., 2012; Teno et al., 2013).  

Prior research emphasizes the importance of providing support to families and 

addressing their concerns and the need to enhance honest communications to clarify and 

provide prognostic information about their relatives’ conditions (Adams et al., 2014; 

Andershed, 2006; Gutierrez, 2012; Melahdo & Byers, 2011). Research is limited related 

to what challenges family members face and how they transition through the last months 

of intermittent hospitalizations of a loved one (Melhado & Byers, 2011; Verhaeghe, 

Defloor, Van Zuuren, Duijnstee, & Grypdonck, 2005; Yoo et al., 2008).  

Because family members’ decisions impact the type and extent of EOL care that 

their relatives receive, understanding what really mattered to them has the potential to 

improve care delivery to patients who are dying and foster more peaceful death 
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experiences. Exploring the dimensions of the health challenge that family members face 

in losing a loved one can expand knowledge in a much needed area. Understanding how 

they move through challenges and the critical turning points demanding decisions has 

strong potential to affect nursing practice.  

Significance of the Study 

 The need for research to advance knowledge on the complexities of EOL is 

predicated on the expected rise in the older adult population with complicated terminal 

diseases processes and the increased demand for quality EOL care. The Institute of 

Medicine’s [IOM] report, Approaching Death: Improving Care at the End of Life, 

emphasizes the need for expanding research to address existing knowledge gaps. The aim 

of their report was to heighten awareness of what a “good” death means and encourage “a 

wider societal commitment to caring” (Field & Cassel, 1997, p. 1). Emphasizing the need 

to improve EOL care, the IOM in September 2014 released a new report entitled, Dying 

in America: Improving Quality and Honoring Individual Preferences Near the End of 

Life. 

 This study adds to existing knowledge on family members’ challenges of losing a 

loved one and, in turn, addresses critical healthcare issues impacting the quality of EOL 

care delivery. The significance to nursing is that nurses can transform the EOL 

experience by alleviating family members’ stress through their caring actions to facilitate 

peaceful death experiences and healing.  

Research has demonstrated that palliative care services result in better outcomes 

than life-sustaining curative therapies. In addition to alleviating patient/family suffering, 

these services enhance patient/family care satisfaction; decrease acute care lengths of 
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stay; reduce overall hospital costs; and, in some circumstances, may prolong life because 

of better disease management (Curtis et al., 2012; Jennings & Morrissey, 2011; Meier, 

2011; Morrison, 2005; Neuberg, 2009; Teno & Connor, 2009; Wholihan & Pace, 2012). 

Although hospice care agencies have increased rapidly within the last few years and have 

shown to improve the quality of EOL care, less than 50% of older adults utilize these 

services (Goodman et al., 2013; MedPAC, 2014; Meier, 2011). This study may provide 

insights regarding the challenges that family members face when their loved one is 

hospitalized near the EOL. Enhanced understanding of the dimensions of the health 

challenge of losing a loved one may enable nursing actions to support the use of 

palliative and hospice care as opposed to intensive care services at the EOL. 

Purpose Statement 

 The purpose of this descriptive exploratory study using story theory methodology 

was to understand the complexity of the health challenge of losing a loved one who has 

been hospitalized during the last three months of life. The study also explored family 

members’ approaches that contributed to resolving their challenge and the turning points 

that demanded decision-making. Although EOL care is individualized, complex, and 

multidimensional, everyone dies and most individuals experience losing a loved one 

within their own lifetime. While perceptions and experiences of losing a loved one are 

unique for each person, there are commonalities among individuals or family members 

related to the death and dying process. The majority of older adults residing in 

independent residential communities, assisted-living, and long-term facilities have 

experienced the death of a loved one, many within an institutionalized setting. By 

gathering and analyzing their stories, commonalities can be described, thereby 
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contributing to existing literature and serving as a guide for nursing practice to enhance 

the quality of EOL care.  

Research Questions 

 The research questions guiding this descriptive exploratory study were: 

1. For older adult family members, what are the dimensions of the health 

challenge of losing a loved one who had been in an acute care setting during 

the last three months of life? 

2. What approaches were used by older adult family members to resolve the 

health challenge of losing a loved one who had been in an acute care setting 

during the last three months of life?  

3. What do older adult family members identify as turning points that prompted 

decisions about their loved one’s end of life (EOL) care? 

Researcher’s Perspectives 

 The nurse researcher’s vivid recollections of the hopelessness, uncertainties, and 

anguish of family members whose loved ones were terminally ill in critical care units 

sparked interest for this study. Because of family members’ indecisiveness, needless 

intensive therapies continued delaying transfers to hospice care for patients who had no 

chance of survival. Despondent over the impending death of loved one, family members 

would turn to nurses to explain what was happening to their loved one. Because the nurse 

researcher is an experienced critical care nurse, intuition guided her bedside practice in 

trying to support family members whose loved ones were dying. She also had firsthand 

knowledge of institutional factors that undermined family members’ decision-making and 

disempowered nurses wishing to engage in truthful conversations. Empirical evidence 
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from the voices of family members was needed to propose a framework of caring actions 

to guide nursing practice in EOL situations. The following literature substantiates this 

nurse researcher’s perspectives on EOL care and illustrates the context of nursing care in 

the acute care setting with supporting rationale for this study’s theoretical framework.  

End of Life Care-Acute Care Setting 

The majority of individuals die in institutionalized settings. Many older adults 

with life-limiting illnesses will spend their final days receiving aggressive therapies in a 

critical care unit and endure needless suffering, in spite of the fact that palliative and 

hospice care services have been shown to improve the quality of EOL care for patients 

and families (Giovanni, 2012; Meier, 2011; Teno & Connor, 2009; Wholihan & Pace, 

2012). The 1997 IOM report defines a good death as “one that is free from avoidable 

distress and suffering for patients and families; in general accord with patients’ and 

families wishes; and reasonably consistent with clinical, cultural and ethical standards” 

(Field & Cassel, p. 4). The IOM posited “ineffectual care and intrusive interventions may 

prolong and even dishonor the period of dying” (Field & Cassel, 1997, p. 5). Family 

members experience suffering and varying emotions as they watch their loved one die in 

a technologically focused ICU or hospital environment (Bratcher, 2010; Gutierrez, 2012; 

Wiegand et al., 2008).  

Attention to Family 

Although nurses’ presence encourages intimate relationships with patients and 

their family members during the dying process, care interventions often are directed 

primarily to the patient (Adams et al., 2014; Main, 2002; Yoo et al., 2008). Working in an 

institutional environment may desensitize nurses as they focus more on curative therapies 
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to maintain patient stability rather than on an environmental ambience that fosters caring-

healing modalities. However, nurses recognize that families are an integral part of their 

patient-focused caring efforts and acknowledge the need to support family members in 

EOL situations. Nurses may not understand fully the health challenges of families and 

their ability to transcend through these difficulties or the extent of family support 

necessary for healing. Nurses, particularly when working in acute care settings, 

inadvertently divert attention to care of patients and often have time-limited interactions 

with family members. As nurses are in an integral position to support families through 

the EOL situations, distancing themselves from families can hamper their ability to meet 

and resolve the challenge of having a hospitalized loved one at the EOL (Adams et al., 

2014; Andershed, 2006; Fox-Wasylyshyn et al., 2005; Liaschenko, O’Conner-Von, 

Peden-McAlpine, 2009; Verhaeghe et al., 2005; Williams, Lewis, Burgio, & Goode, 

2012). 

By encouraging family members to recount their stories about losing a loved one, 

personal feelings and meanings about what “matters most” become known. Although 

each family member approaches this health challenge differently based on their unique 

personalities, there are commonalities that can be derived from their stories of the health 

challenge of losing a loved one to guide nursing practice. 

 Through transpersonal caring and caring moments, nurses can create healing 

environments where the “mutuality and synchrony” of the nurse-family relationship 

“transcend the time and space limitations” of EOL challenges, promoting truthful 

conversations about a patient’s prognosis (Newman, Sime, & Corcoran-Perry, 1991, p. 

5). Through story-sharing expressive of transpersonal caring moments, EOL challenges 
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for family members can be thoroughly explored. Exploring the dimensions of the health 

challenge of losing a loved one who has spent time in an acute care facility at the EOL 

can illuminate what caring-healing modalities were most effective, thereby contributing 

to the body of nursing knowledge and, ultimately, guiding nursing practice. 

Theoretical Framework 

 Watson’s (1988, 2002) theory of human caring and Smith and Liehr’s (2014) 

story theory provided the theoretical framework to explore the dimensions of the health 

challenge of losing a loved one who had been in an acute care setting during the last three 

months of life, family members’ approaches for resolving this health challenge, and 

turning points that prompted decision-making. Figure A1 (Appendix A) depicts the 

relationship between the theoretical structures and research questions. According to 

Watson (1988), transpersonal caring relationships have “the capacity to expand human 

consciousness, transcend the moment, and potentiate healing” (p. 176). Story-sharing 

creates transpersonal caring relationships where possibilities for healing emerge. 

 Watson’s grand theory of human caring (Watson & Woodward, 2010) and Smith 

and Liehr’s (2014) middle range story theory align with the discipline of nursing’s 

unitary-transformative paradigm. Newman et al. (2008) described the unitary-

transformative paradigm as “looking at the whole as primary, seeking to know patterns 

and realizing the mutuality of the unfolding, rhythmic process through which insight into 

action arises” (p. E16). Newman et al. (1991) stated that “nursing is the study of caring in 

the human health experience” (p. 3) in a mutual process with patients and families that 

creates an interconnectedness to promote healing (p. 5). Story-sharing enables unique 

connectedness between the researcher and the person being researched; this 
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connectedness is essential in the ideas posed by Watson (1988, 2002) and Smith and 

Liehr (2014). 

Theory of Human Caring 

 The four main concepts grounding Watson’s theory of human caring are caritas 

processes, transpersonal caring relationship, caring moment/caring occasion, and caring-

healing modalities (Watson & Woodward, 2010). This theory also includes more specific 

elements, including “expanded views of self and person (transpersonal mind-body-spirit 

unity of being, embodied spirit); caring-healing consciousness and intentionality to care 

and promote healing, and phenomenal field/unitary consciousness: unbroken wholeness 

and connectedness of all” (Watson & Woodward, 2010, p. 353). The components of 

Watson’s (1988, 2002) theory are consistent with the metaparadigm of nursing as caring 

in the human health experience. Watson (1988) stated that applying this theory “allows 

the commitment and consciousness of the nurse to transcend the physical material surface 

and reach beyond, to touch the human center of the person” (p. 176).  

 In a transpersonal process, nurses through loving and caring go beyond to the 

unknown or to the human center of the person to foster healing (Watson, 1988). 

According to Watson (2002), “transpersonal refers to values of deep connectedness, of 

relationship, subjective meaning, and shared humanity” (p. 13). Transpersonal implies 

interconnectedness with another’s inner life world or subjective being (Watson & 

Woodward, 2010). As stated by Watson and Woodward (2010), “transpersonal caring 

seeks to connect with and embrace the spirit or soul of the other through the process of 

caring and healing and being in authentic relation, in the moment” (p. 356).  
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 A caring moment/caring occasion comes about in the moment “whenever the 

nurse and another come together with their unique life histories and phenomenal fields in 

a human-to-human transaction” (Watson &Woodward, 2010, p. 358). A moment is 

described as a focal point in time where caring between persons is crafted (Cara, 2003). 

Transpersonal caring moments/occasions occur when the nurse-person interaction 

transcends beyond to a spiritual dimension unbounded by time or space where healing 

possibilities are enhanced (Watson & Woodward, 2010).  

 Watson’s theory of human caring includes 10 caritas processes, which, when 

applied to nursing practice, create healing, loving, and peaceful environments (Watson & 

Woodward, 2010). This is especially significant in EOL situations as many patients’ final 

days are in a technologic and depersonalized environment in institutional settings. 

Supporting family members as their loved ones are dying involves transpersonal caring 

where nurses interconnect and transcend with family members to ease suffering and 

foster healing. Caring-healing modalities such as story-sharing are caring occasions that 

open possibilities for new patterns of healing beyond the physical being (Watson & 

Woodward, 2010). By applying this theory’s concepts to research, transpersonal caring 

encourages authentic presence and interconnectedness of the nurse researcher with 

another and peaceful environments that facilitate intentional dialogue.  

Story Theory 

  Story-sharing fosters an individual’s ability to describe a present health challenge 

while assimilating past life experiences to create an “untold future story” or an enhanced 

awareness of possibilities (Liehr & Smith, 2000, p. 13). The underlying assumptions of 

the theory are that individuals: 
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(1) change as they interrelate with their world in a vast array of flowing connected 

dimensions, (2) live an expanded present where past and future events are 

transformed in the here and now, and (3) experience meaning as a resonating 

awareness in the creative unfolding of human potential. (Smith & Liehr, 2014, p. 

229)  

Smith and Liehr (2014) proposed that “story is a narrative happening of connecting with 

self-in-relation through intentional dialogue to create ease. Ease emerges in the midst of 

accepting the whole story as one’s own, a process of attentive embracing” (p. 227). 

Intentional dialogue, connecting with self-in-relation, and creating ease are the 

interrelated concepts of story theory. 

 The concept of intentional dialogue describes the power of the nurse’s 

connectedness with the story-sharer as the essential component for story-gathering about 

a complicating health challenge. Smith and Liehr’s (2014) definition of a complicating 

health challenge or health challenge “is any circumstance where life change or pattern 

disruption generates uneasiness in everyday living” (p. 235). Intentional dialogue as 

defined by Smith and Liehr is “purposeful engagement with another to summon the story 

of a complicating health challenge” (p. 230). In “querying emergence,” the nurse in “true 

presence” or “walking with the other” shares in attentively embracing the unfolding story 

(Smith & Liehr, 2014, p. 230). By asking the individual for clarification as the story is 

being told, insights surface about emerging patterns that meaningfully connect the 

storyteller’s past, present, and future expectations relevant to the existing health 

challenge (Smith & Liehr, 2014, p. 230). In true presence, “the nurse ‘stays in,’ an all-at-

once staying close to the story rhythm from the perspective of the storyteller, while 
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‘staying out’ or simultaneously distancing oneself to discern patterns of connectedness” 

(Smith & Liehr, 2014, p. 230). 

 The concept of “connecting with self-in-relation” is the person’s ability to 

enhance self-awareness and reflect on what meaning the health challenge has in the 

present moment (Smith & Liehr, 2014). According to Smith and Liehr (2014), story-

sharing becomes a reflective process for individuals to reveal their life’s journey about 

“where they have come from, where they are now and where they are going in life” (p. 

231). Through intentional dialogue with the nurse, an individual’s “awareness of self- in-

relation to the context of a unique life” (Smith & Liehr, 2014, p. 231) is elicited, 

highlighting inner feelings often obscured within the complexities of the health challenge. 

Reflective awareness, according to Smith and Liehr, enables “thoughtful observation of 

self so that bodily experience, thoughts and feelings are recognized for what they are” 

apart from “who the person is” or one’s identifying characteristics (p. 231). By 

connecting with self-in-relation, significant occurrences that really mattered to the 

individual emerge and are reframed as high, low, and turning points within the 

developing story plot. Turning points are defined by Smith and Liehr as “important 

decisions or twists in the story” (p. 236). Eliciting turning points about a present health 

challenge enlightens an individual about what really matters and may also influence one’s 

decisions about future life-changing events.  

As the nurse supports reflective awareness, an individual’s perspectives change as 

new meanings create different patterns. “Reflective awareness on the personal history of 

story enlivens one’s connection with self-in-relation to others and establishes an 

environment for creating ease” (Smith & Liehr, 2014, p. 232). As an individual embraces 
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new meanings related to a presenting health challenge, the resolving process, according 

to Smith and Liehr (2014) is “a shift in view that enables progressing with new 

understandings” (pp. 233-234). Resolving a health challenge is defined as the ability to 

recognize alternative approaches and new possibilities in managing and moving forward 

through a presenting health challenge (Smith & Liehr, 2014). 

 The concept of creating ease is described as “an energizing release experienced as 

the story comes together in movement toward resolving” (Smith & Liehr, 2014, p. 232). 

“Remembering disjointed or disconnected moments” and “flow in the midst of 

anchoring” (Smith & Liehr, 2014, p. 232) are the two elements in creating ease. 

“Remembering disjointed story moments is connecting events in time through the 

realization, acceptance and understanding that comes as health story fragments sort and 

converge as a meaningful whole” (Smith & Liehr, 2014, p. 232). The nurse researcher 

facilitates ease and calmness by being open to exploring these significant story fragments 

and encouraging the individual to elucidate meanings and delineate significant issues, 

thereby constructing a whole story.  

Smith and Liehr (2014) explained that “flow is an experience of dynamic 

harmony and anchoring is an experience of comprehending meaning” (p. 233). With 

reflective awareness and interconnectedness to one’s recollected story, an individual can 

come to know what is most significant in the present moment and alter perspectives 

regarding a health challenge and the potential for resolution. The nurse’s caring presence 

in guiding an individual through story-sharing has the potential to enhance healing and 

facilitate ease. By embracing story as a means of healing and acknowledging the entire 

story as one’s own, the individual moves toward resolving a health challenge (Smith & 



	   22 

Liehr, 2014). Family members’ stories can provide insights about ways to improve EOL 

care within a context that values caring science and seeks to advance nursing knowledge.  

Summary 

 This chapter highlighted the complex socioeconomic issues impacting EOL care 

and the potential significance of this study in advancing knowledge regarding family 

members’ health challenge of losing loved one. The theoretical underpinnings grounding 

this study emphasize the importance of transpersonal caring expressed through eliciting a 

family member’s story. Research focused on family members’ past experiences in EOL 

situations and their emic perspectives will provide guidance for nurses’ support of family 

members who are working through an EOL situation with a loved one, particularly when 

EOL included admission to an acute care facility. By gaining insights into the challenges 

of family members, supportive practice actions and evidence for guiding future research 

can materialize, thereby addressing the existing knowledge gap on essential elements to 

facilitate EOL transpersonal caring. 
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CHAPTER II. REVIEW OF RELATED LITERATURE 

Introduction 

 This chapter provides a synthesis of relevant literature related to the health 

challenge of losing a loved one for older adult family members. The chapter is organized 

in four sections: social, economic, and political issues in EOL care in the United States; 

family members’ experiences in EOL; decision-making processes in EOL; and family 

members’ care needs. Research included in this literature review was conducted in the 

United States, unless indicated otherwise. Excluding studies outside the United States 

was done purposively due to the structural and economic variances in healthcare systems 

that could potentially influence EOL care delivery. The aim of this literature review was 

to examine existing research to provide supporting evidence indicating the need for this 

study and to draw attention to the contextual issues currently affecting EOL care delivery 

within healthcare systems. 

Critical Synthesis of Theoretical and Empirical Foundation 

Social, Economic, and Political Issues in End of Life Care in the United States 

 EOL care delivery in the United States is multidimensional and complex, 

influenced by various social, economic, and political issues. This section provides an 

overview of the multidimensional factors that create challenges and barriers that 

potentially may interfere with efforts focused on supporting family members through the 

health challenge of losing a loved one in an acute care setting. Contextual to the acute 
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care setting, these complex issues influence the type and intensity of care delivered and 

also impact the ability of family members to make important EOL care decisions.  

 Social factors. Although death is inevitable, it is an elusive topic grounded in a 

fundamental fear of what is unknown or what meaning it will have once it occurs 

(Cassell, 1974; Elder, 1973; Fontana & Keene, 2009). Many individuals avoid death 

conversations, and not knowing the exact circumstances of one’s death makes planning 

or thinking about it difficult (Brown, 2012; Kellehear, 2008). The majority of individuals 

do not think about death until confronted by a grave illness and then they hope that 

medical advances will cure them or their loved ones and delay death.  

 Societal demand for aggressive therapies, in spite of the odds of survival, has 

continued to create dilemmas in the acute care setting (Brown, 2012; Callahan, 2011, 

2012; Epstein, 2007). Physicians continue their obligations to extend life through all-

inclusive therapeutic plans with death conversations and treatment-induced suffering 

excluded (Elder, 1973; Epstein, 2007; Jennings & Morrissey, 2011; Kaufman, 1998; 

Soros, 1999). Influenced by media reporting of latest research and pharmaceuticals to 

cure every aliment, patients and families forego or delay life-sustaining treatment 

decisions in hopes for that one miracle cure for the terminal illness (Callahan, 2012; 

Kaufman, 1998). Within the purview of this westernized curative philosophy, physicians 

may have difficulty in foregoing further treatment options in spite of terminal prognoses 

because they are unwilling to admit or accept failure, often disregarding empirical disease 

prognostic data (Bratcher, 2010; Callahan, 2012; Elder, 1973). Although physicians have 

coined the phrase, “nothing more can be done,” aggressive therapies are prolonged, the 

dying continue to suffer, and support to families is deferred (Callahan, 2011; Soros, 
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1999). Physicians are also at the mercy of families who demand that aggressive life- 

prolonging treatments continue (Callahan, 2011; Hofmann, 2002). Resources to prolong 

life are endless as health insurance covers almost 90% of the costs. Many Americans do 

not realize that they are paying indirectly through taxes and their salaries (Fuchs, 2011, 

2012; Jennings & Morrissey, 2011). 

Within ICUs today, physiological functions are kept “alive” by life-sustaining 

therapies, providing an illusion of stability, and this is what families continue to observe 

(Callahan, 2011; Crippen, 2005; Kaufman, 1998; Mohammed & Peter, 2009). Ambiguity 

exists, influenced by patients, families, and healthcare providers’ (HCPs) treatment 

preferences, which can curtail decisions of knowing when to discontinue aggressive 

therapies and move to a more palliative approach (Brown, 2012; Jennings & Morrissey, 

2011; Mohammed & Peter, 2009; Teno & Connor, 2009). Physicians fearing litigation 

often prolong therapies due to prognostic uncertainty or lack of clarity about EOL 

preferences (Brown, 2012; Callahan, 2011; Jennings & Morrissey, 2011). 

 Although an ambiguous concept, futile care may be perceived as therapeutic 

interventions that do not produce beneficial patient outcomes (Coustasse, Quiroz, & 

Lurie, 2008). Without a consensual or legal definition, medical, political, and ethical 

disputes will continue as past landmark court cases have demonstrated (Callahan, 2012; 

Coustasse et al., 2008; McCabe & Storm, 2008). According to Schneiderman, Jecker, and 

Jonsen (1990), futility is a physician’s decision, defined as “any effort to achieve a result 

that is possible but that reasoning or experiences suggests is highly improbable and that 

cannot be systematically produced” (p. 951). But at the same time, extending medical 

interventions in a more holistic manner may not be considered futile if it assists in 
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resolving a family’s uncertainty, promotes well being, or allows a little more time for 

closure (Coustasse et al., 2008; Schneiderman et al., 1990).  

 Economic factors. In 1974, health economist Victor Fuchs emphasized that the 

issues affecting the U.S. healthcare system, and subsequently resolutions, were too 

complex and would continue for “some time” and some may be unsolvable (Fuchs, 1974, 

p. 9). He summarized the multifaceted issues confronting the U.S. healthcare system 

under four identified themes that included: the high costs of a technological imperative, 

the physician as the mainstay for cost control, healthcare access and availability 

inequities, and inefficient healthcare reimbursement systems (Fuchs, 1974, pp. 6-7). 

Although reimbursements through managed care and prospective payment systems have 

changed, Fuchs (2011) contends the same issues exist and the American healthcare 

system is nearing a “true crisis,” meaning exorbitant healthcare costs need to be curtailed 

to secure economic stability and healthcare systems’ sustainability (p. xxviii). 

 Although hospitalizations have decreased by about 10% over the past 30 years, 

spending for other health resources such as pharmaceuticals and advanced technologies 

have substantially increased (AHA, 2011; Fuchs, 2011). Advances in technologies 

account for a major part of overall health expenditures, subsequently increasing health 

insurance costs (AHA, 2011). In the 65 year and older population, 25% die in hospitals 

and 28% expire in long-term care facilities (IOM, 2015, p. 119). U.S. healthcare 

expenditures are higher than any other country globally, attributed to the increased 

utilization of advanced newer technologies and intensive care units (Fuchs, 2011; 

Higginson & Foley, 2009; Niederman & Berger, 2010). As the older population increases 

in age, their subsequent need for hospitalization due to chronic illnesses and co-
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morbidities will increase, with many requiring intensive care unit stays (AoA, 2013; 

Morrison, 2005; Niederman & Berger, 2010). However, Fleck (2011) argued that limiting 

or ceasing aggressive therapies for patients morbidly ill is not care rationing but social 

justice as palliative care measures can more appropriately meet the needs of patients who 

are at the end of their lives and are most vulnerable (p. 156). 

 Political factors. Although state statutes vary in implementation of the Patient 

Self Determination Act (PSDA, 1990), the original intentions of this law briefly were to 

afford patients the right to determine health treatment options and opportunities to 

complete advance directives (AD). Additional governmental motives included EOL cost 

containment by decreasing needless extensive therapies prescribed by physicians (Baker, 

2002; Duke, Yarbrough, & Pang, 2009; Giovanni, 2012), referred to as “defensive 

medicine” (Duke et al., 2009, p. 114). Since the passage of the PSDA in 1991, healthcare 

expenditures for intensive care continue to increase with only 25% to 30% of Americans 

having AD (Callahan, 2012; Duke et al., 2009; Fuchs, 2011; Hickman, Hammes, Moss, 

& Tolle, 2005). Yet, Silveira, Kim, and Langa (2010) contend that 70% of older adults 

residing in the community have AD. An advance directive obtained within the hospital 

setting may not be explicit on EOL treatment interventions or a patient’s specific EOL 

desires. They often are reneged by families and may hinder active communication 

between families and HCPs on goals of care and prognosis (Giovanni, 2012; Hickman et 

al., 2005; Kaufman, 1998).  

 Health economists such as Fuchs (2011) have suggested that the United States 

adopt a universal healthcare system as many of our westernized counterparts to reduce 

healthcare spending. Yet surrounded by capitalist intentions for profitability and limitless 
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care through a technological imperative, bipartisan debates over rationing of care 

quantitatively based on cost will continue (Brown, 2012; Fleck, 2011; Fuchs, 2011; Perry 

& Stone, 2011). Instead, arguments should be focused through a humanistic and 

pragmatic lens emphasizing that care is not being limited or curtailed but rather 

redirected to palliative care measures (Callahan, 2012; Meier, 2011). The following 

section focuses on what families experience in EOL situations.  

Family Members’ Experiences in End of Life 

 As a loved one is dying, family members face various challenges in being able to 

move forward and accept the loss of their loved one. Understanding what family 

members experience in their life worlds would provide knowledge about supportive 

interventions that would be most effective and beneficial in meeting their needs in 

transitioning through the EOL situation. Institutional cultures may also create barriers 

that impede caring interventions essential at the EOL to foster peaceful and good death 

experiences for both patients and their families (Kehl, Kirchhoff, Kramer, & Hovland-

Scafe, 2009; Pierce, 1999). Research focused specifically on what older adult family 

members perceive and the challenges that they face as their loved one is dying in an acute 

care setting is limited. Most of the literature centers on family members’ home caregiver 

experiences, which also is limited. As research is scarce, this section includes five 

qualitative studies, one quantitative study, and two systematic reviews from available 

research that addresses family members’ experiences, challenges, and perceptions as their 

loved one is dying at home and in institutional settings. 

 Using a hermeneutic phenomenological approach and recruitment from a local 

hospice, Kruse (2004) explored eight family members’ care giving experiences to 
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describe the phenomenon of letting go of a loved one at the EOL. Family member 

participants were middle-aged to older adult females (mean age of 59.2 years) with a 

range of caregiver experiences from four months to 10 years. Fifty percent of the family 

members’ loved ones were still alive at the time of the interview; while the other family 

members experienced the death within the past six months (Kruse, 2004, p. 217). 

According to Kruse, family members’ experience of letting go is described as 

“persevering in presence despite hardships while bearing witness to wavering decline 

unfolds with a new view” (p. 219). Family members indicated that assisting and being 

present for their loved ones with the “feeling of having done all that could be done” 

(Kruse, 2004, p. 219) facilitated their process of moving through the impending loss. 

Kruse explained that through transcendence and moving beyond the present, family 

members were able to embrace new life meanings through the process of letting go. 

Although bearing witness to their loved one’s deteriorating health and suffering due to a 

chronic illness was very difficult, Kruse explained that family members’ unconditional 

love and enduring presence enhanced their understanding and appreciation of their loved 

ones’ struggles. Kruse described the process of letting go as a paradox of “trying to move 

forward in one direction while simultaneously moving in another” (p. 221). Although 

family members struggled with the impending death of a loved one, being there with a 

loved one created new perspectives and fostered their abilities in transitioning through 

this tumultuous life changing event to a future without their loved ones (Kruse, 2004).  

 Kehl et al. (2009) investigated the challenges that family members experienced in 

losing a loved one across three different care settings that included an inpatient hospice 

unit (IHF), a skilled nursing facility (SNF), and a managed care community support 
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program (CSP) for older adults. A total of 30 family members, 10 from each care setting, 

were interviewed. Family member participants’ ages ranged from 30 to 87 years. For all 

participants their loved one had expired within the past six months to one year (Kehl et 

al., 2009). Even though family members described unique challenges in each care setting, 

Kehl et al. described two common challenges shared by family members as bearing 

witness and experience of loss as they transitioned through the ubiquitous human health 

challenge of losing a loved one. 

Family members experienced helplessness as they witnessed their loved ones’ 

cognitive and physical conditions deteriorate, complicated by their loved ones’ increased 

pain and suffering. Watching a loved one die was extremely difficult as family members 

could not change this inevitable event (Kehl et al., 2009). Family members’ experience of 

loss was related to their own feelings and relationships with their deceased loved one. 

Some family members reported that the loss occurred when their loved ones no longer 

knew they were present. Family members who had loved ones in hospice and a SNF 

additionally experienced common challenges of unmet family needs or wishes and 

coming to the realization that their loved one was going to die. Kehl et al. (2009) found 

family members continued to experience extreme anguish, remorse, and sadness even 

though some of the deaths had occurred 12 months prior to the interview. In spite of their 

loved ones’ progressive decline due to chronic debilitating illnesses, family members 

experienced difficulties in accepting that their loved ones would no longer be with them 

or that the reality of death was inevitable (Kehl et al., 2009). Uncertainty, Kehl et al. 

stated, was a challenge that family members of loved ones in the IHF and CSP 

experienced. Family members’ uncertainty focused on their loved one’s pain treatment 
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regimes, EOL treatment decisions, and illness trajectories. Although family members in 

the SNF faced more challenges than the other two groups of family members, they did 

not report uncertainty as one. However, their challenges included mistrust of HCPs and 

difficulties in communicating with them (Kehl et al., 2009). According to Kehl et al., this 

finding was surprising because ineffective communicative strategies often create family 

members’ uncertainties due to the lack of sufficient information regarding their loved 

ones’ prognoses or therapeutic regimes.  

