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Abstract

Introduction: Anti-neoplastic therapy improves the prognosis for advanced cancer, albeit it is not curative. An ethical dilemma that often arises during
patients’ first appointment with the oncologist is to give them only the prognostic information they can tolerate, even at the cost of compromising
preference-based decision-making, versus giving them full information to force prompt prognostic awareness, at the risk of causing psychological harm.

Methods: e recruited 550 participants with advanced cancer. After the appointment, patients and clinicians completed several questionnaires
about preferences, expectations, prognostic awareness, hope, psychological symptoms, and other treatment-related aspects. The aim was to
characterize the prevalence, explanatory factors, and consequences of inaccurate prognostic awareness and interest in therapy.

Results: Inaccurate prognostic awareness affected 74%, conditioned by the administration of vague information without alluding to death (odds
ratio [OR] 2.54; 95% Cl, 1.47-4.37, adjusted P = .006). A full 68% agreed to low-efficacy therapies. Ethical and psychological factors oriented first-
line decision-making, in a trade-off in which some lose quality of life and mood, for others to gain autonomy. Imprecise prognostic awareness
was associated with greater interest in low-efficacy treatments (OR 2.27; 95% Cl, 1.31-3.84; adjusted P = .017), whereas realistic understanding
increased anxiety (OR 1.63; 95% Cl, 1.01-2.65; adjusted P = 0.038), depression (OR 1.96; 95% Cl, 1.23-3.11; adjusted P = .020), and diminished
quality of life (OR 0.47; 95% Cl, 0.29-0.75; adjusted P = .011).

Conclusion: In the age of immunotherapy and targeted therapies, many appear not to understand that antineoplastic therapy is not curative.
Within the mix of inputs that comprise inaccurate prognostic awareness, many psychosocial factors are as relevant as the physicians' disclosure
of information. Thus, the desire for better decision-making can actually harm the patient.

Keywords: decision-making; information; prognostic awareness; depression; quality of life.

Implications for Practice

This study is the first to evaluate the impact of cancer prognostic awareness on interest in low-efficacy therapies for advanced, unresectable
tumors during the initial consultation. Results indicate that inaccurate prognostic awareness remains prevalent in the era of immunotherapy
and targeted therapies, affecting decision-making, mood, and quality of life. Oncologists’ common ambiguous communication style often
fails to address the topic of death. The study highlights the complex interplay of factors that influence the belief in curability and interest
in low-efficacy therapies when making treatment decisions. The results of this research also illustrate the ethical and psychological
considerations that guide decision-making and the trade-off between autonomy and quality of life, mood, and other factors. The desire for
better decision-making may ultimately harm the patient.
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Introduction

Any appointment with the oncologist necessarily entails an
ethical dilemma. The problem is that patient-centered decision-
making requires that expectations and preferences be aligned
with scientific evidence."> However, many hurdles must be
overcome in this situation. To begin with, prognostic aware-
ness is a multifactorial phenomenon in which cultural con-
siderations and individual circumstances are intertwined.’?
In this process, family or physician collusion is not uncom-
mon. Consequently, many subjects with incurable diseases
such as cancer, report unrealistic expectations, and miscon-
ceptions regarding treatment objectives and are incapable of
distinguishing whether the aim is to cure or prolong overall
survival (OS).*!! This phenomenon can be found in all soci-
eties and has even found its way into mainstream culture.!’-2
For instance, in the Cancer Care Outcomes Research and
Surveillance (CanCORS) study, 69% and 81% of patients
with metastatic lung and colon cancer, respectively, responded
in a way that was compatible with the belief in curability.’
The authors concluded that the misunderstanding surround-
ing prognosis stood in the way of making preference-based
decisions, which in extreme cases, would affect the validity of
the informed consent.'>'* One potential interpretation would
be that achieving realistic perceptions about the drugs could
theoretically decrease the use of services that would proba-
bly not enhance quality of life (QoL) and not dramatically
change survival.""* The problem is that conveying something
so sensitive as a death sentence takes time, given that it will
necessarily trigger psychological suffering and compromise
QoL.%1%17 Thus, when surveyed, most respond that they
want truthful information that will enable them to engage in
decision-making, yet at the same time, they need to hold onto
hope, and deem abrupt information as lacking compassion.>!*
Pragmatically speaking, this means that information cannot
be forced precisely at a time when it is needed to decide on
first-line treatment; hence, the timing for full disclosure has to
be pondered. This deliberation must be brief, if treatment effi-
cacy is to remain unaffected. Nonetheless, developing adap-
tive coping strategies tends to take time; therefore, providing
more complete information will either delay treatment! or
have consequences for the patient’s mental wellbeing.

