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Abstract

For terminally ill cancer patients, hope and hopelessness are constructs that significantly impact
the quality of life. The aim of this study was to examine the relationship between hope and
hopelessness in advanced cancer and to identify factors that maintain hope and increase
vulnerability to hopelessness. Semistructured interviews were conducted with 22 terminally ill
cancer patients. Interview transcripts were analyzed using thematic content analysis to identify

patient definitions of these terms and associated cognitions and emotions. Hope and hopelessness

were identified as distinct, often co-occurring, and dialectically interacting constructs. The
relationship between hope and hopelessness often balanced on acceptance, perceived as
diametrically opposed to hopelessness, and conducive to redirecting hope toward new goals.
Positive interpersonal relationships enhanced hope, and uncontrolled physical pain increased
vulnerability to hopelessness.
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Introduction

Patients diagnosed with terminal illness must cope with increasing physical limitations as
well as the emotional impact of the illness and, in particular, the poor prognosis.t In the
context of these stressors, some patients appear to be overwhelmed by feelings of
hopelessness or despair. Others focus on hope for a cure or long-term survival despite the
contradictory evidence, while still others acknowledge a terminal prognosis but develop
hope for more proximal positive or meaningful experiences. Thus, hope and hopelessness
have been identified as significantly related to quality of life for patients with terminal
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cancer.2:3 Hope is associated with greater psychological and spiritual well-being and the
utilization of more effective coping strategies,* while hopelessness is associated with poorer
quality of life and increased incidence of psychopathology and desire for hastened death.2

Quantitative and qualitative studies have investigated the definitions, covariates, and roles of
hope and hopelessness in terminal cancer, generally as 2 distinct constructs.3-8 Similarly,
studies seeking to develop standardized measures of these constructs have mainly focused on
either hope or hopelessness (ie, Beck Hopelessness Scale,” Herth Hope Index,?
Hopelessness Assessment in Iliness,? and Miller Hope Scalel0). Rarely has research
addressed hope and hopelessness simultaneously to elucidate the relationship between these
2 constructs in the context of incurable illness.

Certain questions can only be answered by examining hope and hopelessness together. For
example, is the nature of hopelessness simply the absence of hope, or is hopelessness a
separate construct with distinct implications for quality of life in terminal illness? Can hope
and hopelessness exist at the same time within a patient’s experience, and if so, what is the
relationship between the 2? For patients struggling to maintain hope, is hopelessness
perceived as the only alternative? The present study uses the testimony of terminally ill
cancer patients to address these questions. Themes relevant to the relationship between hope
and hopelessness are identified, as well as factors that may facilitate the adaptive use of hope
in coping with terminal illness, and factors that may increase vulnerability to hopelessness.

A clear and concise definition of hope in the terminally ill has yet to be fully articulated.3
Broad definitions describe hope as a positive orientation toward one’s future.11 Medical
professionals typically define hope in terms of disease prognosis.t! In the psychology
literature, Gum and Snyder® conceptualized hope as the ability to generate workable routes
to desired goals in the face of a threat. Definitions of hope in the nursing literature tend to be
multifactorial, encompassing affective, cognitive, personality, behavioral, relational,
spiritual, and/or temporal dimensions.®12 It is widely acknowledged that a terminal illness
can shift an individual’s priorities and goals. The notion of hope as a positive expectation for
goal attainment is seriously challenged when one’s primary goal of survival may no longer
be possible. Therefore, some researchers have found that hope at the end of life often refers
to new targets, such as hope for comfort, dignity, intimacy, or salvation.1! Sullivanl!
suggested that the challenge at the end of life is not so much protecting or restoring hope, as
it is diversifying and redirecting hope.

