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For patients with advanced cancer, the role of hope is often misunderstood. This essay will
posit that understanding and reframing hope may help with conversations about prognosis.
Telling patients that they have only months to live can be spiritually distressing for the health-
care provider, the patient, and the patient’s family. Many healthcare providers may feel that
divulging the full reality of a prognosis, especially when it is extremely poor, will destroy a
patient’s hope. However, we propose that, framed in the proper context, hope can thrive in
conversations about a patient’s terminal prognosis. We will explore the critical role of hope
in difficult conversations about prognosis for patients diagnosed with advanced cancer.

Hope in a time of uncertainty

When individuals with advanced illness encounter declines in their physical function, they
experience worry about their future, what death entails, and what happens after death.
Health insecurity frequently revolves around constantly declining physical abilities (Nissim,
2008) and thoughts of a shortened lifespan and the finitude of death (Banning & Tanzeem,
2013; Nissim, 2008). Physical changes commonly spur emotional, social, and spiritual distress
in knowing how to prepare for the future. Additional uncertainties arise when medical pro-
viders fail to educate individuals about their illness and what may happen as their disease
progresses (Benzein et al., 2001).

Medical providers hold significant power in fostering and depleting hope through the com-
munication of disease information, prognosis, and anticipated disease progression. The med-
ical team can foster hope by treating the person who has cancer like a human being and by
answering questions (Karlsson et al, 2014). The team can also provide affirmation about
patient’s progress and reduce feelings of vulnerability (Karlsson et al., 2014). According to
Nierop-van Baalen and colleagues (2016), hope holds a purpose in preventing people from
sliding into depression. Even small amounts of hope, such as prolonged life, increased quality
of life, and a peaceful death, can help to combat the inevitability of death, present momentary
options for escaping the unbearable, and fend off hopelessness and depression (Breitbart et al.,
2000; Eliott & Olver, 2007; Mystakidou et al., 2008; Nierop-van Baalen et al., 2016).

In contrast to hope, pessimism can remove a person’s sense of agency (Eliott & Olver,
2007) and facilitate feelings of increased anxiety, hopelessness, and depression (Breitbart
et al., 2000; Reb, 2007). As feelings of physical impairment worsen, social/spiritual wellbeing
and hope may decrease (Brown, 2005; Lethborg et al., 2006) and demoralization and depres-
sion may increase (Lethborg et al., 2006). Feelings of physical pain and abandonment by the
medical team act as triggers of despair (Nissim, 2008). Conversely, those who trust their pro-
viders and can share their intimate concerns with them feel relief and the potential for hope
(Banning & Tanzeem, 2013; Olsson et al., 2010). Healthcare providers must frequently navi-
gate the tenuous balance between imparting realistic prognostic information and fostering
realistic hopefulness among those with advanced cancer.

Challenge of prognostication

Many factors can influence accuracy in prognostication. This is especially true in the rapidly
evolving field of oncology. Despite clinician access to various prognostic tools, significant var-
iances in survival prediction remain (Fallowfield et al., 2002). Over the past decade, momen-
tous advances in cancer treatments have emerged, making the aptness of prognostication even
more complex. As the landscape of oncology optimistically transforms, so do options available
for patients with advanced cancer. Precision medicine advances allow for options that often
result in less toxicity and ultimately improved rates of survival for patients (Schwaederle
et al,, 2015). Hui (2015) best summarizes the complexities in survival predications in oncology
by reporting that prognosis is a process, rather than an event. Therefore, patient-centric com-
munication and clinical decision-making must be an ongoing and adaptable process in
oncology.
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Desire for information

Health professionals’ opinions have varied regarding the best
practices in communicating diagnosis, prognosis, and expected
disease progression for patients with advanced disease. The ongo-
ing concern is that sharing difficult information may deplete
patients’ will to live and diminish their hope. Furthermore, the
unpredictability of an individual’s illness trajectory can make
health professionals leery of sharing prognosis information
(Fallowfield et al., 2002). However, extant literature consistently
supports that most patients want to learn about their illness, prog-
nosis, treatment course, and how their illness could affect their
daily functioning (Clayton et al., 2008; El-Jawahri et al., 2014;
Hagerty et al, 2005a; Innes & Payne, 2009; Umezawa et al,
2015). In particular, patients tend to want qualitative information
more than percentages and statistics (Innes & Payne, 2009).