 In a hermeneutic phenomenological study, Perreault, Fothergill-Bourbonnais, and 

Fiset (2004) explored family members’ past experiences in caring for a dying loved one 

in the home setting. Interviews were conducted on a palliative care unit in Ontario, 

Canada with 10 family members from seven families who were either direct caregivers or 

relatives who provided the most support to the caregiver. The mean age for the six 

caregivers was 69.6 years, and the four support individuals were younger, with an 

average age of 42 years (range of 30 to 53 years). Family members described their 

caregiver role as a duty, responsibility, and a loving commitment to their dying loved 

one. Being present and close to their loved one encouraged and supported them through 

the challenge of the eventual loss of their loved one. Similar to Kruse (2004), Perreault et 

al. (2004) found that all family members experienced a “sense of accomplishment and 

satisfaction” and a” sense of relief for having done everything that they could” (p. 137). 

Although family members discussed their valuable supportive network of family 

and friends in helping them through domestic challenges, 50% of the family members 

expressed their dissatisfaction with the lack of support and inconsistencies with services 

and information received from HCPs (Perreault et al., 2004). Family member participants 
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also discussed initially how they were able to share their emotional turmoil with their 

dying loved ones; but they became increasingly overwhelmed and did not want to 

overburden loved ones as their love ones’ health continued to decline. Family members 

described their uncertainties related to disease trajectories, their abilities to continue care 

giving efforts and overcome the psychological fatigue they experienced (Perreault et al., 

2004). Prior to their decision to transition care from the home to palliative care services, 

Perreault et al. (2004) found that family members experienced helplessness as their loved 

one’s condition continued to decline realizing that death was unavoidable; they expressed 

social isolation and worry over their abilities to deal with their loved one’s death. 

Perreault et al.’s findings of family members’ helplessness replicate Kehl et al.’s (2009) 

family member challenge of bearing witness.  

Perreault et al. (2004) stated that when family members came to the realization 

that their loved one was at “the point of no return” (p. 139), transitions to palliative care 

occurred. Family members, according to Perreault et al., appreciated the caregiver needed 

relief provided by the palliative care unit. Family members needed time to reflect and 

come to the realization that their loved one was going to die. Contemplation about a 

future life without their loved one fostered their coping abilities. Some families felt their 

faith and spirituality helped them throughout their care giving and EOL challenges 

whereas other family members expressed that the deterioration of their loved one’s 

condition fostered their abilities to resolve inner conflicts over their loved one’s 

impending death (Perreault et al., 2004). 

 Using an ethnographic approach and focus group interviews, Herbert et al. (2009) 

explored 33 family caregivers’ EOL experiences whose loved ones had expired less than 
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one year ago (82%) or were still alive (18%). Loved ones of the six caregivers (18%) had 

six months or less to live and were under the care of either a university-based palliative 

care consult service or a community-based hospice. The ages of two-thirds of 24 

participants ranged between 20 to 59 years, with one-third being 60 years of age and 

older. For nine participants, their age range was listed as unknown. 

Herbert et al. (2009) derived four primary themes depicting caregivers’ EOL 

experiences as life experiences, uncertainty, communication, and preparedness. Past life 

experiences such as prior death and dying experiences, extended caring for their loved 

one, and advance care planning enhanced family members’ knowledge of what to expect 

as the illness progressed (Herbert et al., 2009). In spite of their past life experiences, 

family members still may not realize, or they may be unprepared for the realization, that 

their loved one’s death is imminent. Herbert et al. found that uncertainty was a common 

challenge experienced by all family members, creating emotional turmoil and stress; and 

that uncertainty was experienced in four domains related to medical, practical, 

psychological, or religious/spiritual realms. Family members experienced medical 

uncertainty related to their loved one’s prognosis and illness progression. Practical 

uncertainty focused on economical issues, advance care planning, and organizing other 

pertinent life issues. Psychological uncertainty focused on what future family 

relationships or conflicts would occur after the death of their loved one. 

Religious/spiritual uncertainty involved reflecting on their loved one’s life and life 

meanings and contemplation of an after-life. Herbert et al. discussed the idea that family 

members experienced stress with perpetuation of uncertainties due to the lack of 

consistent or clear information about their loved one’s condition. Family members 
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stressed that receiving pertinent information and caring communications helped them 

work through their uncertainties (Herbert et al., 2009). 

 According to Herbert et al. (2009), being prepared for the death of a loved one 

includes cognitive, affective, and behavioral dimensions (p. 8). Even though all three 

dimensions are significant to family members in preparing for a loved one’s death, they 

inferred that family members focus on the dimensions or aspects deemed most important 

to them during the time that a loved one is dying. In turn, this may explain other studies’ 

findings related to the distress, remorse, and uncertainties experienced by family 

members during and long after the loss because of their inabilities in addressing all three 

dimensions of death preparedness. Herbert et al. suggested that a family member may 

have knowledge about a loved one’s deteriorating condition indicating impending death, 

but the family member’s emotional needs remain unmet. 

In the cognitive dimension, preparedness for death refers to receiving information 

to allay the four domains of uncertainty whereas the affective dimension is being 

emotionally or mentally ready for the death through closure or feeling at peace. The 

behavioral dimension focuses on everyday responsibilities, financial matters, and 

planning for the death of a loved one (Herbert et al., 2009, p. 8). Allaying uncertainties 

for family members experiencing the loss of a loved one, Herbert et al. (2009) concluded, 

is predicated on effective communication from HCPs. This explains why an individual’s 

past life experiences with death and dying alone without effective communication does 

not adequately prepare families to face the reality of impending death in other EOL 

situations (Herbert et al., 2009; Kehl et al., 2009). 
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Although Herbert et al. (2009) concluded that communication is essential to 

support family members through the uncertainties that exist in EOL situations; further 

research is needed to explore the emotional challenges of family members facing the 

impending death of a loved one. Older adult family members who have lived the 

experience are the experts who can offer recommendations to guide practice. The current 

study adds knowledge to this existing gap in the literature related to the emotional 

burdens of family members during the loss and what supportive interventions would be 

most beneficial to alleviate their suffering as they prepare for the death of a loved one. 

Using a story path approach focused on the present, older adult participants looking back 

recounted the dimensions of the health challenge of losing a loved one who spent part of 

their last months in an acute care setting. What mattered most was explored and the 

caring interventions essential to foster healing and well-being were queried. The research 

reported to this point has not addressed family members’ challenge associated with 

having a loved one in an acute care setting during the last months of life. This is 

important since a large majority of individuals die in such settings.  

Pierce (1999) focused on 29 family members’ past perceptions of the loss of a 

loved one in an acute care facility. Family members’ mean age was 53, with decedents’ 

ages between 4 to 94 years. Of the total number of family member participants, 38% 

were in their fifties and 45% ranged in age from the sixties to the eighties. This study did 

not specify the time interval between a loved one’s death and the subsequent family 

member interviews; although Pierce indicated that some family members’ loss occurred 

more than 24 months before the interview process. Pierce reported that 34% of family 

members continued to have deep regrets, sadness, and unresolved grief and “wished that 
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they had done things differently” (p. 8) even though at the time their loved ones were 

dying they felt that they did the best that they could in making determinations about 

their loved ones’ care. Family members looking back on the EOL experience remarked 

about their inabilities to “think straight” during the dying process. In their narratives, 

41% of family members poignantly remembered HCPs who specifically individualized 

care to meet both patient and family needs and addressed issues that were really 

important to them (Pierce, 1999).  

However, Pierce (1999) pointed out that 79% of family members described how 

the depersonalized healthcare environment, rote care activities, and inattentiveness to 

patient/family personal care needs intensified their anguish and anxieties, which could 

have affected their loved ones. More than half of the participants who described 

depersonalized environments remarked that they also felt a lack of personalized human 

caring (Pierce, 1999, p. 8). Pierce also found that 72% of family members felt 

disempowered, misinformed, and disrespected because of the “routinized” (sic), 

bureaucratic system and hampered their abilities to communicate with HCPs about their 

loved one’s prognosis and care (p. 9). Thirty-five percent of these family members 

perceived that they were at the “mercy of the system” and powerless related to treatment 

care determinations for their loved ones. Some were fearful that their loved ones would 

be “neglected” if they made inquiries or recommendations regarding care measures 

(Pierce, 1999, p. 9). Eight family members (26%) also recalled that not receiving 

pertinent information about their loved one’s condition or prognosis added to their 

emotional turmoil. Likewise, Pierce reported that 35% of all family members expressed 
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concerns over the lack of respect for their and their loved ones’ personal identities when 

HCPs performed care indifferently or in a rote, depersonalized manner.  

 Given Pierce’s (1999) disclosure that overall 27 of 29 family members were 

satisfied with the care delivery and the juxtaposition of feelings noting factors like 

“depersonalizations,” “bureaucracy” and “neglect,” questions arise regarding meaningful 

direction for nurses caring for patients and their family members at the EOL. The current 

study pursued guidance from older adult family members who were asked to describe 

how they resolved the challenges that they faced.  

Besides Pierce’s (1999) findings, other studies have reported that family members 

were emotionally upset about their loved ones up to two years after the death (Hayes, 

2003; Kehl et al., 2009). The current study examined the relationship between supportive 

interventions and family member outcomes prospectively. With the expected rise in the 

number of older adults within the next decade and the subsequent increase in the demand 

for quality EOL care, continuing research in this area is essential.  

 In a mortality follow-back survey with 1,578 family members on care received at 

the place of death, Teno et al. (2004) reported research findings related to family 

members’ belief in the need to improve physician communication and symptom 

management for their deceased loved ones. Sixty-seven percent of the deaths occurred 

outside the home in either a hospital (36%) or a nursing home (31%). They also found 

that 38.4% of family members of hospitalized loved ones and 36.4% of family members 

of relatives in a nursing home expressed that their emotional needs were not met. Twenty 

percent of family members perceived a lack of respect for their loved ones in the hospital 

setting whereas almost one-third of family members from nursing homes expressed 
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concerns regarding respect. Teno et al. also reported that family members expressed more 

concerns related to unmet care needs in the nursing home setting as compared to home 

hospice services. Overall, family members were more concerned about the quality of care 

delivery when their loved ones’ deaths occurred in the hospital or nursing home setting, 

which coincides with Kehl et al.’s (2009) findings related to family members’ concerns 

about the quality of care their loved ones received in a SNF. 

 Yoo et al. (2008) performed a systematic review of Korean and international 

literature that spanned 16 years to synthesize what family members in EOL care 

experience to foster an understanding of what their care needs are. As Yoo et al.’s 

findings from 29 quantitative and qualitative studies described different facets of the EOL 

experience and also different care settings, a brief overview with a specific focus on what 

family members experience during the death and dying process is provided. Of 

significance was Yoo et al.’s finding that the majority of studies described negative rather 

than positive EOL experiences, which clearly indicates the need for further research 

focused on improving EOL care for family members.  

Yoo et al. (2008) stated that family members’ positive experiences included 

enhanced connectedness and closeness to the dying loved one, strengthened relationships 

with other family members, being respected by HCPs, and “personal growth after 

reflection” (p. 227). Negative psychological/emotional effects that burdened family 

members included “exhaustion and tiredness, loneliness, powerlessness, fear, uncertainty, 

surprise, anger, strain and anxiety, social isolation, regret and intolerance” (Yoo et al., 

2008, p. 227). Family members also experienced physiological consequences such as 

sleep disturbances, sleep deprivation, fatigue, digestive problems, and not feeling healthy 



	   39 

(Yoo et al., 2008). Consistent with the previously described research findings, family 

members experienced emotional turmoil and stress with ineffective communicative 

strategies employed by HCPs.  

Andershed’s (2006) findings from a systematic review of 94 studies from 11 

countries are consistent with Yoo et al.’s (2008) findings related to the negative 

emotional and physiologic consequences that family members experience. Additional 

findings included that family members at the EOL experienced helplessness, interfamily 

conflicts, and unrest. Importantly, family members had to face a changed life without 

their loved ones and the loss of shared hopes and dreams for the future (Andershed, 2006, 

p. 1160). Burdened with the responsibility of their loved ones’ care decisions increased 

family members’ vulnerability to adverse health effects. Andershed discussed the fact 

that many studies reported “having hope, having control, taking one day at a time, 

satisfaction with care, good support and good information” (p. 1161) were approaches 

used by family members to manage the challenges faced and reduce their vulnerabilities. 

Andershed also reported that family members described having an “inner strength” (p. 

1161) which helped them through the EOL situation. Andershed concluded that there is a 

lack of research related to family members’ multifaceted challenges. The current study 

addressed the gap noted by Andershed, specifically for family members whose loved one 

spent time in an acute care facility at the EOL and elucidated what caring measures 

fostered their inner strengths and subsequently their health and healing after the loss of a 

loved one.  

With the exception of Kehl et al.’s (2009) study, the reported qualitative studies’ 

samples included participants from different age groups; however, the majority of 
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participants were middle-aged to older adults. Research that is focused in the over 65 

population is limited related to their EOL experiences and challenges. Considering the 

expected growth of older adults in the U.S. population in the upcoming decade, this 

current study focusing on older adult family members is relevant and adds knowledge to 

the existing gap related to their experiences and challenges with loved ones in the acute 

care setting at the EOL. 

Decision-Making Processes in End of Life 

 Family members experience varying emotions in letting go of a loved one in EOL 

situations. They may be faced with making the difficult decision to discontinue life-

sustaining therapies on an older adult loved one who has suffered an unexpected 

catastrophic event. Decisional conflicts arise because many of these older adult patients 

were considered to be in relatively good health prior to experiencing a major life 

changing event. Family members have difficulty in understanding or accepting that their 

loved ones will not recover, which hampers their ability in moving through the EOL 

situation and the decision-making process. Family members also vary in the time that it 

takes to make a decision about their loved one’s care (Wiegand et al., 2008). EOL 

decisions regarding a loved one’s care is one of the most difficult life decisions that an 

individual will have to make and family members may not be able to fulfill their loved 

one’s known EOL care preferences (Tilden et al., 1999; Wiegand et al., 2008). Rothchild 

(1994) described decision-making as an extreme burden for family members, associated 

with “a potential legacy of uncertainty or an ‘executioner’s guilt’” (p. 252). Eight 

qualitative studies are described related to the decision-making process; each includes 

family members’ perceptions and experiences during this process.  
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 Using a grounded theory approach, Swigart, Lidz, Butterworth, and Arnold 

(1996) explored 30 family members’ experiences in the three days prior to their decisions 

related to life support measures for 16 relatives who were patients in a medical intensive 

care unit (ICU). The average length of stay (LOS) of the patients was 9.6 days, which, 

comparatively was almost double the days of an average LOS within this ICU. The mean 

age of the family member participants was 50 years old, with an age range from 34 to 74 

years. The average age of the loved one was 60 years old. For 10 of the patients, 

physicians recommended withdrawal of life-sustaining therapies, but 30% of families 

rejected the advice. Swigart et al. reported that families transitioned through three 

“preparatory” phases in decision-making prior to their determination to either withdraw 

or not initiate life support measures for a loved one. They indicated that each process 

involved both cognitive and affective components and they identified the processes as 

understanding and reframing the illness, reviewing and revising (bringing closure to) the 

perceived life story of the patient, and maintaining family roles and relationships (p. 485). 

As family members transitioned through the decision-making process, life meanings and 

interfamily relationships changed, fostering their ability to recognize their loved one’s 

debilitated state and impending death and the need to come to a decision (Swigart et al., 

1996).  

 In the process of understanding and reframing the illness, family members’ efforts 

were focused on collecting information about their loved one’s instability and prognosis 

and the ineffectiveness of aggressive therapies provided, including their own assessments 

of their loved one’s status. Family members had difficulty in gathering consistent and 

truthful information due to the diversity of healthcare provider guidance. Mistrust 
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towards some HCPs developed because of their cold, uncaring manner as they delivered 

bad news to family members. Families had difficulty moving through the decision-

making process when they did not have a clear sense of what was happening to their 

loved ones (Swigart et al., 1996). “Reframing their sense of the potential for recovery of 

their loved ones” (Swigart et al., 1996, p. 486) unfolded as trustful relationships with a 

reliable source provided clear and candid information about their loved one, and family 

members felt their loved one had received the “best care possible” (Swigart et al., 1996, 

p. 486). Yet, emotionally, family members struggled with letting go of their loved one; 

even when cognizant of the dismal situation, they still hoped for therapeutic cures that 

would recover their loved ones (Swigart et al., 1996).  

In the second process of reviewing and bringing closure in the perceived life 

story, Swigart et al. (1996) indicated that family members reflected on their loved one’s 

life meanings and preferences and their own life meanings. Interfamily connectedness 

enhanced their ability to share stories about their loved one’s life attributes, family 

relationships, and past suffering due to ill health. Moving through the final process of 

maintaining family roles and relationship, one family member assumed the burdensome 

and difficult role of being a family representative to coordinate information and foster 

solidarity to come to a decision. Although painstaking and stressful, family members 

worked at preserving their ties and future relationships as they transitioned through 

making the final determination about their loved one’s care and “doing the right thing” 

(Swigart et al., 1996, p. 483).  

Letting go of a loved one is not an easy process as families are fraught with 

extreme emotions and uncertainties. Swigart et al. (1996) described letting go as a 
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“deliberate process involving information from the past, from the present, and future 

projections” (p. 490) to encourage a consensual feeling among family members that 

their decision to withdraw or withhold life support measures was “intellectually, 

emotionally and morally right” (p. 490). This attention to the past, present, and future 

was relevant to the current study’s methodology, which used a story path approach and 

time orientation to learn about the challenge of losing a loved one who had been 

hospitalized in an acute care setting during the last three months of life.  

Querying older adult participants about decisional turning points that encouraged 

letting go of their loved ones and approaches that facilitated moving forward can provide 

insights on how this past health challenge lives on, the effect that it has had on their lives 

and their abilities to manage other life and illness challenges. In turn, knowledge 

generated can guide HCPs in assisting older adults through this process and may also 

provide information relative to the care needs of older adults in the acute care setting 

based on their past ability to manage life-altering health events.  

 Tilden et al. (1999) interviewed 30 adult family members to elicit their 

experiences and decisional processes in withdrawing intensive medical treatments such as 

renal dialysis and mechanical ventilation from their relatives. Family members were 

interviewed at one month after the patient’s death and then at six months. The time of 

death for patients post withdrawal of life-prolonging treatments varied. The average 

hospital LOS was 11.7 days for the 18 expired patients, although 11 patients were 

admitted for less than 10 days. The average patient stay in ICU was seven days. The 

mean age of the decedents was 59 years; the ages of family member participants were not 



	   44 

reported. Findings described family members’ transitions through the decision process 

(Tilden et al., 1999). 

 In spite of patient-related and individual personality differences, Tilden et al. 

(1999) found that family members transitioned through the decision-making process 

linearly through four separate phases: recognition of futility, coming to terms, 

shouldering the surrogate role, and facing the question (pp. 430-431). However, family 

members’ experiences within each phase and the time it took for them to move through 

each phase varied. They described recognition of futility as a “dawning awareness” (p. 

431) where family members gradually come to realize that their relative will not recover, 

not return to the person that they once were, nor be discharged from the hospital. It is 

during this phase that family members need prognostic clarity and information on their 

relative’s condition. Family members also were hypersensitive to verbal and non-verbal 

nuances from HCPs (Tilden et al., 1999). 

Coming to terms according to Tilden et al. (1999) indicates that the family 

member acknowledges that there is no chance of recovery and recognizes that medical 

treatments that were supposed to help the patient paradoxically caused more suffering. 

Family members also attempted to evaluate their relative’s suffering by reflecting on their 

relative’s past life and life meanings, which at times altered a family member’s 

perspective of the present situation. When family members were able to come to terms 

with their relative’s terminal condition, they then were able to assume the role of 

surrogate decision-maker. Families described this role as “the hardest thing that they will 

ever have to do,” “intense,” “painful,” “devastating,” and “traumatic;” some family 
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members recognized it as a responsibility or an honor. One family member described 

decision-making as pronouncing a relative’s death (Tilden et al., 1999, p. 435). 

Tilden et al. (1999) stated that a “facing the question” phase or a “turning point” 

for family members occurs when the patient’s condition changes or they are able to make 

the decision and have come to terms with their relative’s terminal state (p. 436). 

Physicians in the majority of patient cases initiated discussions to encourage families to 

come to a decision about withdrawal of life-prolonging treatments. The majority of 

family members within the Tilden et al. study made the decision within 24 hours. In their 

follow-up interviews at six months, Tilden et al. discussed that family members still had 

doubts about the decisions made and identified this as seeking a “triangulation of 

certainty” (p. 437). Family members expressed guilt if they felt they delayed the decision 

to withdraw life-prolonging treatments and therefore extended suffering. Family 

members were more content if they believed their decisions aligned with what their 

relative would have preferred. Family members believed that in making decisions one 

needs to reflect on the wholeness of the individual and who the person is. They also felt 

that if they were assured of the futility of life-prolonging treatments it would facilitate 

their decision to withdraw the treatments (Tilden et al., 1999).  

 According to Tilden et al. (1999), the majority of family members believed that 

their relative would not want to be maintained on life support when there was no chance 

of recovery, and elucidated that having detailed advance directives (AD) would influence 

and facilitate the decision-making process. However, family members did find that 

having informal AD helped them work through decisional conflicts about withdrawing 

treatments, although more prescriptive AD would ease their burdens.  
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Tilden, Tolle, Nelson, and Fields (2001) found that family members experienced 

less stress when there was written AD present as compared to having verbal or no AD in 

making the decision to withdraw life-sustaining therapies. Yet, they also reported that 

overall family members’ stress levels in their study were significantly higher, even at six 

months after the loss of a loved one, comparatively to other research findings related to 

individuals’ stress levels in certain life-changing disasters. As research is limited related 

to the long-term consequences of the stress endured by family members during a loved 

one’s EOL, the current study using a story path approach can address this gap in 

knowledge.  

 In a hermeneutic phenomenological prospective study with 56 family member 

participants from 19 families, Wiegand (2008) explored families’ experiences during the 

process of withdrawing life support from relatives who had suffered a sudden life-

threatening illness or injury (p. 1116). At the onset of the study, 17 families were in 

agreement with physician recommendations and had decided to withdraw life support 

from their relatives. Two families out of 19 did not make the decision to withdraw life 

support. The median age of patients in this study was 68 years and the majority of family 

participants (57%) were adult children of the dying patient. In a secondary analysis of 

Wiegand’s study focused on describing family management styles, Wiegand et al. (2008) 

reported that family member participants’ ages ranged from 17 years to 77 years.  

Themes that emerged from the data describing families’ experiences included: 

this happens to other families, time to understand the severity of the illness or injury, time 

to see if health would be restored, riding a roller coaster, family readiness: willingness to 

consider withdrawal of life-sustaining therapy, one step at a time, the family will go on, 
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and waiting for a miracle (Wiegand, 2008, p. 1117). The term “in their own time” as 

coined by Wiegand (2008, p. 1119) describes succinctly the variability and individuality 

that underpins the complex process of family decision-making in EOL situations. An 

overview of the study findings to illuminate the themes describes the challenges that 

families experience in making decisions about their loved ones’ care. 

 According to Wiegand (2008), families experienced shock and disbelief because 

of the sudden nature of the catastrophic illness or injury and the deteriorating condition of 

their relatives. This concurs with Tilden et al.’s (1999) findings that family members of 

patients with acute events were limited in their ability to recognize the futility of life-

sustaining treatments initially and experienced “denial, cognitive dissonance and 

difficulty ‘hearing’” (p. 432); whereas family members of patients with chronic illnesses 

were more aware of the futility of life-sustaining treatments because they previously had 

acknowledged their relative’s deteriorating health over time. Swigart et al. (1996) also 

found that family members had less difficulties in understanding the gravity of their 

loved one’s condition if due to a chronic debilitating illness.  

According to Wiegand (2008), families reported that making the decision to 

withdraw life support was “the hardest decision” or a “horrific decision” and some 

families hoped that their relative would die so that they would not have to be burdened 

with the decision (p. 1119). Wiegand found that family members individually must come 

to terms with the situation to facilitate family consensus and the ability to move forward 

through the decision-making process. Families also expressed the need to go on, 

experienced anticipatory grieving during the decision-making process, and began to 

reconcile their future life without their relatives (Wiegand, 2008).  
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In an exploratory descriptive study with 20 family members whose loved ones 

were critically ill with an increased probability of death, Gutierrez (2012) examined their 

needs and experiences specific to communication about a loved one’s prognosis at EOL. 

Ages of the family member participants ranged from the twenties to the seventies with 

half of them in the 50 to 59 age group. Five categories were derived to describe the 

process that family members “work” through to obtain, understand, and clarify 

information about their loved one’s status and included: hearing and recalling 

information, accessing information, interpreting information, retaining new information, 

and utilizing information for decision-making. Consistent with other research findings 

(Tilden et al., 1999; Wiegand, 2008), family members experienced more intense 

emotional turmoil and extreme difficulty in processing received information when their 

loved ones’ illnesses were acute and unexpected; although most families were very 

overwhelmed, bewildered, and emotionally distraught with their loved one’s admission to 

an ICU (Gutierrez, 2012). 

 Family members reported that they had difficulty in hearing and recalling 

information from HCPs because they were very overwhelmed and confused about what 

was happening. Families desired information and had to “work at” obtaining information 

from the various physicians attending to their loved ones, often maintaining bedside 

vigilance in order not to miss physicians. They also had difficulty in interpreting, 

understanding, and retaining received information and querying physicians with pertinent 

issues about their loved ones. Gathering information was essential to enable family 

members to move forward in making decisions (Gutierrez, 2012). Decisional conflicts 

often persisted as family members were challenged emotionally to “do the right thing” 
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(Gutierrez, 2012, p. 304) for their loved one but at the same time were stressed and 

concerned about whether they were making the correct decision. Family members also 

described their difficulties with physicians and their ability to listen to them about care 

directions for their loved ones. They discussed the need for HCPs to be “respectful, 

compassionate, sensitive and caring” when providing information about their loved ones 

cognizant that the decision-making process is extremely difficult for families (Gutierrez, 

2012, p. 307).  

 Jacob (1998) interviewed 17 adult family members who were challenged with 

making decisions about life-sustaining treatments for their incapacitated loved ones. The 

majority of family member participants had made the EOL treatment decision within the 

past year, with the exception of two family members whose decisions were made 15 

months and five years at the time of the interview. Forty-one percent of the participants 

were in their forties with the remaining10 participants equally divided in either the 18 to 

39 or the 60 to 71 age range. Using a grounded theory approach, Jacob’s purpose was to 

explore family members’ experiences in the decision-making process and elucidate 

factors that positively and negatively influenced their decisional abilities on supportive 

interventions. Deceased loved ones in this study were hospitalized in nine different acute 

healthcare facilities in three states with decisional time varying from less than one day to 

three weeks from the onset of the life-limiting illness (p. 32). Family members’ 

decisional role experiences were identified as arriving at judgment, movement in concert 

versus disharmony, and looking back and going on. Family members described that they 

arrived at a judgment by personally reflecting on their loved ones’ past health struggles, 

present status, and future health potentials as well as their presumed EOL preferences. 



	   50 

Family members used terms such as “he was no longer there” and “not responding to 

anything” (Jacob, 1998, p. 33). Similar to previous studies (Gutierrez, 2012; Swigart et 

al., 1996; Tilden et al., 1999; Wiegand, 2008), families used various methods to collect 

information from HCPs and included their own observations and outside sources to gain 

an understanding of their loved one’s condition (Jacob, 1998). Interestingly, only about 

25% of family members expressed uncertainty regarding their loved one’s status, which 

may be attributed to their retrospective recollections compared to family members who 

actively are experiencing the impending loss of a loved one.  

An important aspect for family members was focused on what treatments their 

loved ones would want in their present situation. Family members expressed disharmony 

with HCPs when they were inattentive, uncaring, desensitized to their informational or 

emotional needs, or misunderstood their EOL care preferences regarding their loved 

one’s care. Interconnectedness or movement in concert with HCPs facilitated support and 

family members’ ability in making decisions and moving forward after the loss (Jacob, 

1998). In looking back on their decisions and what occurred, family members reflected 

on the positive and negative aspects of the EOL situation affecting and influencing their 

lives in going on (Jacob, 1998). Although decision-making is a huge emotional burden, 

Jacob (1998) emphasized that family members are prepared and capable to assume the 

responsibility of decision-making but need honest information from HCPs in a caring, 

compassionate, and respectful manner. HCPs need to understand that their interactions 

with family members may have lasting effects on their lives (Jacob, 1998). This coincides 

with Pierce’s (1999) finding of the enduring memories that family members had about 

certain HCPS who uniquely met their needs. A limitation of Jacob’s study was the 
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exclusion of the experiences of family members who decided to continue life-sustaining 

treatments.  

Limerick (2007) applied a grounded theory approach to explicate the decision-

making process of family members who had made decisions to either withdraw or 

withhold life-sustaining therapies for their adult loved one. The purposive sample 

included 17 adult family member surrogates of deceased patients from four hospitals 

within a multihospital healthcare system. The mean age of surrogates was 55 years and 

66 years for decedents. Family member surrogates’ ages ranged from 23 to 82 years old. 

Limerick proposed the process of surrogate decision-making can be explained within 

three domains identified as personal, ICU environment, and decision. Consistent with 

Tilden et al.’s (1999) research, Limerick found that surrogates transition through the 

decisional process domain in a linear manner, where one occurrence initiates the next 

process. Prior to this final phase, surrogates move readily between the first two domains.  

According to Limerick (2007), the personal domain is where family members 

unite with other relatives to understand the nature of their loved one’s deteriorating 

condition and begin to consider treatment options aligned with their loved one’s EOL 

preferences. The themes illuminating the personal domain are rallying family support, 

evaluating the patient’s past and present condition, and viewing the past and future 

quality of life. Within the ICU environment domain, Limerick stated that information is 

gathered which is critical to enable family member surrogates to move forward into the 

decision domain. Family members developed trust in the HCPs and relied mostly on 

nurses for information clarity about their loved one’s condition. The themes underpinning 

this domain included chasing doctors, developing relationships with the healthcare team, 
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and confirming probable outcomes. Limerick reported that families had mistrust when 

contradictory information among HCPs was provided and they experienced ill feelings 

toward the medical team. While in the ICU phase, family members had difficulty 

comprehending and processing the dismal news that their loved one would not recover 

and often required multiple confirmatory conversations with HCPs (Limerick, 2007).  