Hope as active coping—McClement and Chochinov? defined hope in patients with
advanced cancer as a coping mechanism, protecting patients from the experience of distress
and suffering. In their theoretical discussion of the relationship between hope and
hopelessness, Hammer and colleagues cited philosopher Gabriel Marcel’s definition of
hope: “Hope comes into being only when the possibility for despair gains access.”3(P274) |n
a review of 26 quantitative research articles of hope in patients with cancer, Chi* found a
significant positive relationship between level of hope and effective coping styles (ie, active
acceptance, engaging in normal living activities and reconciling with life and death) among
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patients with cancer. Folkman4 also described a dynamic and reciprocal relationship
between hope and coping in the context of stress and found that hope is essential for coping
with the chronic stress of serious illness. Active coping can engender hope, and in turn hope
can energize coping activities. Eliott and Olverl® found that hope helped dying cancer
patients maintain a positive outlook, connect with others, and engage with life.

Hopelessness

Hopelessness initially emerged from the psychiatric literature as a symptom of depression. It
has since been recognized as a distinct construct related to a host of negative outcomes at the
end of life.11 As with hope, the extant literature contains various conceptualizations of
hopelessness. From a psychodynamic perspective, hopelessnes is defined as “an inability to
retain a good object feeling and to generate self-soothing, self-affirming responses in the
face of disappointment,” which can lead to feelings of emptiness and despair.16(P300)
Cognitive theorists, led by Beck and colleagues,’ view hopelessness as the presence of
negative expectations and a pessimistic attitude toward the future. Sullivan'! directly
addressed hopelessness in the terminally ill as reciprocally linked to the patients’ health state
and suffering. Rather than being characterized by the absence of hope, Sullivan proposed
that hopelessness is a maladaptive attachment to a form of hope that has been lost.

Hopelessness has been identified as an important construct in understanding desire for
hastened death, suicidal ideation, and requests for assisted suicide in the terminally ill.2
Although suicide is often linked to depression, several studies found hopelessness to be a
stronger predictor of suicidal ideation than depression in patients with terminal
illness.217-19

Hope and Hopelessness

The relationship between hope and hopelessness has rarely been systematically examined in
research, despite numerous studies describing these constructs individually. Past researchers
have suggested that hope and hopelessness are anchors on a continuum.2%:21 McGee stated
that hope and hopelessness are polar opposites and that “hopelessness represents the extreme
state of despair in which all hope is lost.”21(P39) |n contrast, Kylma and colleagues?2
provided one of the few investigations addressing both hope and hopelessness concurrently.
In their qualitative study, patients living with AIDS and HIV defined hope as the belief that
life is worth living at present and in the future. They identified an active component to hope,
stressing that it facilitates coping with disease-related stressors. Hopelessness was identified
as a more passive construct composed of affective (a lack of hope), cognitive (lack of future
expectations), and motivational (giving up) components. This description of hopelessness is
similar to the dimensions identified in the Beck Hopelessness Scale,” where hope and
hopelessness are represented as 2 theoretically distinct but dialectically interacting
constructs.

Our clinical experience with terminally ill cancer patients receiving state-of-the-art,
integrated care at both inpatient and outpatient medical facilities in New York City has
inspired extensive discussion about the relationship between hope and hopelessness in this
vulnerable population. Our research and clinical staff have collaborated to develop a
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measure of hopelessnes specifically for patients with advanced cancer. The prior research
literature alludes to a potential dynamic (as opposed to diametric) relationship between hope
and hopelessness but does not investigate this relationship. The present study attempts to
address this gap in the literature. This investigation is largely exploratory, with the goal of
giving voice to our patients’ subjective experiences of terminal illness, and their personal
knowledge of the roles of hope and hopelessness in that experience. Based on our review of
the literature, we approached the data with particular interest in the possible dialectic
between hope and hopelessness, and the conceptualization of hope as an active coping
strategy in the face of existential threat.

