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Objective. Decision-making in advanced cancer with a limited prognosis is particularly challenging: constantly evolving ther-
apeutic algorithms with new treatment options that show marginal benefits have to be balanced with end-of-life decision-making.
But existing decision support tools for advanced cancer patients are rare, not routinely used in clinical practice and do not
sufficiently meet patients’ needs. Therefore, our project explores the experienced decision-making process in advanced lung
cancer to derive recommendations for the use of shared decision-making in this context. Methods. 20 semistructured interviews
with lung cancer patients, their relatives, and healthcare professionals were conducted. All data were transcribed verbatim and
analyzed with a thematic content analysis. Results. The decision-making process of advanced cancer patients is mainly char-
acterized by a lack of perceived options. Physicians do not adequately present palliative care as an alternative or additional support
for these patients. Being confronted with limited options that only include active cancer treatment patients tend to choose a more
paternalistic decision model leaving the treatment decision to their physicians and accepting aggressive treatments uncritically.
Conclusion. A paternalistic decision-making model in advanced cancer may neglect individual wishes, values, and preferences of
patients and promote a feeling of powerlessness. Empowerment of these patients is needed with context-specific SDM tools and
trainings of professionals to avoid overtreatment and facilitate the timely integration of palliative care. This trial is registered in
DRKS00023674.

1. Introduction

While in the United States of America (USA), the concept of
shared decision-making (SDM) and its implementation
exists since the 1970s in many countries in Europe, for
example, in Germany, this concept has only increased in-
terest in research and public since the 2000s [1, 2]. Still, the
implementation and application are not nearly as pro-
nounced. One possible reason for the broader use of SDM in
the US may be the differences in the healthcare systems in
who covers the health-related costs for patients [3]. While in
the USA, many patients have copayments and out of pocket

expenses, and in Europe, patients profit from universal
health insurance coverage. Moreover, the treatment (and
care) decision-making in advanced and noncurative cancer
poses multiple challenges for patients and healthcare pro-
fessionals (HCPs): time restrictions and workload on the
clinicians’ side, information overload [4, 5], distress, and
anxiety on the patients’ side among others [6, 7]. None-
theless, patients wish to increase their knowledge about the
disease and treatment options affecting their quality of life
and to participate more actively in the decision-making
process [8, 9]. In the German guideline for the treatment
of patients with lung cancer, ACP and SDM are


https://orcid.org/0000-0002-0545-9705
mailto:laura.unsoeld@med.uni-heidelberg.de
https://clinicaltrials.gov/ct2/show/DRKS00023674
https://creativecommons.org/licenses/by/4.0/

recommended [10]. But the German Healthcare System still
lacks standardized, comprehensive, and nationwide imple-
mentation of ACP in the hospital setting [11]. Patients with
serious illnesses such as advanced lung cancer may use
cognitive processing but also intuition, feelings, and trust to
make complex decisions [12]. In noncurative treatment,
decisions differ substantially from those made in curative
settings, as uncertain gains in terms of survival outcomes
and quality of life have to be weighed against the potentially
severe side effects of treatment regimens [13]. This may leave
patients and relatives in limbo between tumor-centered
therapy and best supportive care (BSC) in a setting that is
characterized by very individualized situations of
preference-sensitive treatment decisions. While SDM can
improve advanced cancer patients” quality of life and care in
the end-of-life [14], it still lacks practical application and
quality. Especially, existing decision support tools—such as
decision aids (DAs)—for this specific setting are rare, not yet
sufficiently confirmed in their positive effect and/or do only
insufficiently meet the patients’ decision needs [15, 16]. Our
study aims to explore the experience of the decision-making
process from the perspective of patients with advanced lung
cancer, their relatives, and healthcare professionals (HCPs).
Hereby, relevant steps and recommendations for the ap-
plication and implementation of SDM and DAs in advanced
cancer should be derived.

2. Materials and Methods

2.1. Design. Semistructured qualitative interviews via face-
to-face or telephone were conducted with metastatic lung
cancer patients, their relatives, and involved HCPs. A
pragmatic worldview guided the study [17]. When consid-
ering the decision-making process, we distinguish between
the three ideal-typical models of paternalistic, informed, and
shared decision-making (SDM) [18-20]. The Standards for
Reporting Qualitative Research (SRQR) [21] guided the
reporting (see Appendix A).

