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degree to which the physician meets the information and participation preferences of
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Chapter 1:
Introduction

“The moment my doctor told me, I went silent. My mum and dad were with me. Then we all
fell to pieces.”
Kylie Minogue, on being diagnosed with breast cancer
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Chapter 1: Introduction

1.1 Background

Optimal palliative care at the end of life implies putting the patient and his or her
values and wishes first (1). At the end of life, the patient is confronted with
emotionally taxing information and decisions concerning treatment, location of care
and end-of-life decisions with possible life-shortening effects (ELDs) (2-4). These
decisions are not always made with care: results of epidemiologic studies on the end
of life suggest that there is a deficit in patient autonomy and an excess in physician
paternalism (5;6).

Legal changes, changes in the deontology of physicians and a change in public
attitudes increasingly suggest that the physician is no longer seen as the person who
knows best, but as someone who informs and supports the patient (7-9). Also in
scientific literature, the focus is on models of shared and informed decision-making
as an alternative to the paternalistic model (10-15). This has led to the development of
interventions to enhance the involvement of patients in the decision-making process;
the so-called decision-aids (16;17). Paradoxically however, questions have been
raised as to whether all patients in the last phase of life want to be fully informed e.g.
about the imminence of death, or want to be actively involved in the often difficult
medical decision-making process. Some authors have pointed out that not wanting to
be informed or involved is as much part of the autonomy of the patient as wanting
to, and that implementing models of shared decision-making can have a negative
influence on the physician-patient relationship (13;18;19).

Research on the preferences of seriously ill patients for information and participation
in medical decision-making has shown that most patients want to be fully informed
(20-29). According to a UK study on 2331 cancer patients of which 36% were
palliatively treated, 87% wanted all possible information, good and bad, and 98%
preferred to know whether or not their illness was cancer (20). With regard to
participation in medical decision-making, there are contradictory results; the number
of patients who preferred an active role varied from one third to two thirds (23;30-
33). In an early study (1988), Blanchard studied hospitalized cancer patients of which
70% had a prognosis of less than one year and found that 69% wanted to participate
in therapeutic decision-making (23). In a recent systematic review on information-
giving and decision-making in patients with advanced cancer, the authors concluded
that two thirds of patients with advanced cancer wanted to participate actively in
decision-making (31). There are however also other findings, for instance Degner
studied newly diagnosed cancer and advanced cancer patients and found that the
majority (59%) wanted physicians to make treatment decisions on their behalf (30).

12



Chapter 1: Introduction

Several studies have examined the degree to which the patients” information and
participation preferences were met. These studies show that patients receive
information to their satisfaction, but also that there remain important gaps with
regard to some important information topics, such as prognosis and goals of
treatment (34-37). Percentages of patients who did not achieve their preferred level of
participation in medical decision-making varied from 39% to 66% (31;38-42). In a
study of 233 cancer outpatients, one third of whom were treated with a palliative
intent, 34% of the patients reported a match between their preferred and actual
involvement, 37% reported that they were involved less than preferred and 29% that
they were involved more than preferred (38).

A point of interest is that several patient outcomes have been investigated in relation
to meeting patients” information and participation preferences, e.g. anxiety and
satisfaction (38;40). These studies show that a discrepancy between preferred and
actual information/participation levels has a negative influence on these outcome
measures in the short term.

Relevance of this work

The studies on information and participation preferences such as those mentioned
above have certain shortcomings. Firstly, they examine mostly people from the
general population, patients with a non-life-threatening disease or patients with
cancer who are mainly curatively treated. Patients with a disease with limited life
expectancy, such as advanced cancer, have been studied less in relation to
information and participation preferences. Additionally, the focus of the cancer
studies is on specific types of cancer, especially breast cancer and to a lesser extent
prostate and colorectal cancer, or on heterogeneous samples of patients with several
types of cancers. Few studies have involved patients with lung cancer (43;44).

Secondly, the focus of the studies is on information about and participation in
treatment decisions, while other decisions, e.g. those regarding the location of care or
end-of-life decisions with possible or certain life-shortening effects (ELDs), are
seldom or never considered (45;46). For patients with a disease with limited life
expectancy, the latter decisions might however be as important as treatment
decisions and because they are highly dependent on a patient’s personal values and
preferences, they might have a major impact on their quality of life.

Thirdly, participation preferences very seldom relate to a specific medical treatment
decision that has recently been taken or will be taken in the immediate future (47).
Instead, hypothetical treatment choice scenarios are used or the decisions under
consideration are not specified, making it harder to make inferences about patients’
actual preferences when they are confronted with specific decisions in real life.

13
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Fourthly, the degree to which the information and participation preferences of
incurably ill patients are met and its association with their quality of life — a very
important outcome measure in palliative care - has not yet been studied.

Fifthly, most studies are cross-sectional and do not offer insight into possible changes
in information and participation preferences over time or the determinants of these
changes (48). Information about changes in preferences can help physicians to adjust
their communication to a patient’s specific preferences and thus optimise the
physician-patient relationship.

Sixthly, little is known about the preferences of patients regarding the involvement of
family members and other health-care professionals than the treating physician(s) in
the information-giving and decision-making process (49).

1.2 Study objectives and research questions
1.2.1 Study objectives

The main objective of this dissertation is to gain insight into the preferences of
patients with advanced lung cancer with regard to information and participation in
medical decision-making, whether these preferences are met according to the
patients and how the preferences evolve over time. Additionally, we aim to discover
what the preferences of the patients are regarding involvement of family and other
persons in medical decision-making.

A secondary objective of the study is to detect to what degree advanced lung cancer
patients and their families are involved in medical end-of-life decisions with possible
life-shortening effects and if this involvement corresponds with the patient’s
preferences for involvement as stated earlier in their illness trajectory.

Another secondary objective is to gain insight into the prevalence of wishes for
euthanasia in patients with advanced lung cancer and the degree to which this leads
to the expression of a repeated and explicit request for euthanasia and execution of
this request.

Overall, the object of this study is to gain a picture of the physician-patient-family
interaction in information provision and medical decision-making in advanced lung
cancer patients. Important information topics for patients with advanced diseases
concern: diagnosis, prognosis, treatment options, palliative care and ELDs. Medical
decisions in the context of patients who are seriously ill can be defined as treatment
decisions, transfer decisions and ELDs.

14
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1.2.2 Research questions
The objectives of the study are translated in the following research questions.
1) Main objective:

Information and participation preferences

1. To what degree do advanced lung cancer patients want to be informed in
general and particularly in regard to diagnosis, chances of cure, life
expectancy, treatment options, palliative care and end-of-life decisions with
possible life-shortening effects (ELDs)?

2. To what degree do advanced lung cancer patients want to be involved in
medical decision-making in general and in treatment decisions, health-care-
setting transfer decisions and ELDs in particular?

3. What socio-demographic and clinical patient characteristics are associated
with these preferences?

Meeting the information and participation preferences

4. To what extent are advanced lung cancer patients’ preferences regarding
information about diagnosis, prognosis, treatment options, palliative care and
ELDs met?

5. To what extent are advanced lung cancer patients” preferences regarding
participation in medical decisions in general and specifically in treatment,
health-care-setting transfers and ELDs met?

6. Do advanced lung cancer patients whose information and participation
preferences are met have a higher quality of life?

Evolution of the preferences over time
7. Do preferences of advanced lung cancer patients concerning information and
participation in medical decision-making change over time?
8. What are the characteristics of advanced lung cancer patients with stable
versus evolving preferences?

Preferences for involvement of family in medical decision-making
9. Who do advanced lung cancer patients want to involve in medical decision-
making while they are competent and are these persons involved?
10. Who do advanced lung cancer patients want to involve in medical decision-
making when they are no longer able to make decisions themselves, and to
what degree?

15
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2) Secondary objective 1: actual involvement in end-of-life decisions

11. How involved in end-of-life decision-making are advanced lung cancer
patients who are competent? For patients who are incompetent, are other
persons (family, nurses, physicians other than the treating physician)
involved?

12. Does the involvement of the patient or others in end-of-life decision-making
correspond with the patient’s previously stated preferences for involvement?

13. What characteristics of the patient and the ELD are associated with their
involvement when competent, or the involvement of others when
incompetent?

3) Secondary objective 2: Euthanasia wishes, requests and implementation of
requests
14. How many advanced lung cancer patients desire and request euthanasia, and
how often is their request implemented?
15. What characterises the patients who choose euthanasia?
16. What is the incidence of other ELDs among advanced lung cancer patients?

1.3 Methodology
1.3.1 Study design

Patients who had recently received an initial diagnosis of lung cancer in an advanced
stage were interviewed with a standard questionnaire by trained interviewers
(psychologists, nurses, interns, Koen Pardon (KP)). The interview was repeated every
2 months until the fourth and every 4 months until the sixth interview. When the
patient died, the treating specialist and the general practitioner (GP) were asked to
fill in an after-death questionnaire.

1.3.2 Sample selection and inclusion criteria

Pulmonologists or oncologists of three university hospitals and 10 general hospitals
carried out the selection of the patients. All hospitals had a multidisciplinary
oncology program. The pulmonologists and oncologists were instructed to ask every
consecutive patient with an initial diagnosis of non-small-cell lung cancer (NSCLC)
stage IIIb or IV to participate in the study, over a period of one year. NSCLC IIIb or
IV patients were studied because of the high prevalence of the condition and the
short median life expectancy of 6-9 months (50;51). Additional inclusion criteria
were that the patient should be at least 18 years old, Dutch-speaking and physically
and psychologically able to be interviewed. Both hospitalised patients and
outpatients were eligible.
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Patients had to give written informed consent and were subsequently contacted by
an interviewer within two weeks of inclusion to schedule an interview. After each
interview, the patients were asked for their agreement to take part in another
interview. The interview took place at the patient’s home or in another setting where
the patient felt comfortable. When the patient died, the pulmonologist or oncologist
as well as the GP had to fill in an after-death questionnaire. In the case of the GP,
who was previously informed of the patient’s participation in the study, a letter was
sent with an invitation to fill out the questionnaire. The specialist was communicated
with by e-mail or phone.

