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Abstract

This study examined the challenges faced by family members at the end of life in different care
settings and how those challenges compare across settings. A total of 30 participants, who had a
family member die in inpatient hospice, a skilled nursing facility or a community support program
were interviewed. Semi-structured interviews were recorded and transcribed. Text was coded using
qualitative thematic analysis. Themes were determined by consensus. Twelve challenges were
identified across care sites. Two themes emerged in all three settings: bearing witness and the
experience of loss. The study findings contribute to our knowledge of family perceptions of care in
different settings and raises awareness of the need for further research describing the experiences at
the end of life in different settings and the importance of creating and testing interventions for both
setting specific needs and universal issues.
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Background

Understanding the needs and experiences of family members at the end of life across service
settings is part of the national agenda for social work research in palliative and end-of-life care
(Kramer, Christ, Bern-Klug, & Francoeur, 2005). Family members are often intimately
involved in the care of individuals and face numerous challenges and difficulties at the end of
the patient's life. These challenges are related not only to the emotional response to the dying
process and the demands of the caregiving role, but also to unmet needs in service delivery
systems (Aoun, Kristjanson, & Oldham, 2006; Aoun, Kristjanson, Currow, & Hudson, 2005;
Jo, Brazil, Lohfield, & Willison, 2007; Kristjanson, Walton, & Toye, 2005). Most investigators
have examined challenges facing family members in one setting, but a few have compared the
similarities and differences in challenges across settings. Examining the experiences of family
members in different settings may provide better understanding of the breadth of issues that
challenge families at the end of life and identify potential targets for interventions that may
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better meet family needs. It is possible that planning for education and training of health care
staff which is appropriate to both the population and the setting could be facilitated.

Several studies have sought to understand the experiences and preferences of family members
at the end of life and offer insights about their needs and perceptions regarding quality of care
(Baer & Hanson, 2000; Hebert, Schulz, Copeland, & Arnold, 2009; Jo, Brazil, Lohfield, &
Willison, 2007; Keegan, et al., 2001; King, Bell, & Thomas, 2004; Milberg, Strang, Carlsson,
& Borjesson, 2003; Perreault, Fothergill-Bourbonnais, & Fiset, 2004; Pierce, 1999; Proot, et
al., 2003; Rogers, Karlsen, & Addington-Hall, 2000; Stajduhar, 2003; Steinhauser, Christakis,
etal., 2000; Steinhauser, Clipp, et al., 2000; Teno, et al., 2004; Thompson, Menec, Chochinov,
& McClement, 2008; Waldrop, Kramer, Skretny, Milch, & Finn, 2005; Wilson & Daley,
1999). Family members are often challenged by the emotional feelings of helplessness
associated with the progression of the illness (Andershed, 2006; Perreault, Fothergill-
Bourbonnais, & Fiset, 2004), the difficulties of bearing witness to the changes (Kruse, 2004)
and the acceptance of the reality of death or comprehension of death (Andershed, 2006;
Perreault et al., 2004). Family members express the universal need for quality care for the
patient and the desire to have complete confidence that the patient's needs will be met
(Andershed, 2006; Aoun et al., 2005; Keegan et al., 2001; Milberg, Strang, Carlsson, &
Borjesson, 2003; Weitzner, McMillan, & Jacobsen, 1999). Family members express
fundamental needs including good communication between the family and the healthcare team
(Aoun et al., 2005; Broback & Bertero, 2003; Keegan et al., 2001; King, Bell, & Thomas,
2004; Pierce, 1999; Rogers, Karlsen, & Addington-Hall, 2000; Rose, 1999), respect for the
patient (Andershed, 2006; Rogers et al., 2000), and the desire to be present at the time of death
(Andershed, 2006; Andershed & Ternestedt, 1999; Perreault et al., 2004; Pierce, 1999; Wilson
& Daley, 1999).

