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Abstract

Objective: To explore family caregivers’ emotional experiences while caring for patients with
advanced cancer and navigating distressing information, awareness of dying, and difficult
decisions.

Methods: Qualitative descriptive study of semi-structured interviews with 92 bereaved caregivers
of patients with advanced cancer. Interviews explored caregivers’ experiences as patients
transitioned out of active cancer treatment and neared the end of life.

Results: Included in caregivers’ characterization of this transition time were three particularly
emotionally charged experiences. The first occurred when caregivers felt jolted into awareness that
patients were dying.They were startled to realize that patients would die sooner than expected;
some expressed frustration that they had not been adequately warned. In the second, caregivers felt
conflicted when involved in decisions that pitted patients’ preferences against what caregivers felt
patients needed, resulting in ambivalence, guilt, and grief. Thirdly, caregivers who felt they did
their best for patients expressed fulfillment and gratitude.

Conclusion: Caregivers of patients with advanced cancer face unique, emotionally charged
experiences that can lead to distress and affect care at the end of life.
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Practice Implications: Awareness of these situations may help oncology teams to provide
sufficient guidance and support, partner with caregivers to clarify patients’ needs, and deliver
higher quality care.
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1. Introduction

Cancer, like other serious illnesses, affects not only patients but also their family caregivers
[1]. In addition to delivering physical care, family caregivers of patients with advanced
cancer provide emotional and social support, help manage symptoms, and communicate
with clinicians. These caregivers, while trying to prioritize patients’ preferences, often are
intimately involved in decision making [2]. As patients’ illnesses progress, caregivers often
need informational, social, and psychological support to help them make decisions in
clinically uncertain situations and manage their own fears about patients’ clinical decline,
feelings of failure and regret, and their own health [3-7].

The significant physical and emotional stress experienced by family caregivers of patients
with advanced cancer can have adverse consequences, including worse physical health, sleep
disturbances, clinical depression and anxiety, financial strain, and overall poor quality of life
[3, 8-12]. As the mental and physical health of caregivers and patients is interrelated,
caregivers’ stress often worsens alongside patients’ declining functional status [13, 14]. On
the other hand, many caregivers experience several positive aspects of caregiving, including
the sense of personal growth and enhanced relationships [15].

While adverse effects of caregiver burden and stress have been well-studied, to our
knowledge no studies have looked specifically at caregivers’ emotional experiences while
integrally involved in caring for patients and witnessing the ravages of end stage disease.
Specifically, caregivers encounter challenges as they navigate distressing information
received from clinicians and patients, awareness of dying, decisions amid uncertainty, and
competing obligations. Because many patients, caregivers, and clinicians might not
explicitly acknowledge these challenges, this analysis explored caregivers’ affectively
charged experiences in greater depth. Specifically, we sought to develop a better
understanding of the unique, emotionally intense situations encountered by caregivers of
patients with advanced cancer at the end of life.

2. Methods

Data are from the Values and Options in Cancer Care (VOICE) study, a National Cancer
Institute-sponsored multi-site cluster randomized controlled trial (RCT) designed to test a
combined intervention to facilitate communication and decision making among oncologists,
patients with advanced cancer, and their caregivers. Methodologic details and results from
this RCT’s primary analysis are described elsewhere [16, 17]. All protocols were approved
by each site’s Research Subjects Review Board.
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Semi-structured interviews with recently bereaved caregivers were embedded in the RCT.
Interviews were designed to elicit caregivers’ perspectives about how patients transitioned
from active cancer treatment to hospice [18]. Patients in the RCT had been eligible to
participate if they were age 21 or older, able to understand spoken English and provide
consent, and had either stage IV non-hematologic cancer or stage I11 cancer and whose
oncologist “would not be surprised” if the patient died within 12 months [19]. Meanwhile,
caregivers, who patients identified as a “family member, partner, or friend who is involved
with your health care issues,” were prospectively identified and enrolled in this study.
Participants were enrolled from August 2012 to June 2014 and followed until October 2015.
As part of the RCT, each patient and caregiver randomized to the intervention arm
participated in a coaching intervention designed to identify questions to address with the
oncologist and facilitate communication. Oncologists randomized to the intervention arm
participated in a tailored educational intervention involving standardized patient instructors.
Later, caregivers from both intervention and control arms participated in a one-on-one, semi-
structured interview lasting between 15 and 45 minutes approximately seven to eight weeks
after patients died. Interviewers were research assistants trained in qualitative interviewing
well-known to participants due to previous interactions in the clinical trial. Interviewers’
questions explored caregivers’ experiences and perceptions of treatment decision making,
patients’ transitions out of active cancer treatment, and experiences of care during patients’
last month of life (Supplemental Material). These interviews were audio-recorded,
transcribed, de-identified, and entered into Atlas.ti 7.0 for data management.