This study was approved by the Institutional Review Boards of Memorial Sloan-Kettering
Cancer Center, Calvary Hospital and Fordham University. The data were collected in the
course of a study that eventually led to the development of a measure of hopelessness for
patients with advanced or terminal disease.? Patients were 30 English-speaking adult
patients with stage IV cancer (ie distant metastases) and a life expectancy of less than 1 year.
Participants were recruited from 2 hospitals (15 from each site): a palliative care hospital for
terminally ill cancer patients and a tertiary cancer care center. Life expectancy was
determined through consultation with the referring physician; participants recruited from the
palliative care hospital typically had a life expectancy of less than 6 weeks, whereas those
recruited from the cancer center typically had a life expectancy of 3 to 12 months. Eligible
patients were referred by their physicians to the investigators. All patients approached
agreed to participate in the study. Prospective study participants were approached by study
researchers either in their hospital room or while waiting for an outpatient medical
appointment. Participants were informed of the nature of the study including potential risks
and benefits, and informed consent was obtained.

Participants subsequently participated in 1 semistructured interview conducted by a clinical
psychologist or psychology graduate student that was derived from interviews with leading
scholars and researchers in the field of palliative care, oncology, and psychiatric functioning
at the end of life (see Rosenfeld et al®). During interviews, participants responded to a
focused set of open-ended target questions developed to meet the needs of the parent study
(see Table 1). Participants were asked to rate their levels of hope and hopelessness. These
ratings were then used to elicit descriptions of the cognitive and affective experience of these
constructs and were not used in quantitative analyses. Participants were also asked about
their health status along with their emotional, physical, and spiritual quality of life.
Interviews were audio taped and transcribed by the research team, omitting all identifying
information. The final data set includes participants’ direct answers to research questions as
well as comments and themes spontaneously generated by participants.

The data analysis team consisted of the study’s principle investigators (ie, trained
psychology graduate students). The interview data were reviewed and interpreted using
thematic content analysis with an inductive, data-driven approach.23-26 First, a trained rater
read all patient transcripts and identified salient points, themes, and ideas linked to strong
emotional affect in patients’ responses to the set of target questions. These passages were
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then collapsed, in a second level of coding, into a number of different categories that
reflected the various features of hope and hopelessness articulated by the study participants.
All team members reviewed these passages to confirm the identification of content areas of
interest given the research questions. Using inductive coding techniques,?’+28 passages that
conveyed the participants’ perceptions of and experience with hope and hopelessness were
identified. Two raters (both psychology graduate students) conducted the first round of
coding separately and met weekly to discuss and revise the code list, and select illustrative
patient quotations. Both raters eventually coded the entire set of patient quotations, for inter-
rater reliability, and ultimately produced a codebook consisting of 17 codes. Rigor in our
qualitative analysis was derived from rounds of iterative consensus work among team
members (ie, the 2 primary raters and a third clinical psychologist) who analyzed and
reviewed transcripts, reconciled coding discrepancies, and agreed on code names and
definitions.

Thirty patients consented to the study, and complete data were provided by 22 (73.3%) of
the participants. Two participants were excluded because they failed to meet the eligibility
criteria (no evidence of disease). The remaining 6 participants had cognitive limitations that
precluded them from providing meaningful data for this analysis. Twelve of the participants
(54.5%) were receiving inpatient palliative care and 10 (45.5%) were receiving outpatient
care. The sample was mostly female, with 15 (68.2%) women and 7 (31.8%) men. The
majority were caucasian (81.8%, n = 18), with 18.2% (n = 4) African American; 86.4% (n =
19) were non-Hispanic; and 13.6% (7= 3) Hispanic. Eight participants (36.4%) identified as
Catholic, 7 (31.8%) as Jewish, 6 as other Christian faiths (27.2%), and 1 (4.5%) individual
reported no religious affiliation. The average age was 58.5 (range: 30 to 80). All of the
participants met criteria for advanced cancer (stage V) and included a variety of primary
diagnoses (lung: 13.6%, n = 3; pancreatic: 13.6%, n = 3; ovarian: 18.2%, n = 4; prostate:
9.1%, n = 2; breast: 13.6%, n = 3; and 18.1%, n = 4 had other cancer diagnoses). Two
participants (9.1%) were still alive at the conclusion of the study.

