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Background

Introduction

The starting point of my thesis was two observations made during an effort to include the
next of kin of patients with short life expectancy on a course. As we are located in a
department of oncology, we thought that a course offering information about various
aspects of challenges at the end of life would be welcomed. Instead, we experienced a
shortage of potential participants. The recruitment was done in a stepwise manner: we
approached the oncologists, asking them to point out patients with a maximum of 6
months’ expected survival. Patients who fitted this criterion were then asked by their
oncologist whether they thought that their closest relative(s) would be willing to participate
in the course. Finally, the relative was able to accept or refuse the offer. The course lasted

for 6 consecutive weeks, during which one of the four participating relatives was widowed.

Through this process we made two intriguing observations: (1) the huge difficulty in
recruiting participants despite the fact that potentially there were many who could have
benefited, and (2) a discrepancy in the perceptions of the patient and close relative with
regard to the seriousness of the physical condition and the remaining survival time. There
were several possible factors that could explain these observations pertaining to the patient
and his or her next of kin, but we suspected that some of the recruitment difficulties, as well
as the gap between patient’s and relative’s prognostic awareness, could be due to
physician-related factors. When we asked the oncologists why recruitment was slow despite
many potentially eligible participants, they seemed hesitant to point out which of their
patients actually had a life expectancy of less than 6 months. In addition, some colleagues
expressed concern that their patient would be devastated if he or she found out about the

short life expectancy.

Development of the current study
Despite advances in cancer treatment, oncologists will experience that approximately 50%

of their patients currently in treatment eventually dying from the cancer. Oncologists are
therefore regularly exposed to dying patients. They are expected to manage patients’ needs
for information, and emphasis is placed on communication skills. In fact, oncology is the

only Norwegian speciality where a course in communication skills is a compulsory part of



the specialist training. Given the emphasis on open communication in the oncological
community, how could patients and their relatives apparently be ignorant of the harsh
realities? With my starting point as an oncology registrar | wanted to explore the
oncologists’ contribution to the observed gap between the reality and patients’ and carers’

understanding of the situation. The present thesis is the result of these efforts.

Communication
The word communication, originating from the Latin communis, means sharing something in

common [1] . Hence, it can be defined as the process by which meanings are exchanged
between individuals through a common system of symbols. In the medical encounter the
patient’s illness narrative and the physician’s disease narrative play an important, but often
unrecognised, role. Most probably, the two narratives are far from identical, leading to an
imbalance in communication. The patient—physician relationship is asymmetrical, with the
patient in the more vulnerable role. Communication between the two must therefore take
into account this vulnerability, in particular when the issues are as sensitive as life and
death. The gap between such realities and expectations seems, however, to be growing, in
the general population as well as among physicians [2].

Changing realities in medicine

For many years cure was not achievable, and prevention and comfort were the mainstay of
medical practice [3]. Along with the technical and medical advances of the nineteenth and
twentieth centuries, diagnostic and curative capabilities eventually took over as the primary
focus of medical activity [4]. These developments dramatically improved survival of
previously fatal infectious diseases, which could now be effectively cured with a few weeks
on antibiotics. As the illness panorama has changed further, from communicable to chronic
diseases, over the last 60 years, medical practitioners can no longer expect to be primarily
engaged in cure. However, the medical profession appears to have adapted their role as
eradicators of disease more easily than their role of comforters of suffering [5]. At the same
time the expectations of what modern medicine can achieve seems to be growing in the
general population as well as among physicians. Also, the traditional asymmetrical patient—
physician relationship has become more symmetrical, due to the disappearance of the
monopoly on professional knowledge, new professional standards of transparency,

accountability and evidence-based guidelines [6] and new legislation on patients’ rights [7],



as well as a focus on patient autonomy. This seems to have influenced communication

between patients and physicians.

Truth-telling in medicine
The ethos of open, honest information and patient involvement in decision-making about

treatment make sense when the patient will have to live with the illness for many years.
However, the straightforward practice of telling the patient a truth implies that the truth is,
in fact, a fixed object which merely awaits verbalisation. If an objective static medical truth
existed, informing the patient of this truth can be seen as a procedure, rather than a
process. Of course, there is no such thing as one truth. The nature and evolution of a
disease, the treatment options, possible side effects and probable prognosis are objective
elements of truth in medicine. Two other dimensions are equally important: the subjective,
i.e. the patient’s perception of the illness, and the contextual, varying according to the

patient’s and the physician’s backgrounds [2].

Informed consent
A particular version of truth telling in medical practice is linked to informed consent. The

historical background can be said to be the Nuremberg Code, which subsequently led to the
Helsinki Declaration on medical ethics principles regarding experimentation on human
beings. Informed consent is a compulsory part of recruiting patients into medical trials, but
has impacted upon other areas of medical activity as well [7]. We need to find a way of
accommodating the patient’s right to know and influence the treatment strategies of their
medical care, together with the maintenance of hope, even when the prospects are bleak.
According to McKenna and colleagues, valid informed consent should include the following
elements: adequate information about risks and benefits; an ongoing process of
communication between the physician and the patient rather than a one-off event;
comprehension by the patient of detailed explanations provided in appropriate language
and at an appropriate reading level; voluntary and non-coerced consent; and adequate
documentation of the process used to obtain consent [8]. Straightforward as this may seem,
there are several challenges, one being related to the patient’s comprehension of the

situation and the procedural information given by the physician [9].



Prognosis
The potential risk and benefit of a particular treatment strategy are part of the prognostic

considerations, leading to a specific communication task in patient management. In the
early days of modern medicine, prognosis was linked to the mortality of a disease [10].
However, the ancient Greek meaning of the word was not restricted to medical matters, but
effectively meant to know beforehand. Later development of the word in Latin to
prognosticatio designated a prediction or forecast, especially of the future course of events
based on present observation — the probable outcome of a process or event [1]. In modern

usage prognosis is still not necessarily linked to medicine, but is widely used in the field.

Communication of prognostic information
Prognostication is the act of formulating and communicating a prediction. In medical

research with regard to communication of bad news, prognostication is rarely explicitly
mentioned. However, the gravity of a diagnosis is closely linked to the likely prognostic
scenarios. It is the prospect of a disease’s natural course, as well as the potential success or
failure of available treatment options that determine the disease’s severity. The additional
uncertainty in the prognosis of a disease, compared with the more straightforward and
dichotomous nature of a diagnosis, renders communication about prognoses particularly
challenging [11]. Research exploring prognostic information delivery is rather sparse,
particularly with regard to late illness [12-14], and there is little evidence for the best
method of communicating prognosis. Existing research displays a widespread opinion
among healthcare professionals that patients should be told the truth about their prognosis
[15-21]. However, in practice health professionals seem to avoid discussion of the topic,
withhold information or use language that is difficult for patients and carers alike to
understand [15;19;22-24]. Studies have pointed at the use of implicit rather than explicit
communication concerning prognostic information [25-27], and reluctance to discuss Do —
not — resuscitate orders with patients and carers [28]. Physicians’ tendencies to be overly
optimistic about their patients’ remaining survival time increases further the gap between
information imparted and actual survival [29;30]. When the physician avoids discussing the
prognosis with terminally ill patients, there are indications that patients misunderstand their
prognosis [20;31]. One study among patients suffering from chronic lymphocytic leukaemia
found an association between physicians’ use of euphemism and lower emotional quality of