Limerick (2007) described family members’ actions in the decision domain to 

include three linear processes, identified as arriving at a new belief that continued care is 

futile, retreating into one’s self to make a decision, and communicating a decision to the 

healthcare team. Although family members acknowledged the futility of further 

treatments, making the final decision felt surreal and family members were overwhelmed 

with guilt and uncertainty as information about their loved one was internalized as they 

moved forward with a decision (Limerick, 2007).  

 Hansen et al.’s (2004) purpose in conducting an exploratory descriptive study 

with 17 community-based caregivers was to elucidate caregiver role strain or the 

difficulties encountered in making EOL life support decisions as well as what facilitated 

ease in making these difficult decisions for 16 older adult deceased loved ones. 

Caregivers’ ages were 26 to 85 years (mean age of 59.2 years) with older adult 

decedents’ ages ranging from 67 to 92 years. Fifty percent of the decisions made were to 

withhold life support, seven to withdraw life support, and one decision included both 

withdrawal and withholding life support. Hansen et al. concluded that family members’ 

life support decisional challenges or role strain was related to being the decision-maker, 

feeling unprepared or not ready to make the decision, uncertainty, and decision urgency 

(p. 236). Family members expressed ease in decision-making when they felt assured that 
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they were “doing the right thing” (Hansen et al., 2004, p. 236). After the decision was 

made, Hansen et al. defined the elements of family members’ role strain as uncertainty, 

guilt, regret over what occurred or variability from the expected outcome, anger, and 

emotional estrangement from other family members (p. 236). Ease in decision-making 

was characterized by family member’s acknowledgment of “doing the right thing,” 

having closure with the deceased, enhanced knowledge on EOL decision-making, being 

prepared for future decisions regarding life support, and emotional connectedness to other 

family members (Hansen et al., 2004, p. 236).  

Wilson (2011) explored 10 family members’ past lived experiences as surrogate 

EOL decision-makers who either decided to discontinue or extend life support for their 

seriously ill loved one in an acute care setting. Family member participants ranged in age 

from 39 to 64 years with a mean age of 49.3 years. Wilson delineated five themes to 

describe what mattered to family members who made life support decisions for their 

loved ones. The five themes were: knowing EOL wishes, communication with HCPs, 

acceptance/acknowledgment of futility, strengthening relationships with loved ones, and 

pain and symptom management (Wilson, 2011, p. 252). Knowing EOL wishes assisted 

family members in making decisions whereas, not surprisingly, family members 

experienced emotional torment when their loved one’s preferences were not known. 

Surrogate family decision-makers shared their loved one’s EOL preferences with HCPs 

and other relatives to validate their decisions (Wilson, 2011). All of the 10 family 

members, according to Wilson, expressed their dissatisfaction with HCPs’ 

communication about their loved one’s condition. Besides having difficulty in obtaining 

honest and succinct information, contradictory information and care goal conflicts 
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between physicians increased their stress. Conflicting information also created 

disagreements within the family (Wilson, 2011). This aligns with Hansen et al.’s (2004) 

and Wiegand’s (2008) findings.  

Wilson (2011), in agreement with Limerick (2007), found that family members 

needed to accept the futility and the imminent death of their loved one before they could 

move forward in their decision-making. Family members experienced denial with hope 

that continued when their loved one seemingly became more stable in spite of their loved 

one’s progressive deterioration. Wilson found that more than 50% of family members 

reported that strengthening relationships or reconnecting with their loved ones facilitated 

their ability to move forward in the decision-making process and connectedness with 

other family members cultivated support and comfort. Importantly, Wilson discussed that 

family members made decisions to discontinue intensive life-sustaining therapies if they 

felt that intensive therapies were creating increased suffering for their loved one.  

Although the previous discussed studies stress the importance of communication 

with family members about their loved ones’ conditions, meeting family members’ 

emotional needs and answering their questions to allay uncertainties is necessary to 

support them through the decision-making process and the realization that their loved one 

will not survive; a gap exists related to how family members actually come to a final 

decision to let go of their loved ones. Herbert et al. (2009) discussed that family members 

may not be emotionally prepared for the death of a loved one, even though they recognize 

the futility of continued therapies. Tilden et al. (1999) and Limerick (2007) described 

family decision-making as a linear process, whereas Wiegand (2008) found that family 

members vary in their ability and readiness in making decisions. While Tilden et al. 
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agreed that the process is linear, the readiness of family members to move to the next 

stage was unpredictable. Research findings have also proposed that family members may 

make EOL decisions about their loved ones’ care based on their own preferences or 

inabilities to let go, rather than on their loved ones’ EOL wishes (Hayes, 2003; Jacob, 

1998; Limerick, 2007; Oberle & Hughes, 2001; Swigart et al., 1996; Vig, Taylor, Starks, 

Hopley, & Fryer-Edwards, 2006; Wiegand, 2008). The current research addresses this 

gap by exploring what family members identify as turning points that influenced them to 

come to a final decision about a loved one’s EOL care. This study also adds knowledge 

related to EOL decision-making processes as it explored family members’ perceptions of 

what “really mattered” to them and what approaches they used to support their emotional 

uneasiness during decision-making. 

Considering that the mean age of family member participants in the described 

qualitative studies was broad (Gutierrez, 2012; Hansen et al., 2004; Jacob, 1998; 

Limerick, 2007; Swigart et al., 1996; Wilson, 2011) and in light of the rising number of 

older adults who will be faced with making EOL decisions, there was a need for the 

current study. The next section provides a review of family members’ needs related to 

EOL care delivery in the acute care setting. 

Family Members’ Care Needs 

Family members’ recommendations to meet their care needs based on their 

experiences of living through a loved one’s death and dying process are an invaluable 

source for improving EOL care. Because of the “enduring, intense and unchangeable 

memories” (Keegan et al., 2001, p. 456) that family members have of care in the EOL 

situation, Pierce (1999) posited that “the cost of forming bad impressions is totally 
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unrecoverable” (p. 13). The voices of family members regarding EOL care delivery and 

their needs in the acute care setting are explained from relevant research findings.  

Pierce’s (1999) study elucidated three main areas that family members 

recommended to improve the EOL experience and alleviate the challenges they faced 

created within institutionalized settings. Family members’ suggestions focused on the 

need for HCPs to foster patient-family connectedness, improve their patient-family 

interactions, and establish a caring environment that promotes these processes (Pierce, 

1999). Family members emphasized the need to be close to their loved ones and involved 

in care measures that encouraged this closeness. Family members also emphasized the 

need for an “aesthetically pleasing environment” and that their loved ones' personal 

hygiene needs were met (Pierce, 1999, p. 10). Almost two-thirds of family members 

recommended that EOL communication regarding their loved one’s care and prognosis 

needed to be improved and stressed the importance of honest and straightforward 

conversations with HCPs that were respectful and empathetic. Creating environments that 

were caring, private, and “aesthetically pleasing,” families suggested, would promote 

peaceful death experiences even within the ICU setting, although the majority of families 

felt more at peace outside of an ICU (Pierce, 1999).  

 Boucher et al. (2010) conducted a secondary analysis of 186 next-of-kin 

responses to an open-ended question from a survey related to the dying experience. Using 

a qualitative descriptive approach, Boucher et al. analyzed one open-ended question that 

asked next-of-kin who were either family members or close friends of the deceased to 

share positive and negative stories about their loved one’s EOL experience. The majority 

of respondents were family members of the deceased loved one. More than 50% of the 
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decedents were over 80 years of age, 59% of deaths were in the hospital with 30% of 

deaths in the ICU. Boucher et al. derived two main themes of communication and family 

values and preferences. Next-of-kin respondents included both positive and negative 

comments related to communication. Respondents reported good communication was 

fostered when HCPs were good listeners, concerned, informative about the EOL 

situation, available, and demonstrated compassion (Boucher et al., 2010, pp. 44-45). On 

the other hand, respondents described aspects of poor communication when HCPs 

provided information in an uncaring or insensitive manner, or they provided ambiguous 

or contradictory information and demonstrated uncaring and insensitive attitudes.  

According to Boucher et al. (2010), family members’ recommendations to 

improve their EOL experiences included a supportive environment that focused on 

dignity and respect to promote peaceful deaths, attentiveness to the needs of family 

members and their dying loved ones, and their presence at the time of death (p. 45). 

Important to family members was that their loved ones were made comfortable during the 

dying process as witnessing the pain and suffering of their loved ones caused them 

extreme distress. Family member respondents also experienced regret when they were not 

with their loved one at the moment that death occurred (Boucher et al., 2010). 

Williams et al. (2012) conducted an exploratory study with 78 next-of-kin (family 

members) of deceased veterans across six Veterans Affairs (VA) Medical Centers related 

to their perceptions of EOL care for their deceased loved one. Patient deaths occurred in 

ICU, medical units, and palliative or long term care units, with 43% of deaths in ICU. 

The mean age of deceased patients was 71.5 years and family members’ mean age at the 

time of the study was 61 years. Family members’ descriptions illuminated the significant 
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role that nurses had in supporting them through the EOL experience, which helped them 

maintain presence and move through the challenge of losing their loved ones. Family 

members described nurses as their “key sources” of information, including providing 

timely updates on their loved one’s condition compassionately and concernedly 

(Williams et al., 2012, p. 547). Nurses anticipated their needs as they helped them 

emotionally prepare for the impending death. Family members appreciated how nurses 

sought to meet their needs and the needs of their loved ones and authentically 

demonstrated concern and thoughtfulness, which Williams et al. defined as “providing 

reassuring attentiveness” (p. 547). Williams et al. reported how family members 

described nurses as “being in a compassionate presence” (p. 548), meeting their physical 

comfort, emotional, and spiritual needs. They appreciated that nurses demonstrated 

empathy and emotional closeness while promoting their privacy and their loved one’s 

dignity when the death occurred. Family members described how nurses were 

instrumental in supporting them through the emotional turmoil and distressing 

circumstances surrounding the death and dying process of their loved ones (Williams et 

al., 2012). According to Williams et al., family members expressed that nurses 

personified holistic care of the dying (p. 549). 

From their survey of 1,578 family members, Teno et al. (2004) proposed that 

there needs to be shared decision-making between family members and HCPs and that 

HCPs need to address the emotional needs of family members, foster more collaboration 

among themselves, and enhance care measures that respect the dying and focus on 

meeting the overall needs of patients and their family members. Congruently, Adams et 

al. (2014) reported that family members’ trust and confidence developed when nurses 
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were respectful of their needs, interested in their concerns, and attentive when they 

shared stories about themselves and their loved ones. Adams et al. reported that 

interconnectedness between family members and nurses also was fostered when nurses 

used non-verbal gestures such as touch, sitting close, and making eye contact with family 

members (p. 408). 

Research findings demonstrate that family members find nurses to be valuable 

informants and clarifiers about their loved one’s status. Yet, family members have 

expressed that knowledge about their loved one is also derived from their own 

perceptions about their loved one’s condition and non-verbal cues from HCPs (Adams et 

al., 2014; Gutierrez, 2012; Jacob, 1998; Limerick, 2007; Swigart et al., 1996; Williams et 

al., 2012). Studies repeatedly have shown that family members have the additional 

burden of gathering information from different HCPs to obtain a total picture of their 

loved one’s status and illness trajectory (Gutierrez, 2012; Hansen et al., 2004; Pierce, 

1999; Wiegand, 2008; Wilson, 2011). This study described the approaches that family 

members used to resolve this dimension of the challenge of losing a loved one who had 

been hospitalized in an acute care setting in the last few months of life. Looking back on 

the situation, participants may be able to provide valuable insights about information 

gathering from HCPs and which strategies were most effective in eliminating additional 

burden. 

Although existing research demonstrates that family members appreciate the 

support and empathy that nurses provide, Adams, Bailey, Anderson, and Docherty (2011) 

indicated that there is a gap in the literature related to family members’ perspectives on 

whether the support received assisted them in making decisions about their loved ones’ 
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care (p. 10). The current study addressed this gap in the literature as older adults’ stories 

describe the uncertainties and emotional burdens experienced and the supportive 

approaches that may have or would have helped them through the challenge of losing a 

loved one in an acute care setting in the last few months of life. Reflecting on the past, 

older adult participants also may describe present regrets related to their decisions and the 

type of care that their loved ones received at the EOL in an acute care setting. This study 

has the potential to propose a framework of supportive measures to guide family 

members in their decision-making processes and underpin future research evaluating the 

effectiveness of these measures to decrease family members’ emotional instability during 

and long after the death of a loved one (Adams et al., 2011; Gries, Curtis, Wall, & 

Engelberg, 2008). 

Identified Gaps in the Literature 

 This literature review substantiates the idea that meeting the needs of family 

members to support them through decisional conflicts and bureaucratic obstacles requires 

further exploration to improve their EOL care experiences, create peaceful death 

experiences, and facilitate healing. There is still a lack of knowledge related to older 

adults’ experiences, family members’ EOL decision-making, and the supportive 

approaches that would encourage earlier transitions to palliative care, thereby halting 

aggressive therapies for loved ones who are in the last few months or days of life. This 

research addressed three identified gaps in the literature:  

• older adult’s challenges in EOL situations, 

• turning points that impact decision-making, and 
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• supportive approaches that family members deem most significant in helping 

them through the challenge of losing a loved one who had been in an acute 

care setting in the last few months of life. 

Discussion of Gap in Knowledge Base and Link to Caring Science 

 Family members facing the death of a loved one need caring interventions to 

support them through this challenging human health experience. Transpersonal caring 

moments through story-sharing elicits family members’ experiences in the health 

challenge of losing a loved one. The seemingly uncaring and technologically focused 

institutional environment can be transformed as family members share their stories of 

their life experiences and what really matters as their loved one is dying. Nurses’ 

attentive listening as family members share stories facilitates family members’ reflections 

on the past and future in the present moment. Knowing what really matters to each family 

member enhances nursing insights on their unique caring needs. Having a loved one who 

is critically ill is extremely stressful, creating angst and labile emotions (Swigart et al., 

1996; Wiegand et al., 2008). Caring, compassion, and authentic presence with family 

members offers support as they transition through their loved one’s final life journey.   

Research suggests that families whose loved one had an acute life-threatening 

event had more difficulties in processing information and moving forward in determining 

treatment options for their loved one’s care as compared to family members with loved 

ones who had chronic deteriorating illnesses over time. Gutierrez (2012) pointed out that 

family members felt that nurses were very helpful in clarifying physician delivered 

information, but often were not able to spend the time due to work-related responsibilities 

to explain fully what was happening to their loved one. Gutierrez also explained that 
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family members felt overwhelmed when trying to gather information about their loved 

one’s condition due to the multiplicity of physicians and different nurses attending to 

their loved one’s care. In addition to their emotional struggles, family members’ stress 

increased as they attempted to establish new bonds and connectedness with HCPs to 

obtain information. In other studies, the theme of fostering communication with families 

was emphasized as family members had difficulties in finding a trustworthy source who 

would provide clear and honest information. Transpersonal caring focuses on the 

authentic presence of the nurse. When family members share their stories with an 

authentically present nurse, turning points regarding a loved one’s care are recognized 

and supportive measures implemented can guide families in reaching final decisions 

about their loved one’s care.  

Although the decision-making process creates extreme emotional turmoil, stress, 

guilt, and possibly ongoing uncertainties and regrets, family members through their love, 

intimate relationships, and concern for their relative’s well-being are in the best position 

to protect and advocate for a loved one (Jacob, 1998). As family members’ memories of 

the dying and death process are perpetual, creating peaceful EOL experiences for patients 

and families are paramount. Nurses in their close proximity with family members are in 

the best position to create positive EOL experiences through transpersonal caring to 

facilitate healing and well-being during and after the loss. Herbert et al. (2009) found that 

bereaved family members expressed their emotional difficulties in being interviewed at 

the same hospital where their loved ones had died. Teno et al. (2004) reported that family 

members were concerned with the quality of care that their dying loved ones received 

within an acute care setting. Considering these findings, collectively nurses in caring for 
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the same family members can foster transpersonal caring and story-sharing as a healing 

modality to create peaceful memories of their EOL experiences and may alter family 

members’ perspectives regarding their loved one’s place of death.  

Summary 

 Research findings indicate that making the decision to withdraw life-support or 

discontinue life-prolonging treatments is one of the most difficult decisions that a family 

member will ever have to make. Family members experience distress, fears, and anxieties 

as their loved one is dying. Losing a loved one is probably the most traumatic and life- 

changing event for most if not all individuals. Of significance is that more than 25% of 

older adults due to their lack of decision-making capacity will require family members to 

make EOL medical treatment determinations (Silveira et al., 2010). Less than five 

percent of patients being cared for in an ICU are able to make their own treatment 

decisions (Hsieh, Shannon, & Curtis, 2006). There will be an increased demand on both 

older and younger family members to make difficult EOL decisions as the number of 

aging baby boomers continues to grow. Although EOL experiences are unique, there are 

commonalities among family members transitioning through the loss of a loved one that 

can be applied to guide nursing practice. Although studies report decisional processes, 

there is limited knowledge of what enables family members to come to a final decision 

about their loved one’s care or supportive measures that are most helpful, enhancing their 

decision-making capabilities. 

The purpose of this study was to examine older adult family members’ past health 

challenge of the loss of a loved one who had been hospitalized in an acute care setting in 

the last few months of life and their approaches in resolving this challenge. Additionally, 



	   64 

identifying turning points that facilitated their decisions about a loved one’s care sheds 

light on this perplexing phenomenon. Using a story path approach, insights from older 

adults about this past health challenge of losing a loved one, the effect it has on their 

current lives and future life plans may be uncovered. Although poignant memories of a 

loved one persist, the intense emotional turmoil and angst experienced by them during the 

EOL situation has passed. Therefore, collecting older adult family members’ stories in 

the present elucidates what really mattered to them in the past relative to the EOL 

situation; what approaches were most effective in helping them move forward, promoting 

their health and healing; and what turning points prompted decisions. As family members 

who have lived the experience are the experts, their stories recount what supportive 

interventions are most beneficial to assist individuals through this tormenting life-

changing journey. Besides, older adults may provide more details on EOL care because 

of the inevitably of death related to their advanced age and chronic diseases as well as the 

quality care measures that they would desire in an acute care setting (Vig, Davenport, & 

Pearlman, 2002).  

Research examining family members’ experiences can elicit caring, supportive 

measures desperately needed to improve their EOL experience and encourage more 

timely admissions to palliative care services for their loved ones. Studies from different 

parts of the United States – Tilden et al. (1999) from the Northwest, Wiegand 2008 from 

the Northeast, Gutierrez (2012) from the Midwest, and Limerick (2007) from the 

Southwest – indicate that improving EOL care is a national priority. This study addressed 

the existing gaps identified in the literature and meets the socioeconomic demand of 

improving care for older adult family members at the EOL. 
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CHAPTER III. RESEARCH METHODOLOGY 

Introduction 

 This chapter delineates the research plan for this study about the health challenges 

of older adult family members whose loved one had been hospitalized in an acute care 

setting during the last three months of life. Guided by the research questions, the selected 

research design is qualitative descriptive using a story path approach guided by Smith 

and Liehr’s (2014) story theory. This chapter details the sampling technique, research 

setting, and data generation plan. The method for data analysis is theory-guided content 

analysis. Lincoln and Guba’s (1985) criteria for trustworthiness for qualitative studies are 

delineated and applied to demonstrate how rigor was established for this study. This 

chapter also includes ethical considerations and the study’s original timeline for the 

accomplishment of research with modifications explained.  

Research Design including Philosophical Foundations 

 The research study used a qualitative descriptive exploratory design guided by 

story inquiry method (Smith & Liehr, 2014). It explored the dimensions of the family 

health challenge of losing a loved one who had been hospitalized in an acute care setting 

within the last few months of life and approaches used to resolve this health challenge. It 

also queried turning points that generated decision making. According to Sandelowski 

(2000), a qualitative descriptive study encourages the researcher to describe a 

phenomenon more realistically and in its natural form based on data that emerges from 

the knowledgeable voices of those who have experienced the phenomenon. A 
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fundamental or basic qualitative descriptive study as Sandelowski described encourages 

the researcher to analyze the data as it presents with less interpretation as compared to 

other qualitative methods that are more interpretative in nature, moving further away 

from the actual context of the data. 

 Sandelowski (2000) stated that “knowing any phenomenon requires, at the very 

least, knowing the ‘facts’ about that phenomenon” (p. 335). She also stated that facts only 

have meanings contextually depending upon the researcher’s description of the 

phenomenon. Because story-sharing is a means of gathering facts from those who have 

experienced a phenomenon, it would lend to a meaningful description of the 

phenomenon. Sandelowski posited that “qualitative descriptive studies offer a 

comprehensive summary of an event in the everyday terms of those events” (p. 336). She 

explained that this type of study “is the method of choice when straight descriptions of 

phenomena are desired” to foster researcher’s insights on the “who, what, and where of 

events” (p. 339).  

According to Smith and Liehr (2014), “stories are the substance of qualitative 

research” (p. 240). Story theory guides an approach for gathering information from an 

individual about a health challenge and ways that the individual moved forward to 

resolve the health challenge. A story told is a way for individuals to find meaning within 

life experiences (Smith & Liehr, 2014). “Stories express who people are, where they’ve 

been, and where they are going” (Smith & Liehr, 2014, p. 225). In this instance, story-

sharing is intentional dialogue between a nurse researcher and an older adult family 

member to uncover what really mattered and what was experienced in the health 

challenge of losing a loved one who spent time in an acute care setting at EOL (Smith & 
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Liehr, 2014). According to Taylor (1997), individuals recount stories purposively. The 

purpose that is likely to resonate with this study’s participants is that story-sharing is a 

meaningful way to illuminate details about their past health challenge of losing a loved 

one, including the impact it continues to have on their lives. As older individuals often 

have less difficulty discussing and confronting death than adults less their age (Elder, 

1973; Fontana & Keene, 2009; Gruenewald & White, 2006; Sessanna, 2010), their stories 

may provide richer descriptions of the EOL experience (Sessanna, 2010). Knowing that 

their stories can provide valuable insights on improving EOL care, older adults may have 

a vested interest because of the age-related likelihood of needing EOL care themselves 

(Gruenewald & White, 2006; Sessanna, 2010).  

Sampling, Recruitment, and Setting 

 A purposive sample of 15 older adults who were residing in a Southeast Florida 

continuing care retirement community (CCRC) were recruited and participated in this 

study during July and August of 2015. AoA (2011) has defined the older adult population 

as persons 65 years and older. All participants had experienced the loss of a loved one 

who spent time in an acute care setting during the last three months of life. Broadly 

defined, an acute care setting is a hospital or a healthcare institution that provides medical 

and nursing interventions. For this study, an acute care setting is a hospital in Southeast 

Florida, a Southeast Florida skilled nursing facility (SNF) or the health care facility 

(HCF) located on the premises of the senior residential community where the research 

was conducted. 

Each older adult participant was considered a family member to the deceased 

loved one. A family member was defined as an individual who had lost a relative or 
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significant other and was the primary decision maker, healthcare surrogate, or involved in 

making decisions about the relative’s or significant other’s care when the relative or 

significant other was unable to determine EOL treatment preferences (Browning, 2009; 

Hayes, 2003; Parks et al., 2011). Focused on EOL, Lattanzi-Licht, Mahoney, and Miller 

(1998) have defined family as “all those in loving relationships with the person who is 

dying, the people who can be counted on for caring and support, regardless of blood or 

legal ties” (p. 29). In this study, each family member was an older adult participant who 

was a relative or significant other to a deceased individual, had a loving or supportive 

relationship with the individual, and participated in EOL care decisions for that deceased 

individual.  

 Interviews were conducted by the nurse researcher until data saturation was 

reached. The nurse researcher was aware of previous research with older adults using 

story inquiry method demonstrating that no more than 30 interviews were needed to 

reach data saturation (Hain, Wands, & Liehr, 2011; Liehr, Nishimura, Ito, Wands, & 

Takahashi, 2011). On the other hand, Lincoln and Guba (1985) have proposed that 12 

research participants may be sufficient where no new information will be elicited and 20 

interviews “will surely reach well beyond the point of redundancy” (p. 235). Data 

saturation for this study was reached by the twelfth participant. Although there may be 

multiple older adults residing in this CCRC who had experienced the death of the same 

loved one, only one older adult family member who was considered the primary decision-

maker for each decedent was interviewed. Older adults whose loved one died less than 

one month of the scheduled interview date were excluded so as not to overburden or 

cause them additional emotional distress due to their recent loss. All participants lost a 
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loved one within the past 10 years. Because time periods defining EOL vary from years 

to days within the literature, this study identified EOL as the last three months of a 

decedent’s life.  

Research Procedure Prior to the Interview Process 

 Research was conducted at the” independent” and “assistance in living” 

components of a senior adult residential community or CCRC in Southeast Florida. This 

senior adult residential community has approximately 380 older adults, with about 25% 

of them being cared for in the on-site HCF. The researcher’s contact for collaboration on 

recruitment strategies was an older adult resident of this community, who holds a 

doctorate degree in a health-related field and who also holds a courtesy appointment at 

the Christine E. Lynn College of Nursing at Florida Atlantic University (FAU). This 

individual, identified hereafter as “on-site contact,” was the director of intellectual 

pursuits and chair of the healthcare foundation committee for this senior adult residential 

community.  

 Prior to submitting the research proposal to FAU’s Institutional Review Board 

(IRB), the researcher met with the on-site contact to describe in detail the study’s 

purpose, participant sample, proposed interview process, and data collection procedures. 

The researcher explained the protocol and provided a written list of participant inclusion 

and exclusion criteria. Recruitment strategies were discussed at this preliminary meeting 

and the researcher and on-site contact agreed on an appropriate recruitment approach. 

The researchers obtained formal written approval to conduct the study at the selected site 

from the legal/administrative representatives of this senior residential living community 

(Appendix B).  
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 After this study was approved by FAU’s IRB on May 20, 2015 (Appendix C), the 

on-site contact arranged two information sessions held in June 2015 for the residents of 

the CCRC conducted by the nurse researcher. Additionally, a third information session 

was held in July at the nurse’s researcher’s request as an attempt to recruit additional 

participants for the study. All of the information sessions were held in the auditorium at 

this senior residential community. Each interested person received a recruitment flyer 

(Appendix D) created by the nurse researcher that specifically outlined study details 

inviting them to the information sessions. The on-site contact had agreed to distribute a 

recruitment flyer to all independent living community residents. The nurse researcher met 

with the on-site contact in advance to provide ample copies of the recruitment flyer for 

distribution and discuss information session content and resources needed.  

 The three information sessions addressed the study’s purpose, interview process, 

time commitments, and other pertinent study details such as inclusion and exclusion 

criteria. At the end of each meeting, interested persons were asked to provide their names 

and contact numbers to the nurse researcher. The recruitment flyer also listed a FAU 

phone number for individuals to call and leave a message for the nurse researcher if they 

were interested in participating but could not attend the information sessions. Although 

this number was available, interested participants preferred to contact the on-site contact, 

who then called the nurse researcher with their names and contact numbers.  

 The nurse researcher contacted each potential older adult participant by telephone 

and reviewed the inclusion criteria with them over the phone. If the older adult met the 

inclusion criteria and verbally agreed to participate in the study, two interviews were 

scheduled at convenient times. The nurse researcher placed a confirmation letter 
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(Appendix E) in each participant’s mailbox, located in the community/welcome center at 

this senior residential community, reminding them of their scheduled interview 

dates/times, prior to the start of data collection. Once the study had begun, additional 

participants joined the study through a snowball recruiting technique where study 

participants invited interested others to contact the nurse researcher. The nurse researcher 

screened a total of 21 interested older adults, with 17 eligible to participate, and 

interviews were scheduled. Thirteen participants had attended one of the two information 

sessions in June and six were recruited through snowballing. The remaining two 

participants who could not attend the scheduled information sessions contacted the on-

site contact. The third information session had only two older adults in attendance who 

did not meet the eligibility requirements for this study.  

 Although 17 were scheduled for interviews, 16 participants were interviewed. 

One participant was not interviewed by the nurse researcher at the scheduled interview 

time because the participant was undecided about proceeding with the interview process 

and also had voiced concern about possible adverse emotional effects that could occur 

after the interview. Agreement between the nurse researcher and the research mentor later 

disqualified another participant from the study’s sample because this participant did not 

strictly meet requirements for participation. The final sample of older adult participants 

for transcript data analysis was 15. 

Inclusion and Exclusion Criteria  

Inclusion Criteria 

Potential participants were considered eligible for inclusion in this study if the 

older adult met the following criteria:  
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• Is 65 years of age and older. 

• Experienced the death of a loved one, no less than one month or, within the 

past 10 years at the time of the interview. 

• Had a loved one hospitalized in an acute care facility within the final three 

months of life. 

• Was involved in making EOL decisions about a loved one’s care. 

•  Is able to speak and read English. 

• Is physically and mentally able to engage in dialogue about losing a loved 

one. 

Exclusion Criteria  

A potential participant was excluded if the older adult met any of the following 

criteria: 

• Is less than 65 years of age. 

• Had a loved one whose death was due to a sudden violent event, such as a 

suicide or homicide.  

• Had a loved one who was not an inpatient in an acute care facility in the final 

three months of life. 

• Was not involved in the EOL decision-making for a loved one’s care. 

• Is non-English speaking. 

• Is not physically or mentally able to engage in dialogue about losing a loved 

one. 

• Had a loved one who died less than one month or more than 10 years at the 

time of the interview process. 
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The study’s eligibility requirements that had been approved by the IRB included 

that a loved one’s death occur no less than two months and within five years at the time 

of the initial interview. In July 2015, an amendment to extend the time of a loved one’s 

expiration to no less than one month to 10 years was submitted to FAU’s IRB and was 

approved (Appendix F). This change was initiated by the researcher because there were a 

few older adult residents at an information session who expressed an interest in 

participating whose loved one’s death occurred more than five years ago. Additionally, 

there was potential to recruit an additional participant, whose loved one had recently 

passed, who had expressed an interest.  

