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What Keeps Oncologists From Addressing Palliative Care Early on With
Incurable Cancer Patients? An Active Stance Seems Key
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/ABSTRACT

Background. Sympatheticand frankcommunication aboutthe
terminal nature of advanced cancer is important to improve
patients’ prognostic understanding and, thereby, to allow for
adjustment of treatment intensity to realistic goals; however,
decisions against aggressive treatments are often made only
when death is imminent. This qualitative study explores the
factors that hinder such communication and reconstructs how
physicians and nurses in oncology perceive their roles in
preparing patients for end-of-life (EOL) decisions.

Methods. Qualitative in-depth interviews were conducted
with physicians (n = 12) and nurses (n = 6) working at the
Department of Hematology/Oncology at the university hospital
in Munich, Germany. The data were analyzed using grounded
theory methodology and discussed from a medical ethics
perspective.

Results. Oncologists reported patients with unrealistic ex-
pectations to be a challenge for EOL communication that is

especially prominent in comprehensive cancer centers. On-
cologistsrespondedto this challenge quite differently by either
proactively trying to facilitate advanced care planning or
passively leaving the initiative to address preferences for
care at the EOL to the patient. A major impediment to the
proactive approach was uncertainty about the right timing
for EOL discussions and about the balancing the medical
evidence against the physician’s own subjective emotional
involvement and the patient’s wishes.

Conclusion. These findings provide explanations of why EOL
communication is often started rather late with cancer
patients. For ethical reasons, a proactive stance should be
promoted, and oncologists should take on the task of preparing
patients for their last phase of life. To do this, more concrete
guidance on when to initiate EOL communication is necessary
to improve the quality of decision making for advanced cancer
patients. The Oncologist 2015;20:56-61

Implications for Practice: Our findings suggest that oncologists recognized that they run a risk of nourishing patients’ overly
optimistic views in not talking openly with them. It would be better to prepare the patient proactively for decisions toward the end
of their disease trajectory and to accept one’s own emotional response not as a detractor from objective clinical reasoning but
rather as source of true empathy and an important nonmedical factor in the decision-making process. The findings of this study call
for better educational activity regarding communication skills and ethical concerns near the end of life and for dealing with
oncologists” emotional involvement.

INTRODUCTION

Communication with patients with incurable cancer about the
transition from specific anticancer treatment to best support-
ive care often triggers ethical challenges around whether or
how to address death explicitly [1] and implies talking about
valuable goals for the last weeks or months of life. It also means
dealing with patients’ feelings of hopelessness and disap-
pointment. Although most physicians think that patients
ideally should have a realistic understanding of their prognosis

[2], the majority avoids prognosticating in the last phase of life.
Studies showed that a “conspiracy of silence” leads to
psychological distress [3], early palliative discussions are
associated with less aggressive medical care near death, less
anxiety and depression, earlier hospice referrals, and even
a gain in lifetime [4-7]. In the end, palliative care can lower
total health care cost [8]. Although some studies have assessed
patient and caregiver preferences for end-of-life (EOL)
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communication [9, 10] and advanced directives [11], few
qualitative studies have been carried out to explore physicians’
perceptions of the EOL decision-making process, as experi-
enced by advanced cancer patients. Most studies focus on
physicians’ attitudes and strategies toward truth telling and
disclosure of prognosis [12, 13]. Much less is known about how
physicians and nurses perceive their roles in preparing the
patient and in the decision-making process toward the end of
a disease trajectory. Data are also scarce with regard to the
reasons for being reticent to address the palliative goals of care
with the patient early on. This paper explores the factors that
hinder patient involvement in decision making. We recon-
struct how physicians and nurses perceive their roles in pre-
paring patients for EOL decisions. Our work is part of a larger
mixed-method ethics project on EOL decisions in hematology
and oncology and is informed by a previous cohort study
showing that patients often were not involved in decisions
against aggressive treatment at the EOL [14].