Most patients desire to be told complete or moderate amounts
of information about their prognosis (Schofield et al, 2001).
Patients expressed varied preferences in the timing and dose of
information that they receive, with some preferring to have difficult
conversations spread throughout their treatment (Deschepper
et al., 2008) and others preferring details about life expectancy
and treatment decisions close to the time of diagnosis (Schofield
et al., 2001). In addition to the breadth, depth, and timing of com-
munications about their illness and disease progression, studies
have reported that patients want physicians to be realistic, patient,
trustworthy, reliable, tactful, understanding of psychosocial needs,
provide time to ask questions, and individualize their prognosis
(Hagerty et al., 2005b; Sapir et al., 2000).

Communication and patient outcomes

The ways in which healthcare providers communicate information
to those with cancer affects both the alliance between the patient
and provider and the overall well-being of the patient. Meeting
patients’ desires for detailed prognostic information results in
enhanced levels of satisfaction (Heyland et al., 2009; Schofield
et al., 2003) and communication between the patient, family mem-
bers, and providers (Nakajima et al., 2015), including end-of-life
care wishes (Heyland et al., 2009). The utilization of communica-
tion guides increases asking questions about prognosis, understand-
ing illness trajectory, and recalling information (Brown et al., 2001).

Negative outcomes arise when patients have limited under-
standing of their prognosis, including unwanted or unnecessary
medical care, including hospital admissions, increased expenses
in the last week of life, and death at the hospital (Aabom et al,
2005; Zhang et al., 2009). Patients with limited insight into
their prognosis have less time to plan for their futures, more anx-
iety about their imagined horrific fate, and are less likely to com-
municate end-of-life decisions (Fallowfield et al., 2002). Common
negative psychological and spiritual impacts of not receiving
information about disease trajectory included anxiety, depression,
and situational and religious well-being (Fallowfield et al., 2002;
Leung et al.,, 2006); however, El-Jawahri et al. (2014) suggested
that increased awareness of advancing illness and symptomatol-
ogy may result in patients’ needs for enhanced psychosocial sup-
port for their coping process.

Reframing hope within prognosis communication

Realistic understanding of their prognosis may help individuals
with advanced cancer to reframe their goals to those that are
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more attainable when considering physical and emotional energy/
abilities. Reframing hope within the context of a life-threatening
illness involves an adaptive process of forming goals that are short-
term, realistic, and attainable (Eustache et al., 2014) and require less
physical strength (Benzein et al, 2001). Practitioners can engage
patients and their families in identifying what they are hoping
for now, in the present context of their illness. This exploration
can only occur if they are fully aware of their prognosis. As pre-
vious goals for the future start to appear unrealistic, healthcare
providers may assist those with advanced cancer in the process
of reevaluating their goals and creating new ones that are more
realistic in relation to time and physical ability (Knox et al.,
2017). This transparent and supportive communication prompts
patients and their loved ones to gather a sense of certainty
about their illness, control, and hope as they prepare for the
future. Hope is not antithetical to a poor prognosis but instead
may be the tool with which practitioners can help patients face
their shortened future.

References

Aabom B et al. (2005) Defining cancer patients as being in the terminal phase:
Who receives a formal diagnosis, and what are the effects? Journal of
Clinical Oncology 23(30), 7411-7416.

Banning M and Tanzeem T (2013) Managing the illness experience of women
with advanced breast cancer: Hopes and fears of cancer-related insecurity.
European Journal of Cancer Care 22(2), 253-260.

Benzein E, Norberg A and Saveman B (2001) The meaning of the lived expe-
rience of hope in patients with cancer in palliative home care. Palliative
Medicine 15(2), 117-126.

Breitbart W et al. (2000) Depression, hopelessness, and desire for hastened
death in terminally ill patients with cancer. Journal of the American
Medical Association 284(22), 2907-2911.

Brown C (2005) Hope and quality of life in hospice patients with cancer (doc-
toral dissertation, University of South Florida).

Brown RF et al. (2001) Promoting patient participation and shortening cancer
consultations: A randomised trial. British Journal of Cancer 85(9), 1273—
1279.

Clayton JM et al. (2008) Sustaining hope when communicating with termi-
nally ill patients and their families: A systematic review. Psycho-oncology
17(7), 641-659.

Deschepper R et al. (2008) Truth-telling at the end of life: A pilot study on the
perspective of patients and professional caregivers. Patient Education and
Counseling 71(1), 52-56.

El-Jawahri A et al. (2014) Associations among prognostic understanding,
quality of life, and mood in patients with advanced cancer. Cancer
120(2), 278-285.

Eliott JA and Olver IN (2007) Hope and hoping in the talk of dying cancer
patients. Social Science and Medicine 64(1), 138-149.