life among patients [32]. Thorough information concerning the incurable cancer diagnosis,



aim of cancer treatment and life expectancy did not elevate levels of anxiety in patients in
an Australian study [33]. In a study measuring prognostic awareness and depression in
terminally ill patients the authors found higher levels of depression among the patients not
acknowledging their prognosis compared to those who demonstrated partial or complete
acknowledgement [34]. However, this association does not show a cause and effect
relationship. The lower incidence of depression among the prognostically aware could be
explained by the fact that those who are less depressed in the first place feel more
motivated to acquire information than do the more depressed patients. One consequence
of end of life discussions found in a study by Wright and colleagues was a reduction in
aggressive medical treatment near death [23]. This again was associated with better patient
quality of life, and again, improved bereavement adjustment among carers. A Swedish
population-based follow-up study exploring aspects of prognostic communication with
carers, found that a substantial proportion of bereaved spouses learnt about the incurable
condition of their wife’s cancer during the last week of life, if at all [35]. Among physicians in
intensive care units, although routinely engaged in discussing prognosis with carers, very
few checked if the family wished to be informed, and few checked if the information had
been understood [23]. A similar lack of negotiating the amount of information given to

carers was found in a study by Clayton and colleagues [36].

There are several possible explanations to the observed shortcomings in physicians’
communication of prognostic information. A reluctance among physicians to talk about
death, due to fear of evoking sad feelings in patients and carers, and a discomfort in relation
to own mortality has been found [37-40]. A lack of formal training in difficult end of life

discussions may lead to reluctance towards engaging in these tasks [11;41].

Physicians’ development of communication skills

Despite signs of a more symmetrical relationship between patients and physicians [6], there
is still some level of asymmetry with regard to knowledge and power. This asymmetry
necessitates vigilance on the part of the physician. For the patient, the illness is a personal
experience in his or her life, with a past, a present and a future, however short it might be.
For the physician, the focus is a professional one, concerning the diagnosis and other
objective dimensions of the disease, as well as a concern for the suffering patient. The

physicians cannot therefore just use their normal everyday communication abilities in the
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medical encounter. When the messages to be communicated are of a severe nature, such as
prospects of functional decline or short life expectancy, special skills and attention are
needed. Over the years different educational schemes have been developed to improve the
physicians’ communication skills and reduce their feeling of incompetence [11;41-43].
Efforts to improve the communication have resulted in guidelines and educational schemes
[44-47]. In Norway, communication courses have been part of the medical curriculum at all
the medical schools for more than ten years [48]. Despite differences in amount, timing and
content of the educational scheme between the different curricula, a comparable level of
skills was found across the medical schools at the end of the final year [49]. The
development of communication skills after graduation has traditionally been achieved
through watching the expert [50]. One Norwegian study found, however, that
communication skills failed to improve during internship [51]. The efficiency of the
compulsory communication skills training aimed at Norwegian oncologist registrars has not
been formally evaluated. However, educational schemes that take into account the
participants’ individual perceptions of particularly challenging areas are shown to be
effective, also at follow-up [50;52]. The usefulness of educational efforts depends, among
other things, on physicians’ willingness to change practice accordingly. Research into this
area is not conclusive. The practice of communicating unfavourable prognostic information
is complicated by the many conflicting considerations physicians have to take into account
[13]. Not surprisingly therefore, the developing of communication skills is a complex task.
For instance, patients’ and carers wish for information, although with some important
limitations, is relatively well established. However, when asking physicians if they would
change their communication practice in line with such research, most stated that their
practice would not change [53]. There is a relative scarcity of research exploring reasons for
this reluctance towards change [13]. Uncovering some aspects of physicians’ attitudes and
practices in relation to prognostication is the overall theme of this thesis. A thorough
understanding of the physicians’ considerations when communicating bleak prognoses
hopefully will contribute to the improvement of educational schemes as well as a more

targeted focus on the specific challenges as perceived by the individual physician.
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Aims of the thesis
This thesis includes three studies presented in four papers (I-1V) and has the following two
main aims:

1. To explore Norwegian physicians’ perception of their own practice with regard to
communication of prognostic information

2. Toinvestigate how underlying attitudes lead to communication practice.
More specifically these aims were explored through the following research agenda:

e To examine how Norwegian physicians use the poorly defined yet commonly used
prognostic term ‘terminal’ Furthermore, to examine whether demographic factors or
work experience affected physicians’ interpretation of the term ‘terminal’ (Paper ).

e Toinvestigate whether attitudes towards disclosure of prognostic information vary
by speciality, previous experience and demographic factors in a general physician
population (Paper ).

e Toinvestigate oncologists’ notions of how they communicate unfavourable
prognostic information and how they have acquired their communication skills.
Furthermore, to explore underlying considerations concerning what oncologists say
influences their clinical practice with regard to disclosure of prognostic information
(Paper Il1).

e To identify, name and structure the specific strategies applied by physicians and
patients to solve the intrinsic dilemmas in communication about prognosis (Paper
Iv).

12



Materials and methods
Three different study designs were applied: a postal survey among a representative cross-

section of Norwegian physicians; focus group interviews of oncologists; and an
observational study of medical encounters between rheumatologists and haematologists

and their patients.

Study populations

An overview of the studies in the thesis is shown in Table 1 (Appendix 1), and the
populations of the three studies can be described as follows.

The Norwegian Physician Health Survey

In 1993 the Research Institute of the Norwegian Medical Association recruited a reference
panel by inviting a random sample of 2000 active physicians to participate; 1272 agreed,
and during subsequent years received questionnaires more or less annually. Twenty-one
dropped out, due to death or voluntary withdrawal, before January 2000, when another 795
randomly selected physicians who had received their licence after 1993 were invited to join
the panel; 365 of these agreed to participate. A further 11 individuals died or withdrew from
the panel. The recruitment of new participants was done to ensure the representation of

younger physicians and obtain a balanced sample.

The postal survey (Papers I and II)

In 2002 the reference panel consisted of 1605 physicians, which constituted the material of
the current survey. After one reminder, the response rate was 69.5%, with a slight
overrepresentation of general practitioners and older physicians, and an
underrepresentation of those in the 35- to 44-year age group. The age distribution of the
sample ranged from 28 years to 78 years, with a mean age (+ SD) of 48.9 (+ 11.1) years. The
female physicians were significantly younger than their male colleagues (mean 46.3 vs 49.8

years, t =-5.81, p <0.001).