METHODS

We conducted semistructured interviews with physicians
(n = 12) and nurses (n = 6) working at the Department of
Internal Medicine, which runs a comprehensive cancer center,
at the University of Munich Medical Center in Germany
(Table 1). Physicians (4 male and 8 female, aged 3065 years)
varied in work experience from 9 months to 16 years. Nurses
were all female (aged 30-50 years) and had work experience of
12-20years. A semistructured interview guide was developed
based on research questions, fieldwork, and researchers’
experiences in addition to the existing literature. The interview
guide was tested by an iterative review process with experts
in the field of oncology and medical ethics and was approved
by the research ethics committee. It included open-ended
guestions on EOL communication with patients and partic-
ipants’ roles in influencing the decision-making process. One
researcher (S.RT.) with experience in qualitative research
methods conducted all of the interviews. Interviews were
audiotaped, transcribed verbatim, and analyzed according to
the grounded theory principles using the data analysis
software MAXQDA (VERBI GmbH, Berlin, Germany, http://
www.maxgda.com). The grounded theory approach was
applied because of the explorative nature of the study [15].
This approach entails an iterative process of coding all tran-
scripts for major themes and patterns relevant to the research
questions. In the first step of open coding, each line or par-
agraph of interview data was coded by the first author. Sub-
sequently, the codes were used to generate categories and
subcategories through the use of comparison analysis. That
means that codes and categories develop through continuous
comparison of the material. During axial coding, relationships
were drawn among the categories against the entire body of
interview data. A code is a meaningful label for the text that
expresses the data contents, as understood by the researcher.
Regular meetings of the interdisciplinary team, with expertise
in oncology, social science, and medical ethics, provided a
forum in which to discuss unclear data samples and to increase
the discriminatory power for each category through constant
comparisons. The analysis was also informed by the insights
and normative analysis from a concomitant cohort study on
EOL decision making in the same clinical setting [1, 14] and

www.TheOncologist.com

57

Table 1. Characteristics of interviewees (n = 18)

Number of
nurses

Number of

Characteristics physicians

Sex
Female 4 6
Male

Work experience
No data
<3 years

0o
o

3-5 years
6-15 years

= U W N

w w

>15 years
Age

25-30 years

31-35 years

3640 years

>40 years

w N 0N
= NN

evaluated againstthe background of the current medical ethics
discussion on EOL decision making.

RESULTS

Three major themes were identified throughout the inter-
views that determined communication with cancer patients
concerning goals of care and limiting life—prolonging treat-
ment toward the EOL: (a) patients’ unrealistic expectations as
a challenge for addressing palliative goals of care, (b) nurses’
understanding of their roles in preparing the patient for EOL
decisions, and (c) physicians’ balancing of objective medical
evidence against their own subjective emotional involvement.

Patients’ Unrealistic Expectations as a Challenge for
Addressing Palliative Goals of Care

Generally, physicians referred to the medical indication as
a point of reference in the decision about whether to offer
treatment to the patient. However, if the patient insisted on
active treatment, physicians reported that they offered it,
despite alack of evidence of effectiveness. They explained their
preference for active treatment in these cases with the goal of
preserving the patient’s hope.

There simply are people for whom treatment always is
connected to hope, and they just don’t want to let go.
Even if one is not totally convinced there is much sense in
it, yougivein, justto not rob the patient’s courage togoon
living. [Physician 11]

Physicians responded to patient preferences for active
treatment although it had no or only marginal benefit, but
sometimes severe side effects. This was the most frequent
challenge reported by clinicians experiencing this dilemma.

This is difficult to endure, when you know that some-
body will die but struggles on and fights because he/she
clingsto a hope which is probably 99% unrealistic. And to
beinthisdilemma, is for me the most difficult. [Physician 12]

Physicians explained patients’ unrealistic expectations as
being beyond their control, as a “center effect” in which
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specialized cancer institutions attract patients who actively
search for additional treatment.

Patientsin continuous denial ... refuse to accept the truth,
and they come here and believe in the ““name” of the
institution, something will be done, a wonder drug will be
available. Yes, they make it difficult for us because they
still maintain their expectations despite all evidence to
the contrary. [Physician 9]

In addition, physicians identified their own omissions that
contribute to the unrealistic expectations and unreadiness of
patients for advanced care planning. Oncologists admitted
that they go along with or nourish patients’ overly optimistic
views of the therapeutic options because they are afraid to
destroy their patients’ hope. Nurses reported that oncologists’
communication with their patients was ambiguous at best
and sometimes misleading because the physicians failed to
adequately address the deterioration of the patient’s condition.