Moreover, the elevated toxicity and scant efficacy of the tra-
ditional chemotherapy regimens developed in the 1990s led to
the thought that, had they known their prognosis better, some
patients would not have accepted treatment.’ This panorama
has changed as a result of the identification of druggable
molecular alterations in oncogenes and the development of
immune-based therapies, such as immune checkpoint inhibi-
tors.2?! Since the palliation/toxicity trade-off is more favor-
able in some cases, we have used the NEOetic study of the
Bioethics Group of the Spanish Society of Medical Oncology
(SEOM) to analyze how disclosure of prognostic information
and expectations regarding the efficacy of classic (chemother-
apy) and modern (immunotherapy and biologics) anticancer
drugs for unresectable advanced cancers affect general inter-
est in first-line treatments and psychological outcomes.

Methods

Design and Population

NEOetic is a prospective, multicenter (15 oncology depart-
ments) study of the SEOM Bioethics group. The study enrolled
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patients 218 years with advanced or metastatic cancer deemed
ineligible for curative resection. These patients were suitable
candidates for systemic cancer treatment, as determined by
the oncologist during their initial visit. The eligibility criteria
did not entirely rule out the potential for some patients to be
considered for resection after a positive response to systemic
treatment or achieving long-term survival with immunother-
apy. Exclusion criteria consisted of subjects not eligible for
systemic, antineoplastic treatment or who, in the oncologist’s
opinion, were not suitable to participate, as well as those
who had received cancer treatment in the last 2 years. Those
who agreed to take part signed the informed consent form,
were instructed on how to fill in the printed questionnaires,
which they completed at home and handed in to the auxiliary
personnel prior to initiating systemic treatment. The study
was approved by the Ethics Committee of each participating
center and was conducted in accordance with Good Clinical
Practices and the Declaration of Helsinki.

Study Measures

Clinical data were gathered by the oncologist during the
patient interview and clinical history prior to initiating ther-
apy and was similar at all participating centers. Participants
completed a questionnaire regarding demographic character-
istics, including aspects such as education, family and social
structure, employment status, and clinical data.

The psychometric questionnaires used were: Mini-MAC
(Mini-Mental Adjustment to Cancer Scale),”> EORTC QLQ-
C30 (European Organization for Research and Treatment
of Cancer Quality of Life C30 Questionnaire),*** BSI-18
(Brief Symptom Inventory 18),22¢ FACIT-Sp-12 (Functional
Assessment of Chronic Illness Therapy-Spiritual Well-Being
Scale),?”*® HHS (Herth Hope Scale),?*3* Duke-UNC-11 (per-
ceived social support),’2 MUIS-C (Mishel Uncertainty in
Illness Scale-Community form),* SWD (Satisfaction With
Decision),** CWQ-FoR (Cancer Worry Questionnaire),*
NEOetic-EIT  (expectations regarding treatment effec-
tiveness), NEOetic-POI (Preference On Information), and
NEOetic-IIT (Interest In therapy), STAR-P (Scale to Assess
the Therapeutic Relationship-Patients’ version).>® The char-
acteristics, interpretation, and validation in Spanish of these
questionnaires can be found in Supplementary Table S1.

