VU Research Portal

Patient participation in treatment decision-making in the last phase of life
Brom, L.

2016

document version
Publisher's PDF, also known as Version of record

Link to publication in VU Research Portal

citation for published version (APA)
Brom, L. (2016). Patient participation in treatment decision-making in the last phase of life: Preferences,
experiences and daily practice. [PhD-Thesis - Research and graduation internal, Vrije Universiteit Amsterdam].

General rights
Copyright and moral rights for the publications made accessible in the public portal are retained by the authors and/or other copyright owners
and it is a condition of accessing publications that users recognise and abide by the legal requirements associated with these rights.
• Users may download and print one copy of any publication from the public portal for the purpose of private study or research.
• You may not further distribute the material or use it for any profit-making activity or commercial gain
• You may freely distribute the URL identifying the publication in the public portal ?
Take down policy
If you believe that this document breaches copyright please contact us providing details, and we will remove access to the work immediately
and investigate your claim.
E-mail address:
vuresearchportal.ub@vu.nl

Download date: 09. Jan. 2023

Chapter 7
General discussion

CHAPTER 7
The general objective of this thesis was to gain a deeper understanding of patient participation in
treatment decision-making in the last phase of life. We aimed to gain insight in patients’ preferences and patients’ and physicians’ experiences with treatment decisions concerning whether or not
to start palliative chemotherapy. The final chapter of this thesis will highlight and interpret the main
findings described in the previous chapters. First, some methodological consideration will be
formulated, followed by an overview of the main findings and interpretation of these findings.
Subsequently, implications for policy, practice and further research will be considered.

METHODS AND METHODOLOGICAL CONSIDERATIONS
To answer the objective of this thesis two studies were conducted: a systematic review and a
longitudinal qualitative study including observations, interviews and a focus group.

Systematic review
The systematic review provided an overview of the literature related to the congruence between
patients’ preferences and their perceived participation in medical decision-making. Systematic
reviews synthesize existing research findings at that moment, providing an overview of existing
evidence for caregivers in the field, researchers and policy makers. A strength of our review is the
broad approach since decision-making is relevant not only to cancer care. Therefore we also
included patients with other conditions.
A limitation of the review we conducted is that we only included studies in which congruence
between preferred and perceived participation could be calculated. Therefore, we did not retrieve
all relevant studies regarding preferences. Furthermore, we transposed the reported data on
patient participation which were coded on a 5-point scale into three categories (active, shared or
passive) before calculating congruence; this may have caused an overestimation of congruence.