Other investigations of family member's experiences and challenges in distinctive settings of
care have revealed a number of challenges in these settings that may or may not be shared
across care sites. Studies in the home setting have shown that family members have feelings
of uncertainty (Broback & Bertero, 2003) and the task of balancing burden and capacity
(Andershed, 2006; Proot et al., 2003), which is tempered by the family members' love for the
patient (Andershed, 2006; Grbich, Parker, & Maddocks, 2001). Studies in the home setting
have also revealed that caregivers are challenged by caregiving tasks (Andershed, 2006;
Stajduhar, 2003) and adjusting to the caregiver role (Broback & Bertero, 2003). In the hospital,
families have identified challenges with getting patient needs met such as personal care or
hygiene and dissatisfaction with the environment (Rogers et al., 2000). A growing body of
research shows that family members are often more satisfied with both the physical and the
emotional/spiritual care when hospice is involved especially in the skilled nursing facility
setting (Andershed, 2006; Baer & Hanson, 2000; Teno, Clarridge et al., 2004). Because these
studies set out to answer different research questions and employ different methods to do so,
it is difficult to know how universal or distinctive these challenges might be.

Studies examining perceptions of patients, families and healthcare providers concerning
quality of dying across settings have delineated the differences in perceptions of patients,
families, physicians and other caregivers, and drew attention to the necessity of “attending to
aspects of care that are not intuitively important to clinicians but are critical to patients and
their families” (Steinhauser, Christakis et al., 2000, p. 2481). Steinhauser and others
(Steinhauser, Christakis et al., 2000; Steinhauser, Clipp et al., 2000) conducted two studies
across settings including a university medical center, a Veterans' Administration medical center
and a community hospice. There was agreement between all groups that basic hygiene, being
comfortable with and trusting the healthcare team, knowing what to expect about the patient's
physical condition, good communication, symptom relief, and presence of family are
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important. It is notable that although there was agreement on the importance of 26 of the 44
items identified, there was disagreement between groups on 41% of the items.

There has been little research examining family perceptions of care in the inpatient hospice
setting despite the recent threefold increase in percentage of hospice patients receiving inpatient
care (Han, Remsburg, McAuley, Keay, & Travis, 2006). Most hospice patients receiving
inpatient care are found in skilled nursing facilities or hospitals (Han et al., 2006). But there is
a growing interest in free-standing hospices and more hospice agencies are building separate
hospice inpatient facilities (Long, 2008).

While prior research has illuminated understanding of differential perceptions of families and
professionals regarding the family member's experiences and insights regarding quality of care
and attributes of a good death, additional research is needed to understand the similar and
distinctive challenges at the end of life faced by families in different settings. The current study
uses qualitative methods to describe the challenges experienced by family members of persons
receiving care at the end of life in three settings. This study was guided by two primary research
questions, “What are the challenges faced by family members at the end of life in different
care settings?” and “How do these challenges compare across settings?”

Design and Sample

Procedure

This exploratory, retrospective and descriptive study involved family members of individuals
who had died in one of three settings. References to the “setting” reflect the program of care
in which the dying person was cared for: an inpatient hospice facility (IHF), a skilled nursing
facility (SNF), and a non-profit fully integrated managed care community support program
(CSP) for older adults. All programs were in a Midwestern city. The inpatient hospice sample
included patients who chose care in a free-standing inpatient hospice facility. None had been
previously enrolled in hospice in their homes. Most individuals dying in inpatient hospice have
been transferred directly from a hospital or skilled care facility because they need assistance
with pain and symptom management and they have a very short prognosis. The SNF provided
standard skilled nursing care. They were not affiliated with a hospice or palliative care program
at the time of the study. The CSP provides interdisciplinary community-based healthcare and
long-term support to individuals receiving Medicare and Medicaid, who are eligible for skilled
nursing care. The primary goal of the program is to promote independence and quality of life
and most people live at home while receiving services, although they may transfer to assisted
living, skilled care, or a hospital, if needed. Many CSP participants have family members who
serve as caregivers. None of the participants from the CSP were receiving home hospice
services. For a more complete description of the CSP setting, please refer to Kramer & Auer
(2005).

Atotal of 30 family members of individuals who died in one of the above settings in the previous
six to twelve months were interviewed using semi-structured questions from the Family
Interview Guide. The dying individuals had been present in the setting of their death for at least
48 hours before death. The target population included family members who were identified as
“next of kin” or “primary caregiver” in the medical records of the agency providing care to the
deceased. Participants were required to speak English and be at least 18 years of age.