The NEOetic-EIT scale was created specifically for this
study and was tested on the first 30 participants, at which
point the decision was made to continue without any modi-
fication. The “belief in curability of the cancer” variable was
obtained from the question: “Do you think the treatment will
help cure your cancer?.” Accurate prognostic awareness was
defined as disagreeing or strongly disagreeing [with the belief]
that their cancer could be cured.

NEOetic-IIT quantified the potential interest in treatment
by means of 6 items that represented scenarios with hypothet-
ical therapies with successively greater OS benefits, lacking
other alternatives. For this study, low-efficacy therapy was
considered to be the one that prolonged OS by less than 6
months. The subject was considered to be interested when the
rating was “likely” or “very likely.”

Statistics

Proportional odds (PO) regressions were fitted to model the
endpoints. Predictors were chosen theoretically, following
consensus among the project coordinators and systematic
review of the literature. The qualitative judgment of several
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studies with consistency criteria, theoretical plausibility,
causality, and lack of temporal ambiguity was considered.
Redundancy analyses were conducted via flexible paramet-
ric additive models to rule out the possibility of some model
variables being predicted by the remaining covariates.’” The
limiting sample size supports a model having a maximum
of 30 coefficients.’”* Brant’s tests and a likelihood ratio
tests were applied to evaluate the PO assumption.?*° This
assumption was fulfilled in all the models. The existence
of interactions was explored systematically, creating inter-
action terms such as “belief in curability of the cancer” x
“coping strategy.”® In the event that significant interaction
terms (P < .05) were found, subgroup analyses were per-
formed. In addition, the non-linearity of all the continuous
variables was probed using natural splines when necessary.
The ClIs of the model predictions were adjusted to the aver-
age or reference value of the covariates. Other exploratory
analyses were conducted with Kendall’s Tau rank correla-
tions or y2-tests for proportions. Adjusted P-values were
calculated by the Bonferroni-Holm (BH) method with «a =
.05. Missing values were minimized during the monitor-
ing of the study and only affected 5 cases (<1%), applying
complete case analysis. Analyses were performed using R
v4.05 including the rms library.*! Examples of the R code
are presented in Supplementary Table S2.

Results

Patients

The database contains 550 patients with unresectable
advanced cancer (incurable) recruited over the course of 2
years (2020 and 2021); baseline characteristics are summa-
rized in Table 1. Information on belief in curability was avail-
able for 545 of them (see flow diagram in Supplementary Fig.
S1). Most were male (58%, 7 = 319) with a median age of 66
years (range, 18-90). Almost one quarter (24%, 7 = 133) were
over the age of 70. The most commonly cancers were bron-
chopulmonary (37%, n = 203), colorectal (22%, n = 123),
and other digestive neoplasms (22%, n = 122). Regarding
therapies, 21% (n = 117) received immunotherapy, while
23% (n = 126) were given targeted therapy with or without
chemotherapy. Only 1 patient (0.2%) declined systemic treat-
ment after the initial consultation with the oncologist, while
16 patients (2.9%) opted for antineoplastic therapy following
a second opinion at a different center.

The participants displayed great concern for their health;
51% (n = 282) were afraid of dying and 84 % stated that they
were aware of the severity of their disease. Nevertheless, most
(74%,407/550) agreed that the treatment would help to cure
their cancer. Only 17.6% (95% CI, 14.6-21.0) were clearly
cognizant of their prognosis. In contrast, the oncologist esti-
mated the median OS to be 22.6 months (range, 5-100) for
the entire group, and physicians agreed that long-term sur-
vival was possible in only 13.4% (n = 74).

The most common communication style was qualitative
without alluding directly to demise (65%, 7 = 356). Of the
ones who conveyed quantitative information, 38% (24/63)
reported relative data, 49% (31/63) absolute outcomes, 6%
(4/63) showed the participant the pivotal trial, and in the rest,
it was unclear (Fig. 1). Indices of satisfaction with the inter-
view and doctor-patient relationship were high (see question-
naire in Supplementary Table S1).
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Table 1. Baseline characteristics.