2.2. Recruitment and Sampling. Staff from the oncological
outpatient clinic assisted in identifying potential participants.
Eligible patients, who were 18 years or older, had to be di-
agnosed with advanced metastatic lung cancer (stage IV),
showed no indication of mental illnesses or significant cog-
nitive impairment, and had sufficient knowledge of the
German language. Patients in poor physical condition were
excluded. All potential participants were then contacted by the
researcher (N.D.) who introduced the study and addressed
questions. Patients (and other participants) who then wished
to take part in the study were required to provide written
informed consent. Recruitment of relatives was possible
through the participating patients. HCPs were identified from
the participating outpatient unit and had to have a minimum
of two years’ experience in oncology. The study was approved
by the Research Ethics Committee of the University of Hei-
delberg (Ethics Committee No.: S-795/2019), registered at the
German clinical trials register (No. DRKS00023674) and all
procedures followed the regulation of the Declaration of
Helsinki [22].
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2.3. Data Collection. Interviews were conducted with pa-
tients, relatives, and HCPs from the outpatient unit of the
Department of Thoracic Oncology at the University Hospital
Heidelberg, Germany. This hospital is a certified (German
Cancer Society) comprehensive lung cancer center and one
of the largest thoracic oncology clinics in Germany pro-
viding care for about 600 patients newly diagnosed with
metastatic lung cancer per year (about 1% of incident yearly
of lung cancer cases in Germany). All interviews were
conducted by a female researcher (N.D.) with a background
in psychology, communication, and experience in inter-
viewing. The researcher had no relationship with the par-
ticipants prior to the study (excluding the HCPs).
Semistructured qualitative interview topic guides (see Ap-
pendix B) were initially piloted and the one for patients
modified with patient representatives. The interview guide
for relatives included the same topics but was rephrased to
the relatives’ perspective. The HCPs’ interview guide used
more generalized questions about the HCPs everyday
decision-making processes. This interview guide was ex-
tended by the topic of implementation of decision aids.
Participants’ additional information, e.g., sociodemographic
aspects, was collected via a short questionnaire. Field notes
and postscripts were recorded after each interview. In-
terviews were transcribed and analyzed for each participant
group separately within eight weeks. Data were collected
until no new themes (in the last two interviews conducted)
emerged, thus saturation in the patient group (not for rel-
atives or HCPs) was reached.

2.4. Data Processing and Analysis. All interviews were dig-
itally audio-recorded and transcribed verbatim [23]. The
qualitative data was coded and analyzed by one author (L.U.)
using MAXQDA (version 2020) and thematic data analysis
following Kuckartz [24]. The analysis consisted of seven
stages: (1) an initial work with the transcripts (repeated
reading, highlighting important passages, and case sum-
maries), (2) developing and refining the deductive main
topic categories of the code system, (3) first coding process
using the main categories, (4) compiling the assigned pas-
sages to the main categories, (5) determining the inductive
subcategories, (6) second coding process with the elaborated
category system, and (7) the category-based analysis and
presentations of results. The different stages of the code
system as well as the compiling of the interview passages to
the codes were discussed with regard to traceability between
N.D,, AS., and L.U. To ensure analytical rigor, an in-
vestigator agreement was used to enhance the validity and
confirmability of the findings. Where disagreement was
present, discussion took place between N.D., A.S., and L.U.
to reach consensus.

3. Results

3.1. Sample. Twenty participants were recruited and inter-
viewed between July 2020 and March 2021. As shown in
Table 1, the participants comprised nine patients, six rela-
tives, and five HCPs. The duration of interviews was on
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TaBLE 1: Sample characteristics of participants.

Patients Relatives ~ HCPs
n=9 n=6 n=>5
Gender (male/female) 4/5 3/3 3/2
Age (years)
Mean 61 57 45
Range 42-72 32-70 39-60
Interview duration
(minutes)
Mean 46 34 32
Range 23-110 10-46 20-51
Months since diagnosis
Median
Range
Relationship to patient
Partner/spouse — 5 —
Child — 1 —
Profession
Nurse — — 2
Physician — — 3

average 39 minutes (range 10-110minutes). The cancer
patients were on average 61years old. To get a broader
variety of disease experiences, two patients with a longer
survival time were included. Relatives were on average
57 years old. Each relative was one relative of one patient and
comprised five patients” partners and one child. Healthcare
professionals were on average 45 years old and included
three male physicians (one with additional training in
palliative medicine) and two female nurses (one with ad-
ditional training in palliative care).