Family members of individuals from each organization who had died six to 12 months before
the study began were sent letters providing information about the study and were instructed to
contact the agency if they did not want their name and phone number given to the researchers.
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Researchers received lists of names and phone numbers of all of the eligible individuals since
none opted out. A total of 128 eligible participants were on the list; 73 from the inpatient hospice
facility, 25 from the CSP and 30 from the SNF (see Figure 1). This list was put into random
order using a random number generator and potential participants were contacted in numeric
random order by telephone and given information on the study. If a participant was not
contacted, a message was left if they had an answering machine or if someone else answered.
At least three attempts were made to reach each potential participant. The first ten from each
site who agreed to participate were scheduled for a telephone or in person interview, and chose
their preferred setting for the interview (i.e., their own home, private room in library, research
office, and agency offices).

The interviews of inpatient hospice family members were conducted by author K.A.K. and the
interviews of SNF and CSP were conducted by author C.H.S. Both were trained by author
K.T.K. and the audiotapes of first interviews conducted by each were reviewed by K.T.K. with
the interviewer to assure consistency. Interviews lasted from 45 to 90 minutes. Respondents
were invited to share information about how the care receiver came to enroll in the program
and to share their experiences regarding the quality of care provided during the last week of
the care receiver's life using the Family Interview Guide. The Family Interview Guide contains
16 open-ended questions and was developed by the researchers to explore the experience of
family members at the final place of care across a number of settings. The guide was piloted
with individuals who experience the death of a loved one in the previous year. This paper
focuses on their response to four questions: “What were the hardest things for you? What things
were easier than you expected? What things surprised you? If you could change anything, what
would it be?”” Other questions in the Family Interview Guide focused on family suggestions
for doctors, nurses and other healthcare professionals caring for dying individuals and their
families.

Qualitative Data Analysis

Each interview was transcribed and reviewed by one of the investigators for accuracy. The text
of the transcribed responses of the Family Interview Guide was read by all investigators several
times to obtain an overall understanding. We followed a three-step approach to qualitative
thematic analysis and code development frequently employed in qualitative research (Boyatzis,
1998). Codes were not developed a priori, but were generated by each researcher independently
and inductively. Each researcher reviewed the transcripts at least three times and coded the
findings independently employing an initial line by line open coding of the transcripts. Three
of the researchers met to discuss coding and to come to consensus on the codes for each question
and response. There was an 88% agreement between the three researchers. Differences in
coding were usually related to semantics, not concepts and these differences were resolved by
consensus. Consensus was reached in all instances. Themes were identified from repeated
readings of the transcripts and the preliminary codes. This process yielded key words and
themes that formed initial codes. Next, we clustered the codes into families of categories.
Finally, we developed and refined themes to represent broader conceptual categories and the
clusters of codes (Coffey & Atkinson, 1996). There was no disagreement between researchers
concerning categories or themes. Cross case interpretative summaries were prepared for each
setting, and then the summaries were analyzed for common meanings and themes. After a
summary of findings was completed, the researchers returned to the original texts to verify that
the themes were accurate to the original text and context. We reached a point of data saturation
whereby no additional codes emerged (Drisko, 1997; Patton, 2002).

Ways of Addressing Trustworthiness—A variety of strategies were employed to ensure
trustworthiness. Each transcript was verified for accuracy. Strategies for enhancing analytic
rigor included peer debriefing and a co-coding process involving ongoing comparative analysis
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and discussion and inter-subjective agreement between the researchers; auditing that involved
careful documentation of the process followed in the development of codes, memos, and
analytic decisions (Lincoln & Guba, 1985; Padgett, 1998).