Longitudinal qualitative study
The longitudinal qualitative study was performed among a group of 28 advanced cancer patients
diagnosed with glioblastoma multiforme (GBM) or metastatic colorectal cancer who visited the
outpatient clinic of a large university hospital. In-depth interviews were used to get insight in
preferences and experiences of the participants. From that moment on, patients were followed in
time and accompanied by the researcher when they visited their physician(s) in the outpatient
clinic. Observations provided insight in actual communication between patients and physicians and
the process of decision-making in daily practice. In addition, informal conversations with patients
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and relatives in the clinic waiting room were performed. Both the patient and their treating physician were interviewed after treatment decisions were made (whether or not to start a subsequent
line of chemotherapy) to establish their perceived role in the decision-making process. Furthermore, a multidisciplinary focus group meeting was organized with medical professionals who were
involved in the decision-making process of patients diagnosed with GBM. The focus group
meeting provided an in-depth understanding of the practice and barriers physicians see in involving
patients in the decision-making process.
A strength of this qualitative study was the longitudinal design which gave the ability to get insight
in the process of decision-making. To capture the whole decision-making process, patients were
followed in time as long as they were seen in the outpatient clinic. Information was gathered on
preferences and experiences from patients’ own perspective and from their treating physicians
using in-depth interviews. This approach enabled us to study decision-making processes and the
roles patients wanted before treatment decisions were made and perceived afterwards. Additionally we observed how decisions were made in daily practice by attending the outpatient clinic visits.
In this manner we were able to get insight in the decision-making process in the last phase of life of
patients with advanced cancer. The decision whether or not to start palliative chemotherapy is
delicate, and often more than one conversation with the physician is needed. The longitudinal
design gave insight into the process of decision-making including the phase in which progression
of the disease was suspected, additional tests (CT or MRI) were done and patients were prepared
for upcoming decisions.
A further advantage of the longitudinal approach was the opportunity to build a relationship and
rapport with the patients and physicians which allowed the researcher access to their stories [1;2].
Data were collected by using observations of the visits and in-depth interviews (triangulation).
In-depth interviewing enabled us to explore the subjective experiences and perspectives of
patients and physicians in detail. Besides formal interviews data were also collected by informal
talks with patients in the waiting room and when the researcher visited them when they were
admitted in the hospital. During periods of stable disease the researcher also stayed in contact by
telephone or by email. This intensive contact created a relationship of trust between the patient and
the researcher and gave the opportunity to discuss sensitive and personal issues. Furthermore,
this trustful relationship gave the opportunity to explore changing needs and experiences of
patients [3].
By observing in the natural setting the validity of the data was increased [4]. We actually saw how
‘bad news’ was delivered by physicians, felt the tensions and disappointments of patients during
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visits and actually heard how treatment options were presented to patients and how decisions
were made. These observations were compared to the data obtained by the interviews with
patients and physicians. Attending the outpatient clinic visits also enabled us to address situations
that occurred in the outpatient clinic in the interviews. Thus, longitudinal observation gave valuable
and additional information, but it also proved to be a time consuming activity.
The study had a relatively open explorative character: no explicit observational or coding scheme
was used, and no hypotheses were tested. This had the advantage of getting access to considerations, attitudes and other factors that were not expected beforehand. For example, due to
observations of the outpatient clinic visits we identified four mechanisms that can contribute to
continuing treatment (see chapter 6). One of these mechanisms is the opening question. We
observed that the opening question “how are you doing” leads to the discussion of symptom
burden and treatment side effects while the question is probably meant to invite the patient to bring
up any subject. As a consequence, more fundamental questions related to whether patients think
they are still on the right track and what their ideas are about the ‘near future’, including preferences and care goals, were not immediately addressed by the patient, and not always discussed.
The open explorative character of the study also provided room for a shift in focus and to put our
results in the context of shared decision making, a topic which receives much attention nowadays.
As a consequence, one of the original questions is not analysed extensively in this thesis; the comparison between preferences for participation and perceived participation.
The longitudinal study also has some shortcomings. A limitation of the study is the sampling of
patients. The group of respondents who participated in the study was a selective group. The
patients were recruited in one large university hospital and all had a Dutch cultural background.
From previous research it is known that patients with a Turkish or Moroccan background have
different values and beliefs [5] which also is the case for the last phase of life. For example, talking
about death and dying differs between cultures. This might influence the way decisions are made
and how patients preferred to and could be involved. Also, patients treated in a university hospital
might consciously choose that specific hospital because they wanted to try (experimental)
treatments or to participate in clinical trials. However, in case of patients with advanced cancer
they are often referred to a university hospital since smaller hospitals do not provide treatments for
these specific patient groups; this is especially the case for patients diagnosed with GBM.
In addition, patients diagnosed with GBM find themselves not only confronted with the diagnosis of
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a life-threatening disease, but they also have a variety of neurological and cognitive problems.
Besides that, fatigue, cognitive decline and changes in personality and behaviour are common in
this patient group. The role of patients with cognitive decline might be different in the decisionmaking process than that of patients who are not confronted with these symptoms. Therefore the
results of this study might not be applicable for all advanced cancer patients. We also may have
selected relatively ‘good’ patients, particularly for the patients diagnosed with GBM. The median
survival of patients diagnosed with GBM is 14 months, and our patients on average survived
longer. At time of inclusion the patients already received the first part of their first line treatment
(operation and radiotherapy combined with chemotherapy). Some GBM patients did not finish this
first part of the treatment, because of the progression of the disease or a bad clinical condition,
and were not eligible for our study.
Furthermore, patients were informed about the study by their treating physician, which may have
caused selection bias. Two patients were not invited to participate because the physician said it
was too burdensome for the patient to participate. This may have led to a selection of patients who
were in a relatively stable and good condition, resulting in the fact that patients with a more
complex disease trajectory were excluded from our study.
Observations also have some limitations. When the study started, the physicians seemed to feel
somewhat uncomfortable with the researcher attending the outpatient clinic visits. They were
aware of the researcher’s presence and may have adapted their behavior. To illustrate, a physician
said after one of the first recorded visits that he felt pressed by the audio recorder and the
attendance of the researcher to continue with chemotherapy although the patient was in a poor
condition. Explaining the aims of the study and to get insight in the struggle that physicians feel in
treating patients with a limited life expectancy was essential in our research. After all, when the
physician understood the purpose of the recordings and trusted the researcher, this physician
became a very important informant for the study. Yet, as each consultation during the disease
trajectory of almost 30 patients was observed, physicians got used to the presence of the
researcher and most likely returned to their normal behavior. Also, it concerned a large university
hospital in which physicians are used to interns and co-assistants attending the outpatient visits.
Taking this into account, it is not likely that we have observed adapted behavior.
A potential pitfall of longitudinal observations is getting too involved and loosing objectivity (going
native) [1;2]. As a researcher, I got to know patients and built a relationship since I followed them in
time. For example, one of the patients emailed me to tell me about the progress he made in his
daily functioning: “Good news, I can ride my bicycle again!” They were willing to share their
personal stories and let me enter into their lives. Whereas at the start of the study I felt I had to
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collect data for my research, later on I felt like following ‘my’ patients in time. They were even willing
to change their appointment if I wasn’t able to attend their next visit. One of the patients called me
“his personal guide”. This made me feel special and I had the feeling I could mean something in this
difficult period of a patient’s life. However, it also meant that when patients had progressive disease
or had severe symptoms, I had to cope with feelings as well. For example, a patient and his partner
got bad news and they didn’t expect this (the patient had no symptoms). They were shocked and
couldn’t react to the news while talking with their physician during the visit. In the hallway they both
started crying and felt into each other’s arms. I responded to their emotions and tried to comfort
them but on the other hand I was still the researcher and therefore an outsider. To deal with these
experiences and emotions I had regular contact with my daily supervisor. Also my colleagues in the
end-of-life research group were willing to listen to my stories. By using research techniques such
as member check and peer debriefing (discussion of the findings with all members of the research
group) we tried to reduce subjectivity.

MAIN FINDINGS AND INTERPRETATION OF THE RESULTS
In this section, the main findings are summarized and interpreted.

