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ABSTRACT

Objective: Advance care planning (ACP) has the potential to enhance end-of-life care, yet often
fails to live up to that potential. This qualitative interpretive study was designed to explore the
process and outcomes of ACP using the patient-centered Advance Care Planning Interview (PC-
ACP) developed by the Respecting Choices® program in Wisconsin.

Method: Patients diagnosed with advanced lung cancer and close family members were
recruited. Nine family dyads participated in the PC-ACP interview, which was audio-recorded.
Follow-up interviews took place 3 and 6 months after the PC-ACP interview and were also
recorded. Thematic analysis was conducted on transcribed interviews using constant comparison.

Results: Analysis showed that hope was a significant theme in the ACP process and this article
reports on that theme. Hope for a cure was one of many hopes that supported quality of life for the
participant dyads. Three themes were identified: hope is multifaceted, hope for a cure is well
considered, and hope is resilient and persistent. The seeming paradox of hoping for a cure of an
incurable cancer did not interfere with the process of ACP. The dyads engaged in explicit
discussions of end-of-life scenarios and preferences for care. ACP did not interfere with hope and
hope for a cure did not interfere with ACP.

Significance of results: Concerns about false hope are called into question. The principle of
honoring hope is not necessarily in conflict with the principle of truthful communication. This is
clinically significant, as the findings suggest we need not disrupt hope that we think of as
“unrealistic” as long as it supports the family to live well. Further, ACP can be successful even in
the context of hoping for a cure.

KEYWORDS: ACP, Hope, False hope, Advanced cancer, Terminal illness

“Hope is an axe you break down doors with in an = INTRODUCTION
emergency ...
Hope just means another world is possible, not

promised, not guaranteed”

Despite difficulties gaining consensus about a defi-
nition of hope, it is widely recognized to be an essen-
tial aspect of life, and vital to the way people
experience and respond to serious illness (Chi,
2007; Eliott & Olver, 2007; Miller, 2007; Clayton
et al., 2008; McClement & Chochinov, 2008;
Duggleby et al., 2010; Berendes et al., 2010). Hope
is a complex, multi-dimensional, and dynamic

(Solnit, 2004, p. 5).
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phenomenon that is influenced by many factors, in-
cluding healthcare providers (Chi, 2007; Duggleby
et al., 2010). Sensitivity to the importance of hope
and the ability to influence hope has led to concerns
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among healthcare providers about communication,
particularly the giving of “bad news” (Clayton et al.,
2005). One specific concern relates to the possibility
of diminishing hope when discussing bad news,
such as a diagnosis of incurable cancer, or planning
for end-of-life. Worry about disrupting hope has
been cited as one reason that such conversations
are avoided (Field & Copp, 1999; Gordon & Daugh-
tery, 2003; Daughtery, 2004; Schulman-Green et al.,
2005; Clayton et al., 2008; Curtis et al., 2008; McCle-
ment & Chochinov, 2008). There is agreement, how-
ever, that clear, honest communication is both
desirable and necessary in supporting a trusting re-
lationship among patient, family, and healthcare pro-
fessional as well as future planning (Clayton et al.,
2005, 2008; Apatira et al., 2008). Therefore, there
can be tension between the idea of supporting hope
and communicating honestly about difficult topics
such as end-of-life issues (Clayton et al., 2005; Schul-
man-Green et al., 2005). This can negatively influ-
ence practice, for example, by delaying appropriate
referral to palliative care (Daugherty, 2004).