Results and Discussion

Participants

Findings

Thirty participants, ten from each setting, were interviewed. A large number of eligible
participants were unreachable (See figure 1). Of the 58 who were not reached, at least three
attempts were made to reach each one: one of the family members died, 22 did not answer the
phone and had no answering machine, 14 did not respond to messages left on an answering
machine, and 18 had the phone disconnected or the number had changed and the new number
was not available. Four inpatient hospice family members agreed to participate but did not
show for their appointments, even when the interview was to take place in the participant's
home. The demographic characteristics of the persons interviewed are reported in Table 1.
Similar to the demographic characteristics reported in national estimates of persons involved
in providing care for others (Marks, 1996;Stone, Cafferata, & Sangl, 1987), the majority of
respondents were female, and either spouses or adult children across all service settings. While
slightly more were adult children of the deceased in the IHF and CSP, there were equal numbers
of children, spouses, and other relatives from the SNF. Most were Caucasian, and respondents'
mean age ranged from 60 in the IHF family member group to about 64 in the CSP and
approximately 70 in the SNF.

The patients whose family members participated in this study shared some similarities and
some differences. The majority of the care recipients across all settings were female and
approximately one-half of them were married at the time of death, with the exception of the
SNF care recipients, of whom only 4 were married. CSP care recipients were the oldest with
an average age of 86, compared to a mean age of 74 and 82 in the IHF and the SNF respectively.

There were a total of 12 primary challenges identified in this study. As shown in Table 2, two
of these challenges were reported by family members across the three care settings and others
were distinctive to one or two sites. Table 2 outlines the themes and illustrates them with quotes
from family members. Of the three settings, a wider range of challenges were reported for the
SNF (n = 9) as compared to the other two programs. We first describe and provide examples
of the challenges in common across settings and then differentiate setting specific challenges.

Challenges in Common across Settings

There were two primary themes that emerged as challenges in all three settings: Bearing
witness and experience of loss. These challenges are related to the universal human experience
of death and dying and the individual's response to it.

Bearing witness—We came to understand from family members in all settings, that bearing
witness, which includes being an observer to the experience of the dying person, was especially
difficult. Family members shared examples of bearing witness to the patient's helplessness,
cognitive and physical decline, suffering, final good-byes, and to giving up. Family members
also spoke about how difficult it was watching a loved one in pain and not receiving adequate
medication. One family member spoke of how poignant it was witnessing her mother say good-
bye to other family members for the last time.

Bearing witness occurs whenever one observes another's state without being able to affect the
outcome. It can include elements of helplessness. These findings support those in other studies
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reporting that both caregivers and palliative care nurses “bear witness” to decline and suffering
atthe end of life. Caregivers have described this act as difficult (Kruse, 2004), possibly because
of the existential questions that it raises; while it is seen as a caring act among palliative care
nurses, (Arman, 2007).

Experience of loss—Family members in all settings discussed the experience of loss that
resulted from the patient's illness and decline, but in some instances other simultaneous life
losses as well. Some found that the loss of the companionship following admission to a facility
and being alone was the hardest thing for them to deal with. For others, relinquishing the
caregiving role was a difficult loss. Others found particular aspects of loss difficult, such as
losing the parent figure. Still other family members spoke of the loss when the dying person
did not recognize them anymore.

Prior research has acknowledged the loss and grief experienced among family caregivers of
seriously ill persons in a variety of settings (Clukey, 2008; Dumont, Dumont, & Mongeau,
2008; Kiely, Prigerson, & Mitchell, 2008), yet little attention has been given to other
simultaneous life losses that family members may be confronted with and how these losses
may complicate their ability to cope with the caregiving experience, the impending death of
the patient, and bereavement adjustment. Additional research is needed to identify contributing
factors and consequences, and design and test interventions to more skillfully address these
primary challenges.

While there has been extensive research to document the pervasive nature of loss, and many
support strategies and interventions are available to health and human service professionals
(Hooyman & Kramer, 2008), loss-related needs of family members may not be adequately
assessed and addressed across settings of care. Assessing for other recent deaths in the family,
or prior losses that are stimulated by the dying process should be explored.

Common Challenges in Inpatient Hospice Facility and the Skilled Nursing Facility

Unmet patient needs or wishes—Caregivers of persons who died in both the inpatient
hospice and the SNF shared instances in which their family member's needs or wishes were
not met. For SNF residents, the examples appeared to be related to lack of staff responsiveness.
One family member told of how the patient and family member were forced to take care of the
patient's personal care needs themselves, because these needs were not met by the staff.