3.2. Main Themes. Three main themes emerged from the
data: (1) characteristics of a decision-making process that
results in a perceived lack of alternatives (2) different
decision-making topics without presentation of palliative
care as an option and (3) decision-making influenced by
multiple factors (e.g. wish of life-prolongation, social en-
vironment, uncertainty). A full coding frame is presented in
Appendix C.

3.2.1. Theme 1: Decision-Making Process. The first main
theme explores the (conscious and unconscious) nature of
the process of treatment decision-making in metastatic lung
cancer. It is characterized over the whole disease trajectory
by strong emotions related to the life-threatening situation
that patients and relatives are exposed to. It starts when
confronted with the diagnosis.

When I imagine how one gets the diagnosis of lung cancer
[...] they fall into a very deep hole. And they are afraid
because they don’t know what’s coming. And then the
doctors have to explain it precisely, but explain it in such
a way that they don’t scare them. (Help001Patient, 81-83)

In this case, treatment decision-making is charged with
strong feelings of fear, shock, and worry. These feelings not
only occur at the time of diagnosis but also at disease

progression and transition to BSC as mentioned by the
interviewed patients and relatives. Confronted with all as-
pects of a life-limiting disease, most patients are too over-
whelmed to take part in the process of treatment decision-
making, and hand it over to the attending HCPs.

At some point I was also mentally and physically, just so
down, [. . .], that I was also just glad that others had decided
it [note: the treatment] for me. (Help005Patient, 73)

The choice of a paternalistic decision-making model is
stated in context with the emotional state by the patient, and
it leads to the second important theme: the patient-physi-
cian-relation. This theme highlights aspects (such as chosen
decision-making model) and assumptions of the interaction
and role expectations of those involved. Even though some
interviewees mentioned aspects of shared decision-making,
patients seem to choose a paternalistic model more often
avoiding actively to participate.

You know, when doctors tell me, “Mrs. [patient’s name],
this is what we recommend,” then I never questioned it
much. Because I just had the desire to survive somehow if
possible. You know? I didn’t want to kind of discuss that.
(Help0O5Patient, 55)

Patients and relatives stated that they were no experts in
the field of cancer treatment and therefore needed to have
confidence in the abilities and decisions of the treating
HCPs. This aspect is connected to the hope of survival when
relying on the professionals’ decision and also leads to
a paternalistic decision-making model. Trustingly, leaving
the decision to the professionals, patients want to be guided
through the process of treatment.

[...] someone who takes you by the hand, where you have
confidence. That should actually be a doctor.
(Help008Patient, 57)

Patients wish to find in the physician treating them
a person “whom they can entrust their life to.” Trust is an
often-mentioned motive by patients and relatives for the
treatment decision-making.

The third theme that characterizes the process of
decision-making is the (perceived) lack of alternative
treatment options. This theme highlights the patients’ and
relatives’ perspective that there is no further treatment
option but the one explained and offered by the treating
physician, which is usually tumor-centered.

The decision was not difficult at all to say “Yes, I'll do it”
[note: the therapy]. Because I had no alternative except
chemo. I had no alternative. And the way the doctor
explained it to me was very, very conclusive.
(Help003Patient, 31)

Most patients tend to agree on every possible tumor-
centered therapy, which in turn leads to the acceptance of
side effects and restrictions in quality of life. Not only



patients and relatives but also the treating HCPs perceive
alack of treatment options. However, this is not described by
them—especially the physicians—as problematic in relation
to first-line therapy.

Sometimes there are palliative disease situations and there
is no option. Then there are no conflicts in the decision,
because there are very clear data in favor of first-line
treatment. That is then recommended and accepted by
the patient - that fits. (Help003Professional, 7)

BSC as an alternative is only considered by physicians
when factors such as the patient’s high age or deterioration
in health make it a relevant option:

And I always emphasize, especially with stage four patients,
perhaps older, frailer ones, that it is also an option to say
NO therapy. Because many people also want to hear about
several options and not doing anything at all is actually
relatively rare. For us doctors, of course, it’s always the less
favored option. (HELP0OO4Professional, 9)

The following quote from a nurse shows that even
though some of the interviewed HPCs agree that, in theory,
patients should be presented with different options and, in
practice, they do not explain or offer alternatives.