Data Generation 

The nurse researcher conducted all face-to-face interviews with each older adult 

participant between July 6 and August 31, 2015. Upon initial contact with each 

participant, the researcher introduced herself and discussed the purpose of the study, the 

interview process, and other relevant essential information to promote the participant’s 

understanding of the study. The researcher explained the risks involved, confidentiality of 

the data, and that participation was voluntary. The participant was made aware that 

although he/she may not benefit from the study at this time; the stories collected will 

provide significant information on the challenge of losing a loved one and will be used to 

formulate nursing actions focused on improving EOL care experiences for other family 

members in the future. Considering the power of story-sharing as a means to foster 

healing and elicit new meanings, the older adult participant may benefit from this 

experience (Smith & Liehr, 2014).  
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The researcher, who has an extensive clinical background in nursing, evaluated 

each participant’s ability, willingness, and readiness to be interviewed on the same day of 

initial researcher-participant contact. All participants, except one as explained previously, 

were willing and agreed to proceed with the interview. The written consent form 

(Appendix G) was obtained from the older adult participant just prior to the start of the 

first interview and a copy of the written consent form was given to the participant.  

There were two interviews conducted with each of the eligible and willing older 

adult participants. The first interview process collected data focused on the three research 

questions: (a) the present day dimensions of the health challenge of losing a loved one 

who had been hospitalized in an acute care setting within the last three months of life, (b) 

the approaches used to resolve this challenge, and (c) turning points that prompted 

decisions about a loved one’s care. The second interview with the same participant 

clarified and confirmed data collected during the first interview to enhance understanding 

and establish credibility of collected data (Lincoln & Guba, 1985). Both interviews were 

pre-scheduled at a time convenient for both the participant and the nurse researcher. The 

second interview occurred within three to nine days after the initial interview for all 

participants except for one older adult who requested that the second interview be 

rescheduled; that second interview was conducted 13 days after the initial interview. 

With the exception of the one rescheduled interview, all initial and second interviews 

took place on the dates and times prescheduled between the older adult participant and 

the nurse researcher.  

All interviews took place in the older adult’s residence in this senior living 

community, except for one participant who requested that both interviews be held in an 
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alternate private area within the CCRC. The nurse researcher secured two rooms for the 

interviews with the assistance of administrative staff at the CCRC. The entire interview 

process for each participant was audio recorded. Prior to the start of the study, the nurse 

researcher predicted that the length of each semi-structured interview process would take 

approximately 60 minutes, although actual interview times varied in length (Appendix 

H).  

Older adults willingly shared their stories and did not demonstrate emotional or 

physical fatigue at any time during the interviews. Realizing that participants will share 

only what they are able or want to share, the researcher did not pressure or coax any 

participant during the interview process to divulge more information (Smith & Liehr, 

2014; Wiegand et al., 2008). According to Smith and Liehr (2014), data-gathering using a 

story path approach can usually be accomplished in 20-40 minutes (p. 236). The length of 

the audio recorded first interview ranged from 26 minutes to 85 minutes, with 10 

interviews lasting 40 minutes or longer. The times of the second interviews were between 

37 minutes to 130 minutes, with 11 interviews 40 minutes or longer. 

The audio recorder was accessible to the participant during the interview. Before 

the interview began, the participant was shown the pause or stop button on the audio 

recorder and was made aware that the audio recording could be stopped or paused at any 

time. When the audio recorder was turned on, the researcher identified each interview 

with a participant identifier, using consecutive numbers such as participant 1, participant 

2, and so on, along with the date and time of the interview.  

The researcher created a comfortable environment to facilitate the story-sharing 

process to understand what losing a loved one meant, particularly as related to moving in 
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or out of the acute care setting. As the story unfolded each family member was asked to 

recount the past experience of losing a loved one, what mattered most, and the influence 

the loss had on the family member’s life and health. The researcher also asked for further 

clarification or elaboration of emerging issues to uncover ambiguities and obscured 

meanings in each family member’s story (Smith & Liehr, 2014).  

Interview Process  

The first interview or data collecting session between nurse researcher and 

participant followed a story path approach to capture the older adult participant’s 

challenge of losing a loved one who had been hospitalized in an acute care setting in the 

last few months of life. The dialogue began with a story guide sheet of paper with the 

title, “Your story of losing a loved one who had been hospitalized in an acute care setting 

in the last few months of life.” Under the title there was an unlabeled horizontal line. On 

the far left side of the line, an “x” was noted to indicate the loved one’s hospitalization in 

an acute care facility and the year. The participant then was asked to place an “x” on the 

line to indicate his/her present place in time. Finally, an “x” and a date were noted to 

indicate the death of his/her loved one. Using a story line “anchors” the older adult 

participant in the present to facilitate dialogue related to approaches used to resolve the 

health challenge of losing a loved one (Smith & Liehr, 2014). After the initial markings 

on the storyline guide sheet, the participants related their stories, prompted by the initial 

interview question. The nurse researcher gently guided older adults through the interview 

process with questions related to the health challenge of losing a loved one and the 

approaches that helped them move through the challenge and face everyday living.  
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 Each interview started with the following question: “Please think back to when 

your loved one died. Can you tell me how it is for you today?” After the participant 

explained his/her current health status related to the past death of a loved one, the nurse 

researcher asked the participant if he/she would like to discuss anything further related to 

his/her current status in the “present moment.” The dialogue then continued by gently 

guiding the participant to the past. The participant was asked the following questions to 

elicit his/her story: Can you tell me about your loved one’s last hospitalization in an acute 

care facility? Where was he/she? Can you tell me about your loved one’s death? What do 

you recall about how it was like for you? What about the time leading up to your loved 

one’s death…What was it like for you? What was the hardest thing about it? What was 

most helpful to you? Can you recall, what was a turning point(s) for you that made you 

feel differently about your loved one’s condition or change your mind about his/her care? 

What was most helpful in coming to a decision about your loved one’s care? During this 

time, how did you get by, day-to-day? Questions were used to guide the interview 

process but the researcher also followed the leads of the participant and used gentle 

guidance to keep the story-sharing in line with the research questions.  

The researcher at times had to redirect the participant back to the experience of 

losing a loved one; but also realized that the older adult shared only what he/she wanted 

or was able to. When the researcher sensed that the participant did not want to offer 

additional information related to a specific situation, the older adult was not pressured in 

any way. Some of the older adult participants became visibly upset and tearful as they 

spoke about their loved one’s illness and death and the researcher asked if he/she wanted 

to continue. Only two participants requested that the audio recording be paused for a few 
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minutes and then requested that the recording be resumed. Of the participants who 

experienced emotional uneasiness or were visibly upset in talking about their loved one’s 

illness and death, all wanted to continue telling their stories. When the participant had no 

further information to share related to the past experience of losing a loved one, the 

researcher asked if there was anything else that would enhance the researcher’s 

understanding of the older adult’s past experience (Smith & Liehr, 2014).  

 The last phase of the story-sharing process focused on the future. The older adult 

participant was asked to discuss how this past experience influenced his/her ongoing 

views about EOL. As the participant shared his\her story, “what mattered most” was 

elicited by asking the participant if there was anything else that he/she would like to share 

about what was most important. During the story-sharing process, the researcher asked 

for clarifications when necessary through open ended questions (Smith & Liehr, 2014). 

The interview questions are listed in Appendix I. 

Demographic data was collected directly by the researcher from the participant 

following the story-sharing process. The nurse researcher stated each question and filled 

in the responses, which ensured accuracy, clarity, and completeness of the data collected. 

This demographic survey (Appendix J), developed by the nurse researcher, included both 

the participant and deceased loved one’s characteristics such as age, religion, gender, 

race, and ethnicity as well as the decedent’s disease process, length of hospital stay, and 

place of death. In addition, the participant’s occupation was included as was the number 

of loved ones that the participant has lost. Demographic data collection took 

approximately five to ten minutes. 
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Field notes were composed after the interview by the nurse researcher in a private 

location away from the participant to capture significant observations and non-verbal 

nuances to complement the audio recorded interview. The nurse researcher maintained a 

journal to record ongoing accounts of the researcher’s feelings and thoughts related to the 

research process, findings, and commonalities among the participants during the 

interview process.  

 At least 24 hours prior to the nurse researcher’s second interview with the same 

older adult participant, the first interview transcript was reread and reviewed by the 

researcher to specify follow-up questions for elaboration or clarification of previous 

interview information. The nurse researcher also derived questions during the 

transcription process of the first interview. For the first three participant transcripts, the 

research mentor and the nurse researcher collaboratively reviewed each transcript to 

derive questions for the second interview process. 

At the start of the second interview, the researcher queried the participant to 

determine if there was anything else that he/she wanted to share from the first interview. 

Five of the older adult participants were prepared to share additional information or 

clarifications from their first interviews. One participant had written a list of items that he 

wanted to add. Another participant prepared written documents about her husband’s 

illness, while another offered printed copies of email correspondence with others during 

her husband’s illness and death.  

During the second interview, the researcher reviewed segments of the transcripts 

with the participant as a member check to ensure credibility of the transcribed data 

(Lincoln & Guba, 1985). The researcher also posed additional questions for clarification 
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of ambiguous data or to obtain a better understanding of the data collected. The 

researcher anticipated that the second session would be limited to no more than one hour. 

Only three interviews were longer than one hour.  

The older adult participants had the research mentor’s office contact number at 

FAU on the written consent form for any additional questions they may have or if they 

wished to change the date and time of either interview or to withdraw from the study. A 

few older adults also requested the nurse researcher’s phone number as a direct contact in 

case they needed to reschedule the interview. Each participant was advised that he/she 

will be invited to a meeting once the study is completed where the nurse researcher will 

review study findings. This meeting will be scheduled at the CCRC by the nurse 

researcher in collaboration with the on-site contact and participants will be sent a written 

invitation at least two weeks prior to the meeting. 

Ethical Considerations including Protection of Human Subjects 

 Formal written consent was obtained after the older adult verbally consented to be 

interviewed. The nurse researcher answered any and all questions that the participant had 

about the research or interview process and the written consent form before proceeding 

with the interview process. At no time was a participant forced or coerced to continue the 

research process. The participant did not receive any incentives for participating in this 

study.  

The nurse researcher recognized that an older adult participant may experience 

possible emotional and stressful reactions during the interview process. Based on the 

researcher’s extensive knowledge of EOL care and practical experiences with family 

members in EOL situations in the critical care setting, the researcher felt comfortable and 



	   81 

was able to provide support to participants. The researcher also was very cognizant that 

there may be a need to discontinue the interview process based on the older adults’ 

feelings and abilities to continue. Although there were pauses during the interview 

process, there was no need to terminate any interview before it was completed. 

Considering the fact that participants determined the type and amount of information they 

would share (Smith & Liehr, 2014; Wiegand et al., 2008) and based on the time lapse 

between the decedent’s death and the interview process, this study posed minimal risk to 

the participant for adverse emotional effects other than what may be normally anticipated 

related to this sensitive topic.  

 At the time of the interview, each older adult participant was assigned an 

identifier to maintain confidentiality of the audio recordings and transcripts. When names 

were used during the interview, they were not transcribed and were replaced with an “x” 

on the transcribed document of the audio recorded interview. The researcher maintained a 

list of participant names with identifiers, which was kept in a locked file cabinet. All 

transcribed materials, transcripts, and other devices such as disks and jump drives used to 

store the participants’ interviews were also locked in this file cabinet. The computer that 

was used for data storage and analysis was used only by the nurse researcher and 

therefore did not require password protection whereas a laptop computer used by the 

researcher would be password protected. The participant was made aware that all data 

will be retained for three years whereupon all written transcriptions will be shredded and 

audio recordings will be erased or deleted. The participant was made aware that any 

manuscripts or other materials published about the study will not include participants’ 

names, unless permission is obtained from the individual participant. 
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Data Analysis 

 Each initial interview was transcribed verbatim by the nurse researcher within one 

week after the interview. Transcripts also included significant memos from the 

researcher’s field notes and memory demarcated by parentheses within the transcripts. 

All interviews were transcribed. The audio recording was replayed in an iterative process 

to ensure accuracy during the transcription process. After each transcription was 

completed, the researcher checked the transcript with the audio recording line-by-line to 

ensure that the transcribed data were accurate and complete. Each audio recorded 

interview and transcript was saved on recorder disks and backed up on jump drives. The 

nurse researcher sent participant transcripts upon completion to the research mentor by 

email. 

Overview of the Data Analysis Process 

Theory-guided content analysis was used for data analysis to code data focused on 

what participants described as dimensions of the health challenge of losing a loved one 

and their approaches for resolving the health challenge. Data was first delineated into the 

two broad categories of “challenges” and “approaches for resolving challenges.” 

“Turning points” in participants’ stories were delineated separately. The analysis was 

conducted using a deductive-inductive approach. For the deductive phase, the researcher 

coded words and phrases that explicitly or implicitly related to health challenges, 

approaches for resolving the health challenge, and turning points into meaningful 

clusters. For the inductive phase, sub-categories, categories, and themes were derived 

from these initial codes.  
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According to Krippendorff (1980), content analysis is defined as “a research 

technique for making replicable and valid inferences from data to their context” (p. 21). 

Hsieh and Shannon (2005) have defined qualitative content analysis as “a research 

method for the subjective interpretation of the content of text data through the systematic 

classification process of coding and identifying themes or patterns” (p. 1278). As the 

focus of content analysis is on what was communicated, it is a relevant and appropriate 

technique for examining contextually the experiences of older adult participants 

recounted in their stories (Downe-Wamboldt, 1992; Krippendorff, 1980).  

Through this theory-guided content analysis process, similar data can be 

aggregated into identified categories and sub-categories to organize explicit and implicit 

coded content to answer the research questions (Hsieh & Shannon, 2005). Krippendorff 

(1980) stated that categories must be exhaustive and mutually exclusive, which means 

that categories identifying the different dimensions of the health challenge need to 

represent all related content and that each category or dimension need to be clearly 

distinguishable from another category or dimension (p. 75). During coding, the researcher 

realized that due to the subjective nature of the each participant’s story, data did overlap 

between different categories and, therefore, at times was not mutually exclusive. When 

this occurred, categorizing ambiguous data was based on the nurse researcher’s 

interpretation and decisions related to where the data fit best (Graneheim & Lundman, 

2004; Krippendorff, 1980). A minimum of 20% of the data was checked independently 

by the research mentor, who is an expert in qualitative content analysis and story theory 

methodology.  
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Krippendorff (1980) described the components of content analysis to include data 

making, data reduction, inference, and analysis (p. 52). Patton (1990) defined inductive 

analysis as the emergence of patterns, themes, and categories from analysis of the data. 

An iterative review process was employed using a deductive approach, first to derive 

meaningful or significant words, phrases, or statements from the text, and then 

inductively to elicit subcategories and categories. Subcategories subsequently were 

merged into categories. Categories then were interrelated and interpreted to elicit 

emerging themes to answer the research questions related to the dimensions of the health 

challenge of losing a loved one, approaches used in resolving the health challenge, and 

turning points. Included in the final data analysis process was an iterative within-case and 

across-case analysis to connect categories and abstract multiple main themes that 

explicated the shared commonalities related to the dimensions of the health challenge of 

losing a loved one, approaches for resolving the health challenge, and turning points 

(Ayres, Kavanaugh, & Knafl, 2003; Graneheim & Lundman, 2004). Data related to each 

research question were analyzed separately.  

As the nurse researcher is a novice in content analysis, the researcher and the 

research mentor reviewed the first six transcripts together. The research mentor guided 

the researcher through the deductive coding process by analyzing one of the participants’ 

transcripts. The research mentor was available throughout data analysis to provide expert 

advice to the nurse researcher. 

Detailed Description of the Data Analysis Procedure 

Each transcript or participant’s story from the two interviews with the same 

participant was analyzed in the same manner with an iterative process that included 
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reading and re-reading transcripts prior to data abstraction to foster a meaningful 

understanding of the participant’s entire story. Analysis focused on the research questions 

of the dimensions of the health challenge of a losing a loved, approaches used to resolve 

the health challenge, and turning points that generated decision-making. The content 

analysis procedure consisted of two phases. Phase I employed a deductive approach and 

phase II an inductive approach. In phase I, each of the participant transcripts were read 

line-by-line and the researcher delineated exact words and phrases explicitly (manifest 

content) or implicitly (latent content or underlying meanings) (Graneheim & Lundman, 

2004; Hsieh & Shannon, 2005) specifically related to dimensions of the health challenge 

coded as “d,” or “a” for approaches, and “t” for turning points. During this coding 

process, the researcher found questionable outlying codes that were either somewhat 

related or diverged slightly from the identified categories for dimensions of the health 

challenge, approaches to resolve, and turning points (Hsieh & Shannon, 2005). After an 

iterative reread of the transcript narrative, the nurse researcher confirmed or altered this 

initial coding scheme and used different colored highlighters to delineate challenges 

(yellow), approaches (pink), and turning points (blue). Questionable phrases that 

warranted review for possible inclusion in one of the preceding three categories were also 

color coded (orange). The nurse researcher grouped similar words, phrases, or statements 

from the first six participant transcripts into four documents for the dimensions of the 

health challenge, approaches, turning points, and questionable phrases.  

In phase II, through an inductive analysis, the researcher met with the research 

mentor to derive preliminary subcategories/categories identifying specific dimensions of 

the health challenge based on the nurse researcher’s interpretation of the narrative content 
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from the first six participant transcripts. Subcategories/categories also were delineated for 

approaches and turning points. The preliminary coding scheme included 12 categories for 

dimensions of the health challenge, 13 for approaches, and 5 for turning points. Words 

and phrases from the first six participant transcripts then were coded into the identified 

categories by the nurse researcher on three separate documents for challenges, 

approaches, and turning points. After thoughtful reflection, questionable words and 

phrases either were eliminated or included in the established categories; this process 

occurred in collaboration with the research mentor. During this inductive process, the 

nurse researcher identified two additional subcategories or categories for approaches 

from the transcripts’ content. 

After the first six transcripts were coded, the nurse researcher met with the 

research mentor to review this preliminary coding scheme. The 12 categories for 

dimensions of the health challenge were retained. For approaches used to resolve the 

health challenge, 2 categories of the 15 initially identified were combined, for a total of 

14. Data for turning points were condensed into three main categories.  

The remaining nine participant transcripts were analyzed deductively in the same 

manner as described. Words and phrases from the nine participant transcripts were 

aligned with the existing categories for dimensions of the health challenge, approaches 

used to resolve the health challenge, and turning points that had been established after the 

first six participant transcripts. Again, the researcher prepared three separate documents 

for challenges, approaches and turning points. After this coding process, themes were 

derived to answer each of the three research questions. 
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A case-ordered matrix as described by Miles and Huberman (1994) was 

developed to delineate in columns the identified dimensions (categories) of the health 

challenge for each theme, with selected words and phrases from the 15 transcripts that 

best illustrated each category. Approaches to resolving the health challenge and turning 

points were displayed in the same manner (Appendix K). By having matrices, 

relationships between characteristics (categories) emerged to define each theme and also 

allowed for quantification of coded similarities between participants’ stories related to the 

dimensions of the health challenge, approaches, and turning points. The matrix also 

assisted the researcher in selecting participant phrases that best illuminated each theme.  

Summary and Report of Findings 

Main themes that identify the different dimensions of the health challenge of 

losing a loved one are defined and included in Chapter 4. Sub-themes or descriptive 

dimensions elucidate each theme’s descriptive qualities. Approaches used to resolve 

health challenges and turning points that generated decision making emerging from 

participants’ stories are described and delineated accordingly in Chapter 4. Exemplars of 

participants’ exact words, phrases, or statements from the transcripts illuminate themes 

and subthemes’ meanings. Through a synthesis of the approaches used to resolve the 

health challenge of losing a loved one, nursing actions to guide practice are included in 

Chapter 5.  

Analysis of the Demographic Questionnaire  

Descriptive statistics including means, standard deviations, medians, and ranges 

were calculated for self-reported items on the demographic questionnaire. Categorical 

data were tabulated according to frequency of response. Other self-reported items such as 
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participant’s occupation, decedent’s primary illness, and cause of death were included on 

demographic tables. Statistical Package for the Social Sciences (SPSS) version 23 was 

used for statistical analysis of demographic data. Demographic data obtained from the 

demographic survey was compiled in three tables: family member participant 

characteristics (Appendix L, Table L1); decedent characteristics (Appendix M, Table 

M1), and data related to hospitalizations and death (Appendix N, Table N1). A summary 

table is also provided (Appendix O, Table O1). A summary of significant data related to 

the sample of 15 older adult participants and their decedents follows. 

 The mean age of the participants is 84.5 years, with a range from 70 to 95 years. 

Ten females and five males participated in this study. Eleven participants shared their 

stories about losing a spouse, two about close friends, and the remaining two participants 

about a mother and a sister. Eight of the 11 participants had been married between 55 and 

65 years. All except three of the participants resided in the CCRC at the time of their 

loved one’s death. With the exception of one participant who is of Asian descent, all were 

Caucasians. Only two participants were born outside the United States, in England and 

the Philippines. Participants’ educational levels ranged from high school to doctoral 

degrees; 7 of the 15 participants hold master’s degrees or higher. Religious affiliations 

included Protestant (eight), Catholic (four), Jewish (two), and Christian (one). Four 

participants either had been HCPs (two nurses and one physician) or had worked in a 

medically related field. 

 All of the decedents died in the state of Florida except one, who died in a 

Northeastern state. The mean age of decedents at the time of death was 86.7 years, with a 

range from 75 to 98 years. The decedents included nine females and six males. All 
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decedents were Caucasian. At the time of the interview, the deaths of eight loved ones 

occurred between 3.5 and 13 months, five between a little over 2 years to just under 5 

years, and two at almost 9 years and 10 years. 

Out of the 15 decedents, 66% resided in the HCF or a SNF within the last few 

months or month of life, with half having lengths of stay from a minimum of 13 months 

up to three years. All decedents had at least one chronic illness. Six older adult’s loved 

ones expired in the hospital and eight died in the HCF or a SNF. Only one decedent died 

at home. All but one hospitalized loved one were under hospice care at the time of death. 

The length of time in hospice for decedents in the HCF and a SNF varied from five days 

to one year. However, 50% of these decedents had length of stays for a week or less. 

Loved ones’ lengths of stay in the hospital were between 5 and 13 days, which included 

time spent in hospice, which ranged from nine hours to five days for five of the six 

hospitalized decedents. Four out of six decedents were treated in an intensive care unit. 

Thirteen out of 15 loved ones had advance directives.  

Study Rigor 

To address study rigor, Lincoln and Guba’s (1985) four criteria for 

trustworthiness were applied. The four criteria to establish a study’s trustworthiness are 

credibility, transferability, dependability and confirmability. 

 Credibility, according to Lincoln and Guba (1985), is the equivalent of internal 

validity in the quantitative paradigm, and refers to adequate representation and 

reconstruction of study participants’ recount of their realities by the researcher; or the 

truth value of the data. Lincoln and Guba (1985) described five methods to determine a 

study’s credibility: prolonged engagement, peer debriefing, negative class analysis, 



	   90 

referential adequacy, and member checking (p. 301). To establish creditability, the nurse 

researcher followed four of the five methods as follows.  

 There were different methods to establish credibility of the data collected through 

prolonged engagement. Using a story path approach, the nurse researcher, through 

intentional dialogue or in true presence as the story was shared, was immersed and 

engaged with each participant. Creating a caring environment by the nurse researcher 

enabled older adults to willingly share intimate details that enriched their stories and 

extended interview times. Audio recordings of the interviews, triangulation of 

researcher’s field notes, validation of written transcripts’ content as an exact replication 

of audio recordings, and full immersion with the data through iterative reads of the 

transcripts during transcription and during analysis promoted data credibility and fostered 

an in-depth meaningful understanding of what the data were communicating (Lincoln & 

Guba, 1985). In addition to conducting all of the interviews, transcribing each interview 

encouraged full immersion with the data. Immersion was supported further in data 

analysis as the nurse researcher, being extremely familiar with the content of the 

transcripts, could locate and vividly recall data within each transcript. 

 Credibility is also established when data saturation is reached (Polit & Beck, 

2014). Data saturation was reached by the twelfth participant and aligned with Lincoln 

and Guba’s (1985) proposal that 12 participants would suffice data saturation. Three 

additional participants were interviewed to verify data saturation. In spite of the potential 

to include more interested participants in this study, recruitment efforts ceased once data 

saturation was reached and verified.  
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 Peer debriefing, another approach to address credibility, requires engagement of 

an expert in qualitative research. The research mentor reviewed the first three participant 

transcripts with the nurse researcher prior to the participants’ second interviews. The first 

six coded transcripts were reviewed with the research mentor. The research mentor was 

actively involved throughout the data analysis procedure, described within the procedure 

for data analysis. Lincoln and Guba (1985) stated that peer debriefing “keeps the inquirer 

honest” and is “for the purpose of exploring aspects of the inquiry that might otherwise 

remain only implicit within the inquirer’s mind” (p. 308). Peer debriefing also will 

disclose a study’s limitations and researcher’s biases (Jacob, 1998). The researcher’s 

characteristics of veracity and honesty and extensive knowledge of EOL literature also 

promoted trustworthiness and integrity of data interpretation and findings. The researcher 

fully explored and explained inconsistent or contradictory data relative to commonalities 

found among multiple participants’ stories. Interpretation of dissimilar findings when 

applicable was illuminated and the researcher’s rationale was explicated regarding 

negative cases or outliers, and is found in Chapter 4 and Chapter 5 (Lincoln & Guba, 

1985; Polit & Beck, 2014).  

Another approach described by Lincoln and Guba (1985), which they believe is 

the “most crucial technique” to establish credibility, is through member checking (p. 

314). On the second meeting or interview with the same participant, the nurse researcher 

reviewed highlights of the first interview transcript and provided a brief summary. The 

researcher also clarified any statements that were ambiguous to ensure correctness of 

data. The participant did acknowledge or provide additional comments to provide clarity 

and ensure accuracy of the data collected. Additionally, the researcher reiterated and 
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summarized the new information back to the participant (Lincoln & Guba, 1985). In 

second interviews with participants, additional information pertinent to the research 

questions was elicited. Verbatim recall by all participants of certain words and phrases 

from their first interviews substantiated credibility of the data generated during the first 

interview process. 

Transferability, or applicability, is the qualitative equivalent of external validity or 

generalizability of a study’s findings to similar sample populations with the judgment for 

transferability dependent upon another researcher’s determination if findings can be 

applied in another setting (Lincoln & Guba, 1985). Application of Lincoln and Guba’s 

(1985) criteria of transferability was accomplished by providing rich, in-depth 

interpretations of the findings supported by a rigorous data analysis. Thick descriptions, 

including participant exemplars, encourage transferability of the findings to be applied in 

other circumstances by nurse researchers or clinicians. Lincoln and Guba (1985) stated 

that “it is the responsibility of the researcher to provide the data base that makes 

transferability judgments possible on the part of potential appliers” (p. 316). The 

connectedness between the nurse researcher and those researched enriched data collection 

with thick descriptions of their challenge in losing a loved one, which encourages 

transferability of data to other older adult populations in EOL situations, especially for 

those residing in CCRCs. 

As supporting evidence has been provided to determine credibility, dependability 

of the study’s data generation, analysis, interpretation, and findings were established 

through an audit inquiry by the same research mentor or expert qualitative researcher. 

Lincoln and Guba (1985) described dependability as the quantitative equivalent of 
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reliability or stability and consistency or the replication of findings in other studies under 

similar conditions. The audit inquiry included examining the researcher’s process of 

inquiry and attesting that the study data generation was satisfactory. The audit also 

examined and attested that the interpretations, findings, and recommendations were 

confirmed by the data. Using an audit inquiry also promotes confirmability (Lincoln & 

Guba, 1985). Confirmability refers to agreement between individuals that the data 

accurately represents participants’ recounts and is objectively, not subjectively, 

interpreted by the researcher (Lincoln & Guba, 1985). During the study, the nurse 

researcher maintained a reflexive journal and notes on decisions related to data analysis, 

interpretations, and findings (Polit & Beck, 2014).  

In addition to an audit inquiry and the reflexive personal journal, the nurse 

researcher applied Halpern’s 1983 audit trail categories (Appendix P, Table P1) and 

process as recommended by Lincoln and Guba (1985, pp. 319-320). By following this 

process, the researcher was able to demonstrate the study’s confirmability (Lincoln & 

Guba, 1985). The nurse researcher has original coded participant transcripts and 

documents and matrices demonstrating the coding and theme generation procedures to 

provide evidence for the audit trail process specific for this study. Establishing an audit 

trail demonstrates researcher objectivity and neutrality relative to decisions made 

throughout the inductive and deductive analytic processes (Hsieh & Shannon, 2005).  

Timeline  

The original timeline for this study (Appendix Q) delineated that data collection 

and analysis would be over a 5-month period commencing one month after IRB approval, 

which was obtained in May of 2015. Although the timeline indicated that interviews 
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would be conducted over four months, all were completed in July and August. The 

timeline included that data analysis would be a continuous process throughout the data 

generation process. Instead, initial coding began in September after all interviews were 

completed and transcribed. The data analysis process, including a preliminary write-up of 

the results of this study for all research questions, was completed by the first week in 

January of 2016, with interpretation of the results beginning in February 2016. 

Considering that the original timeline was set ideally, the nurse researcher did predict that 

modifications would be necessary depending on the amount of data generated and the 

time it would take to complete data analysis. The timeline for study completion was 

extended from five to nine months.  

Summary 

In accordance with this study’s purpose and research questions, story-sharing 

using a story path approach has promise as a valuable and significant method to vividly 

explicate the lived experiences of those who have faced the health challenge of losing a 

loved one. Through content analysis, themes and subthemes surfaced to answer the 

research questions and guide development of a framework for nursing caring actions. 

Individuals’ stories realistically described their experiences and offered firsthand insights 

about caring actions that are most significant in easing emotional distress. By 

demonstrating this study’s rigor, the knowledge derived from older adults’ narratives 

provides valuable information on ways to improve EOL care for family members 

transitioning through this major human health experience. 
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CHAPTER IV. RESULTS 

Introduction 

 This chapter presents the findings from 15 older adult participant interviews 

conducted in a CCRC in Southeast Florida. Using theory-guided content analysis, themes 

were derived addressing the research questions focused on the dimensions of the health 

challenge of losing a loved one who was hospitalized in an acute care setting within the 

last three months of life, approaches to resolve the health challenge, and turning points 

that prompted decision-making about a loved one’s care. Four themes were derived to 

describe the dimensions of the health challenge, with three themes illuminating the 

approaches that older adults used to resolve the health challenge of losing a loved one. 

Three turning points describe what prompted older adults’ decisions about a loved one’s 

EOL care. Quotations from participants ground the thematic interpretations that emerged 

within older adults’ stories. The nurse researcher has replaced the names of individuals 

identified by participants in their statements with pseudonyms. This section starts with 

themes to describe the health challenge, followed by the approaches, and ending with 

turning points.  