Patient responses indicated that they experienced hope and hopelessness as closely linked
constructs. For many participants, consideration of one construct led automatically to a
discussion of the other. This provided support for the idea, articulated by Marcel3 that hope
becomes relevant when the threat of despair or hopelessness is introduced. The analysis also
yielded some unexpected findings. For example, it was apparent that patients’ experience of
hope and hopelessness frequently balanced on a third critical construct: acceptance. Finally,
patient reports suggested several psychosocial factors that may enhance hope or increase
vulnerability to hopelessness. These findings are described in more detail below.

Hopelessness as a Threatening Psychological State

When study participants were asked about experiences of feeling hopeless, many described a
pervasive negative state that extends beyond a sense of loss or disappointment, into such
territories as depression, despair, numbness, and even surrender. One patient observed,
“Hopelessness | guess is where you are looking at it as though nothing will help, not internal
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resources and not external resources, like shutting down all. There are no options.” Another
described feelings of hopelessness as all-encompassing:

Yeah, last week | got into hopelessness.... | wouldn’t cry. | would do nothing. |
wouldn’t talk. | wouldn’t eat. ... | thought | would die by now, and because of that |
gave over hope totally. | was just lying there waiting to die.

Many patients seemed to view even transient feelings of hopelessness as potentially
dangerous or disabling, as if such feelings might trigger a cascade of functional decline and
block emotional access to former sources of resilience. One patient’s anxiety was palpable
as she responded, “You know I just cannot be hopeless like, why bother to do anything? |
have to work. If you’re hopeless why bother to work? Why bother with anything?” Another
considered, “Once you start feeling hopeless it’s over.... | can’t imagine what that would be
like. That would be bad, that would be bad.” Consistent with this idea of hopelessness as a
threatening state of mind, some patients reacted to being asked whether they had ever felt
hopeless with expressions of anxiety, fear, or even anger. One patient objected that she
“shouldn’t even be forced to think about that.”

Relationship Between Hope and Hopelessness

By asking study participants about both hope and hopelessness, it became clear that the
constructs are closely linked in patients” minds. Participants often discussed hope when
asked about hopelessness and vice versa. “Do | feel hopeless? | mean, sure. | feel hopeless
and | feel hopeful. You know, | think one feels both at the same time.”

Many patients described hope as a tool for fending off the threat of hopelessness: “You’re
just looking for some escape. It’s fleeting, it’s fleeting you know. If you go a whole lot into
hopelessness, it’ll kill you. ... I am learning today of being hopeful and to smile.” Some
participants specifically described their relationship to hope as a sort of dialectic, battle, or
balancing act:

| start thinking | have two choices, | can either sink or swim, and then | start telling
myself about the different research that | have done on the internet, that there is
always tomorrow and there could be a breakthrough and there could be a cure. ... It
is just a reasoning with myself, but when I do get out of it — hopelessness - | do not
understand how did | get there ...

Another patient observed:

It is like you get down there and, and you go like no, I cannot stay here, | cannot
and it is like a war that is raging inside of you ... the hope for one minute and then
the [doubts] all start off and you feel like you are deteriorating.

Thus, the conventional view of hopelessness as the absence or opposite of hope appears to
miss the dialectic between the 2 constructs. Patients described employing hope as a coping
tool to help move them away from threatening emotional states (such as hopelessness) that
may arise in the context of terminal illness and toward more positive feelings, actions, and
goals.
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As patients discussed hope and hopelessness in relation to their advanced illness, acceptance
emerged as an integrally related construct. There were no explicit questions about
acceptance in the study interview script; rather, acceptance was spontaneously introduced by
many patients in response to questions regarding their present levels of hope and
hopelessness, and about specific things they were hoping for. One participant stated, “I
accept what is. If 1 go, | go. If I live, if I can get around and do things again, that’s the best
thing | could ever look forward to.”

Some participants who discussed acceptance also warned of potential negative consequences
of false hopel® or of inflexibly clinging to specific hopes at the expense of some sense of
acceptance. As 1 patient explained,

I think there are so many ifs in this disease and so many things can go wrong ... so
you cannot be too hopeful, you know, so you kind of have to be realistic.... If you
are too hopeful, you might get disappointed, you know?