The recruitment period lasted from February 2007 to February 2008 (12 months), and
the last interview took place in May 2009. Figure 1 and 2 give a schematic
representation of the study. Figure 3 shows the number of participating NSCLC IIIb
or IV patients in the study and those lost to follow-up over the course of the study.

1.3.3 Ethical considerations

The protocol of the study was approved by the Ethical Review Boards of the University
Hospital of the Vrije Universiteit Brussel and of all the participating university hospitals
and general hospitals. The patient was guaranteed that the data would be handled
confidentially and processed anonymously. The patient was also assured that non-
participation or ending the study prematurely would not under any circumstances
affect their care. Because some questions were of a delicate nature, measures were taken
to ensure good ethical practice, e.g. interviewers were selected on the basis of their
education and experience in health-care settings and were trained by a psychologist
(KP), interviews were audio taped allowing for feedback to the interviewers, etc.

1.3.4 Measures

1) Before the beginning of the selection process

The participating pulmonologists or oncologists were asked to fill in a questionnaire
before the beginning of the selection process. The questionnaire measured the socio-
demographic variables of the physician, their attitude with regard to informing and
involving patients in medical decision-making, and an estimation of the number of
patients that he or she was able to include during one year.

2) Upon inclusion

Upon inclusion, the pulmonologist or oncologist filled in an inclusion form for every
patient who wished to participate in the study. This questionnaire recorded socio-
demographic and clinical patient variables. The clinical variables included the type of
treatment, intention of treatment, estimated life expectancy, comorbidity (Charlson et
al. (52;53)) and performance status (ECOG, Eastern Cooperative Oncology Group

(54)).
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For patients who refused to participate or were not asked, the physician was also
instructed to record socio-demographics, the reason for non-participation,
performance status and estimated life expectancy.

3) Follow-up of patients

Shortly after inclusion a structured questionnaire with close-ended questions was
administered to the patients in a face-to-face interview. This interview was repeated
regularly, every 2 months and from the fourth interview every 4 months up to a
maximum of 6 times. The questionnaire covered multiple areas including:

a) quality of life of the patient, measured with the Dutch version of the EORTC
QLQ-C15-PAL(55;56),

b) information preferences and information level achieved, based on items of
existing questionnaires for cancer patients that met at least some of the criteria
of validity, reliability, responsiveness and burden, and based on data from
qualitative research into incurable and terminally ill patients (57-63),

) participation preferences and participation level achieved, measured with an
adaption of the control preference scale, frequently used in other studies
(38,64),

d) satisfaction with the decision-making process, measured by COMRADE (65).
Data from this questionnaire were, however, not used in this thesis.

The patient interview was pilot-tested with seriously ill lung cancer patients for content
validity, understanding, acceptability and burden.

4) When the patient died

As soon as possible after the patient died, the pulmonologist/oncologist and the GP of
the patient had to fill in an after-death questionnaire. The questionnaire measured:
performance status in the last week before death (ECOG (54)), whether the patient
had died suddenly and unexpectedly, the setting of the patient’s death and the
quality of death according to the physician (10-point rating scale from bad to good
death), questions with regard to ELDs based on the classification of practices of
previous nationwide ELD incidence studies (5;6;66), questions regarding expressed
wishes for euthanasia and explicit and repeated requests, and characteristics of the
physician.

2.5 Statistical analysis

The data were analysed with the statistical software package SPSS and STATA.
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Figure 2: Study trajectory from the perspective of the patient: an example
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Figure 3: Participation of NSCLC IIIb or IV patients in study (N=128)
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1.4 Dissertation outline

Following this introduction, chapters 2-7 of the dissertation are based on articles
which have been published, accepted or submitted for publication. All of the
chapters can be read independently.

Chapter 2 describes the preferences for information and participation in decision-
making of the advanced lung cancer patients shortly after diagnosis of the cancer,
chapter 3 reports on the degree to which these preferences were met according to the
patients and chapter 4 describes the evolution of the preferences over time and
determinants of change. Patients’ preferences for involvement of family or other
persons in medical decision-making when competent but also in case of future
incompetence and change in these preferences over time are discussed in chapter 5.

The secondary objectives of the study are treated in chapters 6 and 7. They do not
concern primarily the data gathered in the interviews of the advanced lung cancer
patients, but predominantly focus upon the data gathered by the physicians after the
death of the patients. These data offer information about the actual involvement in
the patient’s end-of-life decision-making (Chapter 6) and their expressed wishes for
euthanasia, requests and implementations of requests (Chapter 7).

The final chapter of the dissertation, chapter 8, consists of the main findings of the
study, reflections on its strengths and limitations, and the implications of the
findings for health practice and future research.
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Abstract

Objective:

To identify preferences of advanced lung cancer patients for receiving information
and participating in decision-making concerning treatment options, health-care-
setting transfers and end-of-life decision-making.

Methods:

Over the course of 1 year, pulmonologists and oncologists in 13 hospitals in Flanders,
Belgium, invited patients with an initial diagnosis of non-small-cell lung cancer
[Ib/IV to participate in the study. Shortly after inclusion, the patients were
interviewed with a structured questionnaire.

Results:

One hundred and twenty-eight patients with a median estimated survival time of 10
months participated. Almost all wanted information on diagnosis, treatment and
cure rate and slightly fewer on life expectancy (88.2%). Information about palliative
care was desired by 63.5% of patients and information about end-of-life decisions by
56.8%. The percentage of patients who preferred personal control over medical
decision-making increased to 14.8% for treatment, 25.0% for transfer and 49.2% for
end-of-life decisions, all of which were higher than for medical decisions in general
(9.3%).

Conclusion:
Information and participation preferences of advanced lung cancer patients differ
depending on the type of information or decision.

Practice implications:

As part of a patient-centred approach, physicians should not only check the general
but also the specific information and participation preferences of their patients.
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2.1 Introduction

Deontological, legal and social changes increasingly recommend that the physician is
no longer seen as the person who knows best, but as someone who informs and
supports the patient. In scientific literature, models of shared and informed decision-
making have been proposed as alternatives for the “paternalistic’ model (1-3). This
has led to the development of decision-making aids to promote the involvement of
the patient in medical decisions (4;5).

Research on the information and participation preferences of advanced cancer
patients shows that most patients want to be fully informed and that about two
thirds want to share the treatment decisions with the physician or make the decisions
themselves (4;6-9). However, there are also indications that patients in the last phase
of life prefer not to be fully informed (e.g. about the imminence of death) and prefer
to leave the responsibility to their proxy or caregiver (10;11). Some authors have
therefore argued that not wanting to be informed or involved is part of the autonomy
of the patient and that implementing models such as shared decision-making for all
patients can have a negative influence on the physician-patient relationship (12-15). It
has been proposed that inquiring up front about patient preferences for information
and their desired level of participation is more respectful of patient autonomy,
without impinging on physician benevolence (16).

This study adds in several ways to the existing empirical studies on information and
participation preferences in advanced cancer patients. Firstly, we have not only
focused on information and participation with respect to treatment decisions, but
also with respect to other decisions, such as those concerning transfers between
health-care settings (home, treatment centre or hospice) and end-of-life decisions
with a possible or certain life-shortening effect (ELDs) (17;18). For advanced cancer
patients, the latter decisions might be as important as treatment decisions, and
because they are highly dependent on the patient’s personal values and preferences,
they can have a major impact on their quality of life. Secondly, we have focused on a
population of advanced lung cancer patients who have not been involved in many
preference studies. One study of a decision aid for locally advanced non-small-cell
lung cancer measured patient participation preferences at baseline: all 20 patients
who completed the decision aid wished to participate in the treatment decision to
some extent (19). Thirdly, instead of using hypothetical treatment-choice scenarios or
unspecified decisions, we have assessed patients” participation preferences with
respect to a specific medical decision in which they have recently been involved (20).
The patient’s actual preferences about concrete and specific decisions in the
treatment and care process are likely to allow more reliable inferences. Fourthly, we
have also examined the preferences of patients as to the involvement of family
members and different health-care professionals in the information-giving and
decision-making process (21).
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The objective of this study was to assess the following in a sample of advanced lung
cancer patients in Belgium:
1) patient preferences regarding information on diagnosis, chances of cure, life
expectancy, treatment options, palliative care and end-of-life decisions;
2) patient preferences regarding participation in decision-making on treatment,
transfer to other care settings and end-of-life decisions with a possible life-
shortening effect;
3) socio-demographic and clinical patient characteristics associated with these
preferences.

2.2 Methods

2.2.1 Study design

Lung cancer patients recently diagnosed with advanced disease were interviewed
with a standard questionnaire. The interviews were also audio taped to allow
interpretation of the data gathered. The study is part of a large longitudinal
multicentre study on patient participation, including satisfaction with the decision-
making process and quality of life.