Dimensions of the Health Challenge of Losing a Loved One 

 A complicating health challenge “is any circumstance where life change or 

pattern disruption generates uneasiness in everyday living” (Smith & Liehr, 2014, p. 

235). In this study, the complicating health challenge is facing a loved one’s EOL where 

impending loss or loss of a loved one alters and disrupts an older adult’s life patterns 
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creating uneasiness in day-to-day living. The four themes were: (a) moving from painful 

holding on to poignant letting go, (b) uneasiness that permeates everyday living and 

precious memories, (c) patterns of disconnect that breed discontent, and (d) pervasive 

ambiguity that permeates perspectives about remaining time. Each theme is described 

with supporting quotes. 

Moving from Painful Holding On to Poignant Letting Go 

Moving from painful holding on to poignant letting go is the arduous process of 

witnessing a loved one’s unwavering physical and mental decline while struggling 

through the realization that a loved one is dying, facing the inevitable and moving to 

acceptance, or poignant letting go. This theme is best illustrated by the following 

participant’s description of struggling through the sudden and traumatic decline of a 

hospitalized spouse’s life. 

I saw him struggling. I still allowed it (life-sustaining measures) to stay on for 

awhile. Believing that he could make a turn for the better…He wanted, his body 

wanted to close down. And I didn’t want that, but I did not want him to suffer and 

I did not want to betray him. …..But in Larry there are so many pieces missing 

from the puzzle of his life, his diabetes, his iron, his A fib, would not, would keep 

coming back after they got it cleared up. His fluid in his lungs, his everything, I 

told you before his hands were like an inflated rubber glove….. He was just so 

bloated from what they were doing and what his body….. how his body was 

reacting. And I saw it all. I witnessed the pain and suffering of such a good, 

decent man until my brain woke up and I said stop, stop everything. Let him rest. 

Let him go. 
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For many participants, painful holding on endured for a few months before a 

loved one’s passing because of the gradual yet often insidious worsening of a loved one’s 

chronic illness. Struggling to witness a loved one’s deterioration is difficult, as related by 

this participant: 

He couldn’t walk, he didn’t talk very much… Everything shuts down in the body 

step by step with Alzheimer’s… it was just a very gradual declining. That’s why I 

said, I watched it inch by inch. Not step by step, inch by inch…..to die. If 

anything was hard, it’s the fact that this thing goes on and on and on. ..It’s sad, the 

deterioration of the body, it strips an individual of their dignity. It is a devastating, 

just devastating…the hardest thing is seeing the deterioration. 

 Watching frail loved ones who were chronically ill suffer through the symptoms 

of approaching death in the last few weeks of life challenged some older adults’ abilities 

to let go of loved ones. Painful holding on endured until a loved one’s death. One 

participant said:  

I began to notice, coughing and trying to get some of the stuff swallowed and that 

was challenging…..she began to shake. And those are pictures that you don’t 

easily forget. I don’t forget them…...She was coughing a lot. She was trying to 

swallow and she was having trouble. She was dying before my eyes. And that 

made it very hard. … It was just painful. 

Some participants described making definitive decisions about a loved one’s care 

as unforgettable and emotionally tormenting as they came to the realization that a loved 

one would not survive. One participant, whose spouse expired 10 years ago, poignantly 

recalled the finality she felt when she signed her spouse’s do not resuscitate (DNR) 
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document, stating “I was signing an execution” and “ I was essentially signing his death 

warrant.” Facing the inevitable and making final decisions about letting go of a loved one 

is exemplified by this participant, whose friend’s death occurred almost five years ago. 

But the minute, you make that decision, then you have to execute it. And it’s 

saying to the doctors, let her go. Take all the tubes out, let her, her alone in peace. 

That time is probably, the pinnacle of the whole experience. That’s the one thing I 

remember most of all. And I’ll remember that all my life, because that is 

tough……. when you made the decision, because now you are executing it. Not 

the doctors, you know they’re not coming and saying, ok.. she’s dying. You’re 

saying let her die, and stop helping. That’s a very tough, a very tough decision to 

make. 

Letting go of a loved one is a devastating and solitary experience. Most of the 

participants willingly shared their memories of their loved one’s final days and death. For 

family members the face of death lingers on, illuminated by this participant: 

He didn’t close his eyes anymore. That was a terrible thing for the last few days. 

And gosh, he was just staring. He looked awful…and he had lost a lot of weight 

and he was always like sitting .. like cramped up, like fetal position. When they 

called that morning ..they said he passed away… I went over…..He was still 

laying there, his eyes wide open. And then they said, they could not get his eyes 

closed, even then. And that’s the last thing I saw of him. … Open, yes, that is 

terrible.  

Many participants expressed that even though they realized that their loved ones 

were dying, accepting the finality of death is an emotionally difficult process when it 
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occurs. As one participant stated, “I think there’s a reluctance to give up the body of a 

loved one…we just don’t want it to ever end.” Poignantly letting go of a loved one is a 

challenge described by another family member who stated, “I couldn’t believe that she 

was really was gone...I didn’t want to accept the fact that she was gone… It just didn’t 

seem possible.” 

Uneasiness that Permeates Everyday Living and Precious Memories 

 Uneasiness that permeates everyday living and precious memories is the 

emotional turmoil that arises in the last few weeks of a loved one’s life disrupting life’s 

normalcy; the emotional uneasiness persists after the death from painful remembrances of 

a life past, making it difficult to adjust to altered patterns of everyday living.  

Many participants spoke of the day-to-day emotional and physical fatigue that 

they experienced in tending to loved ones in the HCF or hospital as a loved one’s EOL 

drew near. Dutiful vigilance and constant worry about a loved one heightens uneasiness, 

making it difficult to care for self, as exemplified by this participant: 

I got those frantic calls every morning at 5 am…I would stay there till dark… 

And he’d say, you need to hurry up, they’re doing something to me. I don’t know 

what they are doing…. But I don’t’ know if they should be doing this….that went 

on for four or five days, every morning. 

 A family member’s vacillating feelings between wanting to hold on and 

willingness to let go creates unrelenting uneasiness during the last few weeks of a loved 

one’s life. When a family member is in limbo, emotional unrest disrupts life’s normalcy, 

as voiced by this participant: 



	   100 

There was a look of, actually for him, it was a look of peace. And I was grateful 

for that. But by the same token, it was like, wait, stop don’t do it so fast…. I was 

annoyed with myself because I felt I should be grateful for this…..But I’m not at 

peace, because I don’t want him to go yet. And you know, I resisted. I knew in 

my heart of hearts that it was inevitable, and I didn’t want him to suffer 

anymore… But eventually you accept the fact that this is it. 

The loneliness and being alone was very saddening and overwhelming for most of 

the older adult participants who had lost a spouse. Out of the 15 participants, 11 older 

adults’ EOL stories were about their spouses; eight had been married between 55 years 

and 65 years. The following participant statement reflects the uneasiness that permeates 

everyday living when a spouse dies. 

It was just a total sense of loss. I don’t remember anything more specific than just 

grieving. It was not a good time for anything. I just was destroyed, devastated. I 

couldn’t believe she was gone. But she was….So I was, it was a tough time. And 

then pretty soon, my kids had to get back to home…So then I was alone, and 

alone a lot of the time. And getting more and more lonely all the time……after 

about four months the loneliness was unbearable. 

 Constant reminders of a loved one’s absence and the loss of togetherness makes 

adjusting to altered patterns of day-to-day living difficult, as explained by this 

participant:  

When I come back home, home is not a home, anymore. It used to be a very 

happy home. But now it is just a vacuum….And I had a very close relationship 

with my wife and my children… And when I come into the apartment, I find it 
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empty and I go into bed and I don’t know it’s just seems lacking with no one 

there. … And I wake up and I go I must tell Sally this and of course she’s not 

there. 

In spite of the social gatherings at the CCRC, some older adult participants’ 

precious memories of a shared life may disengage future possibilities for resuming 

certain enjoyable activities with others or make activities seem like a daunting task. 

Fitting back in as a single is challenging, as expressed by this participant:  

If I see these German DVDs,…. I have a couple of hundred..I enjoy seeing it. But, 

since we danced a lot and loved to dance, I then I really miss dancing, then I miss 

him more than anytime else. I said, oh, god, that would be a song that we could 

dance to. Yeah, I guess uh, I mean after 60 years you never really probably not 

get over it. 

Patterns of Disconnect that Breed Discontent 

 Patterns of disconnect that breed discontent are the actions or behaviors of others 

that isolate and disjoin family members from others or the environment. Perceptions of 

ineffective care, miscommunication, and the dismissive behavior of HCPs are patterns 

that breed discontent, creating difficulties for family members at the EOL in a healthcare 

facility. After the death of a loved one, unsympathetic gestures and communications from 

other residents in the CCRC can disintegrate closeness and connection to others.  

 About half of the participants expressed that they did encounter some 

communication difficulties in the healthcare setting or emotional disconnectedness from 

certain HCPs. The apparent disengagement of staff nurses disrupts connectedness and 

empathy desired by family members, as recalled by this participant: 
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You know well it happens to all of us and so on. You know you have to realize 

that it’s unfortunate and so on, but this is the way life is. You come and you go. It 

wasn’t…. what I recall….. putting yourself in the person who had the loss…. in 

their sorta’ shoes. It was entirely a third party, distant relationship rather than a 

really close relationship… They just didn’t have the feelings, the closeness. 

Discourteous and ignoring behaviors of HCPs increased family members’ apprehension, 

dissatisfaction, and feelings of disrespect, disconnecting them from others. Healthcare 

staff’s inattentiveness and conveyance of disinterest about a family member’s concerns 

about a loved one instigate feelings of marginalization, as explained by this participant: 

Every day there was something. I could never find a person that would talk to me 

… There’s never anybody that has time for you … there’s always something. 

Even the girls at the desk there, they’re on the phone….And they were always 

listening with one ear, but with the other they were writing something, that meant 

that their mind was not with me. They were not really, concentrating on the  

individual like myself… Maybe they don’t have the time, I don’t know how their 

schedule is….  

Out of the 15 participants, four older adults’ loved ones spent time in the ICU 

before death. Three out of the four deaths were expected by family members with the 

exception of one participant whose husband’s health acutely deteriorated within a one 

week hospital stay in spite of aggressive therapies at the EOL. This participant’s 

challenge of losing a loved one, albeit dissimilar to the other three participants, is 

significant as it draws attention to the healthcare provider-family member disconnect that 

may occur regarding the effectiveness or ineffectiveness of aggressive therapies at the 
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EOL. This participant’s husband expired approximately nine hours after being admitted 

to hospice when life support was withdrawn. 

I was so filled with hope. The doctors were so sure…I don’t think that they were 

coordinating their efforts. Because everybody was doing their thing and Larry was 

the guinea pig…It didn’t help him…when your body wants to die…it deserves to 

die gently and peacefully…He was just like a vegetable laying there. They all did 

their thing. It’s like Mr. Potato Head, put the pieces together and see what you can 

come up with. 

Although most of the participants expressed that the CCRC residents were 

consoling after the death of a loved one, a few expressed emotional distancing because of 

the indifference of some residents in the CCRC, as illustrated by this participant: 

I think that people don’t like to hear about it because they may have an experience 

similar, its hurtful. They don’t want to face it, or approach it or talk about it. So 

they sorta’ bury it a little or they’re bored. They don’t want to hear about you. 

…they don’t want to hear my story, they have their own stories. So you see that 

they’re not interested, there’s a glaze that goes over their eyes and you know, they 

don’t want to hear anymore….….But they don’t really understand what that loss 

was for me. 

Pervasive Ambiguity that Permeates Perspectives about Remaining Time  

 Pervasive ambiguity that permeates perspectives about remaining time is the 

uncertainty experienced by family members regarding a loved one’s illness that distances 

them from death’s inevitability and maintains hopefulness that a loved one’s life will be 

sustained. Uncertainties for family member participants in the hospital relate to the lack 
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of knowledge about a loved one’s existing illness and potential for survival or chance of 

recovery from exacerbations of chronic illness requiring recurrent hospitalization. Older 

adult participants in the HCF or SNF are challenged with the uncertainty related to the 

slow and unpredictable trajectory of a loved one’s chronic illness in the last few months 

of life.  

 Ambiguous conversations and a lack of clarity about a loved one’s terminality in 

the last weeks of life create uncertainties for family members, hampering their ability to 

recognize the imminent death of a loved one. One participant despairingly recalled that 

she was unaware that EOL was nearing for her acutely ill husband because of lack of 

information from HCPs, who “kept building up blocks of hope” and a “big tower of hope 

until it crashed,” while adding “it was like I was on an elevator that dropped to the 

bottom floor.” For another participant, hope perpetuated in spite of HCPs’ dismal 

prognosis for a loved one’s recovery because of a loved one’s apparent rebound from 

chronic illness. This participant said:  

I didn’t know it so much at the time…..the business of being fed through a tube, I 

had more or less, refused to accept that it was going to happen…And I had a 

friend who had been on a tube for five or ten years, and I didn’t want to think 

about it for awhile. That this was just chat, talk by the doctors….that they weren’t 

going to…. They might have to…. and this and that. And if I were to show any 

discontent it was a fact that we didn’t ever get anymore than ominous predictions 

for the future, like you gotta’ be careful for this, you gotta’ be careful for that, and 

my wife would get into a little coughing fit. And it would sound like she was 

having real trouble and then she would get over it.  
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Many of the participants interviewed witnessed the progressive decline of a loved one’s 

health because of one or more chronic illnesses. Due to the unpredictable nature of 

chronic disease progression, older adults struggled through the uncertainty of when a 

loved one’s life would end, as voiced by this participant: 

You go into ICU and you always wonder whether this is the final run or not…I 

just think you’re consciousness of the fact that you realize that there is going to be 

a point of time when, it’s the last time. Then you hope this isn’t the one that is 

going to be the last time. But you realize there is going to be one sometime. … 

She was having greater difficulty recovering each time. 

The signs of impending death may be less obvious for family members who have 

watched the gradual decline of a loved one over months or years due to chronic illness. A 

few family members interviewed indicated that a loved one’s death was unexpected at the 

time it occurred because to them, their loved one’s condition remained the same or 

relatively unchanged in the last few months of life, as expressed by this participant: 

Molly had been ill for quite a while. And she had been back to the hospital, two or 

three times…With the last time that she had shingles…it knocked her out and she 

lost some of her strength of arms and legs after…it should have been explained to 

me a little more that she was failing. Because at a certain point, a loved one can 

be the same over and over again, but they’re getting worse and you don’t know it. 

Approaches to Resolve the Health Challenge of Losing a Loved One 

 Resolving a health challenge is defined as the ability to recognize alternative 

approaches and new possibilities in managing and moving forward through a presenting 

health challenge (Smith & Liehr, 2014). The three themes were: (a) active engagement 
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enabling exceptional care for loved ones, (b) appreciating the rhythmic flow of everyday 

connecting and separating to get by, and (c) embracing reality as situated in one’s 

lifelong journey. Each is described with supporting quotes.  

Active Engagement Enabling Exceptional Care for Loved Ones 

 Active engagement enabling exceptional care for loved ones is the compassion, 

caring, and competent actions of HCPs deemed most supportive by family members in 

transitioning through the emotionally challenging process of losing a loved one. 

Likewise, active engagement also includes actions that family members engaged to 

facilitate and ensure that a loved one is being well care for. 

Older adult participants were asked what was most helpful to them in the last few 

weeks of a loved one’s life. Most of the older adults agreed that knowing their loved ones 

were well cared was most helpful, as explained by this participant who described the 

HCPs:  

They have to really and truly deal with you and understand the stresses that you’re 

under. So I thought that they were very, very excellent……I think that they are 

there talking to you, they put their arm around you, and say I know what you are 

going through ……. the usual stuff. But directly, I think the main thing that they 

do for you is give the patient care and you know that. And you see it. And they 

are on top of everything. And that’s what you need to see because you can’t do 

anything. 

Knowing that a loved one was well cared for was very important, although participants 

appreciated and desired the attentiveness, empathy, and concern that nurses provided, 
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fostering a connectedness that helped them through the challenge of losing a loved one, 

as voiced by this participant:  

The one that was on this course at (a local University)……(she) seemed to 

broaden her approach tremendously. It’s not just looking after the patient but 

looking after the person that had suffered the loss. So, it was very comforting….. 

It was just her general demeanor, her interest in what you’re doing and is there 

any help we can give you ….It was really a change of emphasis that the others 

didn’t have. That she was genuinely interested in how you were dealing with this 

obviously very difficult problem. And just the phrases that she used and so on. 

They, instead of being just sorta a schedule of questions and answers, it was with 

caring you know, it was very much with the nuances in the right direction that put 

you at ease. And you felt that this is somebody who’s really trying to help you.  

Exceptional care also includes actions by HCPs that demonstrate respect and 

dignity for older adult family members and, importantly, for their loved ones in all care 

settings as well as creating peaceful death experiences, which is supported by the 

following participant’s description of staff in a hospice unit:  

They would knock if the door wasn’t completely, we never really completely 

closed the door. But they were very respectful of our presence and our feelings. 

And they would ask..when they had to turn her or do something, they would say 

do you want to stay in the room….. If you want to step out or take a break … this 

would be a good time. …. their respect for us, the respect for my mother. She 

always looked so clean and neat. She always looked in perfect and her skin…she 

almost glowed at times. …. And the bed was made up so nicely.  
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Participants expressed that receiving truthful information about a loved one’s 

condition and care was a very important and supportive interaction while they were 

moving through the challenge of losing a loved one. Most of the participants expressed 

that they were kept well informed about a loved one’s status from either their primary 

care physician or nurses. Daily updates about their loved ones from nurses in the HCF or 

SNF were especially helpful, with one participant stating, “I never felt outside the circle.” 

Three older adults indicated that they were very knowledgeable about their loved one’s 

chronic illness because of their extensive disease-related research, with one participant 

remarking, “I almost got a PhD in Alzheimer’s.” Seeking and finding answers about a 

loved one’s care was an important approach to ensure that a loved one was being well 

cared for, especially for family members who felt uninformed, as illuminated by this 

participant: 

I’d be the person to ask a nurse what you can do….. If it’s a pain killer that 

somebody needs and they’re not giving it to them, then you’d say, well, why 

don’t you stop the pain….If she was having trouble swallowing and it wasn’t 

getting better, I would say what can you and the doctor do to make this better. ... 

If I thought that she was uncomfortable and she was perhaps in need of some kind 

of help regarding breathing or whatever. That’s when I would want the nurse to 

do something. 

 Finally, participants described what actions they had engaged in to ensure that the 

physical and emotional needs of loved ones residing in the HCF or SNF were being met. 

Their day-to-day attentiveness and participatory actions were a resource during the last 
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few months, knowing that a loved one was well cared for, as explained by this 

participant: 

I trimmed his hair. I didn’t want to take him to the barber here. So, I would take 

him outside in the garden, and he was just like a child, he would just sit there and 

just let me do whatever I wanted to do….And he turned his head, and I said to 

him, now you look good. And I think he understood. But they were rough times. I 

just wanted him to look nice.  

Appreciating the Rhythmic Flow of Everyday Connecting and Separating              

To Get By 

 Appreciating the rhythmic flow of everyday connecting and separating to get by 

are the actions of self and others that strengthen one’s ability to face the day-to-day 

challenges of losing a loved one and mitigate distress after a loved one dies. The section 

is divided into subthemes, which include separating from others and connecting to others 

to illustrate what individuals do and find most supportive to help them get by day-to-day. 

The overarching statement by this participant illuminates how older adults get by day-to-

day: “You do what you have to do. You take one step at a time, you just do what you 

have to do every day….you just do it.” 

Separating from others. Separating from others is being alone to care for self or 

seek solace in one’s faith. All of the older adults indicated that spending time with others 

was helpful after the death of a loved one, although many expressed that being away from 

others was equally important, as reflected by this participant’s statement about losing the 

Saturday routine of a social event: 
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It just was, that had been her time and mine together and I just did not feel like 

filling that slot with someone else. …. now on Saturdays, I spend time frequently 

in the library, because the workload there has increased so much. So, I don’t have 

any particular Saturday activities…I decided a quiet Saturday afternoon in the 

library would be beneficial. So that’s what I’ve been doing.  

Almost half of the participants indicated that faith in the Lord and prayers along 

with attending church, provided solace in moving forward in day-to-day living. As one 

participant stated, “I do have a strong faith and prayer, that’s one of my things that I lean 

on…it just gives me strength to pray.” For some of the older adult participants, 

anticipating that they would someday be reunited with a loved one or a belief in an 

afterlife was helpful, as expressed by this participant: 

It was hard because she was a close friend of mine. And yet… it wasn’t hard, 

because both of us have a very deep abiding faith in Christ. And so, I could say 

good-bye to her …and I told her that I look forward to the day when we are going 

to be standing at the foot of God’s throne and praising him together. …… actually 

that’s what gets me through to till today, is that knowledge and understanding of 

the faith that we shared, that she’s in a better place. And someday I’ll see her 

again.  

Connecting with others. Connecting with others is the support rendered by 

family and friends as well as older adults’ attempts at keeping busy by responding to the 

condolences of caring others, participating in community activities, taking care of 

personal affairs, or volunteering their services in the CCRC. Most of the participants 
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overwhelmingly appreciated and relied on the presence of family members as their 

greatest support, as exemplified by this participant: 

But all the family came and we were all there at different times of the day. And, 

because they thought she would only live a day or two and she lived longer. So 

having the family there and all of us together was actually…(a) very peaceful 

death for her and for us. We were able to sustain each other and we talked about 

different, all happy events in our lives with her.  

 Of significance is the Celebration of Life services held at the CCRC, which are 

offered to residents to commemorate the life of a deceased loved one. Older adults who 

opted to have a Celebration of Life Service vividly recalled the beneficial and supportive 

effects of this service, as expressed by this participant: 

They have a celebration of life service here. .. we as a family participate in some 

of the reading things that you have in a celebration of life, about what the person 

was like and what they enjoyed doing and so forth. And it’s effective every time 

anyone does it. It’s like a service that you would have at the church..except it’s 

not quite the same. It still has the religious connotations and connections…But 

it’s supporting, so that helps everybody.. it gives the opportunity for your 

everyday friends and residents here to a have an opportunity to make an 

expression to you and the family, that they are aware of the presence of your 

loved one and what it meant to them to know her… they come up and speak into 

the microphone … and ... say, I remember such and we had such and such a good 

time doing this… those things are nice for the family to hear … the family can 
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express things but they do get support by hearing the others speak favorably of 

their loved one.  

 All of the older adults who resided in the CCRC at the time of a loved one’s death 

indicated that the staff and residents provided tremendous support after the death of their 

loved ones, with one participant remarking, “the people here try to be part of your 

extended family.” Many of the participants explained that keeping busy in daily routines 

also was helpful in getting by after losing a loved one, or as one participant stated, “living 

your day-to-day experiences are good ways to receive your therapy.” Older adults also 

discussed that the recreational, educational, and social activities offered at the CCRC are 

beneficial in helping them get by day-to-day. The advantage of CCRC living after a loved 

one dies is emphasized by this participant: 

 We keep saying it almost every day, how lucky we are that we are here and not 

being alone. We had a beautiful house, but if I should be there in my house by 

myself, I would .. not be happy, I would be very sad. Here, I’m not that sad, 

because there’s always people around me. And, they make you feel good. And 

they would call……would you like to have dinner and you’re not alone 

really…… there’s always somebody that you could talk to, and many people have 

offered if you want to talk. … I do like to talk about our good times. But I don’t 

like to talk about his illness.  

For some, connecting with others was influenced by living in a CCRC. Knowing 

that other residents had lost loved ones helped some participants feel less alone. 

Paradoxically, a few older adult participants remarked that living in a community of only 

older residents heightened death awareness and was, at times, discomforting. For some 
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older adult participants connecting with other CCRC residents who lost loved ones may 

be helpful to mitigate distress, as explained by one participant, “We see the problems that 

someone else has and we can apply them to ourselves too,” or feel less isolated as voiced 

by this participant:  

I get along okay. It’s just tough moments, but and then I tell myself there are so 

many other people that go through the same thing, I mean, I’m not the only one. 

They all go through the same thing sooner or later.  

Embracing Reality as Situated in One’s Lifelong Journey  

Embracing reality as situated in one’s lifelong journey is coming to grips with a 

loved one’s demise and passing in everyday living while relying on past and present 

circumstances to move along. For some older adults, coming to grips with the demise of a 

loved one residing in the HCF in the last few months of life was trying to establish 

normal patterns of living that helped to alleviate distress. One participant said: 

They have a nice little garden….so if you are a person who is a caregiver and you 

can push the person in the wheel chair….and stay out there 15 minutes or 30 …. 

sometimes you could go from the garden into the cafeteria... And it became just 

like part of the home situation. You have a bed and you stay in a room and you 

have a garden and they have a leisure center… where they do all sorts of stuff. 

They have exercises.. it’s a very good therapy spot…..I felt good when she felt 

good. I mean, that was the main thing.  

For other older adults, being knowledgeable about a loved one’s condition helped 

them prepare for an inevitable future in the last few months of a loved one’s life. All 

older adults hoped that their loved ones would not suffer as EOL drew near, which was 
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best exemplified by one participant who stated, “there was a tremendous loss but also a 

tremendous relief to know that she wasn’t suffering.” Accepting a loved one’s EOL and 

hoping that a loved one recognized caring efforts helped some older adults move forward, 

as expressed by this participant: 

So those last few months, it was like, I knew this was gonna’ happen. I wanted 

him to just keep knowing how much I love him. I wanted to keep doing the things 

that I do. I want to keep singing. I want to keep going there and being there. I 

want him always to know that I ‘m there… And I’ll get through this….And I’ll 

deal with it. 

Most of the older adults expressed that time helps to alleviate the harsh reality of 

a loved one’s absence as well as the emotional turmoil and distress experienced in the 

few months following a loved one’s passing. Time to grieve helped older adults move 

forward on life’s transitioning journey, as one participant stated, “I am pretty well 

adjusted…it’s been six months soon…time makes it possible to endure your grief.” 

Looking back on the past helped older adults find peace of mind in the present and 

courage to embrace new life meanings for the future. For many older adults the 

commonality of wanting to find their place along a new life’s journey is best illuminated 

by this participant: 

I have to adjust slowly, but, I think if I remove myself from all of the things that 

remind me so much…of him, cause we were married 59 years. So, if I remove 

myself from not all but some of the things that are constantly saying Marvin’s not 

here, it would help. But I don’t want to replace them, I just want him, to not to be 

so obviously gone, so that’s what I am striving for now…Whatever I had with 
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him, it’s the end, it’s finished, the chapter’s closed, the book is written. But I have 

the memories and until my mind begins to fail me, I’ll always have them. 

Participants indicated that avoiding painful memories of a loved one’s illness and 

remembering the good times of a life past helped them moved forward. Participants also 

shared that focusing on the positives in life helped them move forward, as explained by 

this participant: 

I hope that I’ve put a lighter note or feeling on experiencing the death of 

somebody that you love. Because I know that’s it’s not easy. But I believe that 

attitude has a lot to do with how we live our lives. And I think that if we try to see 

and do things in a positive way that we get through things easier. If we’re 

negative about things then everything becomes harder and harder and harder.… 

it’s not the happiest time of your life, but it can be an experience that you can 

survive. 

Moving ahead in everyday living for most of the participants coincided with 

keeping memories of their loved ones alive, which helped them through the grieving 

process and fostered healing. More than half of the participants shared pictures of their 

loved ones. One participant related, as she showed photos of a vibrant alive loved one, 

“She was so different in death. The face of death is very different and we don’t really 

want to remember that.” Keeping fond memories alive strengthened abilities to move 

forward day-to-day, as related by this participant: 

I think I would call it satisfaction...I’ve got a rotating frame up here. This is the 

family, what we all done together. And it just goes on forever about a thousand 

pictures there, all different stages of when we were all together. ..And it’s 
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wonderful, if you’re feeling a bit low, to just sit and watch it, reflect on the very 

happy times that you all had together and be thankful for those days. …... And it 

does give me great comfort to be able to go back and reflect and see the happy 

times that we’ve had together. So I sorta live now on my memories rather than 

looking forward to anything rather special that’s ahead..That is a wonderful way 

of dealing with what could be depression. In reflecting back, some of the happy, 

happy times that we all had together. 

 Turning Points that Prompted Decisions about a Loved One’s End of Life 

Turning points were defined as “important decisions or twists in the story” (Smith 

& Liehr, 2014, p. 236). For this study, a turning point was when a family member came 

to the realization that a loved one was going to die because of a major life-altering event 

or a significant change in a loved one’s status. A turning point is a situational marker; 

that is, a point in time where circumstances change perspectives about life’s direction, 

decisions, or meanings. A situational marker is where a family member’s hopefulness for 

a loved one’s recovery from illness or health stability changes to hopelessness for any 

chance of health maintenance or survival. The three turning points identified from the 

data are: (a) failure to establish normalcy, (b) coming to grips with abrupt health 

decline/demise, and (c) recognition–there’s nothing more to do.  

Failure to Establish Normalcy 

Failure to establish normalcy is the reconciliation that the devastating effects of 

unalterable health decline shatter the possibility of a loved one’s return to normal life 

patterns of enjoyment or ability to maintain a quality of life. For some participants, this 

turning point occurred a month or a few months before a loved one’s death as they 
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witnessed the life-debilitating effects of a loved one’s chronic disease progression. This is 

exemplified by the following three participants: 

He didn’t know that there was an apartment. I would talk about his grandchildren 

and I could see that he didn’t know what I was talking about. And I brought him 

some pictures and birthday cards…. Before that I still took him out in the garden. 

And brought him that music and I always thought that’ll help. Nothing helped 

really. Then whatever I tried, nothing helped. So, I finally, I guess, something 

inside of me gave up to keep on doing things for him. Because, there was just no 

sign of any improvement….That made my decision that it definitely would be a 

blessing if he would go.…because there was just no hope. 

 

When I think back to the day or the time that he died, ..I knew that it was going to 

be soon, because he had stopped eating. And, he wasn’t responding to anything. I 

use to give him chocolate kisses and when he spit ‘em out at me, I knew that, that 

was not good. But it’s so hard to watch somebody that you love so much slowly, I 

mean when he, when he spit those chocolate kisses out at me, it was like, because 

I knew how much he loved chocolate kisses. And I would say, that’s not nice 

Albert, you’re supposed to swallow or chew the kisses. But, so it was like okay, 

it’s happening now…I’ll get through this. So it’s kinda’ a feeling of inevitability 

that you know we knew this was going to come. 