The focus group interviews (Paper III)

Oncologists were recruited from three of five university hospitals in Norway, one group
from each hospital. The recruitment was carried out by contacting the head of department
at each unit, and requesting a minimum of six and a maximum of eight participants, both
residents and consultants. The head of department chose participants who were available at

the time. No one who was asked to participate declined to do so. Oncologists from a fourth
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university hospital were involved in piloting the interview guide and were thus excluded
from the focus group interviews. Evaluation of new topics was done after each group
interview; as no new topics or considerations emerged in the second and third group
interviews, the fifth national university hospital was not contacted for data collection [54].
Each of the three focus groups consisted of six physicians, ranging from registrars with just
months of practice to consultants coming up to retirement. Most participants had some
years of practice in oncology. All groups consisted of both male and female physicians, in

total 6 men and 12 women.

The observational study (Paper IV)

Two different clinical settings were scrutinised in order to broaden the relevance of the
findings to both acute life-threatening diseases and conditions with slowly developing
impairment of function. Thus, patients from a haematology and a rheumatology department
were recruited: 231 physician—patient consultations from the two different hospital wards
were tape-recorded; 14 haematologists and 44 patients engaged in 122 patient—physician
consultations at the haematology clinic. In addition, 11 rheumatologists and 98 patients
were tape-recorded in a total of 109 encounters. The samples consisted of a mix of first,
second and subsequent consultations between patient and physician. The samples were

chosen out of convenience, including patients with diseases of varying severity.

Data sources

The postal survey (Papers I and II)

No previous questionnaires have been specifically designed to explore the attitudes towards
prognostication among physicians, across all specialities. However, Christakis and lwashyna
formulated a questionnaire in order to investigate different attitudes towards
communication of prognostic information among US internists [11]. Most of the items in the
questionnaire were conceptually adequate for the purpose of this study, exploring the use
of optimism, the experience of strain and the fear of loss of reputation. The development of
the original survey by Christakis and lwashyna involved pre-testing 14 physicians. No further

validation has been reported.

With permission from Christakis we translated the 28 items relevant for this study into

Norwegian, following standard procedures of translation and back-translation. A few minor

14



changes were made to adjust the questionnaire for Norwegian participants. All items but
two were formulated as statements with which the physician could fully agree (1), partially
agree (2), partially disagree (3) or fully disagree (4). In addition the questionnaire contained
one item exploring the physicians’ interpretation of the term ‘terminal’ in terms of weeks
left to live. Finally, to explore previous experience with prognostication for patients nearing
end of life, the participants were asked to indicate how often during the previous year they
had been asked the question ‘How long do | have to live?’ by patients, with the following
response categories: none, 1-4 times, 5-10 times or more than 10 times. The translated
questionnaire did not undergo a formal validation process before being presented to the
Norwegian physicians. A factor analysis was, however, performed, with subsequent removal

of overlapping or redundant items.

Explanatory variables
A total of 43 specialities and subspecialties were merged into 8 clinically relevant practice

categories: general practice, laboratory medicine, internal medicine, surgical specialities,
gynaecology, anaesthesiology, psychiatry and public health [55]. Physicians in specialist
training were categorised according to their future speciality. Of the physicians, 27.2% (415)
were practising with no speciality, and they were excluded from the analyses on specialities.
In addition to the 28 items exploring aspects of prognostication, other themes covered in
the 11-page survey were: the physician’s role as gatekeeper to economic/social benefits
such as sick leave, disability allowances, the right to drive and other social benefits; the
relationship with the pharmaceutical industry; job satisfaction; changes in attitude towards
people; and a section about the physician’s personality. Approximately 35 minutes were

needed to complete the questionnaire. (Questionnaire in Norwegian in Appendix Il).

The focus group interview (Paper III)
An interview guide was developed through discussions between the principal investigator

(Lotte Rogg, LR) and a researcher experienced in focus group methods (Victoria Akre, VA),
based on clinical experience and literature concerning communication of bad news and
bleak prognoses. Finally the interview guide was piloted among a group of oncologists, and
a few minor changes were made to warrant investigating all three research aims. The
interview guide consisted of three outlines of patient cases, where challenges and dilemmas

in communication of prognoses were presented. The cases functioned as triggers in the
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discussion. Additional questions were prepared, and used when needed, in order to ensure

discussion of all relevant topics. (Interview guide in Norwegian in Appendix Il1).

The observational study (Paper 1V)
No specific interview tools were applied in the data collection. However, the participants in

the haematological sample were informed that the purpose of the study was to examine
patient—physician communication in general, and its potential consequences for patient
satisfaction. The rheumatological sample was, in addition, informed that communication
about the consequences of the disease was of special interest in the study. This information

was given to patients as well as to participating physicians.

Data collection procedure and data management

The postal survey (Papers I and II)

The survey was sent to the participants by mail in June 2002, filled in at the participants’
homes and returned by mail, in a prepaid envelope. No financial incentive or gift was

offered to the participants. After 2 months one reminder was sent to the non-responders.

The data registration was done manually and the data were checked for illegal values.
Registration of the data was spot checked for systematic error. Analyses of missing
responses revealed that 29% of the invited participants were non-responders to the entire
survey, whereas 3% of the items were randomly missing. There was no significant difference
in response rate between women and men, speciality groups or age groups. No substitution

of missing values was done.

The focus group interviews (Paper III)
The three focus group interviews were conducted by the principal investigator, functioning

as a moderator (LR), and an assistant experienced in the focus group method (Olaf Aasland,
OA, or VA). The moderator was responsible for encouraging all participants to voice their
opinions, and to prevent individuals from monopolising the discussion. The moderator
welcomed the voicing of divergent opinions, and emphasised that there were no right and
wrong answers to the issues discussed. The group sessions lasted for about 90 minutes

each.
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All focus group interviews were audio-taped and transcribed verbatim by the principal
investigator (LR). The recordings from the three different hospitals were kept separate, thus

facilitating analyses of potential differences between the sites.

The observational study (Paper 1V)
Patients visiting the outpatient clinic at the two respective hospital departments were asked

if they were willing to participate in a study with the aim of improving communication.
Before the data collection both patients and physicians in the rheumatology sample were
asked to sign consent forms. In the haematological sample, only the patients were asked to
sign such forms. The consultations taking place between the recruited patients and their
physicians were tape-recorded, with the physician starting and ending the recording at each

consultation.

The audio-taped consultations were transcribed by the principal investigator (Peter Kjaer
Graugaard, PKG). Indications as to whether the patient had a haematological or a
rheumatological disorder were removed from the quotes used in the manuscript, as was
information about the severity of the medical conditions, and sociodemographic

information with regard to both patient and physician.

Analysis
The postal survey (Papers I and II)
Due to the large numbers of participants, we generally employed parametric statistics on

continuous response variables [56].