2.2.2 Sample

1) Hospitals

To recruit a representative sample of lung cancer patients, we requested the
cooperation of pulmonologists and oncologists from all university and general
hospitals with a multidisciplinary oncology program in Flanders, the Dutch-speaking
part of Belgium (6 million inhabitants). Four university hospitals and 19 general
hospitals were approached, of which 3 university and 10 general hospitals agreed to
participate. Reasons for refusal were: lack of time, no interest in communication
studies or fear of overburdening patients. The hospitals were asked to involve all
pulmonologists or oncologists who treated advanced lung cancer patients: 21
pulmonologists and 2 oncologists participated.

2) Patients

The pulmonologists and oncologists were instructed to ask every consecutive patient
with an initial diagnosis of non-small-cell lung cancer (NSCLC) stage IIIb or IV to
participate in the study, over a period of one year. The additional inclusion criteria
were: the patient should be at least 18-year-old, Dutch-speaking and physically and
psychologically able to be interviewed. Both hospitalised patients and outpatients
were eligible. We chose to study NSCLC IIIb/IV patients because of the relative
homogeneity of this population, the high prevalence of the condition and the short
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median life expectancy of 6-9 months, significantly but modestly longer than without
disease-directed treatment, with a small fraction of long-term survivors. All the
hospitals practice chemotherapy and radiotherapy as standard treatment for this
condition (22;23).

Patients who gave written informed consent were contacted by an interviewer within
2 weeks of inclusion and an interview was scheduled. The interview took place at the
patient’s home or in another setting where the patient felt comfortable.

2.2.3 Ethical considerations

The anonymity of the patients was guaranteed. The protocol of the study was approved
by the Ethical Review Boards of the University Hospital of the Vrije Universiteit Brussel
and of all the participating universities and general hospitals.

Because some interview questions were of a delicate nature, the interview was
preceded by the statement that the same questions were used for every patient
regardless of the seriousness of the disease. The interviewers were selected on the
basis of their education and experience in health-care, trained by a psychologist (KP)
and allowed to skip questions they felt would be too burdensome for the patient or his
family. Audiotapes of the interviews and regular meetings with participating
physicians provided information on patients’ reactions to the interview and feedback to
the interviewers.

2.2.4 Questionnaires

1) Inclusion form

Upon inclusion, the physician filled in an ‘inclusion questionnaire’, recording socio-
demographic and clinical patient variables. To maximize the completeness and
accuracy of the data, this was done in consultation with the patient except for
questions relating to treatment and life expectancy variables. The socio-demographic
variables were age, sex and educational level, whether the patient lived with a
partner, their place of residence and religion or life stance. The clinical variables were
the type of treatment, intention of treatment, estimated life expectancy, whether they
had a general practitioner (GP), frequency of contact with their GP, comorbidity
(Charlson et al. (24;25)) and performance status (ECOG (26)). In Charlson’s
Comorbidity Index, the physician had to mark the concomitant diseases the patient
suffered from according to a list of 19 diseases that all bear a relative risk of death
larger than 1.2. If no disease was marked, a score of 0 was given. Higher scores
meant that the patient suffered from one or more concomitant diseases.

For patients who refused to participate or were not asked, the physician was also
instructed to record socio-demographics, the reason for non-participation,
performance status and life expectancy.
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2) Patient interview

A structured questionnaire with 60 questions was used. It covered 4 areas:
information preferences and information level achieved, participation preferences
and participation level achieved, quality of life and satisfaction with the decision-
making process.

Instrument 1: Information preferences. We developed an instrument to measure
patients’ needs for information as they approach death. We determined the content
of essential disease-related information items on the basis of existing questionnaires
for cancer patients that met at least some of the criteria of validity, reliability,
responsiveness and burden, and using data from qualitative research into incurable
and terminally ill patients (27;28). Seven recurrent information topics were selected
that were presented to the patient in the form of statements. Patients were asked to rate
the statements on a 6-point rating scale (totally disagree to totally agree). The first
preference statement was: ‘In general, I want to be fully informed’. The next six
statements concerned information preferences on specific disease-related topics:
diagnosis, chances of cure, life expectancy, treatment, palliative care and end-of-life
decisions. Between the first general and the six specific statements, additional multiple
response questions were asked to find out if the patient wanted relatives or health-care
professionals to be informed or involved in medical decision-making in general.

Instrument 2: Participation preferences. To assess participation preferences in medical
decision-making, we adapted the control preference scale which has frequently been
used in previous studies with cancer patients (3;29). Patients were asked to select one of
five responses to the question: “‘Who do you want to take such decisions?’ The five
possible responses were: 1) the doctor on the basis of his/her knowledge, 2) the doctor
but strongly taking my opinion into account, 3) myself and the doctor together on an
equal basis, 4) myself but strongly taking the doctor’s opinion into account and 5)
myself on the basis of the information I have or receive. The 5 answers represent three
categories of patients: patients preferring the doctor to take primary control of medical
decision-making (categories 1 and 2), shared control (category 3) or patient control
(categories 4 and 5). Patients were given the control preference scale in relation to four
situations: 1) medical decisions in general, 2) treatment decisions, 3) transfer decisions
and 4) end-of- life decisions. We asked patients to envisage real decision situations that
had actually taken place in the 2 months before the interview whenever possible. We
recorded actual past decisions using a list we developed ourselves of possible decisions,
based on physicians” input and literature (22;30). If more than one decision had been
taken in one of the decision situations (treatment, transfer or ELDs), we asked which
was the most important and the patient had to use this decision to state his/her
participation preference. If no decision had been made within the last 2 months, the
patient was asked to state his/her preference for decisions such as those mentioned in
the list.
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Other instruments: Two items from instruments that were not used in this study were
singled out and added to the patient characteristics because of their possible predictive
power: item 5 of the EORTC QLQ-C15-PAL (31;32) regarding pain and a item we
constructed ourselves where the patient was asked whether s/he had been informed
about life expectancy (yes or no).

All questionnaires were in Dutch. Existing English instruments (Charlson, ECOG,
CPS) were forward- and back-translated and corrected. For the EORTC QLQ-C15-
PAL, we used the Dutch version provided by the European Organisation for
Research and Treatment of Cancer (EORTC).

The patient interview was pilot-tested with 3 consecutive advanced lung cancer
patients who were recruited according to the inclusion criteria by a pulmonologist
from a general hospital: one interviewer interviewed 2 patients once and another
interviewed 1 patient three times, every 2 months. The items were well understood
and accepted, but on two occasions (concerning two different patients) the interview
was perceived as rather long-winded and repetitive. We therefore shortened the
patient questionnaire.

2.2.5 Statistical analysis

The information and participation preferences were categorized into wanting
information versus not wanting information and into wanting primarily doctor
control versus shared control versus patient control, and described using frequencies.
The characteristics of the patients were tested for association with the information
and participation preferences using Fisher’s exact test and entered in multivariate
logistic regression models (stepwise forward) to control for potential confounding
factors. Because the number of patients in the three participation categories was too
small for an ordinal or multinomial logistic regression, we categorized the
participation preferences further into wanting doctor control versus shared/patient
control. The cut-off between doctor control versus shared/patient control was chosen
because it resulted in similar-sized groups to compare with respect to the medical
decisions studied. Ordinal characteristics were recoded in dummy variables.

To compare the characteristics of the NSCLC IlIb/V patients who participated in the
study with the eligible patients who were not asked to participate or refused, an
independent-samples ¢-test, or the non-parametric equivalent Mann-Whitney U were
used; significance was set at P<0.05. The data were analysed with the statistical
software package SPSS 16.0.
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2.3 Results

A total of 291 patients were diagnosed with NSCLC IIIb or IV by the hospital
physicians during the inclusion period. Of these, 95 did not meet the inclusion
criteria due to physical (45), psychological (34), language (12) or multiple problems
(4), and 8 were not included although they met the inclusion criteria (e.g. because
some patients were already involved in other studies), leaving 188 eligible patients.
Thirty-six patients refused to participate. The main reasons for refusal were: too ill,
not interested or expressing a wish not to be confronted with the disease. Of the 152
patients who consented, 19 were not interviewed because they were too ill or had
died, 3 could not be contacted and 2 interviews had too many missing values,
leaving 128 patients for analysis (68% participation rate). The interviews took place
between February 2007 and February 2008.

Compared to patients who refused participation or were not included although they
fitted the inclusion criteria, the patients included had a higher performance status
(P=0.006) and mean estimated life expectancy (10.3 months versus 8.3 months since
diagnosis, P=0.014). Included patients who were interviewed had a better
performance status than those not interviewed (P=0.011).

The 128 patients interviewed had a mean age of 64.4 years (range 41-86), 79.7% were
male, 76.6% had a partner and 97.6% lived at home (Table 1). The median estimated
life expectancy was 10 months and ranged from 2 to 24 months. Eighty-two per cent
were receiving chemotherapy, sometimes in combination with radiotherapy (26.6%);
a minority of patients were only receiving radiotherapy (5.5%). The main treatment
objectives were life prolongation (71.1%) and palliation, defined as comfort care with
no intent to prolong life or cure the disease (21.1%).