 

It just, you know, physically, she just .. I would take her to XXXX (local 

restaurant) for lunch quite often. And I watched, she would get out and walk with 
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me. But then as the days went by, she wasn’t up to that. She said I’m too weak. … 

it was pretty blatant, the week before she died. 

Coming to Grips with Abrupt Health Decline/Demise  

 Coming to grips with abrupt health decline/demise is when a family member 

comes to the realization that a loved one’s condition has debilitated to a point where a 

loved one’s previous health status cannot be restored or disease state stabilized and death 

will occur. This turning point differs from failure to establish normalcy because it focuses 

on a shift in health status that signals significant change with little hope for return to a 

previous state of health. Excerpts from the next two participants describe major life-

altering episodes that interrupted physiological functioning and force “coming to grips.” 

She had a massive stroke and there was really no way that she was going to 

recover, no matter what they did….. And so although, it was very difficult to pull 

the plug, I realized that it is, how shall I say, inhuman, to keep a person alive, just 

to keep them alive. If they are never going to be able to speak, or move or even 

know possibly what’s going on. ..But when I said, but what about the quality of 

life, no quality of life, that’s it. 

 

When I saw that they had intubated him. To me that said ‘the end’… But even in 

intensive care, step up or whatever you call it, there were people there, they were 

sitting up in bed and laughing, and joking and calling for the nurse, complaining 

about how hot the food was. Larry never did that. … I saw all of this awful 

equipment, it was loud, it was noisy, but especially when I saw him in that bed 

thrash trying to get his arms free so he could get that tube out of his throat, the 
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look on his face….He was in pain...His oxygen level had gone down even worse .. 

he was suffering...But he wasn’t responsive, he was in pain from that miserable 

tube and so that’s when I said hospice.  

Coming to grips with a loved one’s demise is a family member’s ability to 

relinquish hope and let go, as illustrated by the following participant: 

The first few days, she apparently did quite well and then after the….. incident… 

no, she was not doing very well after that. Obviously, it was a point where, I 

would think any doctor bringing up a question of ‘do we go (on) with all sorts of 

stuff, or hospice…….I think he knew what he was asking.  

 Many loved ones suffered through the debilitating effects of chronic illness for at 

least a year, with some suffering for several years. However, coming to grips and letting 

go for some participants happened within the last week of life, as illustrated by this 

participant who was on a one week vacation when she received a phone call to return 

immediately. 

But when I came in and saw him, I knew he was dying. I’ve been around enough 

to know. I knew he was dying. He wasn’t just, like I could tell. ..Because he, 

there’s a look…… he made a turn. And I’m sure he made a turn, probably a day 

or so before, before they called me. I don’t know.  

 For a few older adults, authoritative direction encouraged coming to grips and 

letting go, as explained by this participant:  

I feel like going into hospice, that it seemed to come rather suddenly from the 

doctor. And when you are hoping that you can help your loved one recover and 

they come and tell you, ..it’s time to go to hospice. You feel somewhat shocked 
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that your wife is not gonna get well…...Even though you might have been worried 

about that all the time. I felt like .. he (doctor) was telling me that there was no 

hope. …. he’s basically saying this is the end of treatment and that we’re gonna 

try to make it comfortable for the person to die.….And I thought that the doctor 

wouldn’t have you in hospice unless it was absolutely necessary. I don’t see much 

point in bringing in hospice until they know that the person should really not be 

resuscitated. 

Recognition – There’s Nothing More to Do  

Recognition – there’s nothing more to do is accepting that a loved one’s insidious 

decline cannot be reversed and that life-sustaining therapies will only prolong the dying 

process and postpone death for a short period of time. The following three family 

members’ excerpts illustrate this turning point. All of the loved ones were in their last 

week of life. The first two participants’ loved ones were in the ICU when decisions were 

made to cease life-sustaining therapies.  

That has been a shock when one accepts the fact you can’t help congestive heart 

failure too many times without doing serious damage and she reached the stage 

where they said that her heart was pumping probably about 10, 15 percent of its 

potential and that they could put a pump in and that might give her an extra month 

or two, but we didn’t think that made sense at all, you would be struggling to get 

well again before she really got any benefits…. They are limited in how much 

they can in fact do. I mean when you’re on the last leg, the heart stops then there 

is nothing they can do. 
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You don’t have to be a brilliant mind to look at someone and realize they’re gone. 

And when you talk to doctors and they can’t tell you how they are going to pull 

that person around, cause they don’t know. ….. I didn’t need a house to fall on me 

when I looked at her to realize that it was the end of the line. And whatever they 

would do to her, would be an attempt, because they’ll keep you alive no matter 

whatever they have to do...It’s like torturing this body for no reason, because they 

cannot give you even a glimmer of hope that it would help. All it does is keep the 

body alive. 

 

Nothing more, except the antibiotics didn’t seem to be doing anything for her. 

The fluids didn’t seem to be doing anything. Nothing, nothing phased, nothing 

touched it. A steady downhill course, from the day she went in the hospital to the 

day she passed away... I would say after about a week and a half, it was pretty 

obvious that she was not responding to anything, so we stopped doing heroic 

efforts and decided it was time to let her go. They were doing everything they 

could and nothing was helping…there was nothing left to do. 

Summary 

 This chapter described the findings elicited from the analysis of 30 participant 

transcripts to address the three research questions for this study, which are the dimensions 

of the health challenge of losing a loved one who had been in an acute care setting during 

the last three months of life, approaches used by family members to resolve this health 

challenge, and turning points that prompted decisions about a loved one’s EOL care. 
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 The dimensions of the health challenge include moving from painful holding on 

to poignant letting go, uneasiness that permeates everyday living and precious memories, 

patterns of disconnect that breed discontent, and pervasive ambiguity that permeates 

perspectives about remaining time. Painful holding on to poignant letting go as a 

dimension of the health challenge for participants was watching a loved one’s 

unwavering decline, making definitive decisions, and moving through the emotionally 

difficult process of accepting the finality of a loved one’s death, or letting go. Emotional 

and physical fatigue in tending to a loved one, vacillating feelings between holding on 

and letting go of a loved one, loneliness, constant reminders of a loved one’s absence, 

and memories of a shared life and fitting back in created uneasiness in everyday living 

for participants. Communication difficulties, perceptions of ineffective care, and the 

dismissive behaviors of others are patterns that disconnect family members from others. 

Finally, uncertainties that surround a loved one’s EOL and lack of clarity about a loved 

one’s terminal condition support the theme pervasive ambiguity that permeates 

perspectives about remaining time. 

Active engagement enabling exceptional care for loved ones; appreciating the 

rhythmic flow of everyday connecting and separating to get by, including the subthemes 

of separating from others and connecting with others; and embracing reality as situated in 

one’s lifelong journey were the approaches used for resolving this health challenge. 

Exceptional care for loved ones was fostered through the compassion and caring actions 

of HCPs and participants’ engagement in care measures to meet the emotional and 

physical needs of their loved ones. Knowing that a loved one was well cared for was very 

important to participants and most supportive in helping them through the health 
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challenge of losing a loved one. Connecting with family, friends, and other residents; the 

support rendered by caring others; and keeping busy helped older adults day-to-day after 

the death of a loved one. Participants acknowledged that living in a CCRC is beneficial 

after the death of a loved one, although they did express that separating from others and 

maintaining private time and seeking solace in one’s faith also helped them through the 

emotional turmoil of a loved one’s passing. Embracing reality as situated in one’s 

lifelong journey for participants included trying to establish normalcy for a loved one at 

the EOL, being knowledgeable about a loved one’s condition and not wanting them to 

suffer, accepting the reality of death, taking time to grieve to embrace new life meanings, 

and keeping fond memories of a loved one alive. Focusing on the good times and 

avoiding painful memories of a loved one’s illness supported participants in finding their 

place along a new life’s journey. The thematic findings were supported by participant 

passages that best illuminated each theme’s meaning, based on the researcher’s 

interpretation of the data, and are further discussed in Chapter 5.  

A turning point is when a family member loses hope for a loved one’s survival 

because of a significant change in a loved one’s condition or a major life-altering event. 

Three turning points, or situational markers, that encouraged letting go of a dying loved 

one elicited in this study were failure to establish normalcy, coming to grips with abrupt 

health decline/demise, and recognition – there’s nothing more to do. The turning points, 

previously defined, are what encouraged participants to come to the realization that a 

loved one’s normal life patterns of enjoyment, health or quality of life could not be 

restored or disease process reversed. These turning points are discussed further in the 

next chapter. 
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By applying a story theory approach to guide the research process, older adults 

vividly and willingly shared in-depth and thick descriptions including precious moments 

and what mattered most in their stories. Through transpersonal caring, a comfortable 

environment for the interview process was created and caring moments of being present 

with older adults through their poignant recollections facilitated the story gathering 

process. 
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CHAPTER V. DISCUSSION, IMPLICATIONS, FUTURE RESEARCH,   

STRENGTHS AND LIMITATIONS AND CONCLUSIONS 

Introduction 

 This chapter provides a discussion of the findings with evidence from prior 

research to support the results of this study elicited from 15 participants’ stories about the 

health challenge of losing a loved one who had been in an acute care setting within the 

last few months of life. Commonalities related to the health challenge of losing a loved 

one, approaches to resolve the challenge, and turning points are illuminated, concluding 

with reflections on the interview process. This chapter also includes implications for 

nursing practice to ease family members’ EOL transitions and recommendations relevant 

for CCRCs and for future research. The chapter concludes with the strengths and 

limitations of this study.  

Discussion of the Findings 

 This discussion focuses on the commonalities shared by participants. It also 

addresses advancement of knowledge about the health challenge of losing a loved one 

and support for family members during and after the death of a loved one.  

Dimensions of the Health Challenge of Losing a Loved One  

Moving from painful holding on to poignant letting go, uneasiness that permeates 

everyday living and precious memories, patterns of disconnect that breed discontent, and 

pervasive ambiguity that permeates perspectives about remaining time are the dimensions 
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of the health challenge of losing a loved one. Nuances or specific details provided within 

this discussion contribute to understanding these four dimensions. 

In moving from painful holding on to poignant letting go, a shared commonality 

among all participants was witnessing the decline/demise of a loved one who suffered 

from debilitating disease effects or aggressive therapies provided in the hospital in the 

last few days of life. For almost half of the participants, painful holding on or the struggle 

to witness this demise began in the few months before their loved one’s death in the 

HCF; a few participants endured the gradual decline of a loved one’s health for the past 

year prior to death. Bearing witness to the suffering of seriously ill loved ones heightened 

uneasiness and despondency for family members, which complicated the emotional 

turmoil of losing a loved one and created a major challenge for family members at the 

EOL, consistent with other researchers’ findings (Kehl et al., 2009; Kruse, 2004).  

For some participants, moving from painful holding on to poignant letting go 

involved making difficult decisions about a loved one’s EOL care. Six participants had to 

make the difficult decision of withdrawing or withholding medical therapies for a 

hospitalized loved one who had suffered an acute life-altering event. Four of the six 

participants’ loved ones were in ICU, with length of stays from about 1.5 to 5 days. For 

another participant whose husband was in a SNF, signing his DNR was like “signing an 

execution,” or “death warrant,” similar to the statements of other family members facing 

difficult EOL decisions (Rothchild, 1994; Schenker et al., 2012; Tilden et al., 1999). 

Knowing that their decisions may terminate a loved one’s life creates extreme emotional 

turmoil for family members (Limerick, 2007; Schenker et al., 2012) and is one of the 

most difficult decisions that an individual will ever have to make (Tilden et al., 1999; 
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Wiegand, 2008). Assuming “responsibility for a loved one’s death” (Schenker et al., 

2012, p. 1658) was expressed by one participant who said, “you are executing it, not the 

doctors… you’re saying let her die.” Although most participants acknowledged that 

advance directives were in place, making final decisions about a loved one’s care is 

emotionally burdensome for family members (Cronin, Arnstein, & Flanagan 2015; 

Jackson et al., 2012). These findings suggest that further research addressing the 

emotional devastation of decision-making for family members is needed.  

Uncertainty about a loved one’s condition and time of death was another 

dimension of the health challenge of losing a loved one, pervasive ambiguity that 

permeates perspectives about remaining time. Many participants struggled through the 

uncertainty of when EOL would come for their loved ones because of the unpredictable 

nature of chronic disease progression. For others, lack of clarity about a loved one’s 

condition or missing subtle signs that a loved one was nearing EOL hampered their 

ability to recognize imminent death. Three participants indicated that death was 

unexpected at the time it occurred because their loved one’s condition remained relatively 

unchanged over the past few months. Although they shared that they felt “well informed” 

about a loved one’s status, one participant said that she had her “head in the sand” and 

her husband’s death occurred suddenly. Missing subtle signs has implications for clinical 

practice. It potentially may deter some family members’ decisions about opting for a 

more palliative approach, because they are unaware of the graveness of a loved one’s 

condition. Although family members may feel informed about a loved one’s condition, it 

does not necessarily mean that they can recognize changes that signify EOL is nearing. 

Therefore, educating family members is an important consideration for HCPs, 
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particularly when a loved one’s condition gradually declines over months (Muders, 

Zahrt-Omar, Bussmann, Haberstroh, & Weber, 2015; Reblin et al., 2015).  

All of the eight decedents in the HCF were under hospice care prior to death. 

However, four decedents received hospice care for a week or less in spite of their 

continued decline in the last few months of life. Although four out of five hospitalized 

decedents’ transfers to hospice were timely relative to prognosis and length of hospital 

stay, one decedent spent only nine hours in hospice after life-sustaining therapies were 

withdrawn. A few participants related that they were unaware of the availability of 

hospice services for their loved ones. Over half of the participants indicated that initiating 

hospice care resulted from either their primary care physicians (4), HCF’s staff 

recommendations (3), or was a routine procedure at the SNF (1). One participant stated 

that she became aware of hospice services only because of a sign posted in the hospital. 

Another participant was reluctant to call in hospice because to her “hospice meant death.” 

Considering that for five decedents, hospice transfers occurred within a week or hours 

before death supports the importance of providing family members with timely 

information about the availability of palliative and hospice services. 

These findings are consistent with the IOM (2015) report that recommends the 

expansion of palliative and hospice care services in all care settings as well as enhancing 

public awareness of services and offering earlier access to services when palliation in lieu 

of medical therapies will improve the quality of life. A few participants expressed that 

they were uncertain about the roles and responsibilities of hospice caregivers, which is 

similar to findings from Gage et al. (2014) that family members of nursing home 

residents were confused about the roles and responsibilities of hospice caregivers in 
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relation to nursing home staff (p. 4). This further emphasizes the importance of keeping 

family members well informed about a loved one’s care from HCPs, avoiding 

communication difficulties that threaten quality care in healthcare settings. 

Another dimension of the health challenge of losing a loved one is patterns of 

disconnect that breed discontent. Communication difficulties, which included obtaining 

clear information about a loved one’s status and the dismissive behaviors of HCPs 

demonstrated by their inattentiveness, abruptness, or lack of empathy were patterns of 

disconnect elucidated by some participants. More than half of the participants disclosed 

that they encountered communication difficulties in healthcare settings, resulting in 

disconnectedness with HCPs; adding to their stress of losing a loved one. Even when 

participants felt informed about a loved one’s condition, they sometimes expressed a lack 

of empathy or inattentiveness from HCPs.  

The ability to obtain truthful information from HCPs was a concern expressed by 

a few participants. Lack of prompt responses from nurses and lengthy periods of not 

being informed were troublesome for a few older adults with one participant remarking, 

“I don’t think nurses should hold back much…they should give a detailed report of the 

patient as they see it.” Information gathering from physicians was an arduous process for 

a few participants. They indicated it was difficult making contact with some physicians as 

well as having only brief, “over the counter” quick conversations about their loved one’s 

care. HCPs should also consider that heightened anxieties may diminish the ability of 

family members to process information clearly about a loved one as death draws near 

(Gutierrez, 2012; Pierce, 1999; Reblin et al., 2015). 
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Dismissive behaviors of nurses and other HCPs intensify a family member’s 

apprehension, feelings of disrespect, and dissatisfaction with care (Boucher et al., 2010; 

Jacob, 1998; Pierce, 1999). One participant remembered how a nurse talked to her spouse 

as if he was a child when he accidentally removed a urinary catheter. Another participant 

stated that dismissive talk by nurses, such as “he/she will be in a better place,” are 

emotionally unsettling and need to be avoided. Family members also are sensitive to how 

nurses act as well as their outward appearances, especially at the EOL. One participant 

noted that a nurse seemed to “scowl” a lot until he learned that this nurse’s “scowling” 

was an indication that she was thinking. Improving the quality of EOL care includes 

creating a peaceful “person-centered, family-oriented” (IOM, 2015, p. 1) care 

environment with healthcare provider mindfulness to avoid rote or inattentive behaviors, 

which, according to Pierce’s (1999) findings, depersonalize the EOL situation for patients 

and their family members.  

Uncertainties about letting go of a loved one in the last few months of life, intense 

loneliness that ensues after a loved one’s death, and painful remembrances of a life past 

and the death experience create persistent uneasiness in everyday living. Some 

participants discussed resistance in letting go of their loved ones because accepting the 

“finality” of death was very difficult, although they understood that it was in the best 

interest of a loved one to go peacefully and not prolong suffering. A family member’s 

vacillating feelings between wanting to hold on and willingness to let go create 

unrelenting uneasiness in the last few weeks of a loved one’s life and may hamper 

decisions about transitioning a loved one to palliative care. On the other hand, working 
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through one’s uneasiness, as Kruse (2004) termed the “paradox of letting go” (p. 221), 

fosters new life meanings, enabling letting go of a loved one.  

Participants’ descriptions of letting go of a loved one at the time of death draw 

attention to the lasting memories that family members hold of a life shared with another, 

even for participants whose loved ones expired up to 10 years ago. One participant, 

whose husband died almost five years ago, sobbingly related that her husband became 

lucid right before he died to “tell me that he loved me.” Memories of a life once shared 

and the emptiness without another arouses labile and heart-wrenching emotions long after 

the death of a loved one (Hayes, 2003; Keegan et al., 2001; Kehl et al., 2009; Pierce, 

1999).  

 Facing persistent uneasiness was illuminated by most of the participants who lost 

spouses as they described the intense loneliness felt that permeated every facet of 

everyday living such as daily chores and enjoyable pastimes, leaving a void or emptiness 

in life. For some participants with recent losses of six months or less, the loss of not 

having a loved one to talk to or share something with continued to haunt everyday living, 

heightening reality that a loved one really was gone. Some participants talked about the 

difficulty of being alone at night and the “emptiness” of not having their lifelong partner 

in the bed next to them. Another participant voiced that she had to move her husband’s 

chair in the living room so that she would not face the “emptiness” when she came 

through the door of her apartment. A few participants expressed that losing the caregiver 

role for a spouse, although for some emotionally and physically fatiguing, made finding 

new life meanings and directions a tumultuous task. 
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One participant recommended that the CCRC have a crisis line or someone to call 

during the nighttime hours for residents who are distraught over the loss of a loved one 

and do not want to waken supportive family and friends. This participant explained being 

alone at night, at times, was so overwhelming and anxiety-provoking that having 

someone to talk to would have been extremely helpful to make it through “nighttime 

loneliness.” Likewise, Steiner (2006) reported that one bereaved family member in her 

study found the 24-hour hotline offered by a cemetery beneficial to quell the “nighttime 

silence” and the distress that increased at night (p. 39). Considering the advanced age of 

residents and the prevalence of death in the CCRC, a crisis line may be extremely 

beneficial for older adults to address the “nighttime loneliness.”  

Participants who lost spouses shared the commonality of wanting to find their 

place along a new life’s journey. Fitting back in or resuming previous enjoyable activities 

alone was challenging for some participants who resided at the CCRC when their loved 

ones died. For one participant eating in the dining room was a difficult process because 

she stated most of the residents have established mealtime partnerships or permanent 

seating arrangements with others. She felt like “the new kid on the block” and explained 

“it hurt more to try and find where you belong.” This finding relevant to CCRCs needs 

further study to understand what would help bereaved spouses “fit back in.”  

Approaches Used to Resolve the Health Challenge  

 The approaches used to resolve the health challenge of losing a loved one are 

active engagement enabling exceptional care for loved ones, appreciating the rhythmic 

flow of everyday connecting and separating to get by, and embracing reality as situated in 

one’s lifelong journey. Again, details are provided to contribute to understanding these 



	   133 

approaches. The discussion begins by focusing on the approach, active engagement 

enabling exceptional care for loved ones. 

Most of the participants felt that HCPs were caring and supportive both in the 

hospital and the HCF. They identified attentiveness, compassion, empathy, sympathy, 

cheerfulness, and a loving spirit as qualities that encouraged their connectedness to 

certain HCPs and an important approach to help them as their loved ones were dying. 

Participants also were satisfied with the physical care that their loved ones received. Only 

two participants, each whose loved one expired in two different facilities, indicated that 

they were dissatisfied with a loved one’s care, resulting in their disconnectedness with 

HCPs. Five participants specifically named caregivers who they felt delivered 

exceptional care for their loved ones, even though two participants' loved ones died 9 to 

10 years ago. Other researchers such as Pierce (1999) and Jacob (1998) have reported 

that family members will remember HCPs who attentively cared about them and their 

loved ones as well as HCPs who seemingly were uncaring long after the death of a loved 

one. This draws attention to the difference that a healthcare provider can make in 

fostering peaceful and comforting moments for family members to ease their uneasiness 

as a loved one is dying, identified as connectedness through compassionate care.  

 It was apparent during interviews that compassionate care, which includes 

empathy and attentive presence, was synonymous with competent care. Compassionate 

and empathetic caring instills confidence and trust that a loved one is receiving 

exceptional care, deemed most important by participants. It was quite evident that 

familiarity with staff in the HCF enhanced family members’ comfort. As one participant 

indicated, “Alison and Sandra were both knowledgeable and knew their profession … but 
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they were caring … even if they have to tell me something that maybe I don’t want to 

hear … you accept it a lot easier then.” Another participant explained how one nurse’s 

empathy and caring radiated as compared to other nurses because this nurse had taken a 

course at a local university. Consistent with one of the IOM’s (2015) recommendations to 

improve EOL care, these findings affirm the importance of providing education to HCPs 

on EOL care essentials to improve the quality of care for dying patients and their 

families. 

Most of the participants agreed that “knowing their loved ones were well cared 

for” was most helpful or most supportive for them at the EOL, which is consistent with 

other research findings. Cronin et al. (2015) reported that family members felt reassured 

when their hospitalized loved ones were “well cared for and comfortable,” and they were 

kept well informed about “what to expect” as EOL drew near (p. 226). Nursing presence 

was emphasized as very important to family members according to Cronin et al. because 

presence encouraged dedicated shared conversations and, therefore, increased nurse-

family interconnectedness. Likewise, authentic caring actions towards a loved one, staff’s 

presence, and continual truthful updates about a loved one’s status, even dismal news, 

enhanced comfort and satisfaction with EOL care as reported by Jackson et al. (2012) for 

family members in long-term care facilities. Therefore, nurturing, connecting, and 

positive relationships with caring HCPs fosters a family member’s inner strengths, 

enabling them to face emotional vulnerabilities in EOL situations (Andershed, 2006; 

Herbert et al., 2009; Yoo et al., 2008).  

Interestingly, when older adults were queried further about what caring and 

supportive nurses did differently or what behaviors these nurses exhibited, most of the 
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older adult participants did not pinpoint specific actions that were most supportive in 

helping them through their EOL situation. However, some participants indicated that 

HCF staff’s demonstration of affection and love such as hugs and smiles to their loved 

ones, respect and calling them by their first names, and attention to specific care needs to 

ensure a loved one’s comfort and safety as well as observing a loved one’s cheerful 

response to certain staff members made them feel that their loved one was well cared for, 

which, in turn, supported them.  

Seeking and finding truthful information and understanding procedures performed 

on loved ones were very important to participants and increased their confidence that a 

loved one was receiving exceptional care. Although not a new finding, the significance of 

HCPs taking the time to have sit-down, honest, and thorough discussions with family 

members about a loved one’s potential for survival was stressed by one participant who 

stated that EOL conversations “take a little time..talking about something as important as 

are they living or are they going to die, that’s worth more than a few sentences.”  

Many of the participants sought information from nurses, with one participant 

remarking, “I think nursing is important because they are the ones that have the most 

contact with the family.” Likewise, other studies have reported that nurses are primary 

sources for information for family members (Gutierrez, 2012; Williams et al., 2012). A 

few participants did, however, indicate that maybe nurses were not allowed to provide 

certain information such as a loved one’s prognosis. One participant suggested that when 

a loved one is admitted to a healthcare facility a family member needs an “orientation” on 

the protocols of the facility, with information about whom to contact when issues arise. 

This was supported by another participant who offered that family members need to 
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know the facts and “not be in the dark” and to know what is expected of them to help 

them through the EOL situation. The need to provide family members with clear 

information is a shared commonality among family members, a priority nursing action, 

and a shared responsibility with other HCPs to support family members through the many 

uncertainties and emotional turmoil at the EOL (Cronin et al., 2015; Gutierrez, 2012; 

Herbert et al., 2009; Kruse, 2004; Wiegand, 2008). 

Active engagement enabling exceptional care for loved ones also included the 

actions performed by participants. Involvement in a loved one’s care was a means of 

support for some participants, quelling the despondency and helplessness related to just 

standing idly by and not being able to alleviate a loved one’s suffering as EOL nears, 

especially in the hospital setting and more so in the highly technological ICU 

environment. One participant put drops of coffee on her critically ill spouse’s tongue 

when no one was looking to alleviate the dryness in his mouth from being on a ventilator 

and having an endotracheal or breathing tube in his airway.  

Many of the participants performed care measures to meet some of the physical 

and emotional needs of their loved ones in the HCF. Performing tasks associated with 

activities of daily living such as laundering their clothes or feeding them was supportive 

to some older adults in the last few months of a loved one’s life. Some participants 

attempted to resume previous patterns of enjoyment or establish normalcy for their loved 

ones by taking them out to the garden at the HCF, showing them family photographs to 

enhance memories of a past happy life, and providing loved ones with their favorite foods 

or music. For one participant, continuing what his wife enjoyed, such as drives along the 

beach and eating out, was his way of “trying to extend her life a little more.” 
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Attentiveness to a loved one, as reported by Perrault et al. (2004), is an approach that 

helps family members through the last few months of a loved one’s life.  

On the other hand, for a few participants, visiting a loved one every other day 

helped to alleviate their emotional and physical fatigue and the daily stress of seeing a 

loved one’s continued deterioration. Their efforts at trying to establish normalcy and 

comfort for their loved ones were surrendered as their loved one’s condition worsened. 

Although reluctant to give up daily attentiveness to a loved one, taking a break or a brief 

respite away from the HCF helped a few participants keep going in the last few months of 

a loved one’s life. Providing family members with social support assistance is a 

recommendation by the IOM (2015) to foster comprehensive quality care at the EOL.  

In supporting family members at the EOL, one participant, a former nurse in her 

working years, recommended that nurses should let family members guide them as to 

what their needs are, but also not intrude. Intrusive behaviors to family members are 

demonstrated by nurses when they advise them about what they should do or should not 

do or tell them what they need. Instead, nurses need to elicit from family members what 

matters most and step back when family members need to be alone.  

Another participant suggested that the CCRC offer resources to help residents 

recognize EOL signs in a loved one or a go-to person to discuss concerns about subtle 

changes noted in a loved one’s health. This participant stated, “when you move into 

someplace like this, you need a few courses in what to look for, to recognize end of life.” 

Considering the term “someplace like this” infers that CCRCs have quite a large number 

of chronically ill adults who may be nearing EOL. She also suggested that there be 

someone available that an older adult could talk to because, as she explained, “he was 
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slowing down…but I did not connect that with end of life…he was fading away and I 

didn’t see the signs.”  

Participants shared that connecting with others and keeping busy – staying 

positive, doing positive things – helped them move along day-to-day and mitigate some 

of their prevailing uneasiness. Appreciating the rhythmic flow of everyday connecting 

and separating for some older adults included spending time away from others. Time 

alone to reflect on life’s meanings and memories blended with time of togetherness with 

others is one way that helps those bereaved face the health challenge of losing a loved 

one (Steiner, 2006). 

 All of the older adults indicated that spending time or connecting with others such 

as family and close friends was very helpful after the death of a loved one. Living in a 

CCRC afforded participants many opportunities for socialization and amiable 

relationships with other residents, which helped to mitigate some of the intense loneliness 

after a loved one’s death. All of the older adults who resided in the CCRC at the time of a 

loved one’s death overwhelmingly appreciated the outpouring of caring, love, and 

support from other residents and the CCRC staff. Some participants said that they would 

have been isolated from others if they were living in their previous residences in the 

outside community. Because many CCRCs may not be affordable for less affluent older 

adults and given this study’s findings of the beneficial effect of connecting with others in 

a CCRC, attention of national and state governments is warranted. Policies that focus on 

expanding “aging in place” communities and financial assistance for older adults at a 

social disadvantage potentially may offset some older adults’ need for high-cost long-

term care facilities (Groger & Kinney, 2007).  
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Participants shared the commonality of keeping busy to help move along day-to-

day after a loved one’s passing. The daily activities offered at the CCRC helped 

participants get by day-to-day and, as one resident stated, “they’re all positive.” For some 

older females keeping busy was continuing or resuming hobbies they once enjoyed, such 

as sewing or singing in a group or choir or volunteering at the CCRC, SNF, or church. 

Eight of the 10 female participants spoke of their volunteerism after a loved one’s death, 

and four participants were involved in volunteer activities while their loved ones were 

still alive. Interestingly, the male participants did not share involvement in any volunteer 

activities, which indicates that volunteerism may be a helpful way to get by after the 

death of a loved one for older women rather than for older men. This finding is not 

surprising based on Manning’s (2010) analysis of a national Health and Retirement 

survey’s data reporting that older adult females are more apt to volunteer in their 

advanced years (15.8 times higher odds) compared to their male counterparts (p. 133). 

Some of the participants expressed that doing small “positive” things for others, such as 

offering doctoring services for resident’s dying plants or providing seamstress services, 

helped them day-to-day. Most of the participants expressed that joining others for dinner 

and sharing good conversations were very supportive. “Keeping busy” is a recurrent 

theme in other studies as one of the major approaches that helped individuals move on 

after the loss of a loved one (Anderson & Dimond, 1995; Naef, Ward, Mahrer-Imhof, & 

Grande, 2012; Steiner, 2006) as well as connecting with others (Naef et al., 2012; Vale-

Taylor, 2009).  