N (%)
Age, median (range) 66 (18-90)
Sex, female 231 (42)
Tumor
Colorectal 123 (22.
Lung 203 (36. )
Head and neck 6(2.9)
Upper GI 122 (22.1)
Breast 9(5.2)
Others 7 (10.3)
ECOGPS
0 189 (34.3)
1 325 (59.0)
>2 36 (6.5)
Oncological setting
Unresectable metastases 401 (72.9)
Potentially resectable metastases 41 (7.4)
Resectable early metastases 8 (1.4)
Locally advanced unresectable 89 (16.1)
Locally advanced potentially resectable 11 (2.0)
Therapy
Immuno-therapy 117 (21.3)
Chemotherapy 306 (55.6)
Targeted therapy 126 (22.9)
The patient declined to receive systemic treatment 1(0.2)
QLQ-C30 symptoms scale, median (range) 27.1 (0-94.4)
Administered information profile
Not informed because of conspiracy 3(0.59)
Not reported as inappropriate 7(1.27)
Qualitative information without alluding to death 356 (64.7)
Qualitative information alluding to death 121 (22.0)
Approximate quantitative information 51(9.2)
Accurate quantitative information 12 (2.1)
Marital status
Married or in a couple 374 (68.0)
Single 62 (11.2)
Divorced 63 (11.4)
Widowed 51(9.2)
Number of children
0 3 (15.0)
1 104 (18.9)
2 227 (41.2)
>3 136 (24.7)
Education level
No education 9(8.9)
Primary education 217 (39. )
Secondary education 153 (27.
University studies 131 (23. 8)
Employment status
Not working 2 (0.3)
Retired 248 (45.0)
Part-time worker 1(0.1)
Full-time worker 299 (54.3)

202 UdJBIN 92 U0 1saNB Aq GE9EY L //986/1 1/8Z/QI91HE/0|0OUO/WO0Y"dNO"DILSPEDE//:SA]IY WO} PAPEOJUMOQ


https://academic.oup.com/oncolo/article-lookup/doi/10.1093/oncolo/oyad100#supplementary-data
https://academic.oup.com/oncolo/article-lookup/doi/10.1093/oncolo/oyad100#supplementary-data
https://academic.oup.com/oncolo/article-lookup/doi/10.1093/oncolo/oyad100#supplementary-data
https://academic.oup.com/oncolo/article-lookup/doi/10.1093/oncolo/oyad100#supplementary-data

The Oncologist, 2023, Vol. 28, No. 11

Table 1. Continued

N (%)
Primary caregiver
Alone, no support 39 (7.0)
Family 498 (90.5)
Friend/ acquaintance 9 (1.6)
Staff of an institution (residence) 4(0.7)

Abbreviations: ECOG PS, Eastern Cooperative Group performance status;
upper GI, upper gastrointestinal tumor; QLQ, quality of life questionnaire.

Predictors of Inaccurate Prognostic Awareness

After noting that inaccurate prognostic awareness was preva-
lent (Fig. 1), we wanted to assess the associated factors. In the
ordinal multivariable model, the most common administered
information profile (qualitative information without alluding
to death) augmented inaccurate prognostic awareness, versus
the disclosure of quantitative information (approximate or
precise) (odds ratio [OR], 2.54; 95% CI, 1.47-4.37; adjusted
P =.006). In absolute terms, this entailed a belief in curabil-
ity in 67.9% (95% CI, 49.5-82.1) vs. 79.9% (95% CI, 47.7-
94.5) among patients who received full disclosure compared
to uninformed subjects, respectively. Vague information mak-
ing no reference to death and no information had the same
explanatory effect. In a sensitivity analysis, quantitative infor-
mation was effective when it was communicated as absolute
risk reductions (OR 0.37,95% CI, 0.19-0.70), but not when
relative effect measures were provided (Supplementary Table
S3). Moreover, other factors associated with increasing belief
in curability were hope, spirituality, fighting spirit, tumor site
other than breast, prolonged expected survival time (with a
threshold of around 20 months), and not being afraid to die
(Table 2; Supplementary Table S4). The marginal effects are
shown in Fig. 2.