Patient preferences concerning participation
In order to get an overview of the current literature on patient participation in decision-making, we
conducted a systematic review (chapter 3). This review showed that the mean of congruence
between patients’ preference for and perceived participation in decision-making was 60%. In case
of no congruence, patients in general preferred more participation in the decision-making process
than they perceived. Furthermore, the review showed that in studies in which preference was
retrospectively measured, congruence was more often found, than in prospective studies. This
suggests that in retrospective studies the assessment of preference probably includes an element
of (positive) evaluation of the decision-making that occurred or a change in preference for participation based on experiences. Percentages of congruence were similar for patients with cancer and
patients without cancer and also for preferences related to general and to specific treatment
options. Several associations were reported with patient preference for participation in medical
decision-making, most commonly age and education level, and most frequently reporting that
older people and people with a lower education more often prefer a passive role. The review
suggests that a similar approach to all patients is not likely to meet patients’ wishes, since preferences for participation vary among patients. Health care professionals should be sensitive to
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patients’ individual preferences and communicate about patients’ participation wishes on a regular
basis during their illness trajectory.
This variation in preferences was also found in the results of the qualitative study, described in
chapter 2. After inclusion all patients were interviewed about their preferences for participation in
upcoming treatment decision-making. We found that all patients preferred their physician to play a
role in the treatment decision-making process. The extent to which patients themselves preferred
to participate seemed to depend on how patients saw their own role or assessed their own
capabilities. For example, we found that patients who preferred a more decisive role for themselves
had different rationales for this choice: they either wanted to have control over their own life or felt
responsible for making the treatment decision themselves without burdening the physician.
The finding that all patients wanted their physician to participate in the treatment decision-making
process because of his knowledge and clinical experience, might be related to the complexity of
the decisions in advanced cancer care. In fact, Beaver et al. [6] found that patient preferences
depended on the type of decision as patients were more able to engage in decisions about the
physical and psychological aspects of care than in treatment decisions. Some studies have
suggested that increasing patient involvement in decision-making increases anxiety in cancer
patients [7;8] or patient had decisional regret [9-11]. Balancing between quality and quantity of life
requires skills from patients in which they can consider their needs, wishes and values.
Awareness of physicians of the different preferences for participation between patients is important, as they require different kinds of support. Patients who want to keep control need adequate
information so they can outweigh their options and make a decision based on the provided
information by their treating physicians. In patients who do not want to burden their physician,
shared responsibilities of both parties need to be addressed.
Furthermore, we found that patients foresaw that their preferences for participation would change
to a more decisive role as treatment goals shift further on in their illness trajectory. This is also
confirmed by a studies performed in other cancer settings [9-11]. A possible explanation might be
that patients were used to being ill [12;13]. Ongoing communication about patients’ expectations,
wishes and preferences for participation in upcoming treatment decisions is therefore of great
importance. An approach in which these topics are openly discussed would be beneficial.
Chapter 2 also described the finding that patients set limits for themselves to maintain quality of
life. However, at the time of the first interview (beginning of first line chemotherapy) many patients
considered that they had not reached their limits yet and still aimed for life prolongation. Patients’
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idea of having a more active role later on in the disease trajectory might not be easy. The wish to
continue with a subsequent line of chemotherapy also seems to be the result of a lack of alternatives (‘no treatment’ was not seen as an option). Patients may also have had difficulties in recognizing the stage of their disease. It is known that patients shift their limits and are willing to go on with
burdensome treatments because they do not want to ‘give up’ and face death [14]. Patients want to
hold on to their lives and are willing to accept intensive chemotherapy for a very small chance of
benefit (15;16). Patients also rely on the physicians’ expertise (chapter 2) and trust them [17-19]. For
this reason, physicians have to ask patients for their preferences on a regular basis since preference for participation can change over time and can depend on the situation and type of decision
[12;20;21].

Patient participation in actual practice
To come to a well-considered decision, patients’ preferences and expectations should be taken
into account in treatment decision-making in the last phase of life. Shared decision-making (SDM) is
regarded as a way to give the patient a central role in decision-making and may be considered as
ideal [22-26]. Stiggelbout and colleagues have distinguished 4 steps in SDM [27]. The first involves
outlining all options, including the option of doing nothing or keeping the status quo and mentioning
that there is no best option, thereby ‘creating awareness of equipoise’. In the second step, the risks
and benefits of every option are explained to the patient and their probabilities, to support him or
her in the consideration of the options. The third step is helping the patient in the exploration of his
or her ‘ideas, concerns and expectations about the options’. The last step involves sharing the
responsibility for the decision by establishing an equal partnership and assessing the preferred role
of the patient in the decision-making process. To examine whether and how the 4 steps of SDM
can be recognized in decision-making about second- and third-line chemotherapy, data were
analyzed (observations and in depth interviews) of 14 advanced cancer patients who were confronted with these decisions (chapter 4). Our study showed that, although patients were overall
satisfied with the decision-making process, the elements of SDM were barely seen in daily practice.
The creation of awareness about available treatment options by physicians was limited and not
discussed in an equal way. According to chapter 2, results showed that patients preferred a role for
physicians in the decision-making process. In practice, physicians often steered decisions toward
treatment without explaining alternatives which could lead to patients’ unawareness of available
treatment and care options (chapter 4). It seemed that physicians had their own personal treatment
preferences. Also, patients’ wishes and concerns were not explicitly assessed, which led to
different expectations about improved survival from subsequent lines of chemotherapy.
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To assess the perspectives of medical specialists about the decision-making process concerning
starting second or subsequent lines of chemotherapy, and the role of SDM, a focus group meeting
was held based on former interview data with medical specialists (chapter 5). We found that,
although medical specialists consider the involvement of patients to be important, they have
difficulty to arrive at a shared decision in dealing with patients with recurrent GBM. Medical
specialists and professionals regard SDM as important. However, ‘no treatment’ is not seen as an
option which might be equal to starting or continuing treatment. As a consequence, the subsequent elements of SDM (i.e. risks and benefits of all options and ideas of patients regarding all
options) are mostly focused on the option of starting treatment only. Exploration of the patients’
wishes and participation preference is done implicitly, reducing patients’ ability to participate in the
process. We concluded that the main barriers for SDM in daily practice are the initial treatment
preference of both specialist and patient, and the assumption of physicians that they know what
patients want. Medical specialists recognize the importance of patient involvement, but experience
large difficulty to arrive at shared decisions in practice.
From previous studies it is known that physicians often adopt a paternalistic role [28;29]. Although
all patients prefer a role for physicians in decision-making (chapter 2), our study also showed that
physician still play a dominant or even paternalistic role. According to chapter 4, physicians stated
that they already know what the patient wanted and they also offered treatment because they

7

believed starting a subsequent line of chemotherapy was the best thing to do or because they
followed treatment protocols. Physicians’ preference for opting for treatment was also found in our
results of the focus group meeting (chapter 5) and in other studies [30-33]. Physicians often
interpret decisions conflicting with their medical opinion as irrational and find it difficult to accept a
patient’s refusal of further treatment [34]. They face a dilemma between the duty to care for a
patient and respect for patient autonomy. Respecting the patient’s perspective is important for the
physician-patient relationship. Education of medical specialists on SDM is needed to learn more on
how to involve patients in the decision-making process, especially concerning the first step of
creating equipoise.