In the primary qualitative data analysis, we characterized patterns of transition away from
disease-directed cancer treatment at the end of life, using a multi-phased coding approach
that allowed for both pre-specified and emergent domains [18]. For this study, we used a
similar multi-phased approach focused on an emergent domain, the affective experience of
caregivers. During phase 1, we coded pre-specified domains, employed open coding to
identify emergent domains, and developed a provisional coding scheme. During the next
phase we coded, analyzed, and compared all transcripts across intervention and control
groups. During the third phase of the analysis, we focused on one of the emergent domains
in the data, the emotional experience of caregivers in response to patients’ experiences,
reconciliation of differing perspectives and needs, decisions made, amount of clinical
information received, level of understanding of patients’ illness, and competing interests.
During this phase, one team member (RR) examined transcripts to focus on the affective
language caregivers used to describe their experiences, including both negative emotions
(e.g., grief, denial, fright, confusion, regret) and positive emotions (e.g. gratitude, peace). In
an iterative fashion, these affective descriptions were identified, categorized, and discussed
with other team members (SN, RE) to arrive at a final coding scheme which we applied to
all the transcripts (Supplementary Material). We used negative case analyses to refine our
understanding of emerging patterns and an audit trail. Data analysis continued until similar
instances were repeatedly identified and coded and no new themes emerged, at which time
saturation was achieved.

Patient Educ Couns. Author manuscript; available in PMC 2020 May 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Rodenbach et al. Page 4

3. Results

Of the 194 caregivers in the VOICE study, 125 became bereaved, 98 of whom participated in
the postmortem semi-structured interview. The remaining caregivers were lost to follow up
(19), withdrew from participation (4), or were unable to be scheduled within the follow-up
time frame (4). The final study sample consisted of 92 caregivers, the point of data
saturation (Tables 1 and 2).

Many family caregivers described circumstances leading to intense, conflicting feelings.
Here, we focus on three sets of situations that were particularly emotionally charged, as
described in turn below. Caregivers’ relationship to the patient is indicated in parentheses.

3.1 Jolted by awareness of dying

Some caregivers reported knowing patients were dying as they watched them physically
decline, with resulting sadness, resignation, wistful acceptance, and lack of surprise as
patients became even sicker. However, others described a feeling of being jolted into
awareness that patients were dying. These caregivers came to a more abrupt realization that
patients would die and reported surprise that patients would die sooner than they had
expected. Their awareness was prompted by either witnessing an increasingly rapid decline
or being informed by clinicians that patients had entered a new phase in the illness trajectory
(Table 3). These caregivers recounted moving from an abstract sense that the patients would
die at an unspecified time to a startled awareness that the patients would die soon. Several
described this previous state of knowing yet not being aware: “/ knew deep down inside
[Patient’s death] was getting close, but | had no idea it was gonna be that close* (CG117,
wife). Many caregivers mentioned that they had been told patients’ prognoses previously but
compartmentalized this knowledge, sometimes to continue “/hoping for miracles” (CG116,
wife) that patients would beat the odds. Meanwhile, some had recognized patients’
worsening functional status but ignored it; as described by one (CG7, male other), “you,
maybe like an ostrich, stick your head in the sand and think well, he‘ll come back.” Because
of this abrupt awareness that patients were nearing death, caregivers often felt increased
shock, disbelief, and anticipatory grief.

Some caregivers who had not known that patients were dying believed they had not been
adequately informed or warned (Table 3). Most described intense bewilderment, sorrow,
guilt, and regret when they later became aware. In some cases, caregivers expressed
resentment towards clinicians for not realistically discussing patients’ expected course or all
potential management options, leading to later frustration and anger at the oncology team.
Many wished the oncologists “would have just told us how devastating the chemo could be’
(CG124, brother). In hindsight caregivers felt that the burdens of chemotherapy exceeded
their benefits and regretted that patients had not stopped chemotherapy and other treatments
sooner. As one (CG70, sister) said, “even if [off treatment you get] three weeks of good
quality, it’s better than six months of noné* on treatment. In a few cases, patients themselves
kept important information that the oncology team had told them about disease progression
and prognosis from caregivers, leaving caregivers unprepared to anticipate the patient’s
decline and to take on additional roles and responsibilities.
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Caregivers who felt inadequately warned that patients were dying reported feeling
inadequately prepared to be surrogate decision-makers. They also felt overwhelmed by the
physical care that patients needed, emotionally taxed from watching patients decline, and
cognitively overloaded with decisions regarding patients’ care and prioritizing patients’
needs. As described by one who was surprised by the patient’s “very rapid descent’ (CG164,
husband), the health team could have done more to get “the caregiver ready to do the right
thing by the ill person, more than just crutches or support for the person who is emotional
wounded — more what to do at what point.” Some second-guessed themselves and worried
about how to best care for their loved ones.