Predictors of Interest in Low-Efficacy Therapies

The survey concerning preferences detected that 68%
(378/550) agreed to low-efficacy therapies, which was greater
in participants with inaccurate prognostic awareness. To
probe further into this phenomenon, we fitted an ordinal
multivariable model with an interest in low-efficacy thera-
pies as the response variable. Accurate prognostic awareness
correlated with less interest in low-efficacy treatment. Thus,
this interest rate was 56.3% (95% CI, 38.5-72.7) and 74.2%
(95% CI, 61.2-83.9) among subjects with an accurate prog-
nostic awareness compared to those who stated that cure
was “very likely” (OR 0.44; 95% CI, 0.26-0.76; adjusted
P = .017). Other factors associated with more interest in
low-efficacy therapies were greater perceived social support
and greater hope (Fig. 3; Supplementary Fig. S2).

Correlation Between Prognostic Awareness and
Other Endpoints

Believing in cure correlated with several endpoints, such as
greater fighting spirit, fatalism/stoic acceptance, hope, global
health status, and satisfaction with decision and care (Fig. 4).
In contrast, the belief in curability negatively correlated with
uncertainty, helplessness/hopelessness, depression, anxiety,
somatization, and several symptoms (Supplementary Fig. S3).
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To delve further into the impact of prognostic awareness,
we fitted multivariable models for QoL, depression, and anx-
iety (details and specifications can be found in Supplementary
Table S5). A higher BSI-anxiety score was observed in indi-
viduals who did not believe in the curability of cancer (OR
1.63; 95% CI, 1.01-2.65; adjusted P = .038), with evidence
of an interaction with coping based on fighting spirit (P-value
[interaction] = .0199) (Supplementary Fig. S4).

The predicted mean BSI score for depression was 70.8
(95% CI, 67.5-73.1) and 67.8 (95% CI, 64.5-70.1) among
participants with an accurate prognostic awareness vs. those
who deemed curability as being “very likely” (OR, 1.96;5 95%
CI, 1.23-3.11; adjusted P = .020). Mood was found to be cor-
related with other factors such as fear of dying, being male,
having symptoms, or lack of social support (Supplementary
Table S5). The predicted mean QLQ-C30—Global health
status was 47.8 (95% CI, 37.0-56.8) and 57.7 (95% CI,
49.7-65.2) in individuals who had an accurate prognostic
awareness compared to those who believed that curability
was “very likely” (OR, 0.47; 95% CI, 0.29-0.75; adjusted
P =.011). The correlations between the interest in low efficacy
therapies and other endpoints are shown in Supplementary

Table S6.

Discussion

In the course of this study, we have found that, following
their first appointment with the oncologist, only 18% of
the individuals with incurable cancer understand that the
antineoplastic therapy is not curative. While repeated dis-
cussions with the oncologist throughout the patient jour-
ney may lead to a better understanding of prognosis over
time, patients may not be fully aware of the true benefits of
therapies during the initial visit when therapeutic decisions
must be made. This finding is perplexing, especially consid-
ering the widespread information and awareness surround-
ing cancer in modern society. Nevertheless, the percentage
is only slightly lower than that of the CanCORS study, with
the same measurement instrument,’ albeit appreciably lower
than studies from 2 or 3 decades ago in multiple cultural
contexts.!" The persistent nature of these findings despite
the progress made in oncology, suggests the need for further
research to uncover the underlying reasons, and to enhance
communication between patients and oncologists for
better-informed treatment decisions.