Hope is predominantly viewed as a “good;” some-
thing that should be nurtured and supported by
healthcare providers in their day-to-day interactions
with patients and families. However, especially in
the context of palliative care, clinicians may view
hope negatively if it does not agree with medical rea-
lity (Whitney et al., 2008). This hope has been called
“false,” “unrealistic,” “an illusion,” or “inappropriate”
(Sanatani et al., 2008; Renz et al., 2009). False hope is
viewed as maladaptive; taking energy that should be
placed elsewhere, compromising decision making,
and setting the stage for negative emotional re-
sponses such as depression (Links & Kramer, 1994;
Clayton et al., 2005). It is taken as evidence of denial
or unrealistic expectations (Clayton et al., 2005; Zim-
mermann, 2007) and, from the perspective of health-
care providers, must be abandoned as disease
progresses (Perakyla, 1991; Links & Kramer, 1994).
The concept of false hope creates worry and anxiety
for healthcare providers, as there is a moral impera-
tive within the end-of-life literature to support only
adaptive or “genuine” hope that is aligned with
what the healthcare provider believes is realistic
(Clayton et al., 2005, 2008; Ngo—Metzger et al.,
2008; Renz et al., 2009). Finding the balance between
communicating with honesty and supporting hope
may be difficult (Nekolaichuk & Bruera, 1998; Gor-
don & Daughtery, 2003). The clinical tensions are ex-
emplified in the following question: “How does one
balance concern for nurturing hope, while honestly
communicating bad news, and do this in a way that
supports only those hopes that are realistically
aligned with what the healthcare provider believes
is possible, such that false hope is avoided?” Given
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the complexity of these tensions and the vulner-
ability inherent in palliative care it is not surprising
that relational difficulties arise; however, there is
little research available to guide practice.

This article reports on the clinically important
theme of hope from a study focused on advance care
planning (ACP) in the context of a diagnosis of ad-
vanced lung cancer. Facing this traumatic diagnosis,
patients and family members described multifaceted
hopes and used them to guide their actions and de-
cisions. Within the resulting flurry of intensive life
and death decisions, hope emerged as a significant
feature of their experience. The nature of hope in re-
lation to a terminal diagnosis will be discussed and
the notion of “false” or “unrealistic” hope will be chal-
lenged. Although there is much theoretical discus-
sion about the problem of “false” hope, there is little
research that explores how such hope actually influ-
ences patients and their families. The findings of
this study address that gap. Recommendations for
practice will be offered.

BACKGROUND AND SELECTED
LITERATURE

Of patients who are newly diagnosed with lung can-
cer, 85% will have advanced disease and require
immediate palliative care (Altekruse et al., 2010).
Patients with advanced disease at diagnosis often
face a rapid decline in health and functional status,
an abbreviated time frame for decision making, and
early death. Median survival estimates for persons
diagnosed with advanced non-small cell lung cancer
range from 5.8 to 7.3 months (Breathnach et al.,
2001). It is a situation that some healthcare pro-
fessionals might describe as hopeless. What might
hope look like for these families who are facing a sud-
den terminal illness?

Hope in the palliative phase of cancer is complex,
multidimensional, dynamic, and central to the experi-
ence of meaningful life and dignified death (Benzein
et al., 2001). The lived experience of hope may seem
somewhat paradoxical, as widely disparate hopes
may be held at the same time (Nekolaichuk & Bruera,
2004). For example, hope for a cure may be held simul-
taneously with awareness of living with terminal ill-
ness (Benzein et al., 2001; see also Kirk et al., 2004;
Clayton et al., 2008). Therefore, hope in this context
embraces both life and death, and may transcend
medical prognoses (Benzein et al., 2001; Eliott & Ol-
ver, 2002; Clayton et al., 2008; Sanatani et al., 2008).
Although it is clear that people can hope for a cure
while they are dying, we have little evidence of whe-
ther such hope is problematic.

Hope in palliative care is a changing experience
of both positive and negative possibilities that are
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identified within a context of uncertainty and is
characterized by resiliency (Eliott & Olver, 2007;
Penson et al., 2007; Duggleby et al., 2010). While ac-
knowledging uncertainty, hope involves a consistent
orientation to the positive or desired future in align-
ment with one’s values, and relies heavily on imagin-
ation (Simpson, 2004). Affirming relationships are a
key aspect of hope (Benzein et al., 2001; Chi, 2007)
and conversations about hope are experienced as a
healing counterbalance to suffering (Benzein &
Saveman, 2008). Even though particular hopes may
change over time, the level of hope experienced by
cancer patients does not diminish as the disease
progresses and is significantly related to coping
(Chi, 2007; Reynolds, 2008; Sanatani et al., 2008).
High hope is associated with enhanced coping and
psycho-spiritual well-being (Eliott & Olver, 2002;
Lin & Bauer-Wu, 2003; McClement & Chochinov,
2008).