“She ended up bathing herself, and she didn't do a good job. | go over and help her,
but they should have enough staff in order to help somebody when they couldn't do
it”. SNF family member #5

Unmet patient wishes in the inpatient hospice setting were clearly wishes that could not be met
in that setting as they related to assisted suicide (see quote in Table 2). The state in which this
study was conducted has a law preventing assisted suicide. As a result, the hospice staff could
not provide that option, despite the intensity of the patient's desire.

Each person who spoke with us about a loved one whose needs or wishes were not met was
especially distressed and visibly upset, even up to a year after the event. The issue of patient
needs or wishes being unmet has been previously addressed in literature about skilled nursing
facilities as a key indicator of poor quality (Bowers, Fibich, & Jacobson, 2001; Kayser-Jones,
2002; Munn et al., 2008; Reynolds, Henderson, Schulman, & Hanson, 2002; Thompson,
Menec, Chochinov, & McClement, 2008). There is an important difference for care providers
between needs and wishes, especially when the wishes are for events or things which are not
possible, but there did not seem to be any difference in the emotional reaction of the family
members. Meeting patient needs is essential to good care in any setting, but there may be
barriers to meeting some patients' wishes, such as the legal barriers to assisted suicide in this
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case. In such cases it is important to address the emotional impact of the wish being unfulfilled
in addition to explaining why the request or desire cannot be met.

Reality of death—Families in both the inpatient hospice and SNF talked about how hard it
was to accept the reality that their loved one was actually dying, even if the person had been
very ill for a long time. We found this somewhat surprising especially in the inpatient hospice
setting where there may be a higher degree of expectation that family members will be
accepting of the impending death by virtue of admission to hospice. Family members
sometimes didn't realize how hard this was for them until later. These findings suggest that
individuals often find it hard to accept the reality that their loved one is dying, even when they
have had a long and serious illness and are admitted into a palliative care program. While
accepting the reality of death is a prominent feature of the palliative care movement (Callahan,
2009), it has rarely been addressed in research. When it has, it is usually because researchers
found that accepting the reality of death was hard for family, caregivers or healthcare
professionals (de Araujo, da Silva, & Francisco, 2004) or as a suggestion that healthcare
professionals should be more open about the reality of death (Csikai, 2006). Families'
difficulties accepting the reality of death are important to bear this in mind as we are working
with families of the dying. We may clearly see that the patient is nearing death, but the family
may still experience shock when the realization hits them that this time their loved one will
not recover. Practitioners may want to acknowledge the difficulty of bearing witness to the
decline and or suffering of the patient. Attention should be given to the development of
interventions to prepare families to “bear witness” at the end of life.

Final communications between patient and family—Family members talked about
how important it was that they could communicate with their loved one until the end. When
the dying person's condition prohibited communication, families were frustrated and felt
cheated. Allowing time for important communication before giving sedating medications or
before performing procedures that alter communication ability may have a profound effect on
the family. If sudden clinical changes occur that prevent two-way communication, support for
the family and encouragement for them to tell their family member those last important
messages should be given.

Placement-related regrets—In both the inpatient hospice facility and the SNF family
members expressed regrets regarding when and where they placed their loved one; however
the nature of these regrets varied. In the SNF the regret focused on whether this was the best
choice for the patient. In the inpatient hospice the regrets focused more on the timing of the
inpatient hospice facility admission. It makes sense that the CSP families did not have regrets
related to placement, since the goal of the program is to help people remain in their own homes
for as long as possible.

While there is little information about length of stay in hospice facilities, short length of stay
is a well documented concern of home hospice care providers. Family members of patients
with life-threatening illnesses shared perceptions that longer lengths of stay would provide
greater benefits for patients (Rickerson, Harrold, Kapo, Carroll, & Casarett, 2005) and
caregivers of patients who had shorter lengths of stay were less satisfied with the care provided
by hospice programs (Stillman & Syrjala, 1999). Knowledge gained from experienced family
members regarding placement related regrets, may be shared with those considering hospice
admission. Additional research is needed to understand the factors related to delayed admission
so that these factors can be addressed directly.