Acceptance thus implies a realistic understanding of prognosis and a willing relinquishing of
inflexible or unrealistic hopes. Some patients further suggested that acceptance allowed
them to enjoy other aspects of life, such as time with loved ones and nature and to use hope
in a more adaptive way, that is, to hope for new or modified goals. One patient stated “I am
hopeful for each day, you know. | mean | know | am not going to be cured, there is no cure,
but I am hopeful that | have as wonderful a time as possible.” Another stated:

I no longer assume that | will have a long life and that has taken a long time to get
used to, but my expectations of the future have changed ... you know, | do not
expect to grow old. | hope I grow old.

In other words, accepting the major changes that come with a diagnosis of a terminal illness
can allow an individual to turn to appropriate coping strategies, including developing more
realistic hopes for the future. Patients often discussed hope for intermediate goals (rather
than long-term survival), for quality of life, for participating in important personal, family, or
societal milestones, for creating a positive legacy, and even for the future success and
happiness of loved ones after their own death.

In discussing acceptance, many participants brought up topics related to self-worth and
completion of life goals. They seemed to suggest that fulfillment of life goals allows for
acceptance of one’s prognosis and thus the adoption of more realistic forms of hope, which
in turn protects against hopelessness. One patient commented:

When you talk about hope and hopelessness, | feel that basically in my life, | mean
there are a couple of things that | regret not doing but basically I have done what |
wanted to do, you know and that’s a good feeling, and it’s a good feeling to know
that people will remember me as being helpful and having contributed something.
And that makes a difference than if | didn’t feel that I lived my life the way |
wanted to.
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Given this framework for understanding the interdependent constructs of hope, hopelessness,
and acceptance, we were able to identify some specific factors that may enhance acceptance
and hope, and those that may increase vulnerability to hopelessness.

The Protective Role of Family Relationships

Family relationships appeared to play a strong role in some participants’ ability to maintain
hope, develop acceptance, and ward off hopelessness. Consistent with hope-maintaining
factors identified by Chi,* some patients spoke of the “cheerleading” of loved ones
increasing their own sense of hope. For example,

My daughter’s brainwashing that she tells me, there are ways, we are going to find
them, we are not going to give up.... She is the one who builds me up. And my
grandson who calls me all the time—"“You’ve got to be strong, don’t give up. Look
at me. | didn’t do well in biology and now I have the highest grade in the class. So
don’t give up.” That’s what | was thinking of [when | talked about hope].

Although some patients focused on hope for cure when it came to interacting with their
children, others described the importance of family relationships in facilitating acceptance,
thus allowing hope for more proximal events. “I think about my kids and my family, being
with them, experiencing things with them, and being there for them.”

Some participants felt an obligation to remain hopeful for the sake of others. This introduces
the possibility of “public” versus “private” hopes that may not be entirely compatible, as for
one participant who emphasized the need to hide more complex feelings from friends and
family:

In the back of my mind, | am always not completely hopeful. | don’t really think
that | can make it ... if I’m honest with myself. Yeah, but at the same time, | am
telling everyone else that | am completely hopeful.

Although expressions of hope from family members may help patients maintain their own
hope, these interviews suggest that the desire to take care of loved ones may undermine a
patient’s own need for greater acceptance of their situation, and thus their ability to identify
realistic new targets of hope.

Role of Physical Pain and Major Depression

Several participants reported that poorly controlled physical pain or disability, rather than a
reaction to their diagnosis, was the cause of their hopelessness. When pain management was
improved, in some cases after a transfer into hospice care, these patients reported reduced
hopelessness and the return of feelings of hope. One patient stated, “this morning, | wake up
and | don’t have pain, nausea.... | am so happy. | said instead of, ‘[God] why don’t you hear
me,” “Thank you for giving me another day.””

In most cases, resolution of acute pain was accompanied by an increase in both hope and
acceptance. One patient recalled a hospital stay during which she lost the use of her legs and
her pain was poorly controlled: “When 1| realized | can’t use my body anymore, | can’t drive
acar, | can’t help people, I said my life is over for good. | was devastated. You know, you
want to die.” However, she experienced a dramatic shift in her mood and attitude after she

Am J Hosp Palliat Care. Author manuscript; available in PMC 2016 August 03.



