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Introduction

Abstract

Advanced cancer patients commonly have misunderstandings about the
intentions of treatment and their overall prognosis. Several studies have shown
that large numbers of patients receiving palliative radiation or chemotherapy
hold unrealistic hopes of their cancer being cured by such therapies, which can
affect their ability to make well-informed decisions about treatment options.
This review aimed to explore this discrepancy between patients’ and physicians’
expectations by investigating three primary issues: (1) the factors associated
with patients developing unrealistic expectations; (2) the implications of having
unrealistic hopes and the effects of raising patients’ awareness about prognosis;
and (3) patients’ and caregivers’ perspective on disclosure and their preferences
for communication styles. Relevant studies were identified by searching
electronic databases including Pubmed, EMBASE and ScienceDirect using
multiple combinations of keywords, which yielded a total of 65 articles meeting
the inclusion criteria. The discrepancy between patients’ and doctors’
expectations was associated with many factors including doctors’ reluctance to
disclose terminal prognoses and patients’ ability to understand or accept such
information. The majority of patients and caregivers expressed a desire for
detailed prognostic information; however, varied responses have been reported
on the preferred style of conveying such information. Communication styles
have profound effects on patients’ experience and treatment choices. Patients’
views on disclosure are influenced by many cultural, psychological and illness-
related factors, therefore individuals’ needs must be considered when conveying
prognostic information. More research is needed to identify communication
barriers and the interventions that could be used to increase patients’
satisfaction with palliative care.

that their treatment was not at all likely to cure their
cancer. Another study looked into the expectations of

Palliative cancer treatments including radiation therapy
and chemotherapy play a major role in improving quality
of life in patients with advanced cancer by controlling
symptoms and relieving pain. Whilst providing prolonged
disease control with many current techniques, they don’t,
however, offer a cure for the disease”.' Considerable
evidence suggests that patients receiving palliative
therapies commonly have misunderstandings about their
prognosis,” intentions of such treatments® and they hold
unrealistic hopes of their cancer being cured.*” In the
United States, Nationwide study conducted by Weeks
et al.® among 1193 patients receiving chemotherapy for
stage IV cancers, 69% of patients with lung cancer and
81% of those with colorectal cancer did not understand

patients with incurable lung cancer from palliative
radiation therapy, and found that 64% did not report
understanding that the treatment was not at all likely to
cure them.” This study also found that 92% of patients
with inaccurate beliefs about radiation therapy also had
inaccurate beliefs about chemotherapy, indicating that
this gap in patients’ understating exists for multiple
treatment modalities and provider types.

Without fully understanding their prognosis and the
limitations of treatment, patients cannot make well-
informed decisions about treatment choices and end-of-
life care. Patients who overestimate their prognosis are
more likely to pursue aggressive treatments near their end
of life.® Such therapies can result in reduced quality of
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life,” significant financial costs,' and an additional
burden on the patient and their family,'"" particularly in
the case of radiation therapy where daily visits for
treatment are required.

A number of studies have also indicated that many
cancer patients have unmet communication needs when
it comes to discussing their prognosis and treatment
goals. For example, Lobb et al.'” conducted a study to
determine patients’ needs for information and emotional
support after receiving treatments for haematological
malignancies, 59% of patients reported that they would
have liked to discuss their experience with diagnosis and
treatment with a health care professional. In addition, a
literature review looking into the communication goals
and needs of cancer patients concluded that patients
continue to have wunmet communication needs,
especially those related to their psychological concerns
and preferred degree of in decision-
making."

This review aimed to investigate the discrepancy
between physicians’ and patients’ expectations from
palliative treatments by attempting to answer three main

involvement

research questions:

* What are the factors associated with the development
of patients’ unrealistic expectations from palliative
therapies?

* Why is complete disclosure important and how does it
affect patients’ mental/psychological wellbeing?

e What are patients and caregivers’ preferences for
receiving prognostic information?