My observation is, that the vast majority of patients, es-
pecially at the beginning, when they are newly diagnosed,
are not given a choice. They [note: physicians] don’t say
“you can now do chemo or nothing at all.” They [note:
patients] are simply told “this is the therapy, now we’ll do
the examination and then we’ll see which therapy is right
for you.” And then the patients come to the next meeting
and they are told, this therapy fits the tumor and we start
then and then. (Help002Professional, 3)

3.2.2. Theme 2: Decision-Making Topics. This theme com-
prises—apart from the treatment decision—further possible
topics (e.g., about medication and healthcare services; see
Appendix C). One decision topic has specific importance in
the context of treatment decision-making and perceived lack
of alternatives: introducing palliative care. This treatment is
often not perceived as a valid option, or even as a treatment
option at all, and is usually solely considered as terminal care
by patients.

I thought about it (note: palliative care) for maybe ten
seconds (laughs). But because it is not yet an option for me.
And I, for me it’s hard whether I stay at home or whether I
then, I do think I would get palliative care.
(Help009Patient, 38)

Palliative care has a sensitive character for patients as
a decision topic. It is discussed or thought of briefly by
patients and then postponed to a later time (when there is
nothing else to be done). It is never seen as an alternative
option to tumor-centered therapy or as something that
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could be added. This may also be influenced by the physi-

cians’ view on palliative care.

The patient is reasonably fit and you could do a therapy,
but we know the therapy will not change much - meaning
that the tumor becomes small, a little smaller, but nothing
changes the patient’s life expectancy. This means that you
offer the patient a therapy, but you leave everything open.
[...] That’s difficult. I think most of the time it comes from
the fact that we doctors ourselves do not want to accept that
there is no longer a therapy option for patients who are
reasonably fit. (Help003Professional, 7)

Although the HCP describes the dilemma that an offered
therapy may not bring a significant added value for a patient,
palliative care as a possible solution to this dilemma is not
mentioned or offered to the patient. This physician states
that colleagues also tend not to speak about palliative care.
One possible explanation for the lack of discussion of pal-
liative care and the associated lack of sufficient thematization
of the goals of care is seen by physicians in the wide-
spread—negative—idea and understanding of palliative care
among patients.

Perhaps they should try to educate people better. Because it’s
still relatively common, just by mentioning the word “pal-
liative,” that many people still think: “Aha, that’s the end of
the line. Am I already so far gone that they don’t want to do
anything more with me?” (HELP004Professional, 31)

Physicians are not only aware of the difficulty for pa-
tients in dealing with these issues and can understand them.
They are also the ones who find the discussion on palliative
care difficult themselves and are unwilling or unable to
conduct them at the start of treatment.

So this topic, too, is perhaps really difficult for patients
who are already at an advanced stage with metastases.
Many still find it difficult to deal with issues such as
health care proxies and living wills. To be honest, I have to
say that even in the metastasized situation, 1 don’t
necessarily address this during the first (line) treatment.
(HELPOO4Professional, 45)

3.2.3. Theme 3: Factors Influencing Decision-Making. In the
process of disease-related decision-making, patients are
surrounded by a multitude of influencing factors. Important
and often stated influences on the decision-making are the
themes of survival and life-prolongation:

And that’s why, in retrospect, I would have decided in favor
of chemo and radiation therapy. Because you still have the
possibility, even if it is a small one, but that it (note: the
cancer) just does NOT come back. (Help005Patient, 69)

This patient would choose the tumor-centered therapy
because the focus lies on survival. This theme is mentioned
in connection with the fight against cancer and can also be
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found in the context with another important decision in-
fluence: relatives and friends.

But even then, I have the feeling that patients often want to
do everything possible, because they feel that they have
somehow not fought enough. Or that they haven’t
exhausted all the possibilities for their family or relatives.
(Help002Professional, 5)

Patients tend to try everything therapeutically possible to
prolong the time together with their relatives. This influ-
encing factor shows that patients’ personal decisions are
situated in a broader social context apart from individual
physical and psychological factors.