Eustache C, Jibb E and Grossman M (2014) Exploring hope and healing in
patients living with advanced non-small cell lung cancer. Oncology
Nursing Forum 41(5), 497-508.

Fallowfield LJ, Jenkins VA and Beveridge HA (2002) Truth may hurt but
deceit hurts more: Communication in palliative care. Palliative Medicine
16(4), 297-303.

Hagerty RG et al. (2005a) Communicating prognosis in cancer care: A sys-
tematic review of the literature. Annals of Oncology 16(7), 1005-1053.

Hagerty RG et al. (2005b) Communicating with realism and hope: Incurable
cancer patients’ views on the disclosure of prognosis. Journal of Clinical
Oncology 23(6), 1278-1288.

Heyland DK et al. (2009) Discussing prognosis with patients and their fam-
ilies near the end of life: Impact on satisfaction with end-of-life care. Open
Medicine 3(2), e101.

Hui D (2015) Prognostication of survival in patients with advanced cancer:
predicting the unpredictable? Cancer Control: Journal of the Moffitt
Cancer Center 22(4), 489-497.


https://doi.org/10.1017/S1478951518000329

Palliative and Supportive Care

Innes S and Payne S (2009) Advanced cancer patients’ prognostic information
preferences: A review. Palliative Medicine 23(1), 29-39.

Karlsson M et al. (2014) Meanings of existential uncertainty and certainty for
people diagnosed with cancer and receiving palliative treatment: A life-
world phenomenological study. BioMed Central Palliative Care 13(1), 28.

Knox MK et al. (2017) Lost and stranded: The experience of younger adults
with advanced cancer. Supportive Care in Cancer 25(2), 399-407.

Leung K, Chiu T and Chen C (2006) The influence of awareness of terminal
condition on spiritual well-being in terminal cancer patients. Journal of
Pain and Symptom Management 31(5), 449-456.

Lethborg C et al. (2006) The role of meaning in advanced cancer: Integrating
the constructs of assumptive world, sense of coherence, and meaning-based
coping. Journal of Psychosocial Oncology 24(1), 27-42.

Mystakidou K et al. (2008) Preparatory grief, psychological distress and hope-
lessness in advanced cancer patients. European Journal of Cancer Care
17(2), 145-151.

Nakajima N et al. (2015) Does the approach of disclosing more
detailed information of cancer for the terminally ill patients improve
the quality of communication involving patients, families, and medical
professionals? American Journal of Hospice and Palliative Medicine 32(7),
776-782.

Nierop-van Baalen C et al. (2016) Hope dies last: A qualitative study into the
meaning of hope for people with cancer in the palliative phase. European
Journal of Cancer Care 25(4), 570-579.

https://doi.org/10.1017/51478951518000329 Published online by Cambridge University Press

805

Nissim R (2008) In the land of the living/dying: A longitudinal qualitative
study on the experience of individuals with fatal cancer (doctoral disserta-
tion, York University).

Olsson L et al. (2010) Maintaining hope when close to death: Insight from
cancer patients in palliative home care. International Journal of Palliative
Nursing 16(12), 607-612.

Reb AM (2007) Transforming the death sentence: Elements of hope in women
with advanced ovarian cancer. Oncology Nursing Forum 34(6), E70-E81.

Sapir R et al. (2000) Cancer patient expectations of and communication with
oncologists and oncology nurses: The experience of an integrated oncology
and palliative care service. Supportive Care in Cancer 8(6), 458-463.

Schofield PE et al. (2001) Hearing the bad news of a cancer diagnosis: The
Australian melanoma patient’s perspective. Annals of Oncology 12(3), 365.

Schofield PE et al. (2003) Psychological responses of patients receiving a
diagnosis of cancer. Annals of Oncology 14(1), 48-56.

Schwaederle M et al. (2015) Impact of precision medicine in diverse cancers: a
meta-analysis of phase II clinical trials. Journal of Clinical Oncology 33(32),
3817-3825.

Umezawa $ et al. (2015) Preferences of advanced cancer patients for communi-
cation on anticancer treatment cessation and the transition to palliative care:
Cancer patient communication preferences. Cancer 121(23), 4240-4249.

Zhang B et al. (2009) Health care costs in the last week of life: Associations
with end-of-life conversations. Archives of Internal Medicine 169(5),
480-488.


https://doi.org/10.1017/S1478951518000329

	Communicating terminal prognosis: The provider's role in reframing hope
	head2
	Hope in a time of uncertainty
	Challenge of prognostication
	Desire for information
	Communication and patient outcomes
	Reframing hope within prognosis communication
	References