Feasibility of SDM in daily (advanced cancer) care
It is questionable whether SDM is feasible in daily practice. Our results from the qualitative study
indicate barriers that hampered SDM, especially considering the first step. Not only patients are
willing to undergo a subsequent line of chemotherapy (because they believe they are still in the
phase of possible life prolongation and cannot accept ‘doing nothing’), also physicians believe that
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to continue with chemotherapy is the best thing to do (chapter 4 and 5). Moreover, awareness of
equality in treatment options is lacking in patients and physicians. The et al. [35] described, in
previous research, a collusion between patients and physicians in which they both didn’t put the
truth on the table, although they both knew what the situation really was. Our study showed similar
results in the communication between patient and physician. The focus on one specific treatment
option, without outweighing alternatives might hamper the shift from a life-prolonging aim towards
a focus on the quality of life and could also prevent patients from taking the lead in the decisionmaking process. According to chapter 4, some patients felt they had to try everything because
they might experience regret if they decided not to start this new line of chemotherapy. The focus
on treatment and the absence of addressing the provision of supportive care only has been
reported previously [31;32;36]. Patients are unlikely to participate in decision-making if alternative
treatments are not discussed with their physicians. The question whether in a situation in which
physicians present treatment options in an equal way, outcomes will be different, remains.
Moreover, will patients decide to stop or not even start a subsequent line of chemotherapy if just as
much attention was paid to alternatives? It might be argued that when patients are better informed
about the limited response probabilities of subsequent lines of chemotherapy and their impact on
quality of life, more patients might decide to forgo further treatment. Therefore, more attention to
advance care planning and palliative care is necessary. Advance care planning implies timely and
regular involvement of patients and their proxies in decision-making with respect to the future goals
of treatment and end-of-life care [37]. The studies of Temel et al. [38] and others [39;40] showed
that earlier integration of specialist palliative care into oncology care fosters quality of life and
quality of care. In these studies, attention was paid to assessing physical and psychosocial
symptoms, establishing goals of care, assisting with decision making regarding treatment, and
coordinating care on the basis of the individual needs of the patient. The specialist palliative care
used guidelines for consultation with the palliative care team, which included five topics (understanding the illness, symptom management, decision-making, coping, and planning and referral)
[41]. The discussion of longer term perspectives and care goals is facilitated by structuring the
outpatient clinic visits around topics. This structuring and associated broadening of the visits might
help counter the mechanisms that seem to promote continuing chemotherapy. A study evaluating
advance care planning (ACP) in brain tumour patients demonstrated that the majority of patients is
willing to discuss potential end-of-life scenarios and also the majority of patients prefer comfort
care over life-prolonging treatment (42). Other studies show that patients who had end-of-life
discussions with their physician were less likely to receive chemotherapy near death [40;43].
Patients who meet with a member of a palliative care team shortly after diagnosis and at least
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monthly thereafter in the outpatient clinic until death had less chance of receiving chemotherapy
[40].
Although there has been both an increased attention for SDM and substantial development of
palliative care in the last decade [44], it seems that recommendations have not yet been adequately
implemented and that little has changed in the last decade. Our results show that physicians still
emphasize the medical aspects and pay less attention to daily functioning and quality of life.
Palliative care involves not only complex medical information and a high emotional dimension, but
also many options of care [44]. The dilemma of choosing between life-prolonging treatments with
potential side effects or maximizing quality of life generates delicate discussions with patients.
Although most patients with metastatic cancer choose to receive palliative chemotherapy, evidence
suggests that most do not clearly understand that chemotherapy is unlikely to be curative [45]. Yet,
for some it is a conscious choice to continue with chemotherapy. Moreover, most cancer patients
are likely to choose chemotherapy expecting improved survival or quality of life. Patients are willing
to accept chemotherapy in order to get just one extra week of life [46]. According to the result in
chapter 4, patients fear regretting their decision later on and therefore want to start a new line of
treatment. This anticipated regret has been reported before [52] and might explain the finding that
all patients were satisfied with the way, and extent, in which they had been involved in the decisionmaking process. This may represent a cognitive justification: patients are satisfied with the process
because they do not want to feel regret about the process or the decision made. They prefer to feel
good about whatever decision being made, even when the disease progresses or chemotherapy
does not improve their situation.

Mechanisms that contribute to continuing treatment
In the last two decades, the therapeutic possibilities for patients with advanced cancer have
increased [47-52]. At the same time, the importance of high-quality end-of-life care, including
end-of-life decision making, pain and symptom management, psychosocial support, and hospice
care has been recognized [53]. In the last couple of years, continuing treatment is an issue of
public debate in the Netherlands. A survey of the Royal Dutch Medical Association (KNMG) showed
that 2 out of 3 physicians believed that patients were over-treated [54]. A national committee for
appropriate care in the last phase of life (Passende zorg in de laatste levensfase) was set up in 2013
by the Royal Dutch Medical Association. The aim was to explore mechanisms that can explain the
tendency to continue treatment and determine interventions which can prevent overtreatment. This
thesis may shed some light on the tendency to continue treatment in the last phase of life. In our
study we uncovered four mechanisms in daily oncology practice that may contribute to the
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tendency towards continuing chemotherapy in patients with advanced cancer. The first mechanism
is called: ‘presenting the full therapy sets the standard’. The second is: ‘focus on standard
evaluation moments hampers evaluation of care goals’. The third mechanism we found is: ‘the
opening question guides towards a focus on symptoms’. And the last mechanism we discovered
was: ‘treatment is perceived as the only option’. The Royal Dutch Medical Association published a
report about “appropriate care in the last phase of life,” describing 23 mechanisms that contribute
to continuing with treatment on patient/physician level, institutional level, and national level. On the
institutional level, they mention that treatment guidelines are focussed on continuing treatment.
This mechanism resonates with mechanisms 1 and 2 we found on patient/physician level.
“Treatment is seen as the only option” is also described in the report, both on patient/physician
level, and on a national level. The report concludes that this mechanism is dominant in the Dutch
society. The report recommends creating more attention for accepting death and dying and setting
up national campaigns stimulating advance care planning to promote appropriate care at the end
of life. Discussing care goals more regularly with the patient, facilitated for instance by implementing early palliative care, might help counter the mechanisms and enable a more well-considered
decision.