3.2 Caughtin the middle of decisions

Caregivers reported feeling conflicted when caught in the middle of decisions that pitted
patients’ preferences against caregivers’ own thoughts about what was best for patients,
leading to angst about how or when to intervene. Most of the time caregivers explicitly
supported patients’ decisions, even when they personally disagreed, as they felt that they
should champion patients’ wishes: “/ just always told [Patient] if that’s what you want, I’'m
behind you 100%" (CG3, daughter). Even as patients declined further, many caregivers
recalled continuing to advocate intently for what patients had wanted and derived a sense of
peace of mind in doing so (see next section). However, some caregivers felt distress and
anguish when they tried to reconcile conflicts between patients’” preferences and their own
beliefs (Table 4).

When patients became too sick for chemotherapy yet would not accept hospice referrals,
some caregivers described disagreeing so strongly that they considered making referrals
despite patients’ objections. Particularly poignant were situations in which caregivers
provided around-the-clock care yet felt helpless in relieving patients’ suffering by
themselves and worried about their safety; these situations “/ad just gotten too harad” for
caregivers to manage on their own without hospice (CG138, wife). Some described difficult
conversations to coax patients into changing their minds about hospice care while preserving
patients’ sense of autonomy. Few caregivers felt comfortable getting hospice involved
without patients’ approval; as one (CG45, female other) said, “we wanted it so much to be
her decision to go. We didn’t want to have to make that decision for her.” However, even
after making the transition to hospice, a few caregivers described feeling lingering
indecision and guilt.

Additionally, when patients who previously were described as “fighters” lost capacity to
make decisions, some caregivers struggled with the incongruity between patients’ weakened
states and their prior resolve to continue aggressive, life-prolonging treatments. These
caregivers reported feeling uncomfortable and overwhelmed by having to decide whether to
continue treatments patients had wanted, particularly when other family members or
caregivers were not physically or emotionally present to share the burden. As one (CG172,
daughter) reflected, *“/t was only me, you know, making these decisions... | hope that these
were the right decisions to make.”

In contrast, a few caregivers described feeling distressed when a patient had preferred a less
aggressive approach. As these patients became sicker, caregivers felt heightened
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helplessness and sorrow, which occasionally incited frantic, impulsive decisions to do more.
In one striking example, a caregiver disclosed how he went against a patient’s wishes and
allowed her to be intubated, recognizing that it was due to his own panic watching her
struggle. Meanwhile, some grieving caregivers came to recognize that doing the best thing
for patients meant letting go:” you have to ask yourself am | keeping them alive for them or
am 1 just being selfish and | don't want to lose them so I'm gonna just keep them here to keep
them here” (CG90, husband).

3.3 Finding gratitude, peace, and purpose

Despite grief and distress, many caregivers described experiences of gratitude, fulfillment,
and peace from spending time with patients and knowing that they were doing their best for
them (Table 5). Often other family members, friends, and hospice staff helped caregivers
shift towards this more positive focus. Caregivers recounted how these individuals provided
anticipatory guidance and support and enabled them to tend to their own physical and mental
health so that they could reclaim a sense of purpose while caring for the patient. With such
support, these caregivers felt better equipped to facilitate patients’ own sense of well-being
and peace.

For caregivers who were able to refocus in this way, the experience of caring for dying
patients became both more bearable and more gratifying. Some expressed appreciation and
joy for the chance to strengthen their relationship with patients and spend quality time
together. Others found peace while reflecting on past life experiences and believing patients
had lived their lives well. These caregivers described accepting that it was patients’ time to
die and sometimes even felt that death itself was desirable because it would relieve patients’
suffering: “/ was very happy at home with [Patient] and he was, too. He knew he was dying
and we all, the whole family, did. And you get to the point where you want him to

die* (CG77, wife).