Method

A search of databases including Pubmed, Medline,
Science Direct, EMBASE and Google Scholar was carried
out in October 2014, with no restrictions applied on
papers’ publication date. Various combinations of
relevant terms and keywords were used to ensure a
complete search of current literature, such keywords
included but were not limited to “advanced Cancer”,
“communication of prognosis”, “patients’ expectations”,
“patients’ preferences”, “palliative therapies”, “end-of-life
discussions”. The eligibility criteria for this review
included English, peer-reviewed articles that involve
advanced cancer patients, and address how they perceive
prognostic  discussions or end-of-life care. Studies
describing caregivers’ or health professionals’ views on
such issues were also included. In addition, selected
papers were reviewed for significant references in order to
include any studies that had been missed during the
search. Figure 1 below includes a flow diagram
summarising the search process and inclusion criteria
used for the purpose of this review.

Palliative Care

Results

The literature search returned 388 articles including
randomised control trials, cohort studies, retrospective
studies, systematic reviews and one ethnographic study.
About 123 papers were initially excluded upon reading
the title, and the remaining papers were selected for
further exploration and assessment. This was done by
reading the abstract of each article, reviewing its content
and then determining which studies meet the inclusion
criteria discussed earlier. A total of 65 articles met the
inclusion criteria and provided both qualitative and
quantitative data, which were then analysed and
categorised into themes corresponding with the specific
aims of this review. All these studies are listed in
Tables 1-4, with a brief summary outlining the purpose,
methods and findings of each one.

Discussion

Exploring cancer patients’ expectations from palliative
treatments is an intricate and multidimensional issue,
because it is closely related to various sensitive issues such
as disclosing terminal prognoses, planning end-of-life
care, deciding on what information needs to be given and
how to best convey it to the patient and their family
members. There is also a substantial amount of research
addressing these issues from the patients’, caregivers’ as
well as the professionals’ point of view. The use of the
three primary questions introduced -earlier was very
helpful in guiding the literature search and the process of
organising the findings.

What causes patients’ unrealistic
expectations?

One of the main factors contributing to patients holding
unrealistic expectations is oncologists’ reluctance to
disclose information about the prognosis, especially when
it is poor."*'® A study that included 258 physicians caring
for 326 patients with terminal cancers reported that even
when patients requested survival estimates, physicians
favoured a frank disclosure only 37% of the time.'® The
same study found that physicians knowingly favoured
providing overestimated/underestimated estimates to
40.3% of patients, while favouring no disclosure to
22.7%. Most physicians associated this reluctance with
fear of causing distress, destroying hope or compromising
the patient—doctor relationship.'”*® Some also expressed
that respecting the wishes of family members is one of
the reasons they withhold information from patients.*
Baile et al®' collected data from 167 oncologists
attending the Annual Meeting of the American Society of
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patients’ preferences, palliative therapies.

Databases: Pubmed — Medline — Science Direct - EMBASE - Google Scholar.
Keywords: Advanced Cancer, prognosis communication, patients’ expectations,
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2 Articles retrieved
from reference lists

Papers included for final analysis
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Figure 1. A flow diagram describing the literature search process.

Clinical Oncology in 1999, and 40% reported that they
occasionally to almost always withhold information when
requested by the family. It must be noted, however, that
oncologists who were from Western countries were
significantly less likely to comply with family requests
(P < 0.001). An Australian study reported that requests to
withhold information are commonly, but not always,
received from family members who are from non-
Western cultures.”

Furthermore, it was found that both physicians and
patients tend to participate in avoiding prognostic
discussions. An ethnographic study observed 35 lung
cancer patients throughout their consultations, X-ray
appointments, therapy sessions and other treatment
activities. The authors identified a quick transition, from
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discussing the patient’s cancer and prognosis, into
discussing treatment options and schedules.”> It was
finally concluded that both parties “colluded” in
refocusing attention on the “treatment calendar” and
ignoring the long-term trajectory of the illness, which
ultimately led to patients developing false optimism about
their recovery.