Appropriate care in the last phase of life
According to the results of chapter 4, patients’ expectations in terms of survival benefit of a
subsequent line of chemotherapy differed from the physicians’ point of view. However, these
differences in expectations were not openly discussed. Wright et al. [46] found that patients who
had received palliative chemotherapy were significantly more likely to undergo mechanical
ventilation or cardiopulmonary resuscitation in the last week of life and also to be referred to a
hospice late. These outcomes have been associated with a poorer quality of life for patients and
more distress for caregivers. Furthermore, receiving chemotherapy was not associated with longer
survival [38;46]. The authors conclude that oncologists should be encouraged to discuss with
patients the broader implications of palliative chemotherapy when decisions about treatments have
to be made. The difficulty of talking about not continuing chemotherapy might be related to the
perceived need of actively fighting the disease and maintaining hope [55-59].
To ease the difficulty of addressing the end-of-life and the benefits and harms of treatment as well
as the alternatives, physicians need to be trained to discuss future wishes with their patients; this is
shown to improve the quality of care and to prevent continuing treatment in the last phase of life
[60;61]. Advance care planning implies timely and regular involvement of patients and their proxies
in decision-making with respect to the future goals of treatment and end-of-life care. This might be
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performed early after diagnosis, which has positive effects on quality of life and survival, as shown
by Temel et al [61]. By this, both the element of equipoise and the element of communicating
benefits and harms can be improved. These results show that SDM in advanced oncology is
needed.

IMPLICATIONS FOR POLICY AND PRACTICE
In the light of the results of our study, the growing attention for palliative care in the Netherlands is
timely. Several steps are taken by the Dutch Government to position palliative care in health care.
The Dutch Ministry of Health, Welfare and Sports stated that every citizen in 2020, at the time of
need, should be assured of good palliative care at the right place, at the right time, and provided by
the right health professionals [62]. To accomplish this goal the National Program on Palliative Care
started in 2014. The Foundation of Oncology Collaboration (SONCOS) stated in their annual report
in 2014 that every hospital providing oncology care should have a multidisciplinary palliative care
team within three years. Previous studies showed promising results of palliative care teams
[38;40;41]. For example, the study of Temel et al. [38] showed that patients who were assigned
to early palliative care had improved mood, more frequent documentation of resuscitation
preferences, and less aggressive end-of-life care. On an institutional (hospital) level, palliative care
teams might be helpful in addressing end-of-life issues and in training physicians how to start a
conversation on the approaching (and inevitable) death and explaining the range of options,
including only providing supportive care. From a recent national survey, it is known that all hospitals
in the Netherlands have a multidisciplinary palliative care team or are establishing such a team [63].
In the light of the SONCOS report, which stated that every hospital should have a multidisciplinary
palliative care team in 2017, palliative care in the hospital setting is gaining ground.
Recently, the Royal Dutch Medical Association developed an aid which focuses on early discussion
of the last phase of life [64]. It consists of discussion points and information for a conversation
about the impending death. In the light of our study, we recommend to specifically mention in this
respect that in the discussion of treatment options, ‘doing nothing’ should be replaced by an
approach focusing on quality of life. Adequate implementation of this tool in the advanced cancer
care setting might support physicians in addressing wishes, expectations and concerns. In
addition, Quill et al. provided examples of useful questions to ask patients in different situations
[65]. They stated that you can only propose the possible treatment options that are consistent with
the patient’s values and priorities when you know what the patient really wants. Physicians need to
be trained in consultation skills, together with discussion of SDM in advanced cancer.
A further recommendation based on our study is to improve the implementation of SDM in daily
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practice. First, a model of SDM that fits into daily clinical practice is needed. The struggle with the
concept of equipoise, “explaining to the patient that there is no best choice,” seems to be partly
due to resistance to the concept itself. Medical specialists consider treatment as the best choice in
most situations. It should be clarified that the equality of options depends not only on medical facts
concerning survival but also on side effects and patient wishes and values. Knowledge among
physicians needs to be increased how to communicate available options and how to include all
aspects of care. For example, a detailed description of what stopping or withholding palliative
chemotherapy entails, will help to make a well considered decision. An explanation of supportive
care would also be beneficial. In addition, clinical guidelines should pay more attention to treatment
alternatives, including palliative care.
Secondly, physicians should be aware of the need to carefully present various options in the
advanced stage of disease and discuss them with the patient. When benefits in terms of life prolongation are modest, alternatives should be explained more in detail. Although physicians are trained
in how to deliver bad news, communication skills needed for reflection on and discussion of
patient’ wishes, values and concerns should be further improved. Allowing time for reflection
during outpatient clinic visits might counteract routine behaviour. This implies regularly discussing
and re-evaluating the goals of care with the patient. Training physicians in creating moments of
evaluation and starting a conversation on goals of care and questioning patients about their
wishes, concerns and needs might be helpful in putting the subject on the agenda.
Thirdly, physicians should stimulate patients to participate in decisions and feel free and safe to
discuss these topics with them. Good communication is identified by patients as one of the most
important elements of end-of-life care [66] tailored to their information needs. One way to enhance
communication is to provide written information. Written information has been shown to have many
advantages, such as helping patients to obtain relevant information from the limited time with their
doctor [67-69], increasing patient confidence in asking questions [67;68], keeping family, friends, and
carers involved [70;71], anxiety and fear about cancer and its treatment decreased [72;73], and it
improved the doctor-patient relationships [74]. A example of a useful method to involve patients is to
“ask three questions” during the outpatient clinic visit [75]. The questions are: 1. What are my
options? 2. What are the possible benefits and harms of those options? 3. How likely are the benefits
and harms of each option to occur? These questions aim to elicit the minimum information needed
for decision-making under conditions of uncertainty and to help organize the information that
physicians give patients. Asking these three questions improves information given physicians and
increased physician facilitation of patient involvement without increasing consultation length [75].
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RECOMMENDATIONS FOR FURTHER RESEARCH
In our study we were not able to include patients with a non Dutch cultural background. It is
important to gain insight in the process of decision-making of these patients since they have
different beliefs and values [5;76]. Furthermore, the role of proxies is under exposed in our research.
Proxies were a part of our study, as they accompanied the patients, but we didn’t report on them
separately. We observed that proxies were regularly present, and when patients became more ill
they always accompanied the patient. Their relationship changed as patients became more
dependent on their partner or children further on in the disease trajectory. The interaction between
patients and physicians is often a three-way communication. Sometimes the physicians asked the
proxies how they experience the patients’ functioning in daily practice or explained medication use
to them as well. Palliative care also aims at the wellbeing of proxies according to the definition of
the World Health Organisation [77]. Future research should focus on the role of proxies in the
decision-making process. To what extent are they involved (and experience involvement) in the
decision-making process, how burdensome is it to take care of their loved one, and how can they
be supported?
Multidisciplinary palliative care teams in hospitals are developing. It is important to structurally
monitor the role of palliative and supportive care teams in hospitals and the effect on quality of
care.
Another recommendation for future research is the usage of the Control Preference Scale (CPS)
tool by physicians in the medical encounter in which the CPS would be used as a starting point to
talk about patients’ preferences for participation. Not the choice for a certain card, but the
conversation on preference for a particular role in upcoming decisions might provide insight in the
patients’ values and needs. It also could give insight in how they asses their own capabilities in
treatment decision-making and if and when preferences change in course of the disease trajectory.
A study in which the CPS is used as a starting point for communication on wishes, needs and
values needs to be evaluated to see if it has added value in the medical encounter. The above mentioned suggestions for training physicians and implementation of tools should be evaluated. For
example, when physicians are trained in communication skills and supported by tools to adequately discuss end-of-life topics, one should investigate whether treatment decisions are well-considered and treatment outcomes are positive.
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CONCLUSION
This thesis provides insight in patients’ preferences for participation, in experiences of patients and
physicians in treatment decision-making, and in actual decision-making in the outpatient clinic.
Patients prefer to participate in upcoming decisions concerning subsequent lines of palliative
chemotherapy. Yet, in daily practice, SDM is not realized. There is a lack of awareness of available
alternatives to starting palliative chemotherapy, both on the side of physicians and of patients.
Patients and physicians focus on continuing treatment without addressing expectations, values
and needs, and alternatives. Open and honest communication is needed in which patients’
expectations and concerns are discussed. Through this, the difficult process of decision-making in
the last phase of life can be facilitated and well considered decisions can be made, leading to the
best care for the individual patient.