In our study, the oncologist’s most common prognostic
disclosure (~65%) was qualitative, without so much as the
mere mention of death. This ambiguous profile worsened
prognostic awareness by 12 percentage points, in contrast
to the quantitative disclosure expressed in the form of
absolute risks and with some explicit allusion to demise.
Nevertheless, more complete disclosure did not keep
approximately 2/3 of the well-informed participants from
expressing unrealistic expectations, which points toward
more complex underlying causes. Some such aspects include
spirituality, fighting spirit, or constructs that interject emo-
tional components that contribute to the person believing
in the possibility of being cured, regardless of the scientific
data.*>#

The most notorious consequence of the lack of prognostic
awareness is the 18% increase in interest in therapies having
low efficacy. It is difficult to check this datum against the rest
of the bibliography, as most of the series are from the field of
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A Do you expect the treatment to help cure your cancer?
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Figure 1. (A) Relationship between belief in curability vs. interest in therapy. (B) Relationship between type of disclosure and belief in curability.
Abbreviations: Qol, quality of life; Res, treatment that achieves tumor response; <6m, treatment that increases survival by at least 6 months; 6-12m,
treatment that increases survival by between 6 and 12 months; >12m, treatment that prolongs survival by more than 12 months, >24m, treatment
that increases survival by more than 24 months. Note: (A) Displays the percentage of individuals interested in antineoplastic therapy under different
assumptions regarding its efficacy (symptom relief or improvement in quality of life only, antitumor response without prolonging survival, or survival
increments <6, 6-12, >12, or >24 months). Each panel represents possible responses to the question: “Do you expect the treatment to help cure your
cancer?.” Each panel in (B) represents a different communication style of the oncologist, with the bars showing whether the patient agreed with the

belief that their cancer could be cured.

Table 2. Proportional odds regression for “belief in curability of the cancer”

Effects OR (95%, CI)

Age, 72 vs. 59 0.92 (0.72-1.18)
Expected survival, 25 vs. 12 months 1.78 (1.10-2.86)
QLQ-C30 symptoms scales, 43 vs 15 0.82 (0.63-1.06)
Spirituality (FACIT), 23 vs. 8 1.24 (1.00-1.595)
Children, 2 vs. 1 1.01 (0.87-1.17)
Perceived social support (Duke-UNC-11), 48 vs. 39 1.38 (0.95-2.02)
Hope (Herth scale), 14 vs. 11 1.60 (1.22-2.09)
ECOGPS >1 0.99 (0.48-2.06)
Fighting spirit (mini-MAC), 100 vs. 67 3.00 (1.77-5.08)
Sex, female 0.73 (0.49-1.08)
Oncological setting, potentially resectable vs. unresectable metastases 1.64 (0.80-3.36)
Oncological setting, locally advanced vs. unresectable metastases 1.43 (0.87-2.34)
Immuno-therapy vs. chemotherapy 0.95 (0.55-1.63)
Targeted therapy vs. chemotherapy 0.80 (0.48-1.32)
Education, no vs. primary education 0.54 (0.28-1.02)
Education, secondary vs. primary 0.79 (0.50-1.24)
Education, university studies vs. primary education 0.87 (0.54-1.40)
Fear of death, none vs. severe 2.29 (1.44-3.65)
Fear of death, moderate vs. severe 1.29 (0.83-2.01)
Colorectal vs. lung cancer 0.87 (0.47-1.61)
H&N vs. lung cancer 0.60 (0.20-1.79)
Upper GI vs. lung cancer 0.70 (0.40-1.22)
Breast vs. lung cancer 0.16 (0.68-0.41)
Other tumors vs. lung cancer 0.76 (0.38-1.51)
Information disclosure, non vs. qualitative (death not mentioned) 0.73 (0.18-2.91)
Information disclosure, qualitative, death alluded vs. qualitative (death not mentioned) 0.73 (0.47-1.15)
Information disclosure, quantitative vs. qualitative (death not mentioned) 0.39 (0.22-0.67)