Table 1: Characteristics of the studied advanced lung cancer patients

Participants
(N=128)
N %

Socio-demographic characteristics
Age <=54y 21 16.4
55-64y 40 31.2
65-74y 45 35.2
>=75y 22 17.2
Sex Male 102 79.7
Female 26 20.3
Partner Yes 98 76.6
No 30 234
Living situation Home, alone 31 24.2
Home, with others 94 73.4
With family 3 2.3
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(Table 1 cont’d) N %
Education Primary school 24 18.8
Lower secondary 42 32.8
Higher secondary 40 31.2
University 22 17.2
Religion or life stance ~ Christian 77 60.2
Religious, no specific 16 12.5
religion
Agnostic or atheistic 14 10.9
Not religious 21 16.4
Clinical characteristics
Treating hospital University 59 46.1
General 69 53.9
Treatment objective Cure 9 7.0
Life prolongation 91 71.1
Palliation 27 21.1
Other (no treatment) 1 0.8
Treatment Chemotherapy 105 82.0
Radiotherapy 41 32.0
Experimental therapy 6 4.7
Contact with GP? Once a week or more 11 8.6
Once every 2 weeks 17 13.3
Once every month 59 46.1
Less 41 32.0
Co-morbidity score® 0 65 50.8
1-2 53 414
3-4 10 7.8
Performance status¢ 0 31 24.2
1 81 63.3
2 11 8.6
3 3 2.3
4 2 1.6
Life expectancy on 0-6 months 28 224
inclusiond 7-12 months 75 60.0
>12 months 22 17.6

aThree patients reported that they did not have a GP, these were

included in the category ‘Less’.
> Comorbidity score of Charlson Index.

¢Performance status according to ECOG: Eastern Cooperative
Oncology Group, ranging from 0 = fully active to 4 = completely

disabled.

¢ Estimated by treating physician; 3 missing values.
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2.3.1 Information preferences (Table 2)

Of all the patients, 97.7% wanted to be fully informed when asked in general (in
general: no medical information topic was specified). A similar result was found for
the specific topics of diagnosis (99.2%), treatment (97.7%) and chances of cure
(96.9%). There was more variation between patients on other specific topics: 88.2% of
patients wanted information on life expectancy, 63.5 % on palliative care and 56.8%
on end-of-life decisions.

2.3.2 Participation preferences (Table 3)

According to the patients, the most important treatment decision made within the
last two months prior to the interview had been chemotherapy (65.6%), radiotherapy
(8.6%), medication (6.2%), pleural drainage (6.2%), experimental therapy (4.7%) or
not starting treatment (0.8%). About half of the patients (47.7%) said they had been
transferred to hospital or from hospital to their home due to complications of illness
or treatment, while for the other half no transfer decision had been made. Fourteen
per cent (18 patients) had agreed with the physician to make end-of-life decisions in
advance and half of these decisions were documented in written form. For 13 of these
18 patients the most important ELD was euthanasia (which has been regulated and
legalised in Belgium), for one it was the decision not to resuscitate (DNR) and 4
could not decide which ELD was the most important.

For medical decisions in general and for decisions on transfer between health-care
settings (to the hospital or from the hospital to home) half of the patients (49.2% and
47.7%, respectively) wanted primarily doctor control. For treatment decisions, 63.3%
of patients wanted the physician to make decisions and for end-of-life decisions,
15.5%.

The percentage of patients who wanted primarily personal control over decision-
making gradually increased across medical decisions, from 9.3% for medical
decisions in general, to 14.8% for treatment, 25.0% for transfer and 49.2% for end-of-
life decisions. The probability of preferring patient control (versus shared/doctor
control) for medical decisions in general and treatment decisions was significantly
lower than for transfer decisions, which was significantly lower than for ELDs
(P<0.001, generalised linear modelling, repeated measures analysis with marginal
probabilities as estimates).

2.3.3 Beyond the physician-patient dyad (Table 4)

Ninety-four point five percent of patients wanted to receive medical information in
general from the treating specialist. Slightly less than half (46.9%) also wanted
information from the GP, 10.2% from nurses and 7.0% from family.

Seventy-eight point one percent of patients would prefer relatives to be present when
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information is given and a few of them would also appreciate the presence of the GP
or a nurse. Sixty-eight point eight percent also wanted to involve relatives or friends
in the medical decision-making process in general.

2.3.4 Characteristics associated with information and participation preferences
(Table 5)

1) Information preferences

Patients with a lower level of education or those who experienced no pain were less
likely to want information with regard to life expectancy. Characteristics associated
with the preference for information on palliative care as well as on end-of-life
decisions were age, living situation and the level of information patients received
about life expectancy: younger patients, those who lived alone and those who had
been informed about life expectancy tended to desire more information. An
additional patient characteristic predictive of information preference about palliative
care was that those whose treatment had a curative or life-prolonging goal were less
likely to want information on palliative care than those treated with palliative intent.

2) Participation preferences

Patients with a low level of education, those regularly in contact with their GP (at
least once a month) and those who had received information on life expectancy were
more likely to prefer shared or personal control than doctor control over medical
decision-making in general. With regard to participation preference in treatment
decisions, those living alone and those experiencing no pain were more likely to
desire involvement (shared or patient control) in decision-making. Predictors for
participation preference in transfer decisions were having no partner, being non-
religious and having treatment with a palliative intent. Patients with no comorbidity
according to the Charlson Index (score 0) were more likely to prefer involvement in
end-of-life decision-making. Overall, logistic regression analyses revealed that
associated socio-demographic and clinical patient characteristics explained 19%, 11%,
13% and 8%, respectively of the variation in participation preference in medical
decisions in general and in treatment, transfer and end-of-life decisions.

As an exploratory analysis, we also examined whether having made the decision
recently was likely to affect patient participation preferences. Preference for doctor
control rather than shared or patient control over transfer decision-making was
significantly higher among patients who had recently experienced a transfer than
among those who had not been transferred within the previous two months (68.9%
versus 28.4%, P<0.001). Patients who had made end-of-life decisions in advance
wanted significantly more personal control over such decision-making than patients
who had made no ELDs (83.3% versus 43.3%, P=0.002). The high significance of the
patient’s experience in decision-making remained after multivariate adjustment for
socio-demographic and clinical characteristics.

37



‘suonsanb paress uner yurod-9 03 sasuodsay 4

*¢ = sanIqrssod SJ1[-JO-puw 10j ‘g = a1ed danerfed 10y sanfea SUISSIA «

(syusunyean Surduoroxd-ar] 08107 10 dNUTIUOD
-sIp 03 suondo 10 1] JO PUD A} AJLII[3DE 0}

899 #8e)sy  (FH1SI (0v)s #9)8 (c61)¥c  (9£1)zg  suondo ‘uoryeidsnsal = ) 9J1] JO PUS AU} Je SIA[IQISSOJ
(pa1nd aq jouued oym syuaned
§€9 (1 (€vDsr  (6°4)01 8%)9 (g61)5c  (6'TT)ST 10§ 9182 J10JW0d AUO =) a1ed aaner[ed jo suondo
jusunjear) A194s jo ([eod) Jnsax
116 08928 (102 (9911 8ot o1z (00)0 3} Pue $309JJ2-9PIs II8Y} ‘SIUSUIIESI} FUSIJIIP ST,
88 8v9¢8  @¥D6l (9911 (91)C (6€)s (z9)8 aseastp ayy ypm Aouepadxa o) AN
696 (TvLs6  (881¥C (6€)s (€2)¢ (g0t (00)0 9SEISIP 3} JO AIND JO SDUELP AT,
(aseasIp a3 Jo sonsLIORIRYD
T66 (TvLs6  (881¥C (z9)8 000 (g0t (000 urew pue aweu 3oexa ayj =) sisouderp AN
Jnoge pauLIojur 8 0} Juem |
116 (992)86  (9°S1)0T (G9)L 8ot (80t (8ot pauIojur AJ[ng 3q 03 juem | ‘fersusd ug
rexoua8 up
E:EE qSiusuwaje)s mucwuwwm.& uoneULIOJU]
03 131 oa1de sa1de sa13esip da18estp
wo) 9213y Aer07, 2213y ey oyey oa1desyq  AJeiol,

%

(%)N

(8ZI = «N) sjuanjed 130ued Suny pasueape 3y} Jo saduaIdjaid uoneurrojuy ;g d[qeL,



*9[edg duaIRyaId 010D 4
‘9 = SUOISAP 9J1[-JO-pud ur sduaIsjaid uoredonred 105 sanjea SUISSIA

(o01) TTIL (001) 821 (001) 821 (o01) 821 [eo],
EJNEREDS

Fve) o (ger) 21 (o) ¥ (re) ¥ 10 dArY | UOHRWLIOJUI 9} JO SISeq 33 UO J[9SAN
(8%1) 81 (1 st (1 st T9)8 uorurdo s,1010p oy SuLppIsuod A[duoxs Ing JsAN
(Tse) €7 (€L2) o€ (6'12) 8T F'1%) €5 stseq Tenba ue uo 13803 JjasAuw pue 10300p YT,
(£9) L (98 11 #91) 1T (1) £z uorurdo Awr Surraprsuod A[3uons nq 10300p Ay,
(861 (1'6€) 05 (6°9%) 09 (1'82) 9¢ a3pa[mowy I9y/sIYy JO SISeq a3 UO 10300p Y,
SUOISIDIP SUOISIDAP SUOISIDAP q¢UOISIDIp 9y} ayeu 0} Sey oym
9JI[-Jo-puyg I9Jsuery, JusuIjear], rexauad ug :ooua1ajaxd uonedonre g

SUn[EW-UOoISAP [edTPIN

(8TT = :N) SUOISIDAP 3JI[-JO-pUS pue IJSuer}

“uaurjean) ur pue [erauad ur Sunjew-uoIsAp [edIpawr ur sjudnjed 13dued Juny pasueape 3y} Jo sadudrdyard uonedpnre] ¢ d[qe ],



*T = ,¢NSSI A} ASTRI PNOYS OYA, I0J dnfeA SUISSIIA q
“WD)T SUO UL} I0W 399[3s 03 uonpdo o} UsAIS a1om spuapuodsay] «