These caregivers also described deriving purpose and satisfaction from advocating for and
carrying out patients” wishes at the end of life, whether regarding location of death, pain
management, or other aspects of care. Ensuring that patients’ wishes were honored often
required much self-sacrifice; knowing they had done all they could to make patients” last
weeks of life high quality led to a sense of accomplishment and peace. As one (CG22,
husband) said, “/ felt like for a while | was doing hospice care by myself, you know, and not
knowing what | was doing and stuff. But that was her wish. So ... I'm gonna do it”

4. Discussion and Conclusion

4.1 Discussion

Family caregivers of patients with advanced cancer are often actively involved in many
aspects of care and advocate intently for patients. In this study, we identified three
particularly emotionally charged situations these caregivers experience while caring for
patients with advanced cancer and navigating varying levels of awareness, tension between
their and patients’ perspectives, and ambiguous clinical circumstances. When oncology
teams — comprised of oncologists as well as palliative care specialists, nurses, social
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workers, and behavioral health specialists — can more clearly understand situations that
trigger heightened emotions in caregivers, they can proactively support caregivers, mitigate
adverse effects of caregiving, and ultimately facilitate the most appropriate care for patients.

Our study illustrates the complexity and consequences of caregiver decision making that
arise when patients’ clinical conditions are incongruous with enacting their previously stated
wishes, adding nuance to previous findings documenting that caregivers generally follow
patients’ wishes even when they disagree [20]. Caregivers often felt intense uncertainty and
guilt when forced by clinical circumstances and patients’ changing needs to consider and
ultimately go against patients’ previously stated wishes. Especially in the situations we
described, caregivers may need to be warned that patients too may feel ambivalent; patients’
preferences may fluctuate over short periods of time [21]; and unanticipated events may
mandate change of course as patients’ suffering worsens.

Past studies have shown that patients and caregivers often have optimistic estimates of
prognosis [22-25] and that preservation of hope in the face of realism is vital to patients’ and
families’ day-to-day functioning [26-28]. Prior studies indicate that physicians often
misrepresent (intentionally or unintentionally) patients’ prognosis, contributing to patients’
and caregivers’ misunderstandings [29]. However, other unpublished analyses from the
VOICE study demonstrated that physicians’ prognosis estimates were remarkably accurate
[30]. Many caregivers in our study reported having been informed about prognosis yet
remained unaware of patients’ impending death [31], did not quite believe the information,
or compartmentalized those conversations, in attempts to preserve hope for longer survival.
This observation provides an intricate understanding of caregivers’ management of
prognostic information and the paradox that patients, caregivers, and clinicians report that
such discussions had occurred yet maintain markedly discordant prognostic estimates. This
dynamic also helps to explain caregivers’ emotional distress, shock, and grief when they
realized patients were dying sooner than they had come to expect. While unexpected patient
death can lead to higher rates of depression, poor physical health, and even death in their
caregivers [32, 33], our study demonstrates that some caregivers experience extreme distress
even when death is “sooner than expected” but not “unexpected.” Future research could
clarify how oncology teams can best identify those caregivers who “know yet are not aware”
of patients” imminent deaths and appropriately intervene.

The stories of caregivers who felt misled, abandoned, and betrayed due to not having been
adequately informed were troubling. Clinicians may underestimate the degree to which their
communication about prognosis is unclear, vague, misinterpreted, or forgotten [34-39].
While clinicians are obligated not to inform caregivers without patients’ consent, caregivers
may desire more information than patients themselves about patients’ clinical status [38, 40,
41]. Clinicians need to be mindful to discuss treatment options realistically, reassess clinical
status at each visit, and avoid deliberately using words that can be easily misinterpreted.

While navigating distressing situations, caregivers also often derived peace, fulfillment, and
connection. By delivering adequate, honest information, assisting in decision making, and
remaining emotionally engaged, clinicians can help improve patients’ and caregivers’
quality of life and ability to cope [42, 43]. Moreover, recognition of situations that can lead
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to intense emotions and anguish may help clinicians identify not only patients but also
caregivers who are struggling the most and in need of psychologic or social support. Studies
have shown that patients and families benefit from earlier referral to palliative care and
hospice [44, 45], and that palliative care specialists’ emphasis on symptom control,
treatment decisions, and advanced care planning lead to higher quality end-of-life care [46].
Multifaceted oncology teams that include palliative care clinicians can also assess
caregivers’ informational and affective needs, foster open communication, and provide
sufficient anticipatory guidance [3, 10].