Systems-related challenges to the optimal timing for placement in appropriate care settings
should be acknowledged and addressed both by specific institutions and by the health care
community. Families told us about both their regrets in placing family members in facilities
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shortly before their death and in not placing family members earlier into hospice. While no
one can predict the best time for placement, open discussion of changes and early discussion
of options, including hospice, might help patients and family members make decisions they
can live with. Such discussions require education of a multitude of health professionals in
different settings and cooperation between agencies to facilitate timely transitions in care.

Common Challenges in Inpatient Hospice Facility and the Community Support Program

Uncertainty—In both the inpatient hospice and the CSP family members talked about the
challenge of uncertainty. They spoke of their doubts about the amount of pain medication their
loved one received and whether it was necessary. They also spoke of the uncertainty of the
disease process that posed challenges for them. Uncertainty is a concept that has been studied
extensively in illness, especially cancer. It has been thoroughly described (Mishel & Braden,
1987; Mishel, Hostetter, King, & Graham, 1984; Mishel, Padilla, Grant, & Sorenson, 1991)
and a number of interventions have been tested to reduce uncertainty (Bailey, Mishel, Belyea,
Stewart, & Mohler, 2004; Mishel et al., 2002; Mishel et al., 2003). Uncertainty has recently
been described as it relates to those facing the end of their lives (Gardner, 2008) and their
family caregivers (Browning, 2009; Hebert, Schulz, Copeland, & Arnold, 2009).
Communication between the family and the healthcare team was the primary means of
decreasing or managing uncertainty by family members in these studies (Browning, 2009;
Hebert et al., 2009).

Distinctive Challenges Raised in Single Settings

Inpatient Hospice Facility

Fulfilling family obligations surrounding death: Inpatient hospice family members talked
about the challenge of making decisions to discontinue treatments, notifying other family
members and making funeral arrangements. For some inpatient hospice families, these
challenges were easier than they expected, for others they were much harder.

The doctors were feeding him his medicine — the lady up the street she said you can
legally take his medicine away. And I said, well I'm not going to make that decision
alone. | said we're going to make it as a family. But my oldest son, he wasn't too sure
about doing that. He says, well I guess | need to go along with the rest of the family.
He went out to see him [the patient] and he said “Mom, we made the best decision
we could. Take the medicine away”. IHF family member #1

Although it is very likely that family members in other programs also are challenged by
obligations surrounding the death, it is possible that the nature of admission criteria to hospice
(i.e., prognosis of six months or less, meeting the Hospice Medicare guidelines), causes family
members to make different decisions that make this challenge more pronounced in their
response to study questions. These decisions may not be as salient or pronounced in other long-
term care settings where the Medicare eligibility of the patient for care is not dependent on
federal guidelines. Further work to explore the nature and extent of family obligations
surrounding the death in this and other settings and how service providers might support family
members to prepare them to meet these is needed.

Another topic that was discussed by inpatient hospice facility families was pain. We have
chosen to place the issue of pain under “uncertainty” since the discussion of pain was a
participant who wondered whether their loved one received too much pain medication. The
other mention of pain in this study was from an inpatient hospice facility family member who
spoke of the poor quality of pain management prior to inpatient hospice admission. The rarity
of family members mentioning pain in this study is very different from previous research
results. Pain management is a significant issue at the end of life. Problems with pain
management have been well documented in the hospital, in hospice and in skilled nursing
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facilities (Desbiens et al., 1996; Johnson, Teno, Bourbonniere, & Mor, 2005; Strassels, Blough,
Hazlet, Veenstra, & Sullivan, 2006; Teno, Kabumoto, Wetle, Roy, & Mor, 2004). It is curious
that is was not raised by more participants in this study.

Community Support Program

Caregiving tasks and responsibilities—Families in the CSP, where the goal was to keep
the person in their home as long as possible, often faced challenges in completing caregiving
tasks and responsibilities. They spoke of the hardships of caregiving including social isolation
and physical difficulties in providing care, the need to persevere through these hardships, and
the burden imposed by having variations in the quality and consistency of personal care
attendants. Multiple family members talked about how the inconsistency in personal care
attendants made caregiving more challenging. One possible reason for this was the feeling of
having their privacy invaded. Family members told of how difficult and disruptive it was to
have different people in and out of the home.