Paradoxically, a few participants spoke of the disadvantage of living in a 

community of all older adults because of the frequency with which deaths occurred. They 
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explained that the pictures of recently deceased residents displayed on a table by the 

mailboxes are constant reminders of death’s inevitability. However, for a few 

participants, knowing others lost loved ones was encouraging, as illuminated by this 

participant who related that you need to be brave and have courage to go on, but knowing 

that others survived the devastation of losing a loved one helped. Although infrequent, a 

few participants expressed lack of sympathy from a few CCRC residents and speculated 

that it was related to the enduring hurt that some may have after the death of their loved 

ones. Given these findings, questions are raised as to what effect the frequency of death 

has on older adults living in CCRCs, especially after a loved one’s death.  

Many of the participants shared that their faith in God or beliefs in an afterlife 

where they would be reunited with their loved ones helped them move forward. This is 

supported by Vale-Taylor (2009), who reported that dwelling in the past and knowing 

that they would be reunited with loved ones made life “bearable” for older adults (p. 

541). For some participants, praying for the strength to go on and that a loved one would 

not suffer helped them through the last few months of a loved one’s life.  

Only four participants spoke of joining bereavement groups after their loved ones 

died. One participant inferred that socializing with others in the group was helpful and 

said, “we didn’t necessarily talk so much about the reason we were together but we were 

giving each other support of good conversation and we got acquainted better,” whereas 

the other three participants did not find the bereavement group helpful. Their reasons for 

leaving the group included that listening to the sorrows of others was too painful and not 

wanting to recall the “sad times” about a loved one’s illness and death, were supported by 

one of the participants who explained, “we all sat around and cried…I don’t want to hear 
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that somebody’s husband died five years ago and they still cry…I want to get beyond 

that…I do not want to know that I’ll never feel better.” However, participants indicated 

that socializing with others and having a close circle of family and friends provided them 

with the most support after the death. In a study by Steiner (2006) with bereaved 

individuals who attended or did not attend bereavement or support groups, the 

commonality of having an interested, “nonjudgmental” listener to share conversations 

and connect with was most supportive in mitigating the loneliness that prevailed after a 

loved one’s death. Considering Steiner’s and this study’s findings, bereaved individuals 

who have a strong supportive network of families or friends may not have an interest in 

joining formal bereavement or support groups. Living in a CCRC with its social 

networking enables bereaved older adults to mingle and connect with caring others, 

which is one of the reasons that bereaved individuals join formal groups (Steiner, 2006).  

Accepting the death of a loved one, time to grieve, and keeping memories of 

loved ones alive support the approach, embracing reality as situated in one’s lifelong 

journey. Although the death of a loved one was poignantly painful and devastating, many 

participants expressed a sense of relief when their loved ones died, knowing that their 

loved one’s suffering had ended or acknowledging that a loved one would not want to 

continue living if they were aware of their debilitated conditions and diminished quality 

of life. Accepting death as a reality of living helped participants come to grips with a 

loved one’s passing. Considering the advanced age and associated co-morbidities of their 

loved ones, many participants expressed that death was highly probable and not 

unexpected at this age. A few of the oldest participants expressed that they live by reality 

and accept death as part of life’s cycle. This further emphasizes the importance of HCPs 
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being honest with older adults about a loved one’s status so that peaceful death 

experiences can be fostered in lieu of aggressive treatments that only prolong suffering 

and death’s inevitability (IOM, 2015).  

For many participants, time to grieve and keeping memories alive of a loved one 

helped them move forward in life’s journey. Most of the participants expressed that time 

helped to alleviate the harsh reality of a loved one’s death. More than half of the 

participants shared pictures of their loved ones, explaining that pictures helped them 

remember the happy and good times from the past. Participants also indicated that certain 

rituals were very helpful. One participant found comfort in a cameo picture of her 

husband on his gravesite. Another stated that going to church every Sunday enabled him 

to connect with his wife whose remains were in the church’s columbarium. One 

participant’s approach was to write daily journal notations to a spouse about missing him 

and about the day’s occurrences. Some others related that maintaining a loved one’s 

presence by simply talking aloud to a deceased loved one as if he/she still were present, 

such as saying hello to a deceased loved one when entering their apartment or talking to a 

spouse while watching his favorite television program, was helpful. Maintaining 

connectedness with a deceased loved one is important to older adults and an approach 

that helps them move on, consistent with other research findings (Vale-Taylor, 2009).  

A few participants spoke of tributes they made to their loved ones, which helped 

them move forward. One participant kept memories alive of a friend’s passing by going 

to their favorite restaurant, ordering her friend’s favorite meal, and reminiscing about all 

the fun times they had shared on their Saturdays together. For another participant, fond 

memories of the past were kept alive in what she termed a legacy for her husband. This 
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participant started inviting other residents periodically to her apartment to listen to her 

and her husband’s favorite German music, or what she termed a “musical program,” to 

continue her husband’s legacy of what he used to do for friends at Christmastime each 

year. One participant wrote a poem in commemoration of her spouse, later published in 

the CCRC’s newsletter. Keeping memories alive for the deceased as elicited by 

participants in this study is consistent with other research findings in helping those who 

are bereaved find comfort and healing after the loss (Steiner, 2006; Vale-Taylor, 2009). 

Turning Points that Prompt Decision-Making 

Turning points or situational markers that enable a family member’s shift to let go 

in lieu of holding on to a dying loved one are important for HCPs to recognize so that 

appropriately timed conversations focused on transitioning a loved one to palliative or 

hospice services can be implemented. The turning points of coming to grips with abrupt 

health decline/demise and recognition – there’s nothing more to do – encompass other 

researchers’ findings related to family members’ ability to let go of a loved one and 

forego life-sustaining treatments. However, the turning point of failure to establish 

normalcy, a new finding, diverts attention to family members recognizing small but very 

significant changes in a loved one’s normal patterns of enjoyment, signaling to them that 

a loved one’s life is coming to an end, albeit no abrupt change in a loved one’s status has 

occurred. Small but major signals illuminated by two participants lend support to this 

turning point. One participant indicated that a major signal was when her husband refused 

chocolate kisses, which were his favorite treat. Another participant recognized that 

normalcy could not be restored when her husband did not recognize his favorite music.  
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Similar findings derived from other studies are available as a comparison and 

support for the turning points generated in this study. Although the turning point of 

failure to establish normalcy identifies a nuanced quality of family recognition, it is 

consistent with bearing witness to increased suffering (Kehl et al., 2009; Kruse, 2004), 

when loved ones were no longer present or not responding (Jacob, 1998; Kehl et al., 

2009), and were suffering ongoing deterioration (Perrault et al., 2004; Swigart et al., 

1996; Tilden et al., 1999). Research findings that are similar to the turning point of 

coming to grips with abrupt health decline/demise include coming to the realization that a 

loved one was going to die or death was unavoidable (Kehl et al., 2009; Perrault et al., 

2004; Tilden et al., 1999; Wilson, 2011) and coming to terms with a loved one’s terminal 

state (Tilden et al., 1999, p, 432; Wiegand, 2008 ), or, as Perrault et al. (2004) reported, a 

loved one “was at the point of no return” (p. 139). 

 Finally, the turning point of recognition – there’s nothing more to do – relates to 

an acutely ill hospitalized loved one who is receiving life-sustaining therapies for a life-

ending condition, reported in many studies with the terms: recognizing that medical 

treatments cause more suffering (Tilden et al., 1999, Wilson, 2011), “feeling that all that 

could be done was done” (Kruse, 2004, p. 219); “having done everything they could” 

(Perreault et al., 2004, p. 137); acknowledging or accepting the futility of treatments 

(Limerick, 2007; Tilden et al., 1999; Wilson, 2011); and “doing the right thing” 

(Gutierrez, 2012, p.304; Hansen et al., 2004, p. 236; Swigart et al., 1996, p.483), meaning 

that foregoing life-sustaining therapies are in the best interests of their loved ones.  

 In this present study, the turning point of recognition – there’s nothing more to do 

– prompted participants whose loved ones were hospitalized to make definitive decisions 
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about their loved ones’ EOL care. Similar to Tilden et al.’s (1999) findings, older adult 

participants in this study made the decision to withhold or withdraw life-sustaining 

therapies in a linear manner, moving through four “distinct” phases (p. 430). The length 

of time that participants made definitive decisions varied from 2 to 10 days, dependent 

upon a loved one’s condition or on a physician’s recommendation. The four distinct 

phases that family members move through linearly as reported by Tilden et al. are 

“recognition of futility, coming to terms, shouldering the surrogate role, and facing the 

question” (pp. 430-431). Recognition – there’s nothing more to do – was a turning point 

that initiated participants to come to terms with a loved one’s demise, take responsibility 

for decision-making about a loved one’s care, and, lastly, make the decision about 

terminating life-sustaining measures.  

Summary and Reflections of the Interview Process  

Although a difficult story to tell about a loved one’s death, older adults welcomed 

and appreciated the time spent with them and the interest in hearing their stories about 

their loved ones, and this was readily apparent to the nurse researcher. Using story-

sharing as a research tool allowed participants to freely express what was important to 

them. This was supported by the length of interviews and the thick extensive data that 

were generated from the interview process. One participant asked if there would be 

another interview scheduled to share further information and meet with the nurse 

researcher. The nurse researcher vividly remembers how one participant during his first 

interview seemed reluctant to face the nurse researcher and seemed very sad. At the time 

of the second interview, this same participant greeted the nurse researcher with smiles 
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and a cheerful demeanor, which made it apparent that this participant was looking 

forward to the second interview.  

Older adults showed a genuine interest in participating in this study and one older 

adult even gave the nurse researcher a book by Bell (2010), Living at the End of Life: A 

Hospice Nurse Addresses the Most Common Questions, which she thought might be 

helpful in some way. Two other participants prepared documents that they thought would 

be helpful to the nurse researcher to augment the information that they shared during the 

interview. One participant offered copies of email correspondence to friends and families 

during the time that her husband was dying and after the death. The other participant 

prepared information about her husband’s illness progression and other information 

related to his care. For most of the older adults, the interviews afforded them the 

opportunity to describe their loved ones’ achievements and positive characteristics to 

someone concerned enough to listen.  

The intent of the nurse researcher was to gain knowledge about the health 

challenge of losing a loved one recounted in participants’ stories. However, sharing one’s 

story about a health challenge with a nurse researcher who is genuinely interested can be 

healing for participants (Smith & Liehr, 2014). According to Newman (2002), “dialogue 

between the nurse-researcher and participant is focused on the meaningfulness of events 

in the participant’s life” (p. 4) and is mutually transformative for researcher and 

participant (p. 4). Newman referred to this as nursing praxis where the nurse researcher is 

the “means” for participants to gain deeper meanings or a reflective awareness about a 

health experience (pp. 4-5). Nursing praxis “integrates theory, research, and practice” 

(Newman, 2002 p.4). The nurse researcher, in a caring presence, gently guided and 
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encouraged participants to explore and elucidate new meanings about a health challenge. 

When participants find new meanings, healing is facilitated through story-sharing.  

One participant expressed that the interview was “interesting and therapeutic.” 

Another participant verbalized, “I really hadn’t discussed any of those intimate details of 

those last few days with anyone…it was like a catharsis…I was emotional, I cried. But I 

think it was helpful. I felt very calm after you left.” Sessanna (2010) found that older 

adults were very willing to talk about death and dying and the care that they would want 

at the EOL. The following participant statement is included because his salient words 

express the importance of furthering research focused on the older adult population and 

the significant role that older adult stories have in improving EOL care for patients and 

family members. 

It’s very nice to see this emphasis that XXXX (local university) are putting on the 

fact that they’re dealing with a more elderly population then most of the counties, 

and states. So many people come down here to finish their lives here and it’s great 

to see there’s attention now being paid to that particular aspect… I have certainly 

found it very helpful to me, to have this level of attention paid. It gives you the 

feeling that it’s going to get better rather than just the same. And I think it’s really 

the time that I encounter somebody coming in and making inquiries and so on, as 

to whether anything could be improved upon, and is there anything that we’re 

missing and so on. It is very comforting to know, that there is this genuine wish to 

try and be more helpful to the family left behind. 

Implications for Nursing Practice 

 According to the IOM (2015), improving the quality of EOL care involves  
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“strategies to integrate care of those with serious illness or medical condition that may be 

approaching death into a person-and family-centered, team based framework” (p. 5). The 

IOM advocates for a “person-centered, family-oriented” approach to EOL care and 

integration and coordination of medical and social support services for both patients and 

families based on their needs, values, preferences, and beliefs (p. 5). Optimizing support 

for families in EOL situations is inextricably connected to EOL quality care, which 

involves mutual understandings and shared responsibilities among HCPs and effective 

communication with patients and families to determine comprehensively what their needs 

are and how best to meet them. Virdun, Luckett, Davidson, and Phillips (2015), in their 

systematic review of EOL research, reported effective communication, shared decision-

making, and respectful and compassionate care are essential and significant components 

of quality EOL care for both patients and families.  

Although the nurse researcher advocates that a mutual partnership and shared 

responsibilities between physicians and nurses are essential to foster and coordinate 

compassionate care for patients nearing death and for their family members, a goal of this 

study was to derive a framework of nursing actions to guide practice. The following list 

summarizes implications for nursing practice guided by participants’ stories of what they 

deemed most supportive in EOL situations. 

• Acknowledge a family member’s presence and maintain a respectful presence 

to loved ones and family members. Treat a person as a person and call them 

by name.  

• Provide empathetic and compassionate caring demonstrated by a willingness 

to listen to what matters most to family members as a loved one is dying. 
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Allow family members the time to express their needs or allow family 

members to guide nursing practice; but also allow family members private 

time with their loved ones.  

• Query family members about what their impression is of their loved one’s 

condition and what they want for their loved one, rather than offering opinions 

about what they should do. Consider that some many family members may 

not realize that a loved one’s life is coming to an end. 

• Promote a comfortable, caring, and quiet environment to enable a family 

member’s perspectives and perceptions related to care and facilitate a story-

sharing process. Using the story path approach (Smith & Liehr, 2014) and 

gently guiding family members through the past, present, and future may be 

useful for uncovering needs after the loss, remembering that family members 

want to share their stories about their loved ones. Story-sharing can be 

enhanced with pictures of loved ones to foster interconnectedness and revive 

special memories. Pictures may also heighten a family member’s awareness of 

the severity of a loved one’s illness. 

• Involve family members in small measures of care for loved ones, depending 

on their desires to do so and their loved ones’ status. Foster a partnership of 

compassionate caring for a loved one, stressing that small measures from a 

family member complement nursing care for a loved one. Include orienting 

family members to the care and hospital environment.  

• Keep family members well informed in timely and frequent updates about a 

loved one’s condition. Advise family members about what is happening to 
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their loved ones or what nursing procedures are being carried out to ensure 

their comfort or stability.  

• Offer information about palliative and hospice services, depending upon 

family members’ receptiveness or willingness to accept services, which may 

be related to cultural values and beliefs. Nurses in close proximity to patients 

and families are in the best position to encourage more timely transitions to 

palliative or hospice care. Nurses should also consider that family members 

may not be aware of the availability of hospice services.  

Implications for Nursing Education 

 The following are recommendations for nursing education in healthcare 

institutions to advance nurses’ knowledge about the essential components of EOL care 

and, in turn, enhance the quality of care delivery for patients and their family members at 

the EOL. 

• Offer nurses opportunities to gain knowledge of essential components of EOL 

care as recommended by the American Association of Colleges of Nursing 

(AACN, 2016) and the IOM (2015). Provide on-site End-of-Life Nursing 

Education Consortium (ELNEC) courses (AACN, 2016). Annual updates also 

should be provided. One participant offered that one nurse was more caring 

and empathetic than other nurses because she had attended a course at a local 

university. 

• Establish a partnership with a local university to provide EOL courses that 

enhance cultural humility for nurses caring for family members from diverse 
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cultural backgrounds. These academic course offerings should be attended 

jointly by physicians and other interdisciplinary team members (IOM, 2015). 

• Conduct monthly or bi-monthly story-sharing sessions for nurses working in 

institutions to talk about their experiences in caring for patients and their 

family members in EOL situations. Invite hospital administrators, physicians, 

and other interdisciplinary team members to these sessions. Sharing stories 

about their experiences with family members in EOL situations may heighten 

awareness and discussions about essential components of quality EOL care.  

Implications for Nursing Policy 

 The following are recommendations for policy changes that healthcare facilities 

and community agencies may want to consider.  

• When possible, maintain staffing ratios that enable nurses to spend time with 

family members in EOL situations in acute care settings. Nurses are viewed 

by family members as “key sources” of information.  

• Considering that nurses often are family members’ key sources of 

information, institute hospital policies that enhance the ability of nurses to 

foster EOL conversations with family members or create a shared partnership 

with primary care physicians and other interprofessional team members such 

as palliative care specialists. 

• Establish provisions for increasing the availability and accessibility of in-

house ELNEC courses for nurses as well as a requirement that bedside nurses, 

particularly those in critical care, be ELNEC-prepared. 
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• Enrich community nursing services such as faith community nursing practice 

that nurture discussion and education about EOL. 

• Enhance community nursing services and respite care provisions for 

community-dwelling older adults in EOL situations. Enhance access and 

availability of social support services, including social networking 

opportunities for those who recently have lost a loved one.  

Implications for Continuing Care Retirement Communities (CCRC) 

 The following are recommendations that CCRCs may want to implement, 

grounded in the stories of this study’s participants.  

• Create partnerships with palliative and hospice service providers to have 

services readily available for older adults who are progressively declining 

from chronic illness. Formulate a policy that establishes criteria in the CCRC 

for automatic referrals for palliative and hospice consultations. 

• Provide family members with education about hospice and palliative care 

services, especially for older adults in the last few months of life. Also 

important is that CCRCs should ensure that hospice providers fully explain 

their roles and responsibilities in relation to the roles and responsibilities of 

HCF staff so that family members have a clear understanding. Establishing a 

quality initiative that monitors hospice care delivery in the HCF would be 

essential (IOM, 2015). 

• Provide resources and education on EOL. Have a consultant or a go-to person 

who is knowledgeable about EOL available so that older adults can seek 

confidential advice when subtle changes in their loved ones are observed. 
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Provide courses on the normal aging process to heighten awareness of signs 

that are not indicative of healthy aging but rather signs that a loved one is 

approaching EOL. Provide residents whose loved one is in the last few 

months of life information on the dying process.  

• Hold regular advance care planning sessions that facilitate reflection on this 

normal part of living and invite family members of CCRC residents. 

• Establish a crisis line to help older adults cope with nighttime loneliness after 

the death of a loved one. 

• Considering that the majority of older adult participants emphasized 

maintaining positive activities, social relationships, and fond memories of 

their loved one, establish reminiscence group therapy sessions as an 

alternative to a bereavement group as a means of support. Reminiscence 

groups foster a means for older adults to share the good times of the past with 

caring others (O’Leary & Barry, 1998). Sharing positive remembrances and 

happy life events with others who are bereaved, according to O’Leary and 

Barry (1998), may help to offset the extreme devastation or despondency after 

a loved one’s death. Reminiscence groups would help CCRC residents 

remember the good times they had with a loved one and stay positive in 

moving forward after the loss.  

Implications for Future Research 

 This study has opened many avenues for future research related to EOL nursing 

practice focused on older adults within CCRC communities. Additionally, the nurse 

researcher will be able to conduct a secondary analysis from the data generated related to 
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older adult views on EOL and if the health challenge of losing a loved one influenced 

their views on EOL care. Recommendations include, but are not limited to, the following. 

• Considering that some older adults did not recognize that EOL was near for 

their loved ones, based on a loved one’s seemingly unchanged condition over 

the last few months of life, a qualitative study that uses pictures as an 

intervention could be implemented. Photographs of a once healthy loved one 

may change family members’ perceptions about a loved one’s debilitated 

status and encourage decision-making, and possibly earlier transitions to 

palliative or hospice care could be realized.  

• Because this sample of older adults was limited to only six participants whose 

loved ones were hospitalized at the EOL, further research is necessary. A 

qualitative inquiry that focuses on the needs of older adults in the hospital 

setting is warranted, particularly in intensive care settings; it would be useful 

to elicit what is deemed as most supportive to help family members through 

the dying process of a loved one. 

• With the expected rise in the older adult population and the probability that 

continuing care retirement communities will increase in the United States, 

there is need for further research in these communities. Children of older 

adults in CCRCs may also be older adults themselves making EOL care 

decisions for their older adult parents. So gaining their insights on surrogate 

decision-making and advance directives relative to this older adult population 

will add knowledge to existing literature. 
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• Considering the rise in the older adult population, many with chronic 

illnesses, where for older adults, death is more expected than unexpected, 

improving EOL care is a significant area of research. A study that focuses on 

“good death” and what peaceful death experiences entail for older adults is 

warranted.  

• Given that the social networking within a CCRC is helpful to residents after 

the death of a loved one, experimental research comparing older adult 

populations living in different community-based settings is needed; this could 

enable determination of best environments to foster wellness and healing after 

the loss of a loved one. Given the rising cost of healthcare expenditures and 

the importance of health maintenance (IOM, 2015), providing services that 

foster wellness for older adults is important. 

• Although only two family members described ill health effects after the death, 

some others may have experienced health issues that were not disclosed. 

Consistent with the previous recommendation and focusing on disease 

prevention and health and wellness, more knowledge needs to be obtained 

about the health of older adults after a loved one passes away, which may 

elicit measures that promote well-being. Studies focused on the health and 

wellness of older adults, especially in EOL situations, may offer government 

grant opportunities. 

• Explore the impact of self-care practices for individuals who are in EOL 

situations or who have recently experienced an EOL situation.  
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• Because CCRCs tend to serve a more affluent Caucasian older adult 

population, socioeconomic factors that affect those less affluent need further 

study. Along with this, research that focuses on addressing the needs of older 

adults from different cultural backgrounds needs to be conducted to improve 

EOL care to meet the rising demand in the next few decades of a more 

culturally diverse U.S. population (IOM, 2015). In addition, because there is 

an increase in same sex marriages or partnerships, understanding perspectives 

and perceptions about EOL care and the loss of a partner would be a 

significant addition to research and demands attention.  

• Although the majority found CCRC living advantageous, more research 

focused on how older adults cope with the frequency of deaths or “death being 

all around” in the CCRC is warranted. Questions arise as to whether this 

affects the health and well-being, both positively and negatively, after the 

death of a loved one.  

• Research is needed that includes only a sample of unmarried or single older 

adults as well as married older adults without family members for support to 

determine what approaches they use as a loved one is dying as well as after 

the death. Given that the majority of participants with families found them to 

be their greatest support, research in this area also is needed.  

• Although literature exists on faith and spirituality as important dimensions in 

supporting individuals through and after the death of a loved one, future 

research should explore the coping mechanisms of individuals who do not 

have a specific faith or belief in God, such as atheists.  
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Strengths and Limitations of the Study 

 A strength of the research plan was story theory methodology. Using a qualitative 

descriptive exploratory study with a story path approach provided rich descriptions of the 

participants’ lived experiences in facing a past health challenge of losing a loved one, 

what really mattered to them, and how the loss affected their current lives. In turn, from 

their stories, approaches that family members used to resolve this challenge provided a 

framework of nursing actions to guide practice. Finally, identification of three turning 

points that generated decision-making highlighted times that were luminal events for 

each of the participants, and confirmed a frame of reference for future research. Like 

other researchers who have used story-sharing as a valuable method to elicit the feelings 

of older adults about EOL, family members experiences in EOL decision-making in the 

ICU, and HCPs’ experiences at the EOL (Nunez et al., 2015; Schenker et al., 2015, 

Sessanna, 2010; Wittenberg-Lyles, Greene, & Sanchez-Reilly, 2007), this nurse 

researcher confirmed the importance of qualitative study using story theory guidance. 

Older adults vividly and willingly shared their stories, with the exception of two 

participants who preferred a question-centered interview process, validating that a story 

path approach is a valuable method to generate descriptive recounts about a major life-

changing event.  

Another strength of this study was the purposive sample of older adults who had 

less difficulty discussing and confronting the topic of death than younger individuals 

(Fontana & Keene, 2009; Gruenewald & White, 2006; Sessanna, 2010). Although a 

strength, the nurse researcher considered that it may also be a limitation, where older 

adults would want to discuss their own age-related concerns about illness as they are 
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nearing the end of their life and possibly shift conversations about issues related to their 

own deaths (Gruenewald & White, 2006). Out of the 15 participants, only one older 

adult’s story focused on his concerns about his illness and stay in the HCF, and the nurse 

researcher did listen attentively to this participant’s health concerns. However, this did 

limit data extraction from this participant’s transcripts relevant to this study’s focus of the 

health challenge of losing a loved one. Another strength was the researcher’s complete 

immersion in the data, being the sole interviewer and the transcriber.  

Although not a direct intention of this study, knowledge was gained about the 

specific needs of older adults who live in CCRCs as well as what was most supportive to 

them, fostering their healing and well-being and enabling them to move forward after the 

loss. Although many of the dimensions of the health challenge elucidated in this study 

were not unique, the approaches that older adults used to resolve the health challenge are 

areas of growth to improve EOL experiences and to help the bereaved resolve challenges 

during the grieving process. A strong finding from this study was identification of social 

support services that may be instituted to focus on enhancing the health and well-being of 

CCRC residents working through the loss of a loved one. Data generated from this 

sample of older adults may be transferable to other CCRCs and be used to ground future 

research efforts focused on EOL for older adults living in these communities. To date 

there is only one study that the nurse researcher is aware of that focuses on issues 

surrounding EOL in a CCRC (Hays et al., 2001). The present study is one of the first 

studies with residents in a CCRC focused on the challenge of losing a loved one and 

approaches that facilitated healing after the loss.  
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One limitation of this study was the individual’s ability to recall exact details 

about the death and dying process of a loved one as the study’s inclusion criteria allowed 

for participants who experienced the loss up to 10 years prior to the interview process. 

The emotional unrest and distress that an individual experiences during the time a loved 

one is dying also may not be captured relative to the length of time that has passed. 

However, the loss of a loved one is a major life-changing event and some memories such 

as what mattered most about the death and dying of a loved one often last forever. 

Memories of the past event make known what is most significant in supporting 

individuals in resolving issues to facilitate peaceful death experiences and healing during 

and after the loss. Although for two participants a loved one’s death had occurred 9 to 10 

years prior to the time of the interview, both participants vividly recalled what really 

mattered to them as if it had happened yesterday. Important details related to the EOL 

situation were not lost and this was supported by the fact that participants remembered 

caring nurses who helped them while their loved ones were in the last few months of life. 

Specific details about hospitalizations may be forgotten, but what really mattered to the 

participant obviously was not forgotten.  

Another limitation was that this purposive sample of older adults may not be the 

same as other age group’s experiences. However, the nurse researcher believes that there 

are commonalities related to the experience of losing a loved one among all adult age 

groups, based on existing literature findings (Herbert et al., 2009; Pierce, 1999; Swigart 

et al., 1996; Wiegand, 2008). In addition, the importance of understanding the experience 

for this group is heightened because of the projected increasing numbers of older adults 

in the next decade. In spite of the varying times of death, there were commonalities 
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elicited throughout the interviews from participants. At least nine participants were 

tearful or crying when recalling different parts of their stories and this was not dependent 

upon the length of time that a loved one passed away or gender; three were outwardly 

sobbing.  

Another limitation was the possibility of researcher bias. Although authenticity of 

generated and transcribed data was maintained throughout the research process, 

unintentional biases in interpretation of the data may have arisen based on the nurse 

researcher’s prior knowledge of EOL research. Another limitation was this study’s 

sample, which consisted of almost all Caucasian affluent older adults in a CCRC. Some 

of the findings such as the amenities offered in the CCRC are not applicable to 

community-dwelling older adults or those from lower socioeconomic backgrounds.  

Conclusion 

 Although many of the findings in this study are similar to other studies, they do, 

however, illuminate the need to further research to support family members in EOL 

situations and after the death of a loved one. This study did generate new data relevant to 

older adults and, in particular, those living in CCRCs, with recommendations to help 

them through the health challenge of losing a loved one. This research provides insights 

on the health challenge of losing a loved one, the approaches that can be used to resolve 

the health challenge, and turning points that prompted decisions about a loved one’s care.  

From this study’s findings, the four dimensions of the health challenge of losing a 

loved one include witnessing the decline/demise of a loved one, uncertainties of EOL, 

communication difficulties with HCPs, dismissive behavior of others, making difficult 

decisions, accepting the finality of death, persistent uneasiness in everyday living 
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(vacillating feelings between holding on and letting go, loneliness, and constant 

reminders of a loved one’s absence), and fitting back in. The three approaches used to 

resolve this health challenge elicited in this study are supported by knowing that a loved 

one is well cared for, having attentive and compassionate HCPs, seeking and finding 

information about a loved one’s care, accepting death, connecting with others, separating 

from others, keeping busy – staying positive and doing positive things, time to grieve, 

keeping memories alive, and faith in God and an afterlife. The turning points in this study 

are major situational markers that prompt decision-making for hospitalized loved ones 

and loved ones residing in a long-term care facility.  

Considering that many of the facets of the health challenge of losing a loved one, 

such as communication difficulties with HCPs, witnessing the decline/demise of a loved 

one, and difficult decision-making are similarly reported in existing literature indicates 

that more research and policy changes are needed to improve the care that loved ones and 

family members receive at the EOL. This study adds to existing literature and is 

supported by the IOM (2015), which has suggested that palliative care and hospice 

services need to be more readily accessible to individuals with debilitating chronic 

illnesses and more timely transitions need to occur. Adding to this, educating the public 

about these services is necessary to heighten awareness that these services promote 

quality of life and may, in fact, extend life for those with terminal illnesses. 

 This study demonstrates that more research needs to focus on the needs of older 

adults, including ethnically diverse community-dwelling older adults, after the loss of a 

loved one. Considering the increase in the older adult population, meeting their EOL care 

needs is paramount and further research is indicated to understand how they define 
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quality EOL care. Because older adults are willing to discuss death and EOL concerns, 

they are the nation’s best informants on ways that EOL care can be improved.  
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Appendix A. Study Framework 

 
Health Challenge of Losing a Loved One 

 
 

Watson’s Theory of Human Caring 
Transpersonal Caring Occasion/Moment 

                             
 

Smith and Liehr’s Story Theory 
Intentional Dialogue about a  

Health Challenge 
 
 

 
 

 
Research Questions 

• For older adult family members, what are the dimensions of the health challenge of 

losing a loved one who had been in an acute care setting during the last three months 

of life? 