Strengths of this study include in-depth analysis of caregiver experiences from interviews
shortly after the patient’s death, rigorous qualitative research design, and frequent team
discussions. A number of limitations also are noted. Firstly, in this qualitative analysis we
considered caregivers as a group, regardless of whether they were spouses (the majority),
children, parents, or siblings of patients. While there may be differences in emotional
experiences depending upon the caregiver’s relationship to the patient [47], our study
focused on describing the range of caregiver responses rather than differences among
groups. Nonetheless, the demographic makeup of this study (mostly Caucasians with some
level of higher education) potentially limits its generalizability to more diverse populations.
Additionally, the interviews were not designed a priori to directly address the research
questions in this secondary analysis. Finally, interviews were conducted nearly two months
after the patient died, potentially leading to recall bias and omission or inflation of past
events. The grieving process itself may also have impacted caregivers’ way of recalling
experiences [48].

4.2 Conclusion

By focusing on unique experiences of caregivers, this study identified multiple emotionally
intense moments caregivers may endure while caring for patients with advanced cancer.
Caregivers faced dual stresses of advocating for patients’ needs and preferences while
experiencing anticipatory grief and loss. While some of these stresses led to feelings of
helplessness, especially when patients’ and caregivers’ perspectives did not align, many
caregivers in our study reported a sense of attainment and peace. Caregiver well-being is
associated with patient-perceived quality of care [49]; tending to caregivers’ emotional
experiences and partnering with caregivers to understand patients’ needs may be an
important vehicle for higher quality patient care.

4.3 Practice Implications

Oncology teams may help alleviate caregivers’ distress by providing sufficient anticipatory
guidance and support. They can anticipate emotionally charged experiences and caregivers’
needs for information (e.g. what is likely to happen at the end of life), encourage patients
and their families to plan ahead for worst-case scenarios, and provide support to caregivers
both before and after patients have died [33]. Given that caregivers experience heightened
distress when a patient’s death is sooner than expected, earlier, more explicit discussions of
caregivers’ roles in decision making may help mitigate later distress. Clinicians may also
benefit from communication training focused on addressing the “fighter” mentality in the
setting of worsening patient quality of life — in particular, helping patients and their
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caregivers to change treatment course while respecting integral parts of patients’ identities
[50].
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Highlights

. Caregivers of patients with advanced cancer have emotionally charged
experiences.

. Many caregivers abruptly realized that patients would die sooner than
expected.

. These caregivers believed they had not been fully warned and felt increased
grief.

. Caregivers felt conflicted when forced to make decisions against patients’
wishes.

. Those who felt they did their best for patients experienced peace and
gratitude.
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Caregiver demographics

Caregivers (n=91*)

n (%)

Caregiver age (mean +/- STD, range)

64 +/-12.1, 23-84

Race
White 79 (87)
Non-white 12 (13)
Gender
Female 61 (67)
Male 30 (33)
Education
High school or less 23 (25)
Some college or more 68 (75)
Income
$20,000 or less 16 (18)
$20,001 to $50,000 28 (31)
$50,001 to $100,000 30 (33)
Over $100,000 5 (5)
Missing 12 (13)
Relationship to patient
Committed/married 59 (65)
Parent or adult child 13 (14)
Sibling 10 (11)
Other 9 (10)
Prior randomization during RCT
Intervention 47 (52)
Control 44 (48)
Cancer type of patient
Breast 17 (19)
Colorectal 8(9)
Lung 23 (25)
Prostate 10 (11)
Pancreatic 12 (13)
Other GI 11(12)
Other 10 (11)

*
Demographic data are missing for one participant.
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Table 2.

Information about patient death and subsequent interviews with bereaved caregivers

n (%)

Days between patient death and caregiver interview (mean +/— STD, range)

53 +/- 19, 28-133

Patient enrollment in hospice between starting VOICE study and death

Yes 66 (73)

No 17 (19)

Unknown 8(9)
How interview was conducted

In person 53 (58)

Over the telephone 28 (31)

No data 10 (11)
Location of in-person interviews

Home 25 (47)

Outpatient clinic 6 (11)

Other 22 (42)
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Table 3.