Eliott and Olver (2007) examined hope and hoping
in the talk of dying patients. They found that hope-
as-a-noun (i.e., something one holds, as in “there is
no hope”) positioned the patient as a relatively pow-
erless recipient of something objective bestowed by
another. In contrast, hope-as-a-verb (i.e., hoping) po-
sitioned the patient as actively and positively en-
gaged in life. Hope is identified as both a resource
and a motivator to action that may be disrupted
when there is a demand to talk about end-of-life
issues. “Hope functions to value both the desired
object, and the one desiring it” (Elliott & Oliver,
2007, p. 145). It also facilitates interpersonal connec-
tion and is nurtured in relationship (see also Penson
et al., 2007; Reynolds, 2008). In summary, there is
consensus that hopes supports both living well and
dying well, but concern remains, particularly among
healthcare providers, about how to balance respect
for hope and respect for truth telling. Although there
is discussion about advance care planning having the
potential to disrupt hope, the question remains:
“How do individuals hold the ideas of cure and term-
inal illness concurrently and, at the same time,
actively plan for death?”

THE STUDY

This article reports on one facet of a study focused on
ACP in the context of advanced lung cancer — the
theme of hope. The study was designed to explore
the process of ACP and to evaluate the usefulness
of a promising patient-centered advance care plan-
ning tool (PC-ACP Interview) developed by the
Respecting Choices® program in Wisconsin (Briggs,
2003; Briggs et al., 2004). This study was approved
by the University Research Ethics Board.
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Sample

The 18 participants comprised patients diagnosed
with advanced lung cancer and their significant
other or loved one, recruited from within 1.5 hours’
drive of the study site (Table 1). The significant other
was defined as someone who was influential in
healthcare decision making, such as a partner or a
caregiver, and who might act as proxy decision ma-
ker. All dyads spoke and read English.

Data Collection

The PC-ACP Interview is a structured interview with
a consenting patient and a chosen significant other,
delivered by a trained facilitator and lasting 1 to 1.5
hours. It is an opportunity for patients and family
members to understand and think about the life-sus-
taining treatment choices the patient would want if
he/she became unable to speak for him or herself.
The intent of the interview is to explore patients’ un-
derstanding of their health problem, introduce new
information as needed, and promote dialogue. First,
participants’ experiences and beliefs about the ill-
ness, treatment, what made life meaningful, and
past family deaths were explored; then they were
led through a series of situation-specific scenarios
in which preferences for end-of-life care were elicited
(see Briggs, 2003, for a more detailed description of
the interview components). One dyad chose to stop
the interview prior to the discussion of the specific
scenarios and discuss this privately, as the patient’s
wife was feeling overwhelmed. This dyad was at the
earliest point in the illness process compared to the

Table 1. Sample description

Patient No. of
Participants marital status  Interviews

F1 Husband (78; Pt) & Married 3
Wife (72)

F2 Husband (58) & Wife Married 2
(46; Pt)

F3 Husband (74) & Wife Married 1
(70; Pt)

F4 Father (77; Pt) & Widowed 1
Son (49)

F5 Mother (74; Pt) & Widowed 3
Daughter (56)

F6 Husband (66; Pt) & Married 1
Wife (68)

F7 Husband (55; Pt) & Married 1
Wife (51)

F8 Mother (69; Pt) & Divorced 2
Daughter (49)

F9 Husband (68; Pt) & Married 1

Wife (66)
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others and was waiting for treatment to begin.
During the first part of the ACP interview, one of
the multiple questions focused on what the hopes
were for treatment.

Where possible, follow-up interviews with a differ-
ent researcher were conducted 3 and then 6 months
after the ACP interview, which usually occurred sev-
eral months after diagnosis. Follow-up did not hap-
pen with all families for various reasons, the most
common being illness progression. In total, there
were 15 interviews (Table 1). All of the interviews
were audio-recorded, and transcribed verbatim.
Data also included detailed field notes.

Analysis

Constant comparative analysis proceeded concur-
rently with data collection (Glaser & Strauss,
1967). Two researchers with expertise in qualitative
research independently read and reread the tran-
scripts, identifying meaning units or themes. The
codes evolved through the iterative process of con-
stant comparison within and across transcripts and
discussion between the researchers. A coding schema
was developed by consensus and NVivo®®® (version
8) was used to manage the data. Constant compara-
tive analysis continued with the codes as data.