When evaluating aspects such as age and comorbidity,
the HCPs are also confronted with uncertainty. This often
arises due to existing gaps in evidence for cancer treatment
in specific settings. This may lead to vague statements and
insufficient information in the patient-physician encounter.

As a doctor, I don’t know whether what I'm saying will reach
the patient or not. Does the patient feel afterwards that he/she
is well informed or not? (Help003Professional, 5)

Uncertainty may even have a broader implication in
communication as it not only relates to lack of evidence and
increasing challenges in prognostication but also includes
the insecurity about what the patient may understand or
assimilate from the information delivered. It is interesting to
note that although the uncertainty is observed by the
physician, it persists in the encounter because patients are
not asked to which extent they understood or processed the
given information.

4. Discussion

Characterized by emotions of shock and fear, advanced lung
cancer patients often opt for a paternalistic approach to
treatment decision-making, which leads to a fatalistic
conclusion, presented by patients and physicians, that there
is no alternative. This process results in a seemingly func-
tional system in which patients trustingly place themselves
in the hands of the treating physicians and hope that they
will act in their best interest. But this system is also char-
acterized by hidden gaps and faulty perceptions. An im-
portant but often neglected point is the importance of
emotions in the decision-making process. Current research
shows that emotions can influence the already complex
decision-making process in many ways. Thus, emotions have
a strong influence not only during the decision discussion
but also before and after. In this context, the influence of
emotions is not linear, but complex, because the emotions of
all parties—the patients’ and physicians’—are interwoven
[25, 26]. Not only the patient and relatives but also the
physician is an emotional participant in the decision-making
with feelings such as uncertainty. Emotions and emotional
states influence decision-making on an individual and
intraindividual bases. Patients, for example, take a more
passive role in obtaining and processing information [27],

and decision-making is hindered by intense fear and anxiety
[28]. Furthermore, the stress associated with the diagnosis
[29] can often not be expressed by the patient and is
therefore excluded as a decision criterion in the treatment
decision [27]. The paternalistic decision-making model, in
conjunction with the charged emotional situation of the
serious and life-threatening illness experience, has conse-
quences for the decision-making process [30, 31]. Patients
thus do not actively bring themselves and their wishes,
needs, and complaints into the decision-making discourse
(neither are they invited or assessed by the physicians),
which means they cannot be adequately considered [32].
Despite findings that show a positive effect of SDM on
patients’ quality of life, deficiencies in implementation in the
context of advanced cancer are still apparent [33, 34]. By
focusing more on the emotional and interpersonal aspects of
SDM, it can be used to reestablish patients’ personal au-
tonomy and counter the disease-related sense of power-
lessness and passivity [35].

Furthermore, it became clear that patients with a limited
prognosis perceive a lack of alternatives, which influences the
choice of therapy. It cannot be denied that the options for
advanced lung cancer patients are limited. However, the
perceived lack of alternatives turns out to be a fallacy resulting
from the focus on purely tumor-centered therapy and deficits
in the use of SDM [34]. Alternative options—such as palliative
care or watchful waiting—are not perceived as equal options
by those involved. Physicians may even fail to present these
possible alternatives for advanced cancer patients in a com-
prehensible manner during medical encounters [36-38]. The
results show that the discussion of palliative care is often still
a taboo and is related to the feeling of giving up on the fight
against cancer. Tumor-centered treatment seems to be like
a maelstrom that is powered by patients’, relatives’ and HCPs’
hope for life prolongation. It appears to work like a self-acting
process in clinical practice. To swim in the maelstrom seems
easy while stopping it (ending tumor-centered therapy and
offering palliative care) is a strenuous effort for those involved.
The pressure on patients’” decisions is manifold and comprises
not only emotional but also social and financial aspects
among others. The continuous approval of new cancer
treatments constitutes surely an additional factor that stresses
decision-making by fueling hope and risking aggressive
EOL-care as seen since the introduction of immunotherapies
[39, 40]. This pressure influences physicians subjectively and
hinders engaging in SDM and even mentioning palliative care
[41]. Although the positive effects of early integration of
palliative care have already been proven for advanced (lung)
cancer [42, 43], the results indicate that the active in-
troduction of this therapy option is still challenging and has to
be adapted to the evolving dynamics of cancer treatment [44].
Although ACP has been implemented in Germany since the
2000s and is already firmly established within nursing homes,
this has not yet happened in the case of hospital settings [11].
At the same time, ACP is a process and HCPs not always
achieve early engagement because of different challenging and
hindering factors. This study shows the still prevalent mis-
conceptions about palliative care in several patients and
relatives and the reluctance to speak about palliative care in