91 C PYO
L'6C 8¢ duo oN e (SunfeWw-UoISIAP
889 88 spuary/A[rure | [edTpawr ur 2A[oAUr 03 juem no4 spdoad 1apo
00 0 asampN 2191} a1k J[PsinoA pue uenisAyd ayy sapisag
SUD[EW-UOISIAP [edIPAN
STl 91 Ayqrsuodsar pareyg
a'gg (Y4 10300p 9Y], JOUM Uay} anssI 9y} asted pnoys ,13y3o, I
LT1L 16 PUYO
€8¢ 9¢ (yuaned ayy) nox q¢NSST A} ASTRI P[NOYS OYAA
91 4 PYO
081 €C auo ON
|74 001 spuary/A[rure |
80 1 asInN e UDAIS ST UOTjRULIOjUT UaYM (3sT[eDads aup
6'¢ o o pue jasmo£ sapisaq) yuasaid aq pmoys oym
91 4 LPy10
0L 6 spuaLy/Arue]
¢ot €l asmp
6'9% 09 dd
SY6 121 jsireadg +{ UOTJRULIOJUT 9} 9AI3 P[NOYS OYAL
Sura1d uoneurioyuy
S9sed JO 9, N

(8TI=N) [erd3uag ur Sunjewr-uoIsaP [edrpawr pue Jurard-uoneurroyur
ur A[rurey pue speuorssajyord ared-yj[eay Jo jusuraAjoAur oy} Surpre8ar sadudIdyaI] i d[qe.L



‘(depraao0 reuonmuygep) spqerrea juspuadap Yim juspuadopur Jo AJLIBSUT[OON[NUW ([9POW UL PAIAIUD JON »
*3[qeLIEA SNONUK{UOD € SE PIIdJUD Sem a3V q

‘S[opOW UOISS1331 dD1YSIS0 AJLLIBANW WOLJ S[EAISUT 9DUIPILIUOD % GG UM OLEY SPPO e

“10°0 > dN[eA- 4, GO0 > dN[BA-( , JULdYIUSIS J0U = SN ‘A10397ed 9dUBISJAI = JaI ‘oney SPPO = JO

80°0 €ro 11°0 610 820 0 L0 2 1PSeN
- - - - - - - (Jo1) ON  MaIAILIUI 210Jq
SN SN (£8°0-61°0) «1¥°0 SN SN SN (6'8€-T0) €6 SO PIM jse| Ul ureq
Aoueypadxs
- - - - - - - (3o1) ON 9JI] UO PIAIII
SN SN SN (Te-¢1) ¥C (S8-LT) ++8°€ (8'8H1) +:9°€ > Sak uoreuLIOju]
- - - - - - - (Fa1) (paymury) o< snjejs
SN SN SN SN SN SN SN (ea1V) 0 DURUWLIOIDJ
- - o = = - - (3a1) T=< 91008
@111 +L€ SN SN SN SN SN SN 0 -A1prqrowo)
_ - - - - - - (3a1) sso]
SN SN SN (99-¢1) 46T SN SN SN YIUOW B 30U0 JSBI[ 1Y D YIM JPrju0)
E E = = = = = (301) uoner(re
SN (£6°0-GT°0) +8€°0 SN SN SN (£7°0-£00°0) ££S0°0 SN uonesuoford aj/en)  [e08 jusumeal],
- - - - - - - (391) snor3ra1 J0N
SN (96'0-81°0) +2F°0 SN SN SN SN SN sno3Ry uor3rey
- - - - - - - (J21) SI9YIO YM ‘DO
SN SN (£9TT) +6C SN (824°T1) 87T (#SI-61) L¥ SN suofe SWOl]  uonenyIs Surary
- - - - - - - (Jax) oN
SN (86°0-91°0) +6€°0 SN SN SN SN SN SaX Touwre g
- - 5 = - - - (391) Ly1819ATUN/ATEPUODAG
SN SN SN (I'T1-€1) +8¢€ SN SN (05°0-70°0) ++¥1°0 [00YpSs Arewtr ] uoneonpy
SN SN SN SN (86'0-06'0) +¥6'0  (66°0-68°0) +¥6°0 SN @3V
(£T1=N)
(TT1=N) (£T1=N) (821=N) [e1oual #TI=N) soysHRpeIeYD Judled
SUOISIDAP SUOISIDAP SUOISIDAP ul SUoISIAp SUOISIDAP (S21=N) (821=N)
9jI[-Jo-puy Igjsuelr], Jusujeal], [ed1paN 9JI[-Jo-puy aIed aAnjer[eJ Aoueyadxa ay1]

SuneW-UoISIAP I9A0 [0IFU0D 10}00P

SNSI9A J0I3U0d Juarjed/pareys 10] duaIajaId 10] (1D %S6) MO

sasuarayard uonedonreg

uorjeuLIOJUT SuTjUEM JoU
sns1aA uoneuLIOjur unuem 105 (1D %S6) YO
saduarayaxd uoryeurioyuy

(82I=N) SUOISI3p Tedrpaur ur uorjedprred pue uoneurIoyur 10y 3dUaIdJa1d s jusanyed e YjIm pajeOsse SOINSLIAILIRYD JUSTIE G d[qe],



Chapter 2: Information and participation preferences

2.4 Discussion and conclusion
2.4.1 Discussion

Almost all newly diagnosed advanced lung cancer patients wanted information
about their diagnosis, treatment options and prognosis while somewhat fewer
wanted information about palliative care and end-of-life decisions. Preferences
regarding decision-making varied according to the type of decision: the number of
patients who wanted personal control over decision-making increased across the
specific medical decisions, from treatment to transfer to end-of-life decisions, and
was much higher compared to when asking about decision-making in general.

Our finding that most patients wanted information on disease and treatment-related
matters is consistent with other studies of cancer and advanced cancer patients
(8;9;33). Less researched in advanced cancer patients are preferences for information
about palliative care and ELDs: the majority of patients (63% and 57% respectively)
in our study wanted this information. In comparison, in a study where incurable
metastatic cancer patients were asked when they wanted to discuss issues about
dying and palliative care, one third said at diagnosis, one third later and one third
said never or that they were unsure (33). It is worthy of note that 18 lung cancer
patients (14%) had already discussed ELDs with the treating physician: for 13 of
these patients euthanasia was the most important decision. This emphasis on
euthanasia can be explained by the increased acceptance of euthanasia in Belgium
over the last decade, resulting in the Belgian euthanasia legislation of 2002 (34).

Fifteen percent of patients wanted personal control over treatment decisions, 25%
over transfer decisions and 49% over end-of-life decisions. This finding demonstrates
that preferences of patients for personal control over decision-making varies by
decision context. Apparently few patients want to be involved in medical decisions,
but more want their say in personal choices and even more in existential matters. The
study is also one of the first to show that patterns of responses seen when we ask
patients about preferences in general are very different to their specific preferences:
only 9% of patients wanted personal control over medical decisions in general.

Compared to other studies of advanced cancer patients, many patients in this study
preferred to give the doctor primary control over the treatment decision-making
process (one third versus two thirds) (4). Several explanations are possible. Firstly,
lung cancer is perceived (correctly) as a particularly deadly disease and it has been
suggested that patients who are more severely ill tend to entrust their physician with
more control (35). Secondly, contrary to other studies, we measured participation
preferences by referring to a real treatment decision that had actually been taken in
the last two months. The patients in our study were newly diagnosed, had recently
been given bad news by a hospital physician they had just met and had faced
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important treatment decisions. In this situation it is conceivable that the preference
for participation is less than when one is asked to rate one’s participation preference
in a hypothetical situation or “in general’. Thirdly, cross-national differences might
play a role: countries might differ in acceptance or preference for physician
paternalism, whether for cultural reasons or legal or regulatory reasons like the
prevention of tort litigation.

Our results confirm that most patients who are seriously ill strongly desire their
family members to be present when the physician gives them information and when
medical decisions are made. Patients seem to have a clear need to have trusted allies
present in dealings with the physician, when confronted with serious disease and
with sometimes complex health-care systems. It seems that the presence of family or
friends provides significant support for the patient. The GP has a similar supporting
role in end-of-life care. Patients who have been in frequent contact with their GP (at
least once a month) preferred more shared or patient control over decision-making in
general than patients who had less or no contact with their GP. This demonstrates
that the GP can play a special role in empowering patients to adopt more decisional
control.

One difficult task patients with advanced lung cancer and their families face is
coping with bad news. In our study, a minority of patients were reluctant to confront
delicate issues such as life expectancy and especially palliative care and end-of-life
decisions. However, the results of the study show that these preferences for
information may shift depending on changes in the patient’s situation (situational
factors). Patients who experienced pain, for instance, were far more likely to want
information about life expectancy than patients with no pain. Likewise, patients who
were informed about their life expectancy were more likely to want information on
palliative care and end-of-life issues. Furthermore, when the treatment goal is
palliation and not life prolongation, patients were more open to information on
palliative care.

Several studies on cancer patients demonstrated an association between a higher
educational level and a preference for more involvement in decision-making (36). In
this study, we found the opposite with regard to medical decision-making in general.
An explanation might be that we studied patients who had been newly diagnosed
with cancer in an advanced stage, rather than in an early stage, as did most other
studies. It is possible that patients with a higher educational level were better aware
overall of the gravity and terminal nature of their illness (e.g. we know that they
were more likely to want information about life expectancy) and that this awareness
led to a preference for less involvement in medical decisions in general.
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A clinical characteristic that was significant in the patients studied here was their
comorbidity: patients with comorbidity were less likely to prefer active involvement
in end-of-life decisions than patients without. This is in line with the finding that
patients who are more ill tend to be more passive in decision-making (35). The more
complex the disease situation, the more the physician must accept being entrusted
with decisions.