FINDINGS: HOPE IN THE CONTEXT OF
END-OF-LIFE PLANNING

Hope was Multi-faceted

All of the dyads except one spontaneously identified
hope of a cure in relation to their current plan of
care; however, there was great variability in how
tightly this hope was held and its place in the range
of hopes that were expressed. For one family, the
hope for a cure was their first and “best hope.” This
best hope coexisted with “our second best hope” of
more time together offered by treatment that would
“give us, who knows how long. . . months, years, what-
ever.” A second dyad held the hope for a cure much
more tightly and even more prominently. For this
couple, it seemed that “complete recovery” was the
only possible outcome — hope meant a cure. How-
ever, as the interviews progressed, smaller hopes
were quietly raised such as the availability of more
treatment if necessary.

For other dyads, the hope for a cure was slipped in
between other more dominant hopes and was ba-
lanced by qualifying statements about the likelihood
of this occurring. Hope was about possibilities, not
expectations. For example, one participant hoped
the treatment would “destroy the tumor” or “reduce
its size.” However, she expected that “it [the cancer]
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will eventually. . .work its course” since it was an “in-
curable cancer.”

Only one dyad did not express the hope for cure; in-
stead, this couple emphasized the importance of ac-
ceptance and of comfort. This dyad differed from
the others because they had completed treatment,
which had been unsuccessful in controlling the can-
cer. The husband in this dyad spoke with an unstated
assumption that his wife would be dying soon, saying
things such as “you [wife] are bound to get down with
having that ... You got to leave your mom and your
family behind you ... It is hard on a person.” Their
major hope related to pain management: “The only
thing I just hope is that she gets rid of some of this
pain ... Not all I say, but she has too much pain right
now. It is just not good.” Even here there was a balan-
cing of hope with what might be a realistic expec-
tation.

All of the dyads hoped for more good time together
and most stated this in a time frame of years. If com-
plete remission or cure were not possible, then treat-
ment might offer “five years normal more.” While
most families focused on conventional treatment,
one family considered experimental treatments as
providing “some good hope” where they could also
contribute to “further the research of cancer.”

The emphasis was on hope for a good time rather
than simply more time. Each of the ill family mem-
bers spoke eloquently about their desire to re-engage
in simple day-to-day relationships and activities that
were taken for granted prior to the cancer. Some of
the things they hoped for included: to be well enough
to drive one’s wife around; to host friends and family
at home with a beautiful meal; to “play a round of
golf, eight or nine holes with my family;” to contrib-
ute to family finances through work; and, to be
around to help children grow, get married, and have
children of their own. There were no elaborate
dreams of activities or accomplishments related to
things undone. As one family member said, “we are
not very exciting people,” we just want to have a “nor-
mal life.” Ill family members hoped that treatment
would enable them to live well, yet it was often the
rigors of treatment and related side-effects that stood
in the way of engaging in life as they desired, not the
disease. However, most of the dyads avoided focusing
on this paradox and instead minimized current treat-
ment-related difficulties. Hope for a cure acted to re-
inforce commitment to challenging treatment
regimens.

Whereas ill family members hoped to re-engage in
the relational intimacies of daily life, their well fa-
mily members responded by “shoring” them up to
soften the suffering of loss. Some examples of this
relational work were: in one family where the wife
was grieving her inability to garden, her husband
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repeatedly assured her that it was now his turn to do
the gardening as she had done it for so many years.
In another family where the husband enjoyed help-
ing his wife with the “heavy” household chores such
as vacuuming, his wife reassured him by stating
the apartment was so small they only ended up on
top of each other when they worked together.

It can be seen that hope was complex and multifa-
ceted. Best and second best hopes coexisted and took
center stage in different ways at different times. Par-
ticular hopes were held loosely or tightly, reflecting
both the importance of the hope and the dyad’s com-
mitment to the hope. From the family perspective, a
hope was a desired possibility that was more or less
likely, and took effort to maintain.