Family caregivers told us how difficult it was keeping up with what their loved one's
preferences for care were from day to day.

The hardest part was...she wanted to go off medication and die. And then she went
back on again because she didn't want to. And it was just, | was in the middle and |
had to make decisions. “OK, let go”, and then, “no”, she didn't want to go...and it
was just terrible, terrible...It's really just too much to go through, thank God. But she
made all of the decisions, and whatever she wanted | did, or what | thought she wanted.
CSP family member #8

Community-based programs rely on family members to provide as much hands on care as is
needed, and we know that end-stage family caregivers experience significant burdens and
stressors including primary (i.e., providing near acute care) and secondary (i.e., family role
conflict, work conflict, financial strain) stressors (Waldrop, Kramer, Skretny, Milch, & Finn,
2005). These caregiving issues would also be expected in a home hospice family member.
Consumer-directed programs are expected to grow in the coming years and to face a workforce
shortage of personal care attendants (Benjamin, Matthias, Kietzman, & Furman, 2008). The
shortage makes it difficult to provide consistency in care providers which was reported as
troublesome by family members. Some programs are investigating whether to pay family and
friends to provide personal care as one way to buffer the financial and work related conflicts
that may often arise (Benjamin et al., 2008). Additional interventions to help end-stage
caregivers in the community setting feel less isolated, more skilled in providing care, and to
have greater voice regarding hiring practices of personal care attendance are needed to address
this challenge. Additional research comparing caregiving needs of those in community support
programs and caregivers of those living at home in hospice would also be warranted.

Skilled Nursing Facility

There were three distinctive challenges expressed by family members of persons who died in
the SNF facility that were not reported by family members in other settings

Absence of trust in care providers—Families of those who died in the SNF spoke about
absence of trust in care providers and the need to be there to assure that the patient was well-
cared for. One family member spoke of the strain this absence of trust put on her as she
attempted to be with her loved one every day and feeling as if she needed to be present.

I was there every day except for the last day that he died... My husband said to me
“can't you just take one day off and we go out of town?” Cuz he could tell | was getting
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stressed out about it...So it happened | was not in town the day that it happened. SNF
family member #1

Families told us of how the concerns about their loved one's care were constantly in their
awareness. This concern echoes those raised in previous research where families felt they
needed to be present to assure their loved one's quality care (Teno, Casey, Welch, & Edgman-
Levitan, 2001). For most people, trust in care providers is one of the key elements to having a
good death experience (Kehl, 2006). The most logical way of addressing this need is to address
the fact that patients' needs are not being met. Until we consistently address basic needs, such
as cleanliness, safety, pain and symptom management, there will continue to be concerns from
families about trusting care.

Personal belongings compromised—Family members spoke of a sense of violation
when personal belongings were stolen or destroyed. One family member reported that the
patient's “wedding rings were stolen off of her,” and another noted that “she lost money on a
number of occasions...one time it was $300...they didn't keep a record of what she had.”

Insufficiencies in communication with staff—The lack of communication between
staff, family and physicians was another challenge that family members felt could have been
improved. One family member said, “I'd say the communication...between the kitchen and the
staff who knew the patients could have been better.” SNF family member #2

More challenges were reported by family members of persons who died in the SNF than in the
other two programs, and as opposed to the challenges reported in the other two settings, a
number of these challenges could be construed as quality of care concerns. These include unmet
patients needs, absence of trust in care providers, personal belongings compromised,
insufficiencies in communication with staff and placement related regrets. Good pain and
symptom management, clear communication, trust, respect, responsiveness to patient and
family, and care of physical needs and belongings are all considered essential for quality
palliative care (National Consensus Project Steering Committee, 2004). Nearly 25% of older
adults die in long-term-care settings (Temkin-Greener & Mukamel, 2002), and several studies
document insufficiencies in quality of care at the end of life in these settings (Kayser-Jones,
2002; Munn et al., 2008; Teno, Gruneir, Schwartz, Nanda, & Wetle, 2007). Additional work
is needed to build on efforts to increase collaborative partnerships between nursing homes and
palliative care programs, improve the knowledge and skills of nursing home staff, and plan
research to design and test interventions in long term care settings. It is interesting that
uncertainty was not raised in this setting, despite the evidence that poor communication
contributes to uncertainty, yet in the CSP and inpatient hospice settings insufficiencies in
communication was not mentioned while uncertainty was addressed.