This study has several strengths. Firstly, we studied information and participation
preferences regarding actual medical decision-making rather than vignettes of
hypothetical situations, and we did this in a vulnerable and under-researched
population of advanced cancer patients. Secondly, this research was not restricted to
a convenience sample, but aimed to address each consecutive patient at the
participating centres. Thirdly, data on the involvement of family and other health-
care professionals in information-giving and patient participation were also
collected. However, the study also has some limitations. A number of hospitals
refused to participate because they lacked interest in communication studies, or
because they did not want to overburden their patients. Hospitals without an
oncology programme or whose programme was limited, and physicians not
affiliated with a hospital despite treating NSCLC IIIb or IV patients, were not subject
to selection. Another source of potential bias is that some physicians may have
omitted to recruit some patients into the study. In comparison with patients within
the inclusion criteria who were not asked to participate in the study or refused
participation, the patients included had a higher performance status and estimated
life expectancy. The patients included who were interviewed had a better
performance status than those not interviewed. Therefore some caution is indicated
in generalising from the data. An additional limitation concerns the use of face-to-
face interviews instead of self-administered questionnaires: patients might have been
inclined to give socially desirable answers in the presence of an interviewer (37).

2.4.2 Conclusion

This study supports the proposition that as part of a patient-centred approach
physicians might do well to inquire up front about patient preferences for
information and their desired level of participation (16). A novel finding is that they
should not only check the general information and participation preferences of their
patients but also the specific ones, because preferences differ depending on the topic
of information and nature of the decision to be made. Physicians should also verify
whether their patients want their family to be present in the information-giving and
decision-making process and if they want their GP to be updated regularly.
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2.4.3 Practice implications

Certainly in advanced lung cancer patients where delicate information has to be
imparted and important decisions have to be made regarding treatment, location of
care and end-of-life options, physicians should stay constantly alert to the
information and participation preferences of the patient and his/her family.
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Abstract

We examined the degree to which newly diagnosed patients with advanced lung
cancer wanted to be informed and involved in medical decision-making, and
whether the patients felt their preferences were met. Patients from 13 hospitals in
Flanders were interviewed with a standard questionnaire. A total of 128 patients
(68%) participated. Of the patients who wanted to be informed about life expectancy,
half (53%) reported they were informed, and of those who wanted to be informed
about palliative care and end-of-life decisions, 25% and 31% said they were
informed, respectively. With regard to participation in medical decision-making (in
general, about treatment, transfer or end-of-life), patients who preferred the doctor to
make decisions or those who preferred to make the decision themselves often
achieved this (in their perception), while patients who wanted an in-between
position with some involvement, often did not. To conclude, preferences of patients
with lung cancer for information concerning delicate topics and for shared decision-
making with the physician were not well met.
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3.1 Introduction

When faced with a diagnosis of advanced cancer, patients have to cope with
emotionally taxing information and decisions concerning treatment, location of care
and advance care planning (1-3). Research has demonstrated that a physician’s
attitude of openness and partnership has beneficial effects for the patient, but not all
patients with a life-threatening disease want to be informed in detail or want to
participate in the different medical decisions (4-6). Therefore some authors have
suggested that physicians should also be flexible and adjust their communication
and decision-making efforts to the specific preferences of their individual patients
(7;8). However, little is known about the degree to which physicians meet the
information and participation preferences of patients with advanced cancer, or about
the effect of good or poor matches on patient outcomes.

Several preference match studies in patients with cancer and advanced cancer have
demonstrated that most patients were dissatisfied with the provision of information
(8-11). With regard to participation in decision-making over treatment, the
proportion of patients whose preferences were met varied considerably between
studies (11). In a study of 233 cancer outpatients, one third of whom were treated
with a palliative intent, 34% of patients reported a match between preferred and
actual decision-making roles, 37% were less involved and 29% were more involved
than they wished to be (12). On the other hand, in a study of seven terminally ill
cancer patients, there was high compatibility between desired and actual
participation in decision-making, at least in the early stages of hospital treatment
(13).

Several patient outcomes (anxiety, satisfaction) have been investigated in relation to
meeting patients’ information and participation preferences (12). In a study of 205
patients with breast cancer, quality of life was measured but not significantly related
to patient reports of a match between preferred and actual involvement (14).

Preference match studies in advanced cancer are thus far seldom and limited to the
topics of diagnosis, treatment and prognosis. They do not examine the equally
relevant topic of information about palliative care and end-of-life options and
decision-making for these issues. Advanced non-small-cell lung cancer (NSCLC), a
disease with a high incidence and limited life expectancy, has not yet been studied
with regard to preference match. The research questions of this study were:

1. To what extent are advanced lung cancer patients” preferences regarding
information about diagnosis, prognosis, treatment options, palliative care and end-
of-life decisions (ELDs) met?

2. To what extent are patients” preferences regarding participation in medical
decisions in general and specifically in treatment, health-care-setting transfers and
ELDs met?
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3. Do patients whose information and participation preferences are met have a higher
quality of life?

3.2 Methods

Over 1 year, pulmonologists and oncologists from three university and 10 general
hospitals in Flanders, Belgium, invited consecutive patients with an initial diagnosis
of NSCLC, stage IIIb or IV, to participate in the study. The inclusion criteria for
patients were: at least 18 years old, Dutch-speaking and able to be interviewed.
Within 2 weeks of inclusion, patients who gave written informed consent were
interviewed by trained psychologists, nurses or interns using a standard
questionnaire in a setting where the patient felt comfortable (home, hospital).

3.2.1 Inclusion form

The pulmonologist or oncologist gathered data on patient characteristics, including
age, sex, educational level, treatment intention, estimated life expectancy,
comorbidity (15;16), and performance status (17) (Table 1).

3.2.2 Patient interview

1) Information preferences and level

The patients had to describe how they would like the information exchange between
themselves and their physician to take place, and how it actually took place. For this
purpose, patients were asked if they agreed with statements about wanting information
in general and about six specific disease-related information topics (6-point rating scale,
from “totally disagree’ to ‘totally agree’). Subsequently they were asked whether they
had effectively been informed or not. The items are mainly based on existing
questionnaires (18;19).

2) Satisfaction with the information

For every information topic, patients who stated that they had been informed were
asked to evaluate this information as the preferred amount, less than preferred or more
than preferred.

3) Participation preferences and level

To assess participation preferences and level in medical decision-making, we adapted
the control preference scale which has frequently been used in previous studies with
cancer patients (12;20). For medical decisions in general and important actual treatment
decisions, transfer decisions and ELDs during the 2 months preceding the interview,
the patient was asked whom he wanted to make the decision (preference) and who
actually made the decision (level). The patient had to choose one of five responses: 1)
the doctor on the basis of his/her knowledge, 2) the doctor but taking my opinion
strongly into account, 3) myself and the doctor together on an equal basis, 4) myself but
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taking the doctor’s opinion strongly into account and 5) myself on the basis of the
information I have or receive . The first two statements represent a preference for
doctor control over decision-making: doctor control with (1) and without patient input
(2). The third statement represents a preference for shared control with the physician (3)
and the last two statements represent a preference for patient control: patient control
with (4) and without doctor input (5).

4) Quality of life

Item 15 of the EORTC QLQ-C15-PAL quality of life scale was used: patients had to rate
their overall quality of life during the past week on a 7-point rating scale (‘very poor’ to
‘excellent’) (21;22).

The patient interview was pilot-tested with seriously ill cancer patients for content
validity, understanding, acceptability and burden.

3.2.3 Ethical approval

The anonymity of the patient was guaranteed. The study protocol was approved by the
Ethical Review Boards of the University Hospital of the Vrije Universiteit Brussel and of
all participating hospitals.

3.2.4 Statistical analysis

The responses to the information preference statements were dichotomized into ‘yes, I
want information’ (tend to agree to totally agree) and ‘no, I don’t want information’
(totally disagree to tend to disagree) and were subsequently cross-tabulated with the
yes and no responses to the corresponding information level questions. With regard to
participation, the same method was used. In this way, for every information topic and
medical decision, groups were formed of patients who were informed or participated
as preferred (match), and patients who had either more or less information and
participation than they wished (mismatches).

The groups of patients formed were compared for quality of life, by means of the
independent-samples t-test. As the groups had to consist of a sufficient number of
patients, comparisons were only made for some information topics (chances of cure, life
expectancy, palliative care and ELDs) and medical decisions (medical decisions in
general and treatment decisions), and were limited to the group of patients whose
preferences were met and the group of patients who had less information or
participation than they wished. If a match or mismatch between preference and
perceived level of information or participation was associated with a patient’s quality of
life at the 0.05 level, logistic regressions were conducted with preference match as a
dependent variable and quality of life as an independent variable. Independent
variables besides quality of life were variables listed in table 1.

The data were analysed with the statistical software package SPSS 17.0.
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3.3 Results

Over 1 year, the participating physicians screened 291 patients with advanced lung
cancer, of whom 196 conformed to the inclusion criteria. Of these patients, 152 were
included and 44 were not because they refused participation (36) or were not asked
to participate (8). At the time of the interview, 24 patients could not participate
because they had died, were too ill or could not be contacted, leaving 128 patients
who were analysed (68% participation rate). The patients included had a higher
performance status (P=0.006, Mann-Whitney U test) and mean estimated life
expectancy (10.3 versus 8.3 months since diagnosis, P=0.014, independent-samples ¢-
test) than patients who were not included but conformed to the inclusion criteria; the
patients interviewed had a higher performance status than patients who were
included but not interviewed (P=0.011, Mann-Whitney U test).