• What approaches were used by older adult family members to resolve the health 

challenge of losing a loved one who had been in an acute care setting during the last 

three months of life?  

• What do older adult family members identify as turning points that prompted 

decisions about their loved one’s end of life (EOL) care? 

Figure A1. Study framework. 
 



	   165 

Appendix B. Approval Letter from Research Site 
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Appendix C. Florida Atlantic University Institutional Review Board Approval 

Letter 
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Appendix D. Recruitment Flyer

 

 

 

 
!
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Appendix E. Participant Confirmation Letter 

 

 
 

Participant Confirmation Letter 
 

Date 
Dear _______________, 

 I would like to thank you for volunteering as a research participant in the study, “Health 

Challenges of Family Members in End of Life Situations.” Sharing your story about losing a 

loved one will provide valuable information on ways that nurses can improve the care that family 

members receive at the end of life. 

 The following are the dates and times of your interviews with me. Interviews should last 

about one hour. The interviews will take place in______________________________________. 

 First interview:      (Date)________________at _      (Time)_________. 
 Second interview:  (Date)    _____________  at         (Time)                 . 

 If you have any questions or would like to contact the nurse researcher, please call Dr. 

Patricia Liehr (Principal Investigator) at Florida Atlantic University. Dr. Liehr’s office number is 

(561) 297-2875. I look forward to meeting with you and again would like to thank you for 

volunteering your time as a participant in this study. 

         Sincerely, 

         Janet Sopcheck, MA, RN 
         Nurse Researcher 
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Appendix F. Florida Atlantic University Institutional Review Board Amendment 

Approval Letter 
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Appendix G. Adult Consent Form 
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Appendix H. Length of Interviews 

Table H1 

Length of Interviews 

Participant 
Identifier 

First Interview Time 
(Minutes) 

Second Interview Time 
(Minutes) 

1 40 46 

2 27 37 
3 35 37 

4 54 37 
5 85 52 

6 83 130 
7 34 49 

8 72 77 
9 61 38 

10 75 58 
11 26 47 

12 36 37 
13 42 61 

14 40 47 
15 56 49 

16 32 40 
Note. Interview times are rounded to the nearest minute. 
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Appendix I. Interview Questions 

Interview Questions-Story Path Approach 

Family Member’s Experience: Past, Present and Future 
 
• Initial question: Please think back to when your loved one died. Can you tell me how 

it is for you today?  

Past: 

• Can you tell me about your loved one’s last hospitalization in an acute care facility? 

Where was he/she?  

• Can you tell me about your loved one’s death?  

• What do you recall about how it was like for you?  

• What about the time leading up to your loved one’s death…What was it like for you?  

• What was the hardest thing about it?  

• What was most helpful to you?  

• Can you recall, what was a turning point(s) for you that made you feel differently 

about your loved one’s condition or change your mind about his/her care?  

• What was most helpful in coming to a decision about your loved one’s care? 

•  During this time, how did you get by, day-to-day? 

Present: 

• How does this experience live on for you today?  

• How do you feel it has affected your day-to-day life?  

Future: 

• How has this past experience of losing a loved one influence your views about EOL? 
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Appendix J. Demographic Survey 

Participant Identifier:__________ 

Family Member Characteristics: 

Age in years: ____________. 

Gender: Male:_______.     Female:________. 

Race: Caucasian _______. African American:_______. Asian:_______. 

Hispanic:______. 

Other (specify):___________________. 

Ethnicity (specify):________________. 

Relationship to the deceased:  

 Spouse:______ 

 Blood Relative:______________. 

 Significant other:____________(specify relationship). 

 Designated surrogate decision-maker:_____________. 

Time in months (or years) of loved one’s death:____________. 

Educational Level: 

 Less than 12 years of primary education: __________. 

 High School Graduate:_______. 

 College Graduate:___________ 

 Graduate or higher degree:_______. 

Primary occupation:__________________.  

Religious Preference: 

 Catholic:____. 

 Jewish:_____. Denomination:__________. 

 Born again Christian:__________. 

 Protestant: ____________.Denomination:__________. 

 Atheist:_______________. 

 Other: (specify):_______________. 

Number of other family member or significant other losses:______________. 
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Decedent’s Characteristics: 

 Age at the time of death:____________. 

 Gender: Male:_______.     Female:________. 

 Race: (Specify if different from family member):___________. 

 Ethnicity: (Specify if different from family member):____________. 

Religion: ___________________. (Specify if other than family member’s 

religious preference) 

Primary illness:____________________.  

 Cause of death:_____________________. 

Data related to hospitalization and death: 

 Decedent died in acute care setting: Yes:______ No: ________. 

 Decedent had formal advanced directives: Yes_____. No:_______. 

 Decedent’s EOL treatment preferences known: Yes:_____. No:_____. 

 Length of time in hospital prior to the time of death:_____________. 

 ICU stay: Yes:___. Length of time in ICU:______________. 

 Place of Death: Hospital:___________(Specify unit:_____________) or in 

Hospice:_______ or _________________(specify). 

 Length of time in hospice (if applicable):___________. 

 Number of times decedent hospitalized in acute care setting (last 3 months of 

life):_______________. 

 Type of Decision Made about decedent’s care: Withdrawal of life 

support:________. 

 Withheld life support measures :____________(Type:_______________). 

Continued medical treatments or life supporting measures: Yes:_________. 

 Length of time that decision was made to discontinue life support measures 

from the time of decedent’s admission to the hospital (if 

applicable):____________________. 
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Appendix K. Matrices of Themes and Related Categories 

Matrices with themes and related categories for dimensions of the health challenge, 
approaches to resolve the health challenge, and turning points were prepared to compare 
data in and across the categories to elicit definitions for the themes. Exemplars of 
participant statements related to each category were listed and were taken verbatim from 
the transcripts. The number of exemplars for each category varied. Some participant 
exemplars included other participant identifiers when commonalities between statements 
were found. A notation was included with the participant identifiers to explain the 
commonality.  
 
MATRIX:  Dimensions of the Health Challenge of Losing a Loved One 

Theme: Moving from painful holding on to poignant letting go 

Struggling 
(Struggle) to witness 

Facing Tough Decisions Poignant Letting Go 

10 Exemplars  4 Exemplars  10 Exemplars 

Theme: Uneasiness that permeates everyday living and precious memories 

Heightened Uneasiness Personal Pattern Disruption Painful Remembrances 

14 Exemplars  14 Exemplars  11 Exemplars 

Theme: Patterns of disconnect that breed discontent 

System Complexity Dismissive Behavior of 
Others 

Dissatisfaction with 
Care 

5 Exemplars  13 Exemplars  16 Exemplars 

Theme: Pervasive ambiguity that permeates perspectives about time* 

Ambiguous Timeline Not Knowing (Uncertainty) Stringing Along 

5 Exemplars Listed 14 Exemplars Listed 7 Exemplars  

*Changed to: Pervasive ambiguity that permeates perspectives about remaining time. 
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MATRIX:  Approaches to Resolve the Dimensions of the Health Challenge of 
Losing a Loved One 

Theme: Active engagement enabling exceptional care for loved ones 

Compassionate 
Caregivers 

Competent 
Care 

Seeking and 
Finding 
Answers 

Taking Action-
Great and 

Small 

Honoring 
Person 

11 Exemplars  16 Exemplars  19 Exemplars  14 Exemplars 8 Exemplars 

Theme: Appreciating the rhythmic flow of everyday connecting and separating to get by   

Keeping 
busy 

Support from caring 
others (family/friends) 

Structured 
Community 

Support 

Faith in the Lord 
(Bonding with the 

church) 

17 Exemplars  17 Exemplars Listed 13 Exemplars  9 Exemplars 

Theme: Embracing reality while situating it in one’s lifelong journey* 

Acceptance 
(the 

inevitable) 

Ongoing 
Familiarity 

Taking Time 
to Grieve 

Finding 
Peace of 
Mind in 
Turmoil 

Keeping 
Memories Alive 

23 Exemplars  7 Exemplars  23 Exemplars  19 Exemplars 9 Exemplars 

* Changed to: Embracing reality as situated in one’s lifelong journey. 

MATRIX:  Turning Points 

Failure to 
Establish 
Normalcy 

Coming to grips with health 
decline/demise (includes 
authoritative direction)* 

Recognition – there’s nothing 
more to do (includes rejection 

of artificial life supports) 

7 Exemplars 15 Exemplars Listed 13 Exemplars  

* Changed to: Coming to grips with abrupt health decline/demise. 
 



	  
 

A
pp

en
di

x 
L

. F
am

ily
 M

em
be

r 
Pa

rt
ic

ip
an

ts
’ C

ha
ra

ct
er

is
tic

s 

Ta
bl

e 
L1

 

D
em

og
ra

ph
ic

 C
ha

ra
ct

er
is

tic
s o

f F
am

ily
 M

em
be

r P
ar

tic
ip

an
ts

 

Pa
rti

ci
p.

 
# 

A
ge

 
G

en
-

de
r 

R
ac

e 
Et

hn
ic

ity
 

R
el

at
io

n-
sh

ip
 to

 
D

ec
ea

se
d 

K
ne

w
 

D
ec

ea
se

d 
(y

ea
rs

) 

Ti
m

e 
of

 
Lo

ve
d 

O
ne

’s
 

D
ea

th
 

Ed
uc

at
io

n 
O

cc
up

at
io

n 
R

el
ig

io
us

 
Pr

ef
er

en
ce

s 
# 

Pr
io

r 
Lo

ss
es

 

1 
70

 
F 

C
au

ca
si

an
 

G
er

m
an

/ 
En

gl
is

h/
 

Ir
is

h 

Fr
ie

nd
 

10
.5

 
8 

m
on

th
s 

2.
5 

ye
ar

s o
f 

co
lle

ge
 

B
us

in
es

s 
A

dm
in

is
tra

to
r 

Pr
ot

es
ta

nt
: 

C
hu

rc
h 

of
 

A
m

er
ic

a 

2 
pa

re
nt

s +
 

4 
fr

ie
nd

s 

2 
87

 
M

 
C

au
ca

si
an

 
B

rit
is

h 
H

us
ba

nd
 

54
.8

 
5 

m
on

th
s 

2 
bu

si
ne

ss
 

sc
ho

ol
s 

B
us

in
es

s-
A

dm
in

is
tra

tio
n 

C
hu

rc
h 

of
 

En
gl

an
d 

“n
or

m
al

” 

3 
84

 
F 

C
au

ca
si

an
 

A
m

er
ic

an
 

Fr
ie

nd
/ 

su
rr

og
at

e 
 

D
ec

is
io

n-
m

ak
er

 

18
  

4 
ye

ar
s 

&
 1

1 
m

on
th

s 

Ph
D

 
C

lin
ic

al
 

Ep
id

em
io

lo
gi

st
 

C
hr

is
tia

n 
N

o 
re

sp
on

se
 

4 
92

 
F 

C
au

ca
si

an
 

A
m

er
ic

an
  

Si
st

er
 

87
 

4.
5 

ye
ar

s 
M

as
te

r’
s 

de
gr

ee
 

So
ci

al
 W

or
ke

r 
Je

w
is

h 
3 

(h
us

ba
nd

, 
pa

re
nt

s)
 

5 
95

 
M

 
C

au
ca

si
an

  
G

er
m

an
/ 

Sc
ot

ch
/ 

Ir
is

h-
 

A
m

er
ic

an
 

H
us

ba
nd

 
65

 
6 

m
on

th
s 

D
M

A
  

Fa
cu

lty
 &

 
C

ol
le

ge
 

A
dm

in
is

tra
to

r 

Ep
is

co
pa

lia
n 

7-
8 

6 
80

 
F 

C
au

ca
si

an
 

Fr
en

ch
 

C
an

ad
ia

n/
 

En
gl

is
h-

A
m

er
ic

an
 

W
ife

 
59

  
4 

m
on

th
s 

1 
ye

ar
 o

f 
co

lle
ge

 
H

om
em

ak
er

 
C

at
ho

lic
 

1 
(m

ot
he

r-
in

-la
w

) 

Ta
bl

e 
L1

 (c
on

t.)
 

stefanie
Typewritten Text
177



	  
 

Pa
rti

ci
p.

 
# 

A
ge

 
G

en
-

de
r 

R
ac

e 
Et

hn
ic

ity
 

R
el

at
io

n-
sh

ip
 to

 
D

ec
ea

se
d 

K
ne

w
 

D
ec

ea
se

d 
(y

ea
rs

) 

Ti
m

e 
of

 
Lo

ve
d 

O
ne

’s
 

D
ea

th
 

Ed
uc

at
io

n 
O

cc
up

at
io

n 
R

el
ig

io
us

 
Pr

ef
er

en
ce

s 
# 

of
 P

rio
r 

Lo
ss

es
 

7 
73

 
F 

A
si

an
 

Fi
lip

in
o 

W
ife

 
35

  
3.

5 
m

on
th

s 
B

SN
 

R
N

 
C

at
ho

lic
 

5 
(f

am
ily

 
m

em
be

rs
) 

8 
95

 
M

 
C

au
ca

si
an

 
A

m
er

ic
an

 
H

us
ba

nd
 

14
  

4 
m

on
th

s 
D

oc
to

ra
te

 in
 

M
et

al
lu

rg
y 

 
En

gi
ne

er
 

C
at

ho
lic

 
1 

(f
irs

t 
w

ife
) 

9 
86

 
M

 
C

au
ca

si
an

 
A

m
er

ic
an

 
H

us
ba

nd
 

55
  

13
 

m
on

th
s 

Ph
D

-
se

m
in

ar
y 

Pa
st

or
 

Pr
es

by
te

ria
n 

1 
(S

is
te

r)
 

10
 

84
 

F 
C

au
ca

si
an

 
G

er
m

an
 

W
ife

 
61

  
1 

ye
ar

 
H

ig
h 

Sc
ho

ol
 

En
tre

pr
en

eu
r-

bu
si

ne
ss

 
Lu

th
er

an
 

Pa
re

nt
s 

11
 

86
 

F 
C

au
ca

si
an

 
A

m
er

ic
an

 
W

ife
 

60
  

4 
ye

ar
s 

&
 8

 
m

on
th

s 

B
FA

  
Te

ac
he

r 
Pr

es
by

te
ria

n 
1 

(m
ot

he
r)

 

13
 

86
 

F 
C

au
ca

si
an

 
A

m
er

ic
an

 
W

ife
 

27
  

8 
ye

ar
s 

&
 9

 
m

on
th

s 

H
ig

h 
Sc

ho
ol

 
B

an
ki

ng
-

br
an

ch
 

m
an

ag
er

 

B
ap

tis
t 

2 
(h

us
ba

nd
 

&
 m

ot
he

r)
 

14
 

87
 

F 
C

au
ca

si
an

 
Je

w
is

h 
W

ife
 

60
  

10
 y

ea
rs

 
M

as
te

r’
s 

R
N

 
Je

w
is

h 
3 

(m
ot

he
r, 

fa
th

er
, 

si
st

er
) 

15
 

77
 

F 
C

au
ca

si
an

 
Ita

lia
n-

A
m

er
ic

an
 

D
au

gh
te

r 
73

 
3.

5 
ye

ar
s 

C
ol

le
ge

 
Te

ac
he

r  
C

at
ho

lic
 

1-
hu

sb
an

d 

16
 

85
 

M
 

C
au

ca
si

an
 

A
m

er
ic

an
 

H
us

ba
nd

 
63

 
2 

ye
ar

s 
&

 2
 

m
on

th
s 

M
ed

ic
al

 
Sc

ho
ol

 
M

D
 

Pr
es

by
te

ria
n 

2 
-p

ar
en

ts
 

 

stefanie
Typewritten Text
178



	   179 

Appendix M. Decedent Characteristics 

Table M1 

Demographic Characteristics of Decedents 

Decedent 
# 

Age at 
Time 

of 
Death 

Gender Race/ 
Ethnicity-
Specify If 

Different from 
Family 

Member 

Religion-
Specify If 
Different 

from Family 
Member 

Primary Illness Cause of 
Death 

1 93 F   Brain Tumor Brain Tumor 
2 86 F Canadian  Congestive Heart 

Failure (CHF) 
CHF 

3 89 F   Arterial/vascular 
problems 

Hemorrhagic 
Stroke 

4 92 F   Sarcoma; CHF CHF 
5 94 F   Parkinson’s 

Disease 
Parkinson’s 

6 84 M   A Fib;  Heart 
Disease (HD); 
Diabetes 

Pneumonia 

7 86 M Caucasian Baptist Lung Cancer; 
Stroke 

Pulmonary 
Embolism 

8 94 F Australian  Dementia Unsure-
Hospitalized 
with flu prior 
to death 

9 77 F   Cancer of Liver; 
Bipolar Disease 

Not specified 

10 86 M   Parkinson’s 
Disease 

Parkinson-
Dementia 

11 80 M   Stroke Unsure 
13 85 M Italian  Alzheimer’s 

Disease 
Alzheimer’s; 
Vascular 
Dementia; 
HD 

14 75 M   Lewy Body-
dementia 

Dementia 

15 98 F   Cardiac disease; 
Fractured Hip 

Stroke 

16 82 F   Lymphoma Lymphoma; 
Kidney 
Failure 



	  
 

A
pp

en
di

x 
N

. D
em

og
ra

ph
ic

 D
at

a 
– 

H
os

pi
ta

liz
at

io
n 

an
d 

D
ea

th
 

Ta
bl

e 
N

1 

D
em

og
ra

ph
ic

 D
at

a 
–H

os
pi

ta
liz

at
io

n 
an

d 
D

ea
th

 

D
ec

ed
en

t 
# 

Pl
ac

e 
of

 
D

ea
th

: 
 H

os
pi

ta
l 

 H
C

C
-

H
ea

lth
ca

re
 

C
en

te
r-

at
 

C
C

R
C

 
 H

om
e 

SN
F 

Fo
rm

al
 

A
D

 
 

D
ec

ed
en

t’s
 

EO
L 

Pr
ef

er
en

ce
s 

K
no

w
n 

Le
ng

th
 o

f 
tim

e 
in

 
ho

sp
ita

l/ 
he

al
th

 
ce

nt
er

 
pr

io
r t

o 
tim

e 
of

 
de

at
h 

H
os

pi
ce

 
Le

ng
th

 o
f 

Ti
m

e 
in

 
H

os
pi

ce
 

N
um

be
r o

f 
tim

es
 

ho
sp

ita
liz

ed
 in

 
la

st
 th

re
e 

m
on

th
s o

f l
ife

 

IC
U

: L
en

gt
h 

of
 S

ta
y 

D
ec

is
io

n 
to

 
W

ith
ho

ld
/ 

W
ith

dr
aw

 
Tr

ea
tm

en
ts

 

Le
ng

th
 o

f 
tim

e 
th

at
 

de
ci

si
on

 
w

as
 m

ad
e 

to
 D

/C
 li

fe
 

su
pp

or
t 

fr
om

 ti
m

e 
of

 
de

ce
de

nt
’s

 
ad

m
it 

to
 

ho
sp

ita
l 

1 
H

C
C

 
 

N
o 

6 
w

ee
ks

 
Y

es
 

< 
7 

da
ys

 
at

 H
C

C
 

3 
(H

os
pi

ta
l 

st
ay

; 2
x 

 
H

C
C

) 

N
A

 
N

A
 

 

2 
H

os
pi

ta
l 

Y
es

 
Y

es
 

7 
da

ys
 

Y
es

 
2 

da
ys

 
3 

5 
da

ys
 

Y
es

-
H

os
pi

ce
 

5 
da

ys
 

3 
H

os
pi

ta
l 

Y
es

 
Y

es
 

5 
da

ys
-6

 
da

ys
 

Y
es

 
2.

5 
da

ys
- 

3 
da

ys
 

4 
(2

 h
os

pi
ta

l 
st

ay
s;

 S
N

F;
 

H
C

C
) 

3 
da

ys
 

Y
es

- 
H

os
pi

ce
 

3 
da

ys
 

4 
H

om
e 

Y
es

 
Y

es
 

N
/A

 
Y

es
 

3 
U

nd
et

er
m

in
ed

 
 

 
 

5 
H

C
C

 
Y

es
 

Y
es

 
13

 m
on

th
s 

 
Y

es
 

6 
da

ys
 

1 
 

 
 

Ta
bl

e 
N

1 
(c

on
t.)

 

stefanie
Typewritten Text
180

stefanie
Typewritten Text



	  
 

D
ec

ed
en

t 
# 

Pl
ac

e 
of

 
D

ea
th

: 
 H

os
pi

ta
l 

 H
C

C
-

H
ea

lth
ca

re
 

C
en

te
r-

at
 

C
C

R
C

 
 H

om
e 

SN
F 

Fo
rm

al
 

A
D

 
 

D
ec

ed
en

t’s
 

EO
L 

Pr
ef

er
en

ce
s 

K
no

w
n 

Le
ng

th
 o

f 
tim

e 
in

 
ho

sp
ita

l/ 
he

al
th

 
ce

nt
er

 
pr

io
r t

o 
tim

e 
of

 
de

at
h 

H
os

pi
ce

 
Le

ng
th

 o
f 

Ti
m

e 
in

 
H

os
pi

ce
 

N
um

be
r o

f 
tim

es
 

ho
sp

ita
liz

ed
 in

 
la

st
 th

re
e 

m
on

th
s o

f l
ife

 

IC
U

: L
en

gt
h 

of
 S

ta
y 

D
ec

is
io

n 
to

 
W

ith
ho

ld
/ 

W
ith

dr
aw

 
Tr

ea
tm

en
ts

 

Le
ng

th
 o

f 
tim

e 
th

at
 

de
ci

si
on

 
w

as
 m

ad
e 

to
 D

/C
 li

fe
 

su
pp

or
t 

fr
om

 ti
m

e 
of

 
de

ce
de

nt
’s

 
ad

m
it 

to
 

ho
sp

ita
l 

6 
H

os
pi

ta
l 

Y
es

 
Y

es
 

7 
da

ys
 

Y
es

 
9 

ho
ur

s 
1 

(H
os

pi
ta

liz
ed

. 
3.

5 
w

ee
ks

 
be

fo
re

) 

1.
5 

da
ys

 
Y

es
-

W
ith

dr
aw

 
? 

un
ce

rta
in

 
tim

e-
P6

 
st

at
es

 a
s 

so
on

 a
s s

he
 

sa
w

 
hu

sb
an

d 
in

tu
ba

te
d 

7 
H

C
C

 
Y

es
 

Y
es

 
14

 d
ay

s 
Y

es
 

5 
da

ys
 

2 
 

 
 

 
8 

H
os

pi
ta

l 
Y

es
 

Y
es

 
13

 d
ay

s 
Y

es
 

4 
da

ys
 

A
t d

ea
th

 
 

 
 

9 
H

C
C

 
 

N
o 

3 
ye

ar
s 

Y
es

 
5 

m
on

th
s 

 
 

 
 

10
 

H
C

C
 

Y
es

 
Y

es
 

13
 m

on
th

s 
Y

es
 

1 
ye

ar
 

 
 

 
 

11
 

H
C

C
 

Y
es

 
Y

es
 

8 
to

 9
 

m
on

th
s 

Y
es

 
5-

7 
da

ys
  

3 
tim

es
 

Em
er

ge
nc

y 
D

ep
ar

tm
en

t 

 
 

 

13
 

H
C

C
 

Y
es

 
 

2 
ye

ar
s 

an
d 

9 
m

on
th

s 

Y
es

 
1 

ye
ar

  
 

 
 

 

Ta
bl

e 
N

1 
(c

on
t.)

stefanie
Typewritten Text
181

stefanie
Typewritten Text



	  
 

D
ec

ed
en

t 
# 

Pl
ac

e 
of

 
D

ea
th

: 
 H

os
pi

ta
l 

 H
C

C
-

H
ea

lth
ca

re
 

C
en

te
r-

at
 

C
C

R
C

 
 H

om
e 

SN
F 

Fo
rm

al
 

A
D

 
 

D
ec

ed
en

t’s
 

EO
L 

Pr
ef

er
en

ce
s 

K
no

w
n 

Le
ng

th
 o

f 
tim

e 
in

 
ho

sp
ita

l/ 
he

al
th

 
ce

nt
er

 
pr

io
r t

o 
tim

e 
of

 
de

at
h 

H
os

pi
ce

 
Le

ng
th

 o
f 

Ti
m

e 
in

 
H

os
pi

ce
 

N
um

be
r o

f 
tim

es
 

ho
sp

ita
liz

ed
 in

 
la

st
 th

re
e 

m
on

th
s o

f l
ife

 

IC
U

: L
en

gt
h 

of
 S

ta
y 

D
ec

is
io

n 
to

 
W

ith
ho

ld
/ 

W
ith

dr
aw

 
Tr

ea
tm

en
ts

 

Le
ng

th
 o

f 
tim

e 
th

at
 

de
ci

si
on

 
w

as
 m

ad
e 

to
 D

/C
 li

fe
 

su
pp

or
t 

fr
om

 ti
m

e 
of

 
de

ce
de

nt
’s

 
ad

m
it 

to
 

ho
sp

ita
l 

14
 

SN
F 

Y
es

 
Y

es
 

2 
ye

ar
s 

(S
N

F)
 

Y
es

 
1 

m
on

th
 

 
 

 
 

15
 

H
os

pi
ta

l 
Y

es
 

Y
es

 
7 

Y
es

 
5 

da
ys

 
W

as
 in

 a
 S

N
F-

ab
ou

t 2
 m

on
th

s, 
th

en
 w

as
 h

om
e 

pr
io

r t
o 

ho
sp

ita
liz

at
io

n 

IC
U

-?
 2

 
da

ys
 

Y
es

 
 

16
 

H
os

pi
ta

l 
Y

es
 

Y
es

 
14

 
N

o 
 

 
N

o 
(V

IP
 

w
in

g 
in

 
ho

sp
ita

l) 

Y
es

 
10

 d
ay

s 

  

stefanie
Typewritten Text
182

stefanie
Typewritten Text



	   183 

Appendix O. Summary of Demographic Characteristics 

Table O1 

Summary of Demographic Characteristics 

Characteristics  N % 

Participants (n=15)   
Age (Years)   

Mean (SD) 84.5 (7.2)  
Median/Range 86  

Range 70-95  
Gender (Number)   

Male 5 33.3 
Female 10 67.7 

Race   
Caucasian 14 93.3 

Asian 1 6.7 
Religious Preference   

Catholic 4 26.7 
Jewish 2 13.3 

Protestant/Christian 9 60 
Relationship to Deceased   

Spouse 11 73.4 
Friend 2 13.3 

Sibling/Parent 2 13.3 
Length of Years Participant Knew 

Decedent 
  

10-20 3 20 

21-30 1 6.7 
31-40 1 6.7 

50-60 5 33.3 
61-75 4 26.6 

>80 1 6.7 
                     Table O1 (cont.) 
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Characteristics N % 

Time of Decedent’s Death (Months)   
4-8 6 40 

12-13 2 13.3 
26-42 2 13.3 

54-59 3 20 
105-120 2 13.3 

Education   
High School/College courses 4 26.7 

Bachelor’s degree/Business School 4 26.7 
Master’s degree 2 13.3 

Doctoral degree/Medical degree 5 33.3 
Decedents (n=15)   

Age at time of death (Years)   
Mean (SD) 86.7 (6.6)  

Median/Range 86/75-98  
Gender (Number)   

Male 6 40 
Female 9 60 

Primary Illness   
Neurological 7 46.7 

Cardiac/cardiovascular 5 33.3 
Cancer 3 20 

Cause of Death   
Brain tumor/Parkinson’s/Dementia 5 33.3 

Cancer 1 6.7 
Congestive Heart Failure 2 13.3 

Pneumonia/pulmonary embolus 2 13.3 
Stroke 2 13.3 

Not specified/unsure 3 20 

                     Table O1 (cont.)
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Characteristics N % 

Hospitalization and Death   
Place of death   

Hospital 6 40 
Healthcare facility-CCRC/HCF 7 46.7 

Home 1 6.7 
Skilled nursing facility (SNF) 1 6.7 

Length of Time in Facility Prior to Death   
Hospital (days)/Median 5-14 days/7 days  

HCF/SNF (weeks/years) 2 weeks-2.75 
yrs. 

 

2-6 weeks 2  
9-13 months 3  

2-3 years 3  
Length of Time in Hospice to Death   

Hospitalized Decedents (n=5)   
9 hours-2 days 2  

3 days-5 days 3  
HCF or SNF Decedents (n=8)   

7 days or less 4  
30 days or less 1  

5 months 2  
12 months 2  

Death at Home – 3 weeks 1  
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Appendix P. Audit Trail 

Table P1 

Halpern’s Audit Trail Categories - Application to Study 

Audit Trail Classification File Types Evidence 

1. Raw Data Audio tapes of initial interview 
Initial interview transcriptions 
Field notes after each interview 
Audio tapes of second interviews -
Additions, deletions or corrections to 
initial interview transcript 

Expert stories - older adult 
participants 
Iterative read to ensure accuracy 
Observational and behavioral 
nuances; environment 
Member checking; review of 
initial interview with older adult 
participant - including questions 
for clarification and follow-up 

2. Data Reduction and 
Analysis Products 

Transcribed field notes 
Interview summary-key points and 
concepts; concerns 

Coded transcripts 
Transcript summaries 
Documents’ content analysis 
procedure: deductive/inductive 
process 

3. Data Reconstruction 
and Synthesis Products 

Definitions and relationships: 
Categories and sub-categories; themes 
Findings & conclusions 
Final report - interpretations and 
relationships; link to existing 
literature 

Explanations related to structure 
of categories, subcategories and 
themes. 
Matrices with themes and 
categories 

4. Process Notes Methods employed-decisions, 
strategies, rationale 
Notes related to study’s rigor 
(credibility; dependability; 
confirmability) 
Audit trail notes 

Reflexive journaling-related to 
research process/decisions and 
rationale 
Decisions related to analysis 
Analytic strategy 
Process explained related to 
member checking and expert 
advisor  interactions/checking 

5. Materials Relating to 
Intentions and 
Dispositions 

Dissertation  
Reflexive notes 
Expectations  
(Dissemination of information – 
future publications and conferences) 

Written document  
Reflections on the research 
process 
Implications for future research 
Implications for nursing practice 

6. Instrument 
Development Information 

Not applicable Not applicable 

Note. Adapted from “Appendix A audit trail categories, file type and evidence,” by E. S. 
Halpern, in Y. S. Lincoln & E. G. Guba (Eds.), Naturalistic inquiry, Newbury Park, CA: 
Sage, pp. 383-384. Copyright 1983 by Edward S. Halpern. 
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Appendix Q. Timeline of Research Project 
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