Overall, much work needs to be done to address family concerns in every setting where people
die. Universal concerns of family members facing the death of a loved one should be addressed
in initial education and training of professionals working with those facing the end of life.
Concerns that are consistently seen in multiple setting might best be addressed through
specialty organizations and education programs. Single site concerns should be handled in
orientation to a setting, and issues that are highly individual should be assessed for with every
patient and family. Additional work looking at multiple settings that uses consistent methods
will help us design and train the generation of professionals who will take care of us at the end
of our lives.

There are a number of limitations to this study. The sample size was very small and only one
agency was used to represent each setting. Even within the same community, the findings may
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differ in different hospitals or skilled care facilities. We cannot assume that the challenges
reported by family members of persons enrolled in this particular community based program
will be similar to those in other community based programs for older persons. This was a
relatively resource rich and comprehensive interdisciplinary program that infused many
palliative care principles, and only four challenges were reported. Other community-based
programs may face different challenges. Respondents in our study were primarily Caucasian
and not representative of the racial and ethnic mix of the community. This may be due to
recruitment methods or due to the fact that some of the agencies involved such as the inpatient
hospice and SNF have a greater percentage of Caucasians than the general population of the
community.

Another limitation of the study is that member checking was not used to assure that participants
were in agreement with the conclusions drawn. Member checking was not feasible for anumber
of reasons. There was a relatively long period of time during data collection (approximately
14 months). As we described at the beginning of the results section, almost one-half of the
eligible family members were unreachable six to twelve months after the death. This is similar
to the recruitment found in other studies concerning care at the end of life or of those with
cancer (Kirchhoff & Kehl, 2008; Northouse et al., 2006). It was thought that additional
participants were likely to move or die between data collection and review since some studies
have shown increased mortality among widows and rate of moving in the recently bereaved
(Bowling & Charlton, 1987; Browning & Cartwright, 1982).

Finally, the settings chosen created a limitation. These findings do not reflect all of the settings
in which people die. In particular, home hospice families or those receiving home health
services were not included. Future research should be expanded to include home hospice, home
health and assisted living facilities, as well as hospitals to get a better picture of issues for the
families at the end of life across settings.

Conclusion

In conclusion, we know little about family perceptions of care for a dying person across
different settings. This lack of knowledge hinders our efforts in educating professionals who
work with the families of dying individuals and may impair the ability to optimize care,
especially as individuals cross settings in the last days and weeks of their lives. This study
provides preliminary evidence of common concerns across settings such as the universal human
experiences of bearing witness and the experience of loss. It also provides initial evidence of
differences in family challenges in different settings, such as the unmet patient needs and
wishes, reality of death, final communication between the dying person and their family, and
placement regrets that were considered the most difficult aspects of family experiences for
some in the inpatient hospice or the skilled nursing facility. It confirms previous research
highlighting inadequate end-of-life care in SNFs leading to the families' lack of trust in
providers. And it raises questions as to why pain management was so rarely mentioned by the
family members in this study as pain management is generally considered extremely important
to family members (Byock, Corbeil, & Goodrich, 2009; Downey, Engelberg, Curtis, Lafferty,
& Patrick, 2009)

Further research is needed to address the common and distinctive needs of patients and families
in different care programs. Caring professionals should be aware of these issues and seek to
meet family members' needs in each setting where people die. This study suggests areas for
additional study and supports the need for describing the experiences at the end of life in
different settings and the importance of creating and testing interventions for both setting-
specific needs and universal issues.
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Figure 1.
Details of recruitment by site
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Demographics

Table 1

Family Member

IHF CsP SNF
n=10 n=10 n=10

Age
Mean 60.29 63.67 69.78
Range 30-73 36-84 58-87
Gender
Female 8 7 8
Male 2 3 2
Race
White, not Hispanic 9 9 10
Black 1 1
Relationship to patient
Spouse or partner 3 3 3
Child 4 6 3
Friend 1 1 0
Sibling 0 0 1
Other relative 2 0 3
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