154

General discussion
REFERENCES
1.

Dickson-Swift V, James EL, Kippen S, Liamputtong P. Doing sensitive research: what challenges do qualitative
researchers face? Qualitative Research 2007;7:327.

2.

Goodwin D, Pope C, Mort M, Smith A. Ethics and ethnography: an experiential account. Qual Health Res 2003
Apr;13(4):567-77.

3.

Murray SA, Kendall M, Carduff E, Worth A, Harris FM, Lloyd A, et al. Use of serial qualitative interviews to understand
patients’ evolving experiences and needs. BMJ 2009;339:b3702.

4.

Greenhalgh T, Taylor R. Papers that go beyond numbers (qualitative research). BMJ 1997 Sep 20;315(7110):740-3.

5.

de Graaff FM, Francke AL, van den Muijsenbergh ME, van der Geest S. ‘Palliative care’: a contradiction in terms? A
qualitative study of cancer patients with a Turkish or Moroccan background, their relatives and care providers. BMC
Palliat Care 2010;9:19.

6.

Beaver K, Booth K. Information needs and decision-making preferences: comparing findings for gynaecological, breast
and colorectal cancer. Eur J Oncol Nurs 2007 Dec;11(5):409-16.

7.

Gattellari M, Butow PN, Tattersall MHN. Sharing decisions in cancer care. Social Science & Medicine 2001
Jun;52(12):1865-78.

8.

Levy SM, Herberman RB, Lee JK, Lippman ME, d’Angelo T. Breast conservation versus mastectomy: distress sequelae
as a function of choice. J Clin Oncol 1989 Mar;7(3):367-75.

9.

Butow P, Devine R, Boyer M, Pendlebury S, Jackson M, Tattersall MH. Cancer consultation preparation package:
changing patients but not physicians is not enough. Journal of clinical oncology : official journal of the American Society
of Clinical Oncology 2004;22(21):4401-9.

10.

7

Degner LF, Kristjanson LJ, Bowman D, Sloan JA, Carriere KC, O’Neil J, et al. Information needs and decisional
preferences in women with breast cancer. JAMA 1997 May 14;277(18):1485-92.

11.

Pardon K, Deschepper R, Vander SR, Bernheim JL, Mortier F, Bossuyt N, et al. Changing preferences for information and
participation in the last phase of life: a longitudinal study among newly diagnosed advanced lung cancer patients.
Support Care Cancer 2012 Oct;20(10):2473-82.

12.

Cohen H, Britten N. Who decides about prostate cancer treatment? A qualitative study. Fam Pract 2003 Dec;20(6):724-9.

13.

Barry B, Henderson A. Nature of decision-making in the terminally ill patient. Cancer Nurs 1996 Oct;19(5):384-91.

14.

Fried TR, Bradley EH. What matters to seriously ill older persons making end-of-life treatment decisions?: A qualitative
study. J Palliat Med 2003 Apr;6(2):237-44.

15.

McQuellon RP, Muss HB, Hoffman SL, Russell G, Craven B, Yellen SB. Patient preferences for treatment of metastatic
breast cancer: a study of women with early-stage breast cancer. J Clin Oncol 1995 Apr;13(4):858-68.

16.

Slevin ML, Stubbs L, Plant HJ, Wilson P, Gregory WM, Armes PJ, et al. Attitudes to chemotherapy: comparing views of
patients with cancer with those of doctors, nurses, and general public. BMJ 1990 Jun 2;300(6737):1458-60.

17.

Kraetschmer N, Sharpe N, Urowitz S, Deber RB. How does trust affect patient preferences for participation in
decision-making? Health Expect 2004 Dec;7(4):317-26.

155

CHAPTER 7
18.

Hack TF, Degner LF, Dyck DG. Relationship between preferences for decisional control and illness information among
women with breast cancer: a quantitative and qualitative analysis. Soc Sci Med 1994 Jul;39(2):279-89.

19.

Schildmann J, Ritter P, Salloch S, Uhl W, Vollmann J. ‘One also needs a bit of trust in the doctor ... ‘: a qualitative interview
study with pancreatic cancer patients about their perceptions and views on information and treatment decision-making.
Ann Oncol 2013 Sep;24(9):2444-9.

20.

Beaver K, Jones D, Susnerwala S, Craven O, Tomlinson M, Witham G, et al. Exploring the decision-making preferences of
people with colorectal cancer. Health Expect 2005 Jun;8(2):103-13.