He often talks to the patients as if they had a cold. So, if this
doesn’t work, we’'ll just throw in two aspirins. [Nurse 6]

Physicians’ and Nurses’ Understanding of Their Rolesin
Preparing the Patient for EOL Decisions

We identified two tendencies for how interviewees un-
derstood their roles in preparing patients with advanced
cancer for the last phase of their disease trajectory: one more
proactive and the other more passive.

A Proactive Role and Strategies for Preparing Patients for
Their Last Months of Life

Interviewees who described their roles in active terms aimed
to facilitate the discussion with the patient about the right
treatment choices at the EOL. This was stated to be a pre-
requisite for honest disclosure, minimizing unrealistic expec-
tations and empowering patients for advance care planning.

One physician commented:

Finally, one must tell the patient the truth as soon as
possible, and this has always been my opinion, so that
they can plan accordingly. [Physician 10]

Theinterviewees described how they were able to structure
the decision-making process in favor of sharing information
and toward enhancing well-informed patient preferences for
EOL care. Physicians and nurses with a more proactive
approach described the various ways in which they supported
their patients: by initiating the conversation about the worst
case scenario early on, by promoting the coping process of the
patient and his or her family, and by responding to the
emotional needs of the patient.

A Passive Role and Dealing With EOL Situations
Interviewees who did not adopt the task of preparing patients
described EOL discussions from a more passive standpoint.

| do not see myself as somebody who goes to the room
and actively starts speaking of death; if the patient wants
this, | would take this up. [Physician 4]

The passive attitude also became apparent in dealing
with patients’ unrealistic expectations. Several physicians were
unsatisfied with patients’ unrealistic expectations and un-
preparedness for EOL decision making.
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Certainly, with some patients, | would have wished that
their facing death would have happened much earlier.
This is what | identify as a deficit in our current situation.
[Physician 5]

They did not consider themselves to be obliged to prepare
the patient for the last phase of life. These interviewees reported
that they waited until the patients themselves initiated
adiscussion about their prognosis or until a patient’s condition
deteriorated further.

Sometimes ... when people vigorously insist on being
treated or getting everything, ... then 2 days pass and
naturally it is getting worse, ... Then, the decision is being
made by the patient’s family members or the patient.
[Physician 4]

Several reasons could be identified for not discussing
patients’ EOL preferences early on. As long as the patient feels
quite well, despite poor prognosis, advanced care planning at
that point is considered a “rather abstract problem.” Some phy-
sicians preferred that somebody else discuss EOL issues with the
patient; they themselves did not feel well prepared to do it.

The physicians’ own understanding of their mandate in
patient care influenced their attitudes. Two interviewees who
defined their mandate in terms of curative rather than
palliative care stated that something changed in their rela-
tionship with the patient when there were no therapeutic options
left. At that point, they tended to avoid contact with these
patients.

At this moment, when | have to tell the patient they will
soon die ...this is, in a way, already my closure of the
relationship with this patient. From this moment on, the
patient is basically already dead. [Physician 8]

In contrast, nurses tended to take a proactive role in such
situations and preferred to be near the dying patient.

Well, it’s easiest for me when | am there. When | then say,
umm, that went well. | think he died in peace and the
family is able to get along with the situation, then it is
easier for me, too. It is much harder to find out someone
has died and | wasn’t there. [Nurse 3]

Balancing Medical Evidence Against the Physician’s
Own Subjective Emotional Involvement

Physicians and nurses also differed in how they described
emotions in the process of EOL care and decision making.
Nurses described emotions as an important resource in caring
for advanced cancer patients.

Somehow | feel drawn to these patients and | realize, | ...
well, yes, invest more time, if the patients are dying.
[Nurse 2]

In contrast, physicians reported that they found them-
selves in an ambivalent situation. On the one hand, they said,
medical evidence shaped the framework of their decision
making; a positive benefit-harm ratio in the medical evaluation
was often mentioned to be the key factorin the entire decision-
making process. If the treatment preferred by the patient did
not have sufficient prospects of success or was associated with
strong side effects, several oncologists referred to their
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conscience to justify not following the patient’s preference for
active treatment. On the other hand, one physician felt sub-
jectivelyinfluenced by patients and their respective situations.