Other studies have also attributed such inaccurate
beliefs to patients not understanding the prognostic
information presented by oncologists.”*** Australian
research indicated that more than half of the patients did
not understand terms such as “median survival” and
“relative/absolute risk reduction”.”®*” Patients may also
misinterpret ambiguities, and statements such as “this
cancer can be treated” or “the cancer is responding to
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treatment” can be taken to mean that they are going to
be cured.”»*® Higher levels of anxiety or depression, and
lower levels of education were linked to an increased
likelihood of patients misunderstanding the presented
information.**°

Independent of factors associated with patients not
receiving or understanding the information, some
patients continue to hold false expectations even after a
clear and realistic prognosis has been provided.’”* A
pilot study developed a decision-aid tool to help better
inform patients with advanced lung cancer about their
prognosis and treatment options. Despite the enhanced
understanding of potential outcomes and toxicities of
therapies, many patients retained unrealistic hopes of
their cancer being curable.”® This suggests that although
prognostic information may be provided by oncologists,
the information might be rejected by some patients as
part of a coping mechanism. Denial is a well-studied
coping mechanism, which is used to deal with realities
perceived to be threatening or unacceptable.®® One study
found that while the majority of patients acknowledged
their diagnosis and had a realistic expected survival,

decrease in total recall of information. Audiotapes show little effects in improving
patients’ recall of information.

therapies, many patients retained unrealistic hopes of their cancer being curable.

occurred in 8% to 70% of patients. Cultural backgrounds influenced prevalence

of denial. A gradual decrease in denial was observed over the course the illness.

Anxiety slightly decreased from baseline. (P < 0.04).
Denial of diagnosis varied from 4% to 47%, and denial of impact of cancer

prognosis and treatment preferences appears not to be improved by direct

The substantial misunderstanding between patients and their physicians about
communication.
The consultation tape did not improve recall, and the general tape caused a
Despite the enhanced understanding of potential outcomes and toxicities of

Satisfaction was highest in patients who received the consultation tape.

Results

about 10% chose not to believe in their terminal status
and shortened life expectancy.”” After surveying 244
cancer patients to assess both their levels of
understanding and denial, Gattellari et al.** identified
denial as a significant predictor of patients holding
inaccurate beliefs about their prognosis and goals of
treatments.

interviews and chart reviews done at
study entry; patients were

an audiotape of their consultation,
an audiotape about cancer in
general or no tape. Structured
interview used to assess recall of

information.
Developed a decision-aid tool to

prognosis and treatment options.

Explored denial in terms of
prevalence, function, background

interviewed again after 2 and
better inform patients about
characteristics, and pattern over
time.

6 months.
Subjects were randomised to receive

A prospective cohort study, patient

Methods

Why is complete disclosure important?

Over the past few decades, cancer patients have been
taking a more active role in the decision-making process,
and they are increasingly expecting to be involved in the
management of their disease.”®*> However, the fact that
many advanced cancer patients hold inaccurate beliefs
about their outcomes, brings up the question of whether

communication affects patients’
understanding of prognosis and
physicians’ understanding of
patients’ treatment preferences.
Compare the use of recorded
consultations and audiotapes
containing general information

on patients’ satisfaction,
aid tool on understanding and

patients, and examine how
psychological adjustment, and
recall of information.

Evaluate the effects of a decision
anxiety.

Clarify the variety of concepts
and the impact of denial on
clinical oncology practice.

Assess decision-making in

Purpose

enough information is being provided to support their
ability to make the right decisions. In fact, it can be
argued that without completely understanding their
prognosis and the limitations of treatment, such patients
may not be considered to have met the true standard of
giving an informed consent to their treatment.*

For patients to be able to make choices that are
consistent with their needs, they have to be well informed
about the expected benefits and risks of each treatment
option. Patients with advanced cancer are willing to
accept intense chemotherapy regimes even if they believe
there is only a 1% chance of cure.”” Weeks et al.” found
that patients who expected a 6-month survival were 2.6
times more likely to pursue aggressive anticancer
therapies instead of palliative treatments. These patients

Population

520 patients
with colorectal
cancer with
liver metastases.
142 cancer
patients

20 patients
with metastatic
NSCLC.

A review study
of denial in
cancer patients.

Country
CA
NL

us
AU
AU, Australia; US, United States; NL, Netherlands; CA, Canada; NSCLC, Non-Small-Cell Lung Carcinoma.

Table 2. Continued.

Authors

Haidet et al.®'
1998

Dunn et al.>?
1993

Leighl et al.*®
2008

Vos et al.>*
2007
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How to approach discussing prognostic
information?