Odds ratios >1 denote greater belief in curability.
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Figure 2. Marginal effects for the model of belief in curability. For each variable, the plot shows the probability that the belief that cancer can be cured
is scored as likely or very likely. All other covariates are held constant at the average or baseline level. The main assumptions of the model are shown.
Wald tests for the most meaningful hypotheses in a design are shown. Abbreviations: Br, breast cancer; chemo, chemotherapty; co, colorectal; H&N,
head and neck cancer; immu, immunotherapy; Iu, lung cancer; oth, other tumors; Pr, primary eductation; qual—, qualitative, death not alluded; qual +
, qualitative, death alluded; quant , quantitative; Se, secondary education; targ, targeted therapies; UG , upper gastrointestinal cancer; uni, university

studies.

adjuvancy, where the aim is to cure, or from the context of
palliative care in terminal or refractory patients.**” At pres-
ent, there is a hefty body of evidence that upholds the obser-
vations that the preferences in both scenarios are conflicting,
with well-informed subjects who weigh the possibility of suf-
fering side effects differently on the basis of whether or not
there is a chance to be cured.t>' Specific first-line data are
scarce.

Overall, our data provide a nuanced confirmation of an
idea outlined in the CanCORS study, as well as other authors
findings,****” according to which, inaccurate prognostic
awareness would compromise the ability to make informed
decisions. This conclusion requires that certain caveats be
taken into account. To begin with, although the degree of
prognostic awareness was the single trait most strongly asso-
ciated with interest in low-efficacy therapies, the combination
of other factors such as hope and social support consistently
predicted interest in such therapies, even more so than the

degree of prognostic disclosure. Second, regardless of individ-
ual realism, most of the subjects in our series reported inter-
est in receiving therapies aimed at improved QoL or tumor
regression, even when OS remained unchanged. In the previ-
ously published literature, attitudes vary. While some reject
drugs having a marginal benefit, others accepted therapies
to alleviate symptoms or improve QoL, without prolonging
OS.48—51

The comprehensive analysis cannot overlook the psycho-
logical and other endpoint consequences of prognostic aware-
ness. In our series, subjects unaware of their prognosis had
10 percentage points better QoL compared to those who
were well aware of their status; this improvement covered all
QoL domains. Furthermore, accurate prognostic awareness
involved more psychological symptoms, including anxiety,
depression, concern about their health, and other adverse out-
comes, in line with earlier studies.®»'®!7%2 In this regard, our
data are similar to those of Nipp et al® who reported worse
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Disclosure — Qualitative, death alluded vs qualitative (death not mentioned)
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Figure 3. Proportional odds model to predict interest in low-efficacy therapies. The graph displays the odds ratios resulting from this model. The
complete model is shown in Table 2. Interquartile effects are presented in the case of continuous variables. Odds ratios >1 denote greater belief
that cancer can be cured. Abbreviations: ECOG PS, Eastern Cooperative Group performance status; H&N, head & neck cancer; FACIT, Functional
Assessment of Chronic lliness Therapy-Spiritual Well-Being Scale; QLQ-C30, European Organization for Research, and Treatment of Cancer Quality of

Life C30 Questionnaire; mini-MAC, Mini-Mental Adjustment to Cancer Scale..

QoL and mood associated with accurate prognostic aware-
ness, possibly interacting with certain coping profiles.