21.

Sulmasy DP, Hughes MT, Thompson RE, Astrow AB, Terry PB, Kub J, et al. How would terminally ill patients have others
make decisions for them in the event of decisional incapacity? A longitudinal study. J Am Geriatr Soc 2007
Dec;55(12):1981-8.

22.

Charles C. Shared decision-making in the medical encounter: what does it mean? (or it takes at least two to tango). 1997
Mar.

23.

Coulter A. Partnerships with patients: the pros and cons of shared clinical decision-making. 1997 Apr.

24.

Elwyn G. Shared decision making and the concept of equipoise: the competences of involving patients in healthcare
choices. 2000 Nov.

25.

Frosch DL. Shared decision making in clinical medicine: past research and future directions. 1999 Nov.

26.

Gwyn R. When is a shared decision not (quite) a shared decision? Negotiating preferences in a general practice
encounter. 1999 Aug.

27.

Stiggelbout AM, Van der WT, De Wit MP, Frosch D, Legare F, Montori VM, et al. Shared decision making: really putting
patients at the centre of healthcare. BMJ 2012 Jan 27;344:e256.

28.

Charles C, Gafni A, Whelan T. Decision-making in the physician-patient encounter: revisiting the shared treatment
decision-making model. Soc Sci Med 1999 Sep;49(5):651-61.

29.

Emanuel EJ, Emanuel LL. Four models of the physician-patient relationship. JAMA 1992 Apr 22;267(16):2221-6.

30.

Buiting HM, Terpstra W, Dalhuisen F, Gunnink-Boonstra N, Sonke GS, den HG. The facilitating role of chemotherapy in the
palliative phase of cancer: qualitative interviews with advanced cancer patients. PLoS One 2013 Nov 6;8(11):e77959.

31.

de Haes H, Koedoot N. Patient centered decision making in palliative cancer treatment: a world of paradoxes. Patient
Educ Couns 2003 May;50(1):43-9.

32.

Koedoot CG, de Haan RJ, Stiggelbout AM, Stalmeier PF, de GA, Bakker PJ, et al. Palliative chemotherapy or best
supportive care? A prospective study explaining patients’ treatment preference and choice. Br J Cancer 2003 Dec
15;89(12):2219-26.

33.

Matsuyama R, Reddy S, Smith TJ. Why do patients choose chemotherapy near the end of life? A review of the
perspective of those facing death from cancer. J Clin Oncol 2006 Jul 20;24(21):3490-6.

34.

van Kleffens T, van Leeuwen E. Physicians’ evaluations of patients’ decisions to refuse oncological treatment. J Med
Ethics 2005 Mar;31(3):131-6.

35.

The AM, Hak T, Koeter G, van Der Wal G. Collusion in doctor-patient communication about imminent death: an
ethnographic study. BMJ 2000 Dec 2;321(7273):1376-81.

156

General discussion
36.

Buiting HM, Terpstra W, Dalhuisen F, Gunnink-Boonstra N, Sonke GS, den HG. The facilitating role of chemotherapy in the
palliative phase of cancer: qualitative interviews with advanced cancer patients. PLoS One 2013 Nov 6;8(11):e77959.

37.

Singer PA, Robertson G, Roy DJ. Bioethics for clinicians: 6. Advance care planning. CMAJ 1996 Dec 15;155(12):1689-92.

38.

Temel JS, Greer JA, Muzikansky A, Gallagher ER, Admane S, Jackson VA, et al. Early palliative care for patients with
metastatic non-small-cell lung cancer. N Engl J Med 2010 Aug;%19;363(8):733-42.

39.

Bakitas M, Lyons KD, Hegel MT, Balan S, Brokaw FC, Seville J, et al. Effects of a palliative care intervention on clinical
outcomes in patients with advanced cancer: the Project ENABLE II randomized controlled trial. JAMA 2009 Aug
19;302(7):741-9.

40.

Greer JA, Pirl WF, Jackson VA, Muzikansky A, Lennes IT, Heist RS, et al. Effect of early palliative care on chemotherapy
use and end-of-life care in patients with metastatic non-small-cell lung cancer. J Clin Oncol 2012 Feb 1;30(4):394-400.

41.

Jacobsen J, Jackson V, Dahlin C, Greer J, Perez-Cruz P, Billings JA, et al. Components of early outpatient palliative care
consultation in patients with metastatic nonsmall cell lung cancer. J Palliat Med 2011 Apr;14(4):459-64.

42.

El-Jawahri A, Podgurski LM, Eichler AF, Plotkin SR, Temel JS, Mitchell SL, et al. Use of video to facilitate end-of-life
discussions with patients with cancer: a randomized controlled trial. J Clin Oncol 2010 Jan 10;28(2):305-10.

43.

Mack JW, Weeks JC, Wright AA, Block SD, Prigerson HG. End-of-life discussions, goal attainment, and distress at the
end of life: predictors and outcomes of receipt of care consistent with preferences. J Clin Oncol 2010 Mar 1;28(7):1203-8.

44.

Belanger E, Rodriguez C, Groleau D. Shared decision-making in palliative care: a systematic mixed studies review using
narrative synthesis. Palliat Med 2011 Apr;25(3):242-61.

45.

Weeks JC, Catalano PJ, Cronin A, Finkelman MD, Mack JW, Keating NL, et al. Patients’ expectations about effects of
chemotherapy for advanced cancer. N Engl J Med 2012 Oct 25;367(17):1616-25.

46.

7

Wright AA, Zhang B, Keating NL, Weeks JC, Prigerson HG. Associations between palliative chemotherapy and adult
cancer patients’ end of life care and place of death: prospective cohort study. BMJ 2014;348:g1219.

47.

Bleiberg H. Continuing the fight against advanced colorectal cancer: new and future treatment options. Anticancer Drugs
1998 Jan;9(1):18-28.

48.

Comis RL, Friedland DM. New chemotherapy agents in the treatment of advanced non-small cell lung cancer: an update
including data from the Seventh World Conference on Lung Cancer. Lung Cancer 1995 Jun;12 Suppl 2:S63-S99.

49.