Sachs et al. Page 9

was transferred into hospice care, where she received pain management and social work
services:

1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

I have such angels working around me. When I said to them ‘How long can | stay?’
and they said *As long as you want,” | mean there’s just a feather in my cap. My
whole attitude is different.... | accept what it is. If | die, | know I will die in peace.
Whereas before | was in physical pain and | was mentally in pain because | felt so
useless.

A similar phenomenon was described with the psychological pain of major depressive

disorder. Two participants discussed precancer episodes of severe depression, during which
hopelessness was a dominant symptom. They spoke of advanced cancer as relatively
manageable compared to their depressive episodes and, subsequent to effective depression
treatments, demonstrated notable resilience to hopelessness at the end of life.

| inherited [depression] from my father who committed suicide, but | have not had
an attack in a long time ... those were terrible—it is the worst possible type of
illness to have a black depression. For that even death or cancer does not bring it
on.

Another patient described:

I was very despondent and felt totally depressed, | couldn’t see any way that I
could, you know, live a happy life at all ... It was even worse than having cancer ...
really | felt so hopeless because I didn’t know what to do. ... | just am so grateful
that they have these new medicines for depression because without that, | think
people would be in bad shape, | know | would have.

Discussion

Semistructured interviews with patients with advanced cancer, conducted by mental health
professionals with extensive experience working in psycho-oncology and palliative care
settings, provided a unique opportunity to explore the inter-relationships between hope and
hopelessness in terminal illness. Prior theoretical papers and research studies have primarily
addressed hope and hopelessness separately. This study reflects one of the first attempts to
systematically explore the relationships between these constructs, using interviews with
advanced cancer patients as the data source. A significant limitation of this study is that it
was not designed as an independent qualitative study; rather, the data were collected in the
exploratory phase of a quantitative study to develop a measure of hopelessness, and the
present findings are the result of secondary analysis. Thanks to this exploratory research, we
observed that patients routinely discuss hope when asked about hopelessness and vice versa
and pursued a deeper review of their narratives to elucidate the relationship between hope
and hopelessness.

Study participants described hope as an active means of protecting against existential threat
(ie, hopelessness). Rather than an end point on a continuum, hope seems to play a dynamic

role in patient experience, functioning primarily as a coping mechanism. This conclusion is
consistent with Chi’s* definition of hope as an active strategy that is positively related to the
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use of other coping behaviors. Furthermore, the foci of participants’ hopes were diverse and
included both long-term and short-term objectives. These findings support Folkman’sl4
conceptualization of hope as an essential for coping with prolonged stressors.

In contrast to hope, study participants characterized hopelessness as a diffuse, persistent,
dark state, which can threaten one’s ability to cope or function effectively in various
domains. Consistent with Beck et al” and Kylma et al’s22 conceptualizations, discussions of
hopelessness resulted in strong affect-laden responses alluding to the overwhelming nature
of this state. Hope and hopelessness thus appear dialectically related to one another, where
hope arises as an adaptive mechanism for coping with the threat of a feared state like
hopelessness (consistent with Hammer13): and hopelessness seemed to take root at times of
frustrated attachment to forms of hope that have been lost.11 This conceptualization of hope
and hopelessness as interdependent constructs is supported by participant accounts of
experiencing both at the same time.

An unexpected finding from this study was the emergence of acceptance (rather than hope)
as opposite to hopelessness. Acceptance of one’s terminal prognosis was related to more
adaptive forms of hope, such as hope for connection with others, enjoyment of daily
pleasures, and investment in legacy projects, rather than hope for extended life. In other
words, through acceptance, patients appeared better able to utilize hope as an effective
coping mechanism, warding off morbid states such as hopelessness. Our findings of this
mutually supportive relationship of hope and acceptance is also consistent with Chi’s*
findings that patients with high levels of coping engaged in active acceptance, activities that
delivered a sense of normalcy and reconciling with life and death.