The statistical procedures included chi-squared statistics for cross-tabulation of categorical
variables, t-tests and ANOVA (analysis of variance) for testing group differences in
continuous variables with normal distribution. In Paper | differences between groups were
further analysed by post-hoc analyses of the least significant differences, where
appropriate. Due to skewedness, the dependent variable ‘weeks’ was log transformed to
reach a normal distribution. In Paper Il linear regression analyses were used to explore
simultaneous effects of gender, age, speciality and experience with end-of-life
prognostication on the three factors. General practice was chosen as a reference in the

analyses of speciality due to the sample size.
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Factor analysis (Paper II)

As a way of reducing the number of response variables, a factor analysis was applied to the
26 items about prognostication (the two remaining items being related to experience in
prognostication and definition of the term ‘terminal’, respectively). Factor analysis is a
statistical method by which underlying structures or ‘latent variables’ in a data matrix are
identified, either to confirm presupposed relationships or to explore characteristics of the
data matrix. In this paper, factor analysis has been used to reduce the number of variables
from 26 to 3. Before the factor analysis, the data-set was tested for suitability of the
procedure and, due to redundancy, 14 items were removed. Inspection of the scree plot
suggested the presence of 3 factors, which contain 12 of the 26 items, and make sense
conceptually and intuitively, explaining 34.6% of the variance. We named these three
factors: ‘Prognostic communication is stressful’ (16.0%), ‘Fearing loss of reputation’ (9.9%)

and ‘Reinforcement of positive prospects’ (8.7%).

The focus group interview (Paper III)
The transcribed texts were analysed according to Giorgi [57], the method being modified by

that of Malterud [58]. There were four steps in the analysis: (1) reading all the material to
obtain an overall impression and bracketing passages that linked to previous preconceptions
derived from literature and clinical experience; (2) identifying units of meaning,
representing different aspects of the theme and coding for these; (3) abstracting the
content of individual units of meaning; and (4) summarising their importance. Actively
looking for areas of contradictory meaning in the transcribed text, as well as alternative

interpretations of the meanings, was done to ensure validity in the analysis.

The observational study (Paper 1V)
Three researchers (PKG, Hilde Eide [HE] and LR) performed the analyses, which were done

by both listening to the tape-recordings and reading the transcribed consultations [59].
Initially each of the 3 independently examined 20 haematological consultations, chosen
non-randomly to secure inclusion of all 14 physicians, as well as patients with the most
serious diagnoses. Start and end points of sequences regarding prognosis, and which of the
parties initiated and closed the prognostic sequence, were noted along with tentative
classifications of the prognostic communication. Consensus was reached through discussion.

The same procedure was followed when analysing 30 randomly selected rheumatological
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consultations, and subsequently 50 consultations from both hospital wards, until data

saturation was reached and classification refined.

Ethical considerations

According to precent practice by the regional ethics committee ethical approval for medical
research is not required when patients are not involved in a study. Permission to store data
was given by the Data Inspectorate. Efforts were made to secure confidentiality on behalf of
the focus group participants, by not including information on which oncology departments
were involved in the data collection, or indications about the source of the quotes used in
the paper. The necessary ethics approvals and permissions from the Data Inspectorate and
regional ethics committee were obtained in relation to the observational study, because

patients were involved.
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Main results and summary of papers

Summaries of the papers

Paper I Physicians’ interpretation of the prognostic term ‘terminal’: a survey among
Norwegian physicians

This paper examines the concept of one single term used in the clinical management of
patients approaching death, as well as in research. The term ‘terminal’ implies prognostic
considerations on behalf of the patient, and is used in the communication between
healthcare professionals. When asked to indicate how many weeks a patient labelled
‘terminal’ had left to live, the response ranged from O to 26 weeks. The majority of
responders (83.5%) defined ‘terminal’ as having fewer than 5 weeks left to live, whereas
only 0.8% (8 respondents) defined survival as less than a week. Being exposed to end-of-life
prognostication (as defined by how often the physician had been asked ‘How long do | have
left to live?’ by patients during the last year) was not associated with different definitions of
the term. The younger practitioners and those in somatic hospital-based specialities tended
to use a shorter definition than their older colleagues and colleagues in general practice and

psychiatry.

Paper II Physicians’ attitudes towards disclosure of prognostic information: a survey
among a representative cross-section of 1605 Norwegian physicians

The paper examines attitudes towards disclosure of prognostic information among a sample
of Norwegian physicians, all specialities included. Physicians were generally in favour of
skewing prognostic information in a positive direction. The physicians more experienced in
prognostic communication with patients nearing the end of life were less inclined to
reinforce positive prospects than their less experienced colleagues. General practitioners
were more in favour of optimistic reinforcement than their colleagues in hospitals,
particularly the anaesthesiologists. Loss of reputation as a consequence of erring in
prognostication was feared by roughly half the respondents, and patients were assumed to
judge erroneous prognoses more negatively than colleagues. Feeling strain in relation to
prognostication was found in approximately half the respondents. The female physicians
and the least experienced in communicating prognosis towards the end of life found it more

stressful than the male and the more experienced physicians. Specialists in laboratory
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medicine found prognostication more stressful than the other specialities. The detected
differences were small and, despite being statistically significant, only differences between

specialities reached the standardised effect size Cohen’s level (d) >0.8 [60].

Paper III Direct communication, the unquestionable ideal? Oncologists’ accounts of
communication of bleak prognoses: a qualitative study

In this study oncologists’ accounts of how they communicate prognostic information about
life-limiting disease have been explored. Their emphasis when describing their own practice
is on openness. The oncologists stressed the importance of making their patients
understand the harsh realities in the transition from possible cure to a life-limiting illness.
However, information at a more detailed level, as well as discussions about survival time,
were reported to be avoided by the informants. Negotiations between patient and physician
about level of detail of the imparted information appeared to be infrequent, and not
applied by most of the informants. One’s own experience and observation of other
colleagues were seen as the two most important ways of acquiring skills in communicating
unfavourable prognoses. Communication courses were perceived to be of lesser
importance, and the potential use of guidelines was perceived as being of little value. There
was a general agreement in the approach towards imparting prognostic information,

between participants within the groups and across the three groups.

Paper IV Ways of providing the patient with a prognosis: a terminology of employed
strategies based on qualitative data

We discovered that the physicians applied a range of subtle strategies to regulate the extent
and depth of the prognostic information as well as to balance the promotion of hope against
true information. One finding was that the physicians seldom engaged in dialogue with the
patients to clarify their needs and wishes for information — so-called meta-communication.
The physicians also seldom gave detailed and full information about the prognosis. Instead
they seemed to prefer the basic strategy of giving some initially limited or implicit
information and then letting further information depend on the patient’s response. Often
the final result of this dialectical process turned out to be the transfer of rather sparse

factual prognostic information to the patient.
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General discussion

It is methodologically challenging to investigate any field that employs three different types
of data, applying both qualitative and quantitative methods. In addition, the field of interest
in this thesis is complex, with a wide range of possible determinants for shaping practice.
Communication of prognostic information from physician to patient is possibly influenced
by factors related to society in general, cultural aspects and individual factors that pertain to
both patient and physician. This thesis looks at the field through rather narrow lenses,
focusing almost exclusively on the physicians. However, most of the existing research in the
field has focused on patients and their carers. Physicians are key contributors to the
discussion of prognoses. We therefore deliberately chose them as the focus for the thesis.
The four papers thus represent snapshots from one part of a complex landscape. Another
possible approach to the investigation of physicians’ attitudes and practices could have
been to apply only one method to different physician populations. However, application of
mixed methods — triangulation — has the potential to achieve both a more precise and a
multifaceted description of the phenomena under scrutiny [61]. Triangulation as
methodology can combine information from quantitative and qualitative studies, and is a

useful tool when investigating relatively underresearched areas.