3.3.1 Sample characteristics

The mean age of the patients was 64.4 years (SD=9.7); most patients were male
(79.7%), receiving chemotherapy (82.0%) and had a median estimated life
expectancy of 10 months (range 2-24 months). All patients reported that a treatment
decision had been made in the 2 months prior to the interview; the most important
decision was starting chemotherapy for 65.6% of patients. Of the patients, 47,7% were
transferred from home to the hospital or vice versa, and 14.0% had made an ELD in
advance. See Table 1.

3.3.2 Meeting patient preferences for disease-related information

Practically all patients wanted information when asked in general (97.7%) and about
diagnosis (99.2%), treatment options (97.6%), chances of cure (96.9%) and life
expectancy (88.2%), and of these patients respectively 95.2%, 96.9%, 90.2%, 75.6% and
52.7% reported that they received this information. With regard to palliative care and
ELDs, more than half (63.5% and 56.8%) of the patients preferred information and
25.0% and 31.0% of these patients reported that they were given information. On the
other hand, the considerable minority of patients who didn’t want to be informed
about these topics said they were hardly ever informed (95.7% and 98.1% of
patients). See Table 2.

Of the patients, 83.6% reported that neither the treating specialist nor any other
physician (e.g. GP) had asked them how much information they wanted. Satisfaction
with information received ranged from 88.4% (treatment options) to 95.8% (chances
of cure).
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Table 1: Characteristics of the advanced lung cancer patients studied
Participants (N=128)

Characteristics reported by the physician N %
Age <=54y 21 16.4
55-64y 40 31.2
65-74y 45 35.2
>=75y 22 17.2
Sex Male 102 79.7
Female 26 20.3
Education Primary school 24 18.8
Lower secondary 42 32.8
Higher secondary 40 31.2
University 22 17.2
Treating hospital University 59 46.1
General 69 53.9
Treatment goal Cure 9 7.0
Life prolongation 91 71.1
Palliation 27 21.1
Other (no treatment) 1 0.8
Performance status? 0 31 24.2
1 81 63.3
2 11 8.6
3 3 2.3
4 2 1.6
Estimated life expectancy 0-6 months 28 224
on inclusion® 7-12 months 75 60.0
>12 months 22 17.6
Most important recent medical decisions made Participants (N=128)
according to the patiente N %
Treatment decision Starting chemotherapy 84 65.6
Starting radiotherapy 11 8.6
Starting experimental 6 47
therapy
Other 27 21.1
Transfer decision From hospital to home 43 33.6
From home to hospital 18 14.1
Advance end-of-life Do not resuscitate 1 0.8
decision¢ Non-treatment 0 0.0
Euthanasia 13 10.0
Other 0 0.0

2 Performance status according to ECOG: Eastern Cooperative Oncology Group,
ranging from 0=fully active to 4=completely disabled.

b Missing values for ‘estimated life expectancy on inclusion’ n=3.

¢ Recent medical decision: made within 2 months prior to the interview.

418 patients made end-of-life decisions in advance but four did not mark the most
important one.
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3.3.3 Meeting patient preferences for participation in medical decision-making

A considerable number of patients preferred doctor control over decision-making
without input from the patient for medical decisions in general (27.6%) and decisions
about treatment (46.9%) and transfer (39.1%). In all these decisions, 90% of patients
reported that they achieved this preference (range 85.7-92.1%). Patients who wanted
some input in doctors’ decision-making or wanted shared decision-making reported
that they achieved this in 43.7% (medical decisions in general), 46.9% (treatment) and
23.5% (transfer) of cases. Of the small number of patients who wanted personal
control over decision-making, 58.0% reported that this preference was met in medical
decisions in general, 79.0% in treatment and 71.0% in transfer decisions.

Overall, most patients reported that they participated as preferred in medical
decisions in general (56.7%) and in treatment (69.5%) and transfer decisions (71.0%);
those patients who didn’t participate as preferred most often participated less than
preferred rather than more than preferred: 33.1% of patients participated less than
preferred in medical decisions in general, 21.9% in treatment decisions and 19.4% in
transfer decisions.

Almost all patients who made an agreement with the physician on one or more ELDs
to be implemented in the future (advance care planning) wanted to make these
decisions themselves and effectively did so (patient control), resulting in a 94.1%
match. See Table 3.

3.3.4 Meeting patients’ information and participation preferences and quality of
life

Patients with advanced lung cancer who, at the beginning of their disease trajectory,
wanted information about chances of cure and reported that they were informed
about this topic had a significantly higher quality of life than patients who wanted
information and were not informed (P=0.004). We could make no inferences about
patients who did not want information about chances of cure because they were too
limited in number (n=4, 3% of all patients). The correlation observed persisted when
controlling for the effects of socio-demographic and clinical patient characteristics in
a logistic regression (P=0.01).

Patients reporting that their information preferences regarding life expectancy,
palliative care and ELDs were met, were not significantly more likely to have a
higher quality of life than those patients who reported that their preferences were not
met. Similarly, patients reporting that their participation preferences were met, were
not more likely to have a higher quality of life. See Table 4.
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Table 4: Mean quality of life of patients with advanced lung cancer whose information
and participation preferences were met and not met

Group 1: Group 2:

Preference met Preference not met=.
Preference Mean quality of life® (N) Mean quality of life® (N) P-value
Information preference about:
Chances of cure 58.1 (N=95) 44.4 (N=30) 0.004*
Life expectancy 54.3 (N=74) 55.0 (N=53) 0.856
Palliative care 53.1 (N=64) 56.9 (N=60) 0.351
End-of-life decisions 55.1 (N=75) 55.4 (N=49) 0.936
Participation preference in:
Medical decisions in general 56.0 (N=72) 51.6 (N=42) 0.329
Treatment decisions 56.4 (N=89) 49.4 (N=28) 0.162

* P<0.05 for test of association with meeting patients” preferences: independent-samples ¢-
test.

a Preference not met: for information = wanted information but not informed; for
participation = participated less than preferred.

b Quality of life is measured by item 15 of the EORTC QLQ-C15-PAL, scores range from
O=very poor to 100= excellent.

We also examined whether the patients’ perception that information and
participation preferences were met, was related to the patients” age, sex, educational
level, the presence of a partner, performance status and estimated life expectancy:
patients who were younger were less likely to have their information preferences
(preferences for wanting or not wanting information) met with regard to palliative
care and ELDs than patients who were older (P<0.01).

3.4 Discussion

The main findings of this study were: 1) although a majority of newly diagnosed
patients with advanced lung cancer wanted information about life expectancy on the
one hand and palliative care and end-of-life options on the other, only one half and
one quarter, respectively, of these patients reported that they were informed; 2)
patients who preferred doctor control without patient input or personal control over
treatment, transfer and advance end-of-life decision-making frequently achieved this
preference in their perception, but patients who preferred an in-between position of
some input or shared control with the physician did not; these patients were most
often less involved than they wished to be; 3) no association was found between
meeting patients” information and participation preferences (in the perception of the
patient) and quality of life, except with respect to the preference for information
about chances of cure.
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A strength of the study is that we succeeded in including a large number of patients
with advanced lung cancer in this study. This population of patients with advanced
lung cancer has not yet been studied with regard to degree of preference match. We
also attempted to cover most relevant information topics and decisions that were
actually made. The study has also some limitations. Firstly, patient preferences were
assessed after the consultations and may have been influenced by information
received and decisions taken then, giving physicians no time to assess and meet the
new preferences. Secondly, there may have been selection effects at the level of the
participating doctors. The latter’s interest in the research themes and sensitization by
the questionnaire may have influenced their clinical behavior and caused a
Hawthorne effect. Thirdly, patients with a higher-than-average estimated life
expectancy and performance status were over-represented in the study sample. The
possibility that some physicians may have been less strict with the instruction to
screen every consecutive patient, may have added to selection biases.

The results show that physicians are less prone to giving information relating to
death or short life expectancy than information that is more oriented towards
‘dealing with the disease’ or ‘treatment options’. With regard to palliative care and
ELDs, only a quarter of patients who wanted information said that they were
informed. Patients themselves are divided as to the degree of information they want
about issues of limited life expectancy and palliative and end-of-life care. Maybe this
is why physicians take a prudent stance in providing information. However,
physicians only inquired how much information the patient wanted in 16% of cases.
It has been proposed that this be done systematically in Belgium, but this
recommendation has not yet been integrated into treatment guidelines (23). Of
interest in this context is a recent study of oncologists reporting that they
communicate terminal prognoses only when specific preferences for prognosis
information are expressed (24).

With regard to participation in treatment and transfer decision-making, about 70%
achieved their preferred participation. Compared with other studies in patients with
cancer, this degree of match is one of the highest observed (12;25-28). However, only
those patients with a preference for doctor control without patient input or personal
control over decision-making often reported that the decisions were made in this
way, while patients who preferred the middle position of some involvement and
shared decision-making with the physician often reported that the decisions were not
made in this way. It may be that patients who prefer a middle position in medical
decision-making are more critical or more open to nuances, and for this reason more
often report that their preferences are not met. However, the ‘nuances” were mostly
in one direction: most patients reported having less participation than they wanted,
rather than more. A more likely explanation is that the physicians were less able to
adapt well to patients who preferred some involvement in decision-making. It seems
that physicians are inclined to take an active role unless the patient clearly states
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otherwise at which time they surrender control, but that they are hesitant to interact
with the patient and make decisions together. Reasons for this hesitance may be the
complex and devastating nature of lung cancer or the fact that clear patient choices in
this disease, contrary to other cancers, are not well documented in literature. More
research is needed on how and on which important topics (e.g. the intent of
treatment: palliation versus life prolongation) lung specialists might offer choice and
the option for discussion with those patients who prefer to do so.