While patients and caregivers are increasingly favouring
full disclosure and more involvement in the decision-
making process, physicians continue to face challenges
when disclosing terminal prognoses. These challenges
include considering their obligation to patient’s autonomy,
while deciding how much information needs to be given,
and how much the patient wants to know.'” Additionally,
physicians sometimes find it difficult to convey such
information in a manner that is realistic, but also preserves
the patient’s hope.'®>' It is even more challenging when
attempting to meet the needs of family members,”’ and
patients from different cultural backgrounds with varying
views on disclosure.”®”* To investigate the optimal ways of
approaching prognostic discussions, a review of current
literature was performed to explore preferences of patients
and caregivers regarding when and how they prefer such
information to be provided.

In an Australian study involving 126 patients recently
diagnosed with an incurable cancer, 59% wanted to know
about expected survival when first diagnosed; 34 and 40%
wanted to be asked about when they prefer discussing
expected survival and dying, respectively.* Also, 45% of
these patients wanted the specialists to be the one
initiating such discussions. Only 11% said they never
wanted to discuss dying/palliative care and 10% were
unsure. Older patients and those with higher anxiety
scores were significantly less likely to request prognostic
information, and having a poorer prognosis was also
predictive of patients wanting less information.”* The
majority of patients from English-speaking backgrounds
prefer a detailed prognosis,”* > where as those from
other backgrounds such as k,°%%7  Italian,>®>
]apanese,60 Chinese,®!, and Middle Eastern®*®® seem to

Gree

vary, with a tendency to prefer non-disclosure.

Several aspects have been identified to affect patients’
satisfaction with the communication style of conveying
prognostic information. For example, the level of honesty
and straightforwardness, simplifying the information and
using more than one way to present the message.64
Believing that the provision of information was not honest,
direct or detailed enough may lead to more frustration and
uncertainty as patients perceive that the doctor is
withholding even more frightening information.”® Pacing
the information, expressing empathy, compassion and
allowing patients to ask questions or address concerns also
enhance the communication process.

Finally, one of the most important aspects of disclosing
a poor prognosis is the provision of hope, with patients
expressing a continuing need for hope even after they
have accepted their terminal status.* Behaviours known

Wsam A. Ghandourh

to increase hope include being offered most up-to-date
treatment, oncologist appearing to know everything about
the cancer, being told all treatment options and that pain
will be controlled, occasional use of humour and an
indication that health professionals are not giving up, and
that the patient will not be abandoned.®*®> Contrarily,
behaviours that decrease hope include doctor appearing
nervous/uncomfortable, giving prognosis to the family
first, avoiding prognostic information, or only talking
about treatments.®> Overall, younger patients and those
who are more anxious, expressed a greater need for
emotional support for themselves and their families, while
patients who had been diagnosed with a metastatic
disease for longer times and those with longer life
expectancy were more likely to favour realism.®®

Conclusion

Patients with advanced cancer commonly have
misunderstandings about their illness, overestimate their
prognosis and hold unrealistic expectations from their
palliative treatments. This is not surprising when
considering all the challenges associated with discussing
sensitive issues such as a terminal prognosis, lack of cure
and end-of-life care. However, without fully understanding
their prognosis and the limitations of treatment, patients
may be compromised in their ability to make choices that
are consistent with their needs. As a result of this lack of
understanding, patients may choose to undergo futile
long-course therapies at the expense of quality of life.
Communication styles play a major role in patients’
experience; sensitive and supportive communication of
information that encourages patients in decision-making has
shown to provide hope by helping patients develop coping
strategies and focus their goals on achieving a comfortable
and meaningful end-of-life period. It must be remembered,
however, that patients have very different views on
disclosure, and these views are influenced by many factors
including cultural backgrounds, belief systems, coping
strategies and extent of the disease. Therefore, it is
recommended that oncologists adopt a more patient-
oriented approach and consider individuals’ needs when
discussing prognostic information. Also, considering the
high level of information needs reported by patients, it is
recommended that more research is conducted in order to
define the relation between prognostic awareness and
patients’ satisfaction, identify communication barriers faced
by patients and the interventions that could be used to
overcome such barriers. It would also be interesting to
investigate how patients’ high expectations from palliative
therapies would affect their compliance to finish the
intended course of treatment, especially because conclusive

data on this topic are still lacking.
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