Design

The choice of a postal questionnaire made it possible to reach a large representative sample
of Norwegian physicians, so we were able to explore attitudes to prognostication and self-
reported practice in a general physician population. However, there are some drawbacks in
this design. The respondents were offered fixed response categories only, which makes it
difficult to pick up on potentially subtle nuances in attitudes. This was partly compensated
for in the qualitative studies. Low response rate can also often be a problem for
questionnaire surveys. However, the current study had a response rate that compares

favourably with other similar surveys [11;22;62].

Focus group interviews were chosen to assess oncologists’ ideas of how they communicated
unfavourable prognostic information, and their opinions about how they had developed
their communication skills. They are a method particularly suited to exploring the
construction of opinions and attitudes [63-65]. In addition, the method produces relatively

large amounts of data in a short period of time. The groups were effectively ‘naturally
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occurring’ as the participants were colleagues, and could thus relate to comments on
incidents from their shared daily lives. However, there is a risk that the ‘norms’ in the group
could silence individual voices of dissent. Particularly active participants can monopolise the
discussion and set a common standard for the rest of the group. Therefore the moderator
must encourage all participants to give their opinions and, if necessary, constrain the more
active participants. Furthermore, by pointing out different opinions as possible positions (in
this study, for instance, when the moderator presented patients’ stories where the group
norm was challenged) could facilitate the raising of different opinions by participants.
Finally, participants could present opinions in accordance with the common norm, but in
clinical practice apply different communication strategies. Triangulation of methods,
allowing for observations of actual practice (the observational study), thus serves to confirm

the findings empirically.

An observational study has the obvious advantage of giving an account of actual practice,
compared with the survey and interview. Information given in advance about the purpose of
the study, to investigate patient—physician communication and its potential effect on
patient satisfaction, could have influenced the consultations and hence the results.
However, it is impossible to undertake research without informing the participants, and this
should not prevent research on important issues such as communication in clinical practice
being carried out. The presence of the tape-recorder could also prevent both patient and
physician from acting naturally, but the impression from the tape-recordings is that
participants soon forgot the research setting. In relation to the two other data-sets in this
thesis, the observational study’s particular strength is its contribution as a validation of what
physicians says they do and what they actually do when communicating.

Sampling

The ability to choose a representative physician population, across all specialities, was seen
as important in papers | and Il. The original survey, conducted in the USA, investigated only
internists practising in private clinics or in hospitals. A previous study of the attitudes of the
Norwegian population towards imparting diagnostic information [66] used a sample
comparable to that in the survey. Although not a research question, we were intrigued to
see whether the findings from the earlier study, those attitudes were similar across different

specialities and despite different clinical experience, could be seen in relation to prognostic
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communication as well. The sample was large, with more than 1000 respondents, and
representative of the whole Norwegian physician workforce. The questions related to
communication of prognostic information obtained a response rate of 69.5%. Analysis of
responders and non-responders revealed no significant difference with regard to gender,
age or speciality in relation to the 26 items about prognostication. The 29% non-responders
were non-responders to the entire survey and, although a volunteer bias [56] could be
present, it is not possible to see the direction of this bias, because it does not pertain to
specific questions about prognostication.

The single item that investigates participants’ interpretation of the term ‘terminal’ was
answered by only 60.3%. A significantly lower response rate was obtained among
psychiatrists and specialists in laboratory medicine, and among women. The low response
rate among specialists not involved in this sort of prognostication and labelling of patients
could be explained simply by their lack of experience in the field. It is less obvious why so
few women answered this item. Could it be a result of the nature of the response
categories, allowing responders to include the number of weeks that they thought were
appropriate? Or could it be a disagreement with the concept of labelling someone as
‘terminal’? A clinical impression is that female physicians, as well as nurses in palliative care,

use this term just as freely as their male colleagues.

In the focus group interviews oncologists were chosen for two reasons: their clinical practice
involves the management of patients with life-threatening diseases and treatment options
with varying degrees of success and number of side effects; in addition, the oncological
speciality has focused on communication skills for many years, and communication courses
are compulsory in oncology training. The self-image of the oncological community is
therefore linked to someone who has an empathetic and considerate way of communicating
bleak prognoses. The choice of informants from this population was seen as a way to obtain
accounts of experience of challenging communication. The three groups differed in terms of
gender and mix of experienced and inexperienced individuals. One group had one male and
five female participants, with four experienced and two less experienced participants.
Another group consisted of equal numbers of male and female participants, one participant
with many years of experience, three experienced and two less experienced. The third focus

group consisted of two male and four female participants, two experienced, two relatively
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experienced and two with little experience. These differences were not deliberately sought,

but were a consequence of the physicians available.

In the observational study, all the physicians were consultants, implying extensive clinical
experience. Rheumatologists see patients with more or less disabling diseases, with a much
smaller threat to life than among cancer patients. Haematologists, on the other hand, see
patients with a range of possible disease trajectories, varying from chronic, non-life-
threatening illnesses to illnesses with a short life expectancy. Thus, the prognostic scenarios
faced by these physicians differ, so the idea was that observation of these two physician
categories would give a wide range of communication challenges as well as strategies to
meet these. The data were collected at only two different wards, and common attitudes
towards patient management on a ward can reduce the spectrum of variation in
communication strategies detected. The information given to the physicians as well as to
the patients about the aim of the data collection is likely to influence the way in which the
consultations were conducted. The patients received a patient satisfaction questionnaire
both before and immediately after the consultation. These data were not used in the
analysis of the current study, but completion of these questionnaires is likely to have had an

impact on the patients’ attitudes and actions in the consultations.

Measures
The development of the questionnaire used in papers | and Il did not follow the necessary

steps for full validation, in either the original American version [11] or the Norwegian one.
Hence, the internal validity might be disputable [61]. The use of an existing questionnaire
has advantages compared with the development of a questionnaire specifically aimed at the
target population and the research questions of interest, but it also has some potential
drawbacks. We thought that use of the existing questionnaire would strengthen our study,
but, when analysing the data, it became evident that the questionnaire did not function
optimally in our population of Norwegian physicians. Analysis of the 26 items one by one, as
in the US study [11], was not seen as a good way forward, and many items appeared
redundant. We identified three or four themes when looking at the single items, three of
which were confirmed in the factor analysis, giving three factors with Cronbach’s alpha

coefficients of 0.75, 0.75 and 0.67, respectively. In addition, these three factors made
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conceptual and intuitive sense, thus supporting the content validity and reliability of the

shortened version of the questionnaire.

In Paper | the respondents’ definition of the term ‘terminal’ is measured by the question

|H

‘When a patient is labelled “terminal”, approximately how many weeks should the patient
have left to live, in your opinion?’. The respondents had space to write in the number of
weeks. Two issues arise with regard to this procedure: first, the mere mention of weeks as a
response category could be a ‘leading’ question, potentially resulting in a longer time frame
than the respondents would otherwise have given. However, as almost all the respondents
indicated a survival of more than 1 week (only 0.8% of the responders defined ‘terminal’ as
less than 1 week’s survival), we can assume that the definition held by the respondents is in
fact counted in weeks, not days or hours. Second, the definition of the term ‘terminal’
could, and perhaps even should, be related to aspects other than just length of survival.
Definitions involving clinical signs would be more tangible, as would definitions indicating

chance of survival for a certain period [67]. No such options were offered to the

respondents.