Hope for a Cure was a Well-Considered
Possibility

It became evident that each dyad’s hopes “made
sense” given an understanding of the context in
which they were deeply embedded. This context in-
cluded knowledge of the illness, experience with the
illness and treatment, past experience with serious
illness, personal beliefs, and family dynamics. Each
dyad acknowledged that they had been told the
cancer was terminal and/or incurable. However,
although not explicitly stated, it became apparent
that they did not believe this was an absolute reality
for them. Therefore, most dyads hoped for a cure.
Some dyads acknowledged the medical perspective,
commenting that “others might see things differ-
ently” than they did.

The dyad that was most committed to hope for a
cure was initially unable to identify any other hopes.
This was the dyad for whom healthcare providers
might be most concerned about the problematic
nature of “false” or “irrational” hope. However, the
family was able to clearly articulate how they had
arrived at their level of commitment to the hope for
cure despite hearing the cancer was not curable.
These are the critical elements of their story: the ill
family member had been previously cured of a differ-
ent life-threatening cancer many years earlier; her
mother had been diagnosed with terminal cancer
and denied treatment because of the advanced dis-
ease, yet had lived years longer than expected be-
cause of her positive outlook on life; her brother
had been diagnosed with the same cancer that she
had, but his treatments had been delayed by several
months and, as a result, he died. The ill woman ex-
perienced cure once, was committed to maintaining
a positive attitude, and, with the intervention of
her husband, had received treatment quickly; there-
fore, from their perspective, recovery from this bout
with cancer was not only possible but probable.
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Hope was Resilient and Persistent

Eight dyads participated in explicit discussion of
multiple, specific end-of-life scenarios that had the
potential to disrupt hope. One of the scenarios per-
tained to treatment should their heart or breathing
stop. The patients (supported by their family mem-
bers) chose the option of either “do nothing” or “do
nothing unless my doctor thinks there is a reasonable
chance of recovery.”

We asked about participants’ experience at the end
of the ACP interview and in subsequent follow-up in-
terviews. Just as hope was resilient in the face of dire
medical prognoses, it was unshaken by the explicit
discussion of potential end-of-life experiences. The
families told us that this was because the scenarios
were approached as hypothetical possibilities in the
context of “hoping for the best and planning for the
worst.” As one participant commented: “It sort of
opened the door for this conversation ... First we
will see how your treatment goes, then we will see
what is happening, then we will start talking about
that type of stuff.” The dyads found the ACP inter-
view helpful, important, and, although very emotion-
al, most found it easier than they anticipated. These
individuals were able to sustain multiple hopes, in-
cluding hope for a cure, at the same time as choosing
the “do not resuscitate” option should their heart or
breathing stop.

Limitations of the Study

Recruitment was challenging for this study, with
many potential participants declining to participate.
The sample size was small and without ethnic diver-
sity. Follow-up interviews were incomplete.

DISCUSSION

Although the finding that hope for persons with ad-
vanced cancer and their family members is multifa-
ceted and may include hope for a cure is not new
(Benzein et al., 2001; Clayton et al., 2008; Sanatani
et al., 2008), this study contributes to a more nuanced
understanding of how individuals maintain hope in
the context of ACP. Hope for a cure was well con-
sidered and consistent with values, beliefs, and
past experiences. This “false” hope was not evidence
of denial. It was apparent that the dyads actively
chose to hope for a cure despite acknowledging direct,
contradictory information from healthcare providers.
They were aware that their beliefs differed signifi-
cantly from the medical perspective and most held
the hope for a cure tentatively. Their hope for a cure
coexisted with a variety of other hopes and was
marked by uncertainty. This differs from Kirk and
colleagues (2004) who found a compartmentalization
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of hope and a terminal prognosis rather than integra-
ted awareness. As with other hopes, hope for a cure
served to keep the dyads actively and positively en-
gaged in life. It did not interfere with planning for
end-of-life. This “false” hope did not constrain the
dyads from considering the possibility of dying or
choosing to forego potentially life-extending treat-
ment such as cardiopulmonary resuscitation. Fur-
ther, ACP was not problematic for hope. Explicit
communication about health problems that were
likely to occur at end-of-life did not challenge hope,
even hope for a cure. Unlike the findings of Eliott
and Olver (2007) in which ACP was viewed as poten-
tially disrupting hope, in actuality, hope was not af-
fected by ACP and proved resilient and persistent
over time. For these participants, sustaining hope
was not in conflict with the provision and discussion
of honest but difficult information (see also Garrard
& Wrigley, 2009). Ideal timing for ACP is theoreti-
cally viewed as later in the illness experience (Barnes
et al., 2007), which is difficult to attain in the situ-
ation of advanced lung cancer in which life expect-
ancy can be limited. Our findings lend support to
the idea that patients and family members need
time to adjust to the diagnosis before engaging in
explicit discussion of end-of-life.