Quotations of caregivers jolted by awareness of dying

Becoming aware that patients would die sooner than expected

[Patient's fatigue and anorexia] were signs that my son and | would talk, that something wasn’t right. But even then you, maybe like an ostrich,
stick your head in the sand and think well, he’ll come back. He’ll come back around. (CG7, male other)

I knew he was sicker but I didn’t think he was that sick. ... [Physician] actually gave me a heads up. | don't know how else to say it. A heads up
that things could be, but you know, you just don’t want it to be. ... We went from palliative care to hospice care to dying within almost twenty-
four hours. ... I just never expected it, never. (CG98, wife)

[Patient] did so well for so long that, oh, | don't know whether it’s denial. | don't think it’s denial but you think it can go on forever. ... | thought
all this week here he was dying and we didn’t talk about it. ... You think this is not happening, that type of thing. (CG66, wife)

Feeling inadequately informed that patients were dying

Would [Patient] probably have died quicker? Probably. Who knows. But the point is, is that even if it’s three weeks of good quality it’s better
than six months of none. Basically what my sister did was fight to die. That’s what she did. From misinformation. ... The way [the oncologists]
present their treatment, it’s more like yeah, wow, here we got a case, let’s do this. Well, let’s take the patient into consideration. That’s my take
on that. ... [We were] left to believe that yes, this is going to work; oh, sorry, it didn’t. (CG70, sister)

| just wish they could have maybe delved more into the real side effects of the chemo, that maybe you might give it second thoughts and decide
against it. But when you come in, you are putting yourself in their hands. ... [Patient] asked right out, you know, well how much more time?
[The oncologist] said well, we can’t really tell you how much more time. It might give you another six months, you know. And | don't think it
was worth that. So in that regard | wish they would have just told us how devastating the chemo could be. (CG124, brother)

| think when [Patient’s husband] found out she was that bad, it really was a shock to him and he, it’s almost like he was panicking because he
even wrote her a letter saying you’ve got to fight this, [Patient], | need you. You know, almost like a desperate thing like this can’t happen. It
was horrible. It was just so sad that he knew that he wasn’t ready for this. (CG93, sister)
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Table 4.

Quotations of caregivers caught in the middle of decisions pitting what patient want against what caregivers
think is best

Coaxing patients to change their minds about palliative care/hospice

[Opting for palliative care] was probably for the best. I didn’t want [Patient] to suffer but then | have second thoughts. (CG90, husband)

[Patient] just couldn’t be alone at night any longer and [going to a comfort care home] was the only way that we could provide her with twenty-
four hour care. And I'm not sure that — she fought us to the very end about going to the comfort care home. — We wanted it so much to be her
decision to go. We didn’t want to have to make that decision for her. (CG45, female other)

Deciding whether to do more or less than patients had wanted

[Patient] was also very much a fighter. ... | had hope that he would have twenty-four hours’ worth of antibiotics because nobody knew where
the infection was coming from. [Physician] did not know at that time that his stomach had been destroyed. | mean, if we had known that at that
time, | would have said no, just don’t do anything. (CG115, wife)

We could have said no, we don't want to do that and [instead] get [Patient] as strong as you can and I'm gonna pack her up in a wheelchair and
take her home. And sometimes | say to myself maybe | should have told them that. But | don't know how much longer she would have lasted.
And I'm sure the quality of life was going to keep deteriorating. | mean the best analogy of it all ... is if you’ve ever had a dog that you love or a
pet and they finally reach an old age state where their health is totally shot and they’re very miserable and they’re just laying around, they are
barely breathing and you are still trying to keep them alive, then you have to ask yourself am | keeping them alive for them or am I just being
selfish and I don't want to lose them so I'm gonna just keep them here to keep them here. ... There’s a point where you have to say, like I told
her, I didn’t want her to suffer. (CG90, husband)
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Table 5.

Quiotations of caregivers finding gratitude, peace, and purpose

But other than that I'm very blessed, I'm very fortunate | was able to be with her as much as | was, to take care of her in ways that | never
thought | would my sister. ... | was never frustrated with doing it. It was an honor to do. And if | knew the outcome would be the same, if you
had that chance they say in life would you do it again, yes, | would. If I knew | would get the same outcome again | would do it. (CG70, sister)

And [Patient] took this deep breath and just let it out. And it struck me how beautiful she was in death, you know, with no pain, no stress. She
was prettier, more beautiful than I'd seen her in a long time, months. ... It was really an amazing and a beautiful moment but a terrifying
experience. (CG17, husband)

| said well, | don’t need anybody in the home, | can take care of [Patient]. | wanted to make sure she stayed here. That’s what she wanted.

(CG188, hushand)
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