The interview guide applied in the focus group study was developed on the basis of my own
understanding, gained from clinical experience as an oncology registrar. In addition,
theoretical considerations derived from the literature concerning a patient’s wish for
prognostic information, as well as existing guidelines for communication, contributed to
formation of the interview guide. Finally, discussions with a non-oncologist (VA, a physician
experienced in focus group methodology) shaped a preliminary interview guide which was
finally piloted among a group of oncologists. Through the process of data collection, some
additional changes were made to complete the interview guide in line with the emergence

of new themes.

Preconceptions
In the process of undertaking this part of the project, my preconception of the existence of

right and wrong in relation to communicating bleak prognoses was challenged. My own
deeply felt obligation to convey the full information was questioned through the literature,
with emphasis on patients’ changing and ambivalent wishes for information, the range of

coping strategies, as well as the more philosophical questioning of the concepts of truth,
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openness and hope. When the interview guide was being developed and the focus groups
interviews were conducted, my position was that the physicians should negotiate the
amount, level of detail and settings in relation to patient communication. This, alongside my
critical opinion on indications from the focus group participants re ‘dumping’ of the truth,
could influence the way in which | conducted the group interviews. On the other hand, as a
colleague, although not at the same hospital, | feared that | would take for granted the good
intentions of my colleagues. The two assistants, VA in one and OA in two of the groups, are
both physicians, but not oncologists. Hence their contributions to the process, from
development of the interview guide, through data collection to analysis, broadened the
range of interpretations, and it is hoped contributed to a reduction in bias and an

improvement in internal validity [58].

Analytical considerations
The area under investigation in Paper Il concerned attitudes towards a specific part of the

physicians’ clinical practice, and recall bias would thus be expected to be minimal. However,
social desirability bias [61] could be present, although it is not evident in what direction this
would bias the responses. Many of the differences detected in the study were highly
statistically significant. To minimise the risk of type 1 error in Paper I, the significance level
was set at p <0.01. However, in terms of effect sizes, several of the statistically significant
results turned out to be questionable in terms of actual significance. The standardized
measure of effect size, measured as the difference between two means divided by the
standard deviation for the data, Cohen’s d [60], was applied. Cohen suggested that a
Cohen’s d of 0.20 or less is small, values of 0.50 medium, while values of 0.80 or more
implies a large, and thus clinically significant, effect size. In the factor ‘Prognostication is
stressful’, the differences in relation to experience have a medium effect size, Cohen’s d =
0.51 .Age and gender do not obtain sufficiently large values for Cohen’s d to be clinically
significant (Cohen’s d = 0.35 and 0.32, respectively), despite what is reported in the paper.
In relation to all three factors, speciality stands out as the only explanatory variable with a
large effect size (Cohen’s d >0.8). In accordance with an earlier study about Norwegian
physicians’ attitudes towards disclosure of diagnostic information [66], these findings can
represent a true tendency towards consensus among Norwegian physicians. However,

another explanation could be that the questionnaire is unable to detect existing differences.
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Data collection for the focus group study was performed at the participants’ workplace, and
it was possible that some level of ‘real-life’ interaction would take place, although it would
be naive to think that the oncologists responded to each other as they would have under
non-interview conditions. It would be equally naive not to expect interactions between the
participants to be influenced by their different roles in their professional lives. Focus group
interviews have the potential to capitalise on group interactions, leading to more complex
data, but to take advantage of this, one must apply interaction analysis methods to the
interpretations, and this was not possible within the scope of the current project. Refraining
from attempts to interpret the group dynamics, we needed two comments related to the
group make-up. It could be presumed that the male participants would dominate the
discussions, but, fact in the three groups, the most experienced colleagues were the most
influential in leading the discussions, regardless of gender. Thus, clinical experience seemed
to be more important than gender in relation to group dynamics. This striving for consensus
within the groups raises an issue about choice of method: are divergent points of view lost
in group interviews, as opposed to individual interviews? The research group discussed
these two options when planning the whole project, and decided on focus group interviews
for several reasons. From the literature [65], the group interview is regarded as useful for
exploring how attitudes are formed. As the practice for imparting prognostic information
was thought to be at least partly formed within the institution, a data collection method
displaying some sort of interaction between its members was sought. The three sites for
data collection differed in size and organisation, and yet similar results were found at all
three. This, together with the fact that findings from the group interviews and the
observational study are in accordance with each other, indicates that the findings do

represent shared attitudes among the physicians.

The analysis of the observational study data was performed by three researchers with
different backgrounds and competencies in qualitative methods. The emerging categories
were discussed until a consensus was reached. Whether or not these consultations in fact
concerned prognostic issues, and to what degree the physicians were able to detect patient
cues, was not always initially agreed on, so some degree of negotiation took place within
the research group to reach a consensus. Possibly, the interpretations could have been

different with a different mix in the research group. A more theoretically based approach to
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the analysis [58] could likewise have resulted in different interpretations. As the study
suggests some immediate clinical implications, a cautionary comment is essential. The
terminology derived from the study should be regarded as tentative, and further testing is

needed before strong recommendations and guidelines can be suggested.

Physicians, and the determinants of their attitudes and practice

Who are they and what shapes their attitudes?

The participants in the survey represent a cross-section of Norwegian physicians with regard
to age, gender, speciality and years in clinical practice. Despite some detected differences,
the overall impression is one of common attitudes. This is most apparent with regard to the
optimism found in the survey. The same pattern was found among North American
internists by Christakis and Iwashyna in a similar study conducted 8 years previously [11].
Indications of common physician attitudes in relation to communication issues were also
found in the study by Loge and colleagues, about attitudes towards imparting diagnostic
information, conducted more than 10 years before this study [66]. Formation of a
professional identity during medical school [68;69] as well as during the early years of
clinical practice, is well known. Thus, one can in fact speak of a specific professional identity
[70] that contributes substantially to physicians’ attitudes and understanding of key

concepts.

This thesis included investigation of one specific prognostic term. Physicians’ definition of
the term ‘terminal’ seems to have been shaped to some extent by their clinical practice.
Most physicians held a definition of about 3—-4 weeks left to live. Hospital-based physicians
tended to have a shorter definition than their colleagues in general practice. To the extent
that this term is used in the communication between health professionals when patients are
referred from one level of the health service to another, this disparity could be problematic.
The usefulness of the term could thus be questioned. An unambiguous term indicating that
a patient is dying, with hours to a few days left of life, could be useful because the focus
would naturally shift towards symptom control and care for the soon to be bereaved.
However, such an understanding was almost non-existent among the respondents. Is the
relatively vague timeframe a sign of unwillingness among the physicians to label a patient as

being beyond curative medical treatment? Taken one step further, does the lack of a term
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to show that a patient is in fact dying indicate an attitude among physicians in which death

is seen as failure?