The findings of this study call into question the
clinical utility of “false” hope. This is supported by
Kwon (2002) who found that high hope, regardless
of whether it had a “genuine” or “unrealistic” foun-
dation, is consistently associated with positive ad-
justment. He asserted, “given that the false hope
construct portrays individuals pursuing unrealistic
goals with negative consequences, the evidence con-
tinues to argue against such a construct” (Kwon,
2002 p. 218; see also Snyder et al., 2002). Perhaps
there is “no such thing as false hope, there is just
hope” (Penson et al., 2007, p. 1109).

RECOMMENDATIONS FOR PRACTICE

Clinicians have a significant role to play in support-
ing and nurturing hope as well as assisting families
to prepare for death in the context of advanced cancer
(Chi, 2007; Miller, 2007). The findings support the
importance of offering clear, honest communication
(Clayton et al., 2005, 2008; Apatira et al., 2008) and
show that this can be done without diminishing
hope. However, there is considerable controversy in
the literature regarding how we should respond to
hope when it is out of alignment with what is deemed
medically realistic (Clayton et al., 2008). The ques-
tion remains, should we intervene with the aim of
disrupting “false” hope and encouraging more realis-
tic, medically achievable hope as is so often rec-
ommended (Perakyla, 1991; Links & Kramer, 1994;
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Gordon & Daughtery, 2003; Renz et al., 2009)?
The findings of this small study suggest that it is
more important to assess how hope acts than where
it comes from (see also Penson et al., 2007; Clayton
et al., 2008). There is no need to disrupt hope if it
acts to support the patient and family and does
not interfere with important endeavors such as
ACP. We are called to listen deeply (Frank, 1998),
base communication on individualized assessment
(Innes & Payne, 2009), follow patient cues and
engage in conversations over time (Barnes et al.,
2007), temper our honesty with compassion (Clay-
ton et al., 2008), imagine with the patient and fa-
mily rather than simply offering alternative hopes
(Simpson, 2004), and avoid repetitive giving of bad
news (Gordon & Daughtery, 2003; McClement &
Chochinov, 2008). Three specific strategies that
worked well in this study were to explicitly “hope
for the best and plan for the worst” (Back et al.,
2003), join with the family’s hopes, and introduce
the discussion of preferences for end-of-life care
with a hypothetical question (see also Clayton
et al., 2005): “If things do not go as we hope and
you experience complications, can you see that it
might be a good idea to talk about what you would
want to happen?” Hope is life sustaining, and our
relationships with patients and families are critical
to sustaining hope. This study has shown that the
principle of truth telling is not necessarily in con-
flict with the principle of honoring hope. As Benzein
and colleagues (2001) suggest, thisis the magical el-
ement of hope. We do not need to choose between
honest communication and supporting hope; we do
not need to necessarily disrupt hope that may
seem unrealistic or false. We do need to locate our
ACP discussions in trusting relationships, where
patient and family values and beliefs are under-
stood, and end-of-life scenarios are presented as hy-
pothetical possibilities that can coexist with the
possibility of cure.

Hope is of high relevance to patients who are re-
ceiving palliative care as is well supported by other
studies. The findings of this study suggest that
hope for a cure is therapeutic in assisting dyads to
manage the enormous reality and threat they are
confronted with when a diagnosis of advanced lung
cancer is made. Therefore, I argue that whether
this hope is illusory or false is of little consequence.
Finally, ACP discussions can still occur without in-
terrupting or disturbing hope as an essential source
of strength for dyads facing end-stage lung cancer.
Thus, providers can be encouraged that they will
not create undue stress by discussing end-of-life is-
sues with individuals who are maintaining such
hope when the approach acknowledges and respects
coexisting hope for a cure.
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