Finally, this study identified several factors that may facilitate the use of hope and
acceptance or increase one’s vulnerability to hopelessness. Several participants clearly
articulated that poorly managed pain or severe physical disability were the cause of feelings
of hopelessness. These patients described that the introduction of adequate palliative care
dissipated hopelessness, and in some cases resulted in new feelings of acceptance and hope
for realistic goals. This finding is largely unsurprising as uncontrolled pain is strongly
associated in prior research with depression, hopelessness, and desire for hastened death.2°
Ironically, 2 participants believed that their history of severe depression was a protective
factor against hopelessness as they struggled with terminal cancer. Essentially, overcoming
mental illness through psychiatric treatment increased these patients’ resilience and allowed
them to more fully appreciate the pleasures and rewards of daily life while acknowledging
its impermanence.

A second important factor identified by these patients was personal relationships, which
appeared to increase their capacity for positive coping. In some cases, interpersonal
relationships were protective, allowing patients who were employing both acceptance and
hope to identify achievable goals. This is consistent with the findings in the literature on the
protective effects of social support in patients with cancer.3%:31 Conversely, others identified
pressure to appear constantly hopeful for their family members as an obstacle to processing
their new reality and developing a sense of acceptance. Thus, the role of relationships in
facilitating the use of hope as a coping mechanism, or increasing vulnerability to
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hopelessness, is an important area for assessment as well as intervention. Family-based
interventions that aim to foster appropriate hope in the face of terminal illness may be
improved by targeting family interactions that promote public or false hope.

These findings also have implications for the measurement of hope, hopelessness, and
acceptance. Quantitative research utilizing measures of hope, hopelessness, and acceptance
within a single sample would be helpful to validate our findings. Additionally, the inclusion
of all 3 constructs into a unified measure may allow for a more comprehensive study of the
experiences of terminally ill cancer patients, and particularly the relationships between hope,
hopelessness, and acceptance and other aspects of psychological distress (ie, depression,
anxiety, desire for hastened death, low social support). At present, no such measure exists.
These findings may also be helpful in informing clinician interactions with terminally ill
cancer patients. Knowledge of the dynamic relationship between hope, hopelessness, and
acceptance may aid clinicians in discussing these topics with their patients. Exploring
hopelessness may be useful in identifying hidden emotions, addressing denial and unrealistic
hopes, and in turn fostering more realistic objects of hope in patients. Treatments including
acceptance, mindfulness, and dialectic approaches, such as Acceptance and Commitment
Therapy32 or Dialectical Behavioral Therapy,33 may be useful in increasing cognitive
flexibility and redefining sources of hope. Furthermore, the role of family members in either
maintaining hope or impeding acceptance and adaptation of hopes is an important area for
intervention. Finally, these findings highlight the importance of optimal palliative care, as
controlling pain, maximizing functioning, and treating psychopathology (eg, major
depression) may be as critical to maintaining hope and warding off hopelessness as disease
prognosis itself.
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Table 1
Interview Questions

. On a scale from 0 to 10, 0 being not hopeless at all and 10 being completely hopeless, how hopeless do you feel right
now?

. What were you thinking about when you came up with that number? What came to mind?

. On a scale from 0 to 10, 0 having 0 hope at all and 10 being completely filled with hope, how hopeful do you feel right
now?

. What were you thinking about when you came up with that number? What came to mind?

. Have there been times more recently or in the past where you felt extremely hopeless? What was that like?

. What were your thoughts and feelings at the time? How long did it last? Did it come and go or did you feel that way all
the time?

. What changed to make you feel more hopeful or less hopeless?

. At this point, are there specific things you are feeling very hopeful about?

. Avre there specific things you are feeling particularly hopeless about or given up hoping for? Which of these is the most
distressing or most important to you?

. Do you have specific plans or goals that you want to accomplish?

. How has your illness changed your goals and plans for the future?

. What are the things that concern or worry you the most about the future?
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