About 10% of patients had already made arrangements with the physician for life-
shortening ELDs (here mostly euthanasia) by advance directives or advanced care
planning. These patients preferred to make these decisions themselves and reported
that they actually did so. This finding seems to confirm that physicians are open to
active input from patients. This is probably due to the nature of the decision, in most
cases euthanasia, and was thus not only medical, but also existential. It also
corresponds to the Belgian law on euthanasia, which can only be requested by the
patient.

This study revealed no clear indication of an association between meeting patients’
preferences (according to the patient) and their quality of life, except for the
preference for information about chances of cure. Patients who wanted information
about chances of cure and reported that they were informed had a significantly
higher quality of life than patients who were not informed. However, more research
is needed because no inferences can be made about the causality of this association,
especially since physicians might be more inclined to give information to patients
who have a better quality of life. It also has to be discerned whether the positive
effects on quality of life are caused by the fact that patients no longer have to live in
uncertainty or are given falsely positive information evidently leading to a higher —
short term — quality of life.

In conclusion, the preferences of patients newly diagnosed with advanced lung
cancer were met fairly well, according to the patients. Physicians frequently did not
meet the preference of a number of patients regarding being informed about issues
related to the lifespan-limiting aspects of lung cancer, and in collaborating with the
physician in the decision-making. It is advisable that physicians regularly and
actively assess specific information and participation preferences to ensure that all
patients’” preferences are known.
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Abstract

Introduction:
Objective is to explore changes over time in the information and participation
preferences of newly diagnosed stage IIIb/IV non-small-cell lung cancer patients.

Methods:
Patients were recruited by physicians in 13 hospitals and interviewed every two
months until the fourth and every four months until the sixth interview.

Results:

128 patients were interviewed once, 13 six times. The overall rates of wanting
information or participation did not change much over time, but many individual
patients changed their minds. Looking at the first three interviews over a period of
four months (N=67), we observed that: 1) the preferences for information about
diagnosis, prognosis and treatment were stable: practically all patients wanted this
information shortly after diagnosis and kept on wanting it; 2) the preferences for
information about palliative care and end-of-life decisions with a possible or certain
life-shortening effect (ELDs) were unstable: of the patients who didn’t want this
information, a quarter changed towards wanting it, and of those who wanted this
information, 39% (palliative care) and a quarter (ELDs) changed towards not wanting
it; 3) the preferences for participation in medical decision making were also unstable:
from 50% to 78% of patients, depending on the type of decision (in general,
treatment, transfer, end-of-life), changed their preference towards wanting more or
less participation. Changing preferences were associated with patients” quality of
life: patients in a worse physical condition were more likely to persist in wanting
information about palliative care and ELDs, and those with more pain were more
likely to want more involvement in medical decisions in general and in transfer
decisions as time passed.

Conclusions:

Doctors should ask their advanced lung cancer patients at the beginning of their
illness how much information and participation they want, and should keep on
asking them because preferences do change over time in ways they might not expect.
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4.1 Introduction

There is a broad consensus that in physician-patient communication, for both ethical
and clinical reasons, providing information to patients about their disease and
treatment options and involving them in medical decision-making are important
tasks (1-4). However, especially in a serious illness with limited life expectancy such
as advanced cancer, some patients may be reluctant to be fully informed or involved
(5;6). Therefore, various authors have suggested that physicians have to be flexible
and adjust their communication and decision-making behavior to the specific
preferences of the individual patient (7;8).

There are several studies on the preferences of (advanced) cancer patients for
information and for participation in medical decision-making (9-12). However, these
are mostly cross-sectional and little is known about whether and in what direction
the preferences of cancer patients change over time throughout the illness trajectory
nor about the mechanisms of such changes. Insight into change of preferences over
time could help physicians to adjust their communication, optimise the patient-
physician relationship and possibly promote patient well-being.

One study compared the information and participation preferences of cancer patients
before and after a consultation with the physician and before a second consultation
(13). It was found that general preferences were stable in the short term, while in the
long term they were not. Situational factors were important: patients who attended
for a routine follow up were more likely to move towards preferring more
involvement in decision-making than were those whose condition had worsened.

The aim of this study was to examine changes over time in information and
participation preferences in advanced lung cancer patients. Lung cancer patients
were studied because of the high incidence of this disease and the lack of studies on
information and participation preferences in this population (14;15). The preferences
of the advanced lung cancer patients shortly after diagnosis have been described
elsewhere (16). We observed that almost all advanced lung cancer patients wanted to
be informed about their diagnosis, treatment options and chances of cure, slightly
fewer about life expectancy (88%) and a small majority about palliative care and end-
of-life decisions with a possible or certain life-shortening effect (ELDs). The
participation preferences differed depending on the type of decision: the number of
patients wanting personal control over decision-making was the lowest for treatment
decisions, somewhat higher for decisions about transfer to health-care settings and
the highest for ELDs, all of which were higher than for medical decisions in general.
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The research questions of this study were:

1: Do preferences of advanced lung cancer patients concerning information and
participation in medical decision-making change over time?

2: What are the characteristics of patients with stable versus evolving preferences?

4.2 Materials and methods

We studied non-small-cell lung cancer (NSCLC) patients who had recently been
diagnosed with stages IIIb or IV and attended one of 13 hospitals in Flanders,
Belgium (3 university and 10 general hospitals). The participating 21 pulmonologists
and two oncologists were instructed to recruit every consecutive patient with an
initial diagnosis of NSCLC IIIb or IV over one year. Other inclusion criteria were
being at least 18 years old, Dutch-speaking and physically and psychologically able
to participate in the study. Patients had to give written informed consent and were
contacted within two weeks of inclusion by trained interviewers (psychologists,
nurses, interns) for an interview with a standard questionnaire. After each interview
the patient was asked for his or her agreement to take part in another interview, up
to a maximum of six. The time between interviews was two months up to the fourth
interview and four months up to the sixth; the reason for increasing the interval was
not to overburden those patients who had already taken part in four interviews over
a short period of time.

The recruitment period lasted from February 2007 to February 2008 (12 months), and
the last interview took place in May 2009.

4.2.1 Measures

Socio-demographic and clinical patient characteristics were recorded by the
physician at inclusion, including age, sex, educational level, whether the patient lived
with a partner, place of residence, religion, type of treatment, intention of treatment,
estimated life expectancy, whether the patient had a GP, frequency of contact with
their GP, co-morbidity (Charlson (17;18)) and performance status (ECOG (19)) .

The patient interview consisted of a structured questionnaire including several
question lists and scales. Information preferences were assessed via seven items, first
information preference in general and further with regard to six specific medical
information topics: diagnosis, chances of cure, life expectancy, treatment options,
palliative care and end-of-life decisions with a possible or certain life-shortening
effect (ELDs). The preferences were presented in the form of statements which
patients had to rate on a 6-point rating scale (from totally disagree to totally agree).
The general information preference statement was: ‘In general, I want to be fully
informed’. Palliative care was defined as ‘comfort care only, for patients who cannot
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be cured” and ELDs were defined as ‘non-resuscitation orders, options to accelerate
the end of life, and options to forgo or withdraw life-prolonging treatments’. The
achieved information level was also assessed by asking the patients whether they
had been informed in general and about the specific topics (yes or no). The question
lists were based on existing questionnaires for cancer patients with confirmed
validity, reliability, responsiveness and burden, and on data from qualitative
research into incurable and terminally ill patients (20;21).

Participation preferences were measured using an adaptation of the control
preference scale, which is frequently used in cancer studies (12;22). Patients were
asked the question “Who do you want to take such decisions?” and had to choose one
of five possible responses: 1) the doctor on the basis of his/her knowledge, 2) the
doctor, but strongly taking my opinion into account, 3) myself and the doctor together
on an equal basis, 4) myself, but strongly taking the doctor’s opinion into account and
5) myself, on the basis of the information I have or receive. The first two statements
denote a preference for primary doctor control over decision-making: doctor control
without (1) and with patient input (2). The third statement (3) represents a preference
for shared control with the physician and the last two statements represent a preference
for primary patient control: patient control with (4) and without (5) doctor input.
Patients were given the adapted control preference scale in relation to four situations: 1)
medical decisions in general, 2) treatment decisions, 3) transfer decisions and 4) ELDs.
We asked patients to wherever possible consider decision situations that had actually
taken place in the two or four months before the interview. For this purpose we
recorded actual past decisions using a self-developed list of possible decisions, based on
the input of physicians and on literature (14;23).

To measure quality of life, the Dutch version of the EORTC QLQ-C15-PAL was used,
an abbreviated 15-item version of the widely used EORTC QLQ-C30 (version3.0),
developed for palliative care (24;25).

The patient interview was pilot-tested with three advanced lung cancer patients of
whom two were interviewed once and one three times. The items were well
understood and accepted. All interviews were audio taped for quality control and
feedback to the interviewers, and for further analysis of the patient’s reaction to the
interview.

4.2.2 Ethics
Patients received a written explanation of the stu