Cormier Y, Eisenhauer E, Muldal A, Gregg R, Ayoub J, Goss G, et al. Gemcitabine is an active new agent in previously
untreated extensive small cell lung cancer (SCLC). A study of the National Cancer Institute of Canada Clinical Trials Group.
Ann Oncol 1994 Mar;5(3):283-5.

50.

Earle CC, Landrum MB, Souza JM, Neville BA, Weeks JC, Ayanian JZ. Aggressiveness of cancer care near the end of life:
is it a quality-of-care issue? J Clin Oncol 2008 Aug 10;26(23):3860-6.

51.

Punt CJ. New drugs in the treatment of colorectal carcinoma. Cancer 1998 Aug 15;83(4):679-89.

52.

Steward WP, Dunlop DJ. New drugs in the treatment of non-small cell lung cancer. Ann Oncol 1995;6 Suppl 1:49-54.

53.

Zhi WI, Smith TJ. Early integration of palliative care into oncology: evidence, challenges and barriers. Ann Palliat Med 2015
Jul;4(3):122-31.

157

CHAPTER 7
54.

J.Visser. De arts staat in de behandelmodus. Medisch Contact 2012 Jun 1;(22):1326-9.

55.

Buiting HM, Rurup ML, Wijsbek H, van Zuylen L, den Hartogh G. Understanding provision of chemotherapy to patients
with end stage cancer: qualitative interview study. BMJ 2011;342.

56.

Buiting HM, Terpstra W, Dalhuisen F, Gunnink-Boonstra N, Sonke GS, den Hartogh G. The facilitating role of chemotherapy in the palliative phase of cancer: qualitative interviews with advanced cancer patients. PloS one 2013;8(11):e77959.

57.

de Haes H, Koedoot N. Patient centered decision making in palliative cancer treatment: a world of paradoxes. Patient
education and counseling 2003;50(1):43-9.

58.

Koedoot CG, De Haan RJ, Stiggelbout AM, Stalmeier PFM, De Graeff A, Bakker PJM, et al. Palliative chemotherapy or
best supportive care? A prospective study explaining patients’ treatment preference and choice. British journal of cancer
2003;89(12):2219-26.

59.

Matsuyama R, Reddy S, Smith TJ. Why do patients choose chemotherapy near the end of life? A review of the
perspective of those facing death from cancer. Journal of Clinical Oncology 2006;24(21):3490-6.

60.

Mack JW, Cronin A, Taback N, Huskamp HA, Keating NL, Malin JL, et al. End-of-Life Care Discussions Among Patients
With Advanced CancerA Cohort Study. Annals of Internal Medicine 2012;156(3):204-10.

61.

Temel JS, Greer JA, Muzikansky A, Gallagher ER, Admane S, Jackson VA, et al. Early palliative care for patients with
metastatic non-small-cell lung cancer. New England Journal of Medicine 2010;363(8):733-42.

62.

Ministerie van Volksgenzondheid Welzijn en Sport. Kamerbrief 175699-113710-DLZ. http://www.rijksoverheid.nl/
documenten-en-publicaties/kamerstukken/2013-12-11/kamerbrief-over-investeren-in-palliatieve-zorg. Accessed 19th
October 2015.

63.

Palliatieve zorg in Nederlandse ziekenhuizen. IKNL. 2015.

64.

Handreiking “Tijdig spreken over het levenseinde”. KNMG. 2012.

65.

Quill TE, Arnold R, Back AL. Discussing treatment preferences with patients who want “everything”. Ann Intern Med 2009
Sep 1;151(5):345-9.

66.

Virdun C, Luckett T, Davidson PM, Phillips J. Dying in the hospital setting: A systematic review of quantitative studies
identifying the elements of end-of-life care that patients and their families rank as being most important. Palliat Med 2015
Oct;29(9):774-96.

67.

Jenkins V, Fallowfield L, Saul J. Information needs of patients with cancer: results from a large study in UK cancer
centres. Br J Cancer 2001 Jan 5;84(1):48-51.

68.

Leydon GM, Boulton M, Moynihan C, Jones A, Mossman J, Boudioni M, et al. Cancer patients’ information needs and
information seeking behaviour: in depth interview study. BMJ 2000 Apr 1;320(7239):909-13.

69.

Gaston CM, Mitchell G. Information giving and decision-making in patients with advanced cancer: a systematic review.
Soc Sci Med 2005 Nov;61(10):2252-64.

70.

Chalmers KI, Luker KA, Leinster SJ, Ellis I, Booth K. Information and support needs of women with primary relatives with
breast cancer: development of the Information and Support Needs Questionnaire. J Adv Nurs 2001 Aug;35(4):497-507.

158

General discussion

71.

Piredda M, Rocci L, Gualandi R, Petitti T, Vincenzi B, De Marinis MG. Survey on learning needs and preferred sources of
information to meet these needs in Italian oncology patients receiving chemotherapy. Eur J Oncol Nurs 2008
Apr;12(2):120-6.

72.

D’ haese S, Vinh-Hung V, Bijdekerke P, Spinnoy M, De BM, Lochie N, et al. The effect of timing of the provision of
information on anxiety and satisfaction of cancer patients receiving radiotherapy. J Cancer Educ 2000;15(4):223-7.

73.

Mills ME, Sullivan K. The importance of information giving for patients newly diagnosed with cancer: a review of the
literature. J Clin Nurs 1999 Nov;8(6):631-42.

74.

Arraras J.I., Illarramendi J.J., Valerdi J.J., Wright S.J. Truth-telling to the patient in advanced cancer: Family information
filtering and prospects for change. Psychooncology 1995;4:191-6.

75.

Shepherd HL, Barratt A, Trevena LJ, McGeechan K, Carey K, Epstein RM, et al. Three questions that patients can ask to
improve the quality of information physicians give about treatment options: a cross-over trial. Patient Educ Couns 2011
Sep;84(3):379-85.

76.

Hancock K, Clayton JM, Parker SM, Wal dS, Butow PN, Carrick S, et al. Truth-telling in discussing prognosis in advanced
life-limiting illnesses: a systematic review. Palliat Med 2007 Sep;21(6):507-17.

77.

World Health Organisation. Definition of Palliative Care. 2015. http://www.who.int/cancer/palliative/definition/en/.
Accessed 19 th October 2015.

7

159

160