Thus, our study maps out 2 opposite poles, the ethical
and the psychological one, of a moral dilemma that is
posed at first appointments, during which the oncologists
are apparently doomed to make a mistake, whatever deci-
sion they make.”® On the one hand, they must carefully
inform their patient, given that unrealistic expectations
can entail agreeing to first-line treatments of scant useful-
ness or benefit, whose palliation-toxicity index may not be
in line with individual preferences, in a context of ever-
growing costs.! On the other hand, reluctance to fully
disclosure the patient’s prognosis seeks to circumvent
the psychological impact, under the premise that not all
patients have the same needs or preferences; that they
sometimes simultaneously “want and don’t want” to hear
their death sentence, and oftentimes caregivers do not agree
with information that is too negative. A possible solution
to this dilemma is to adopt a patient-centered approach
to communication taking into account factors such as
health literacy level, cultural background, and emotional
state.’*3¢ For example, some patients may prefer direct and
fact-based communication while others may benefit from a
more empathetic and supportive approach. The timing of
discussions about prognosis and treatment options is also
important. While it is crucial to fully inform patients from
the beginning, overwhelming them with too much infor-
mation during their initial visit may be counterproductive.
Oncologists may need to consider breaking down infor-
mation into smaller, more manageable pieces and provid-
ing ongoing support and education throughout the patient
journey. Ultimately, by working together with patients
to develop a shared understanding of different treatment
options’ potential benefits and limitations, oncologists can
empower them to make informed decisions that align with
their values and care goals.

Our study should be interpreted in the context of its lim-
itations. The first is the cultural dependence on the belief in
curability. Nevertheless, our outcomes are comparable to
those observed in other populations.!* Second, the data refer
solely to the first appointment with the oncologist and no
longitudinal measurements have been made. Yet, the infor-
mation extracted from the first visits is relevant, inasmuch
as this is when treatment foundations are established, cap-
turing the ethical dilemma of these appointments. Third, the
questionnaire administered may not have epitomized such
a subtle construct as belief in curability with the necessary
specificity (ie, some patients report the desire to be cured
more than the belief itself). It is also possible that fear focuses
patients’ attention on the short term or leaves them to forget
the details of the appointments.’” Therefore, caution must be
exercised when interpreting self-reported questionnaires until
a validated, multidimensional tool is available.**** Since the
study was cross-sectional, it is challenging to establish a clear
cause-and-effect relationship between variables. Therefore,
the reported impact of prognostic awareness on several end-
points is better understood as a correlation. Further investiga-
tion is required to understand the complex interplay between
these factors. Finally, we based the definition of “low-efficacy
therapy” on a fixed value (6 months), which may be clinically
relevant in tumors with poor prognosis.

When interpreting the results of this study, it is crucial
to bear in mind that the focus was on exploring the ethical
implications of treatment decision-making at the time of ini-
tial cancer diagnosis with an oncologist. The hypothesis was
that lack of knowledge about prognosis could impact treat-
ment decisions. The study’s findings highlight the interplay
between multiple factors, such as fear of death, information
received, and symptoms, which collectively influence belief in
curability and interest in low-efficacy therapies. These find-
ings underscore the importance of improving communication
between clinicians and patients to ensure fully informed and
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Figure 4. Kendall's T correlation coefficients between the belief in curability and different scores. Abbreviations: BSI, Brief Symptom Inventory-18;
CWQ-FoR, Cancer worry (for health) questionnaire; HHS, Herth Hope Scale; Mini-MAC, Mini-Mental Adjustment to Cancer Scale; QLQ-C30, EORTC
Core Quality of Life questionnaire; see questionnaires in Supplementary material. Interpretation of higher scores: QLQ-C30 global scale, higher level of
Qol; for other QLQ-C30 scales, greater symptom burden or function impairment.

ethical treatment decision-making. Furthermore, it is note-
worthy that patients’ awareness of prognosis may increase
over time during cancer treatment, which could affect their
interest in certain therapies, such as after learning about
tumor progression.

Taking into account these limitations, our study suggests that
misunderstandings regarding prognosis remain common, have
repercussions on the patient’s mood, and condition-informed
decision-making. Ethical and psychological considerations guide
decision-making in a trade-off in which for some to gain auton-
omy, while others lose in QoL and mood. Each person’s specific
circumstances must be understood to gauge the consequences of
gain or loss of information on a case-by-case basis.
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