In a thesis that primarily focuses on attitudes, it is important to remember that they are not
perfect reflections of true activity. Attitudes are commonly regarded as rational evaluations
of objects, and of other people’s opinion on the same object. But it is also mixed with
emotions [71]. Still, attitudes are strong determinants of behaviour, and are therefore an
interesting concept for research in order to understand physicians’ actions towards their
patients. Most probably it is not one single source for formation of attitudes in general. The
contribution of professional as opposed to more personal factors in shaping attitudes is
likely to differ, depending on the different areas under consideration. For instance, attitudes
towards abortion probably depend on religious beliefs and ethical considerations, thus
shaping some physicians’ practice. Is it possible to disentangle personal and professional
contributions to underlying questions of professional practice? An individual’s
preconception is likely to contribute to shaping professional attitudes, but the medical
profession has been marked as the prototype of a classic profession [72], and implicit in this
notion are common attitudes and moral standards shared by every member of the

profession

This professional identity is not fixed, but is again shaped by changing demands and
conditions outside the profession. What are these demands and conditions in relation to
patient management in general and the communication of prognostic information in
particular? Over the last 40 years increasing emphasis has been placed on the consumer’s
responsibility for their own welfare [73]. In relation to healthcare this has led to increased
emphasis on the patient as an active participant in decisions related to treatment. A
precondition for this involvement in shared decision-making is the well-informed patient [9].
A substantial body of evidence has been presented to support patients’ wishes for
information as well as their ability to absorb even bleak prognoses [74-77]. As citizens of
their societies, one would expect changes in society to be mirrored in physicians’
professional identity. A study comparing palliative care physicians in Canada and South
America found that the South American physicians saw beneficence as their guiding
principle in communication with terminally ill patients [78]. On the other hand, their

Canadian colleagues emphasised autonomy as shaping their communication with patients.
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These findings are in line with the general beliefs about communicating bad news in the two

countries.

In this thesis one finding is that the physicians hold a position that is only partly in line with
the general belief in open communication, and patients as responsible healthcare
consumers, with both a right and a duty to participate in decision-making. Several possible
explanations exits for this: first, could Norwegians in general be less influenced by the
doctrine of informed consent and autonomy compared with those living in North America,
the UK and Australia [79;80]? If so, the reluctance to share bleak prognostic scenarios would
in fact be in line with the beliefs of the general population. However, research in these
countries shows that physicians, despite positive attitudes towards openness, fail to impart
tangible information [81;82]. Furthermore, studies of patient preferences do not show
clear-cut conclusions. Patients display ambivalence in relation to the information that they

want, and information needs change along a disease trajectory [80;83-86].

Physicians’ practices

Paper IV examines actual practice, although the data from all three studies seem to point
more or less in the same direction. The almost universal agreement in the survey, emphasis
on optimism, is also found in the observational study. In this study, strategies to emphasise
favourable clinical signs and developments, as well as the evasion of negatively laden
aspects, support the findings of the survey. The oncologists in the focus group interviews
discussed the use of deliberate vagueness in relation to bleak prospects, and this was seen
as a way of supporting patients’ hopes. However, a coexisting worry was displayed by the
participants that such a practice would support unrealistic understanding of the prognosis.
An obligation to be truthful and open was not modified by considerations about the
limitations of such concepts. This impression was supported by other studies [13]. The
empbhasis on truthful, open information, as well as the responsibility to support patients’

hopes, has introduced a dilemma into physicians’ patient care.

One possible strategy that has the potential to give patients prognostic information without
jeopardising their hopes for unrealistic positive developments would be to negotiate how to
impart this information. This applies to the amount, level of detail and pace of information

delivery. Such negotiation, or meta-communication, was seen to a limited extent in the
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observational study, with only one of eighteen oncologists describing such a strategy. This

lack of patient-centred meta-communication is in line with previous studies in the field [82].

Another way of helping patients retain control of the flow of information was seen in the
observational study. Physicians often gave some initial and rather sparse information,
followed by subtle invitations to the patient to request more. In the survey, the vast
majority agreed that discussions about prognostic issues should be initiated by the patient.
One apparent drawback to such a strategy is the fact that patients tend to leave control of
such discussions to the physician, regardless of whether or not they would like to receive

information [87;88].

Approximately half the survey’s respondents felt that prognostication put a strain on their
practice, and a similar proportion felt that they were inadequately trained for this aspect of
their job. Again, the finding is supported by results from other parts of the project. The
oncologists stated that imparting a bleak prognosis was one of their most challenging tasks.
Interestingly, they emphasised the importance of observing more experienced colleagues as
well as learning through their own practice, while the usefulness of communication courses
and guidelines was questioned. This attitude towards courses and guidelines as a way to
acquire skills could be an obstacle to implementing changes in practice in line with new

knowledge.

Future perspectives
Attitudes towards and the practice of communicating bleak prognoses in medical care do

not exist in a vacuum. Changes in the realities of medical care, as well as in society in
general, contribute to shifts in expectations of the content of prognostic communication.
Physicians from different cultures base their practice on principles of beneficence or patient
autonomy, or a combination of the two [78]. The pendulum has shifted from the clear-cut
paternalist physician, who knows what is in the best interest of the patient, i.e. to be treated
like a child [43], to the consumerist version of the patient as a well-informed individual with
the right and duty to participate actively in treatment decisions, and a corresponding fact-
supplying physician [86]. At present there are indications that the pendulum is moving back
towards a third, less clear position. Although not explicitly expressed, physicians seem to be

struggling to navigate the landscape. Our findings suggest that physicians try to find a stance

32



that meets the somewhat conflicting needs of ambivalent patients, legislation governing
medical practice and their own opinion of what is in line with best practice. The physicians
find this part of their clinical practice challenging, and display a degree of uncertainty about
how to solve the dilemmas involved. In addition, being with patients through several failing
treatment efforts is potentially emotionally demanding, possibly leading to job-related

stress [89].

One reason why communication can be perceived as challenging is the physicians’
uncertainty about their patients’ information needs and abilities to handle bleak prognoses.
Research in the field of patient preferences shows that this area is in fact far from clear cut.
Patients’ changing information needs, as well as their ambivalence about receiving bad
news, particularly in relation to prognosis, is well documented [80;83-86]. The relative
uncertainty inherent in prognostication, linked to an increased demand for accuracy, further
reinforces the feeling that this is a difficult part of a physician’s job. In acknowledgement of
the difficulties in relation to imparting bad news, guidelines and communication courses
have been developed, and compared with the extensive use of guidelines elsewhere in
oncological practice it is surprising to find the disregard expressed for such among our
informants. One reason could possibly be an appreciation of the shortcomings of existing
methods, and better quality communication courses and guidelines on communicating
prognoses would change this [14;90;91]. However, our findings suggest that the physicians
see communication skills as going beyond the development of a professional identity —
communication is not part of their professionalism, but rather part of their personality.
Could physicians think that professionalization of communication would reduce their ability
to respond empathetically to patients in crisis? Or that we cannot learn to be
compassionate and empathetic, and the ability to communicate difficult matters in a
sensitive and sensible way is an issue of personality and not professional skills? This raises
the question of whether compassion can be learned in adult life, as opposed to being
established during the formative years. Is empathy a skill or a trait? Is it always possible to
show compassion and empathy, for instance, towards the very last patient at the end of a
long working day? On the other hand, could simply being well mannered towards and

showing signs of interest in an individual patient be sufficient, or possibly better than failing
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to be compassionate [92;93]? The answers to these questions have consequences for all

medical training, both undergraduate and postgraduate.