Often, because much is based on emotions, one needs
to be careful not to get carried away with subjective
thinking. But we do try as much as possible to decide on
this objectively. [Physician 5]

Physicians described their difficulty in reconciling the need
for objective or evidence-based decision-making criteria with
their own emotional involvement. Consequently, decision
making within a team was viewed as fundamental for reaching
emotional distance, especially when making a decision against
life-prolonging treatment.

I think one should not be guided by subjective feelings at
all, but should anyhow try to decide objectively and ...
that we, when it affects the therapy limitation, should
decide as a team. [Physician 10]

DiIScUSSION

This study identified patients with unrealistic expectations and
hopes for cure as a major challenge for oncologists when
introducing palliative goals of care. This finding is supported by
the results of a antecedent cohort study on EOL decisions that
showed that patients in denial were involved significantly less
often than patients with an appropriate perception of their
situation in decisions against life-prolonging treatment [14].
The results of this study provide insight about the reasons for
and reactions toward unrealistic patient expectations on
the part of physicians and nurses. Several studies report the
physicians’ discomfort discussing prognosis [13, 16] for the
same reasons that were given by our interviewees: feeling ill
prepared for EOL communication, uncertainty about the de-
finite prognosis, and fear of destroying patients’ hopes. It
might well be that the old doctrine established by 19th century
physician-teachers like von Hufeland still continues to in-
fluence decision making. He posited that a physician should
never talk with a patient about death to maintain hope [17].
However, our results support the view that it is ethically critical
toelicit patient preferences and, atthe same time, tell the truth
about the patient’s prognosis. Prerequisites for achieving this
goal are communication skills and an active stance: commu-
nications skills are not necessarily acquired over time and with
more clinical experience, but they can be trained success-
fully [3, 18, 19]. The right attitude is more a result of ethical
training in weighing patients’ values and treatment options as
part of professional development, and its impact needs more
attention.

Patients’ misunderstanding of their terminal illness and
prognosis is not unique to cancer centers [20, 21]. Still, the
empbhasis on patients’ unrealistic expectations as the major
challenge for communication proved especially strong in our
study. Interviewees explained this phenomenon as the effect
of a comprehensive cancer center that attracts patients who
had been told elsewhere that all standard treatments were
exhausted. Hence, the patients’ initial selection of the center
most likely was brought about by their unrealistic expect-
ations. This study found that these unrealistic expectations
are a challenge creating a prominent ethical dilemma that has
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not been described before in the literature for specialized
centers.

Although all oncologists seemed equally confronted by the
unrealistic expectations of their patients, they responded to it
quite differently. About one-third of the physicians adopted
the task of proactively preparing their patients for EOL de-
cisions and fostering their coping process. Recent research has
demonstrated that the majority of patients and their family
members prefer to get the opportunity to be informed early on
about the anticipated course of the disease to evaluate the
situation, assign priorities and preferences, and possibly use
palliative support earlier [22, 23]. Knowledge about the last
phase of lifeis not associated with more anxiety but rather with
better orchestration of care at the EOL [24]. Moreover, early
palliative care with communication about goals of care fa-
cilitates an accurate prognostic understanding of the disease
[7]. Such an understanding can allow patients to forgo ag-
gressive therapy toward the EOL, not only improving patients’
quality of life but also resulting in longer survival by sparing
patientstoxictherapy [6]. Consequently, the proactive attitude
favored by a number of physicians and nurses is supported by
clinical and patient-oriented evidence. From an ethical per-
spective, the evidence supports patients’ being able to make
better decisions regarding their preferences. That, in turn,
accounts for respecting patients’ autonomy and preventing
harm through interventions that may not be consistent with
patients’ authentic values. However, not all physicians pre-
ferred pursuing a proactive approach.This findingisin line with
data showingthat oncologists are overwhelmingly reluctant to
provide patients with prognostic information and are hesitant
to prepare patients for dying and death [24, 25]. These phy-
sicians wait until patients or their relatives initiate discussions
about prognosis or until the situation of the patient worsens
and no more therapeutic options are left [4, 26]. This attitude
used to be accepted as ethically justified by the Corpus
Hippocraticum, in which the physician is told not to go and see
dying patients [27]. Today, honesty and empathy, especially at
the EOL, should prevail in the therapeutic relationship. As
aresult of the “honesty deficit” at the EOL, increasing numbers
of patients with advanced cancer receive chemotherapy close
todeath[28] and are referred too late to palliative care settings
[29]. As indicated by our interviewees and in the literature,
reasons for being reluctant include uncertainty about accurate
prognostication in the individual patient and fear of negative
emotions or destroying hope prematurely. Additional reasons
identified by our study were the uncertainty about defining the
right point in time to initiate EOL discussion and uncertainty
about who is responsible for initiating it. This uncertainty
indicates a need for more concrete recommendations for
oncologists about their role in integrating palliative care commun-
icationand about the optimal timetoinitiate and address such
discussions. The roles of nurses, psycho-oncologists, and
clinical ethicists should be considered because oncologists are
reluctant to accept responsibility for EOL conversations [30].
Furthermore, clinical ethics consultation often can be helpful in
structuring and balancing medical, ethical, and psychosocial
factors and generating consensus about the right way to make
decisions. It is significant that nurses seemed to have less difficulty
taking a proactive stance and reported positive emotions when
being close to the patient in the last phase of life.