oncology physicians. These findings show the importance of
continuous education on both sides and the necessity of
tailored approaches for the complexity of ACP. One in-
triguing topic that probably explains in part our results is the
fact that in the last years (especially since the introduction of
immunotherapies), the integration of palliative care is in-
creasingly jeopardized. This is because of inadequate
awareness about the prognosis and treatment goals in patients
and the negative impact of prognostic uncertainty on dis-
cussion between oncologists and their patients [45, 46].
Metastatic lung cancer is paradigmatic for this situation
because of rapid changes in therapeutic algorithms. Several
studies show that, in general, 20-30% of patients with in-
curable disease have an inadequate awareness despite honest
discussion. Interestingly, in metastatic lung cancer, studies
show that patients with targetable mutations and patients
receiving immunotherapy may even have worse prognostic
awareness. Introducing palliative care can positively support
the challenges of physician-patient communication and joint
decision-making in advanced cancer by also helping to cope
with uncertainty and powerlessness. Patients’ and physicians’
perceived lack of alternatives also gives an indication of the
still insufficient training and implementation of SDM in
advanced cancer and shows the necessity of rethinking and
differentiating the SDM concept between different types of
decisions.

A new perspective on SDM—such as the concept of
“purposeful shared decision-making” postulated by Har-
graves et al. [47, 48] —could help to solve this problem. The
problem-based approach of purposeful shared decision-
making considers the uniqueness of each patient’s individ-
ual situation and experience of illness and shows that
decision-making varies between different decision situations
and topics which require the use of different methods and
approaches of shared decision-making. By this, the concept
shows that SDM is more than involving patients in an
evidence-based decision situation between equivalent options
to choose from. Shifting from a generalized to a purposeful
scheme of SDM can help to change the physicians’ perception
that SDM does not apply to decisional situations for advanced
(lung) cancer. Thereby, the active use of SDM concepts in
physician-patient-encounters can be improved and important
aspects such as the patients’ emotions and needs as well as the
aspect of timely integration of palliative care can be included.

4.1. Study Limitations. Some limitations of our study have to
be noted: all participants have been recruited in a single
cancer center from one German region. Specifics in culture
and healthcare system have to be considered in respect to the
results. Patients have been recruited while being treated at
the center which possibly can lead to biased answers.
Nonetheless, the strength of this study is the exploration of
the complex decision-making process in a real world setting
from different participants’ perspectives.

4.2. Practice Implications. Decision-making tools, concepts,
and trainings to promote SDM in advanced lung cancer have
to consider circumstances and context factors of the lived
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experience of patients, relatives, and HCPs involved. Also,
patients’ emotional states and needs have to be addressed.
Hence, patients, as experts for their own lives [49], have to be
empowered to participate in the decision-making by sharing
their personal values, preferences, needs, and experiences
[50]. In addition, SDM tools and concepts in advanced
cancer should introduce the option of early palliative care
[51]. The option of maintaining the status quo regarding
quality of life (option of exclusive or additional palliative
care) should be presented on an equal footing with
tumor-centered high-risk and low benefit options in the
SDM concept. Especially, interprofessional approaches
(including nurse navigators, social workers, and psycholo-
gists) may be helpful to improve the facilitation of prog-
nostic awareness and the early introduction of ACP in the
context of advanced cancer [52].

5. Conclusions

The treatment decision process for patients with advanced
lung cancer is complex and multifaceted. In the hope of life
prolongation and accompanied by strong emotions, patients
trustingly and passively place themselves in the hands of
their treating physicians and rarely reflect on and express
their personal needs. At the same time, treating physicians
avoid presenting palliative care as a possible alternative to
tumor-centered therapy and rarely invite the patient to
participate actively in the decision-making process. To
countervail these practices, the following prerequisites are
necessary: (1) decision awareness, (2) decision enunciation
(3) empowerment of the patient to share their emotions and
needs, and (4) structured instruments to support SDM. The
use of SDM can counteract the powerlessness, hopelessness,
and passive decision-making behavior described by patients
in the context of diagnosis and disease experience.
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