©AlphaMed Press 2015


http://www.TheOncologist.com

60

Because nurses tend to have more open and unforced
communication with patients, they could play an important role
in understanding patients’ preferences. Although we acknowledge
the role of nurses as facilitators for preparing EOL dis-
cussions, we also have to take into account that this com-
munication is at the core of the physician-patient relationship
and should not be outsourced. Physicians had more reser-
vations toward emotions mainly because they view emotions
as a detractor from objective clinical reasoning or because of
their clinical distance or stance of professional detachment
[31]. Such detachment has long been propagated as a neces-
sary condition for medical practice [32]; however, others have
shown that cognitive expertise and emotional response com-
plement each other [33]. In the era of evidence-based med-
icine, which emphasizes data and objective reasoning, we
might need to focus more on how to bring together clinical
reasoning and an emotional, empathic response to patient
needs. With respect to limitations, this study reflects the
attitudes and perceptions of physicians and nurses working at
one German university hospital in an urban setting. In order to
generalize these findings further, broad, quantitative, and
complementary qualitative research involving other hospitals
and geographic settings is required.

CONCLUSION

Oncologists respond to the challenge of preparing patients for
the last phase of life quite differently: some adopt a proactively
approach, whereas others take a passive stance. Three major
impediments to the proactive approach were identified:
uncertainty about the right timing for initiating EOL dis-
cussions; uncertainty about who is responsible for initiating
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Abstract:

Background. Palliative care (PC) is a critical component of comprehensive cancer care. Previous studies on PC access have
mostly examined the timing of PC referral. The proportion of patients who actually receive PCis unclear. We determined the
proportion of cancer patients who received PC at our comprehensive cancer center and the predictors of PC referral.

Methods. We reviewed the charts of consecutive patients with advanced cancer from the Houston region seen at MD
Anderson Cancer Center who died between September 2009 and February 2010. We compared patients who received PC
services with those who did not receive PC services before death.

Results. Intotal, 366 of 816 (45%) decedents had a PC consultation. The median interval between PC consultation and death
was 1.4 months (interquartile range, 0.5-4.2 months) and the median number of medical team encounters before PCwas 20
(interquartile range, 6-45). On multivariate analysis, older age, being married, and specific cancer types (gynecologic, lung,
and head and neck) were significantly associated with a PC referral. Patients with hematologic malignancies had significantly
fewer PC referrals (33%), the longest interval between an advanced cancer diagnosis and PC consultation (median, 16
months), the shortest interval between PC consultation and death (median, 0.4 months), and one of the largest numbers of
medical team encounters (median, 38) before PC.

Conclusions. We found that a majority of cancer patients at our cancer center did not access PC before they died. PC referral
occurs late in the disease process with many missed opportunities for referral.
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