Another change in medical practice is the constant focus on new advances and improved
medical treatment, the latest development being the hopes linked to genetics at an
individual level. Unquestionably, these developments have led to a dramatic change in the
trajectories of many diseases, with increased survival and improved level of functioning. It
has also introduced challenging new communication tasks with regard to the risk of disease
in healthy individuals, as well as more detailed information on possible treatment outcomes
[94-96]. Has the emphasis on disease management increased at the expense of patient
management [3;5;97]? The medical culture that emphasises the possibilities of treatment is
well in line with increasing public expectations. However, the simultaneous move towards a
more symmetrical patient—physician relationship, with increased demands on physicians’

communication abilities, might not be reflected in the medical culture in the same way.

A specific culture pertaining to the Nordic countries, and perhaps to Norway in particular, is
its egalitarian structure of society. This is a good thing in many respects, but an intriguing
question is whether it has contributed negatively to the way in which physicians respond to
individual patients. Compared with more hierarchical societies, with an abundance of
private clinics, one feature of the Norwegian healthcare system is that all members of
society are treated in the same hospital wards and beds. Could the emphasis on equality
and similarities between all members of society have contributed to a lack of appreciation
of individual differences? Could this have led to a one-size-fits-all way of seeing patients,
and less interest in finding out the particularities of information needs and coping strategies

of the individual patient?
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Conclusions
The communication between patient and physician about a prognosis of short life

expectancy or severe functional decline takes place in a field of mixed considerations. The

patients, to varying degrees, want full information. Moreover, their wishes for information

change over time, and are often ambiguous and ambivalent. The physicians have to take

into account the conflict between making sure that the patients are aware of the situation

and being supportive of patients’ hopes.

The main findings can be summarised as follows:
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Most Norwegian physicians understood the prognostic term ‘terminal’ as having 3—4
weeks to live. Physicians in hospital-based somatic specialities held a shorter
definition than general practitioners.

The physicians were generally in favour of skewing prognostic information in a
positive direction; this tendency was more prevalent among general practitioners
than among hospital-based physicians.

Loss of reputation as a consequence of erring in prognostication was a fear for
roughly half the respondents, and patients were assumed to judge erroneous
prognoses more negatively than colleagues.

Female physicians and physicians with less experience in prognostic communication
at the end of life perceived such communication to be more stressful than male and
more experienced physicians. Approximately half the survey’s respondents found
imparting prognostic information stressful, and a similar proportion agreed that they
were inadequately trained for this.

Oncologists emphasised openness when describing their practice for imparting
prognostic information. To make certain that patients had understood the transition
from possible cure to a life-limiting illness was seen as fundamental. At the same
time, supporting patients’ hopes was seen as important. The potential contradictions
in the two were perceived as challenging.

The oncologists viewed their own practice and observation of colleagues as the most
important way of acquiring communication skills. Communication courses were seen
as useful, but less significant, and the usefulness of guidelines was questioned.

Haematologists and rheumatologists applied a range of strategies to regulate
communication of prognostic information as well as to balance supporting patients’
hopes against the need to inform. The main strategy was giving some limited initial
information and then letting subsequent information depend on the patient’s



request for more, often leading to rather sparse factual prognostic information being
given.

Clinical implications

A consistent finding is that the physicians find communication of a bleak prognosis to be
challenging and a stressor in their clinical practice. The finding that communication courses
were not perceived as particularly useful does not mean that such courses should be
abandoned. Instead, a specific focus on the particular challenges related to prognostic
information delivery should be addressed in communication courses. Knowledge about the
range of patient preferences for information, potential coping strategies applied by the
individual patient, and the fluctuating and ambivalent nature of information needs among
patients should be emphasised. In addition, practical training in uncovering patients’
information needs, as well as in negotiation about mode of information delivery, should be
part of such courses. Whether it is useful to train medical students, young physicians during
specialisation or consultants is outside the scope of this thesis to answer, but some clinical
practice is likely to improve the outcome of such training. Possibly, the discussion of
experiences and particularly challenging cases of communication would be profitable.
Support of physicians’ abilities to overcome the feeling of failure in relation to treatment
failure and patients’ deterioration seems appropriate in an era of great expectations of
medical advances.

Scientific implications

Different initiatives to improve clinicians’ communication skills have been put in place and
are ongoing [98]. Their efficiency in changing physicians’ practice, in both the short and the
longer term has been found in some [45;99], but not all, studies investigating this [100]. The
findings from the current thesis suggest that physicians regard communication skills as part
of their personal rather than their professional abilities, and thus see training programmes
as only partly useful. The existence of scientific knowledge with regard to different aspects
of communicating bad news in general, and bleak prognostic prospects specifically, does not
seem to transform into improved clinical practice. This is in line with the observed
difficulties, in general, with regard to the implementation of scientific knowledge, and
subsequent change in practice [101]. More knowledge is needed about the implementation
of research findings into clinical practice in the area of communication. The notion of the

best way forward in relation to communicating bleak prognoses has undergone a
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transformation over a relatively short period of time. Research efforts to further increase
our understanding of the complexities at work in both patients and health-care

professionals with regard to prognostication are needed.

Final words

The pendulum has moved from non-disclosure of prognostic information to an ideal of full
disclosure and patient involvement in decision-making about treatment options. It is,
however, questionable to what degree this ethos of full disclosure has actually reached
clinical practice, at least here in Norway. Nevertheless, the notion that receipt of full
information is a right as well as a duty of the modern patient seems to shape physicians’
perception of their obligations to communicate. Still, they seem to lack the “instruments”
needed for practicing medicine in this way. Considerations involving knowledge of patients’
ambivalence, the range of coping mechanisms, the concept of informed consent and the
more philosophical concept of truth could help physicians to find a third, and less extreme,

position in their patient communication.
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ABSTRACT

Objective: Optimal clinical practice depends upon a precise language with common
understanding of core terms. The aim of the present study was to examine how
Norwegian physicians understand the commonly used but poorly defined term “terminal.”
Methods: A questionnaire was mailed to 1605 Norwegian physicians, representative of
the Norwegian medical community. Nine hundred and sixty-eight responded and defined
“terminal” in expected weeks left to live. The effects of gender, age, specialty, and
experience with prognostication toward end of life on the estimation of “terminal” were

investigated.

Results: Norwegian physicians on average expect a “terminal” patient to have 3.6
(+ 3.5 SD) weeks to live with expectation ranging from 0 to 26 weeks. The majority
(83.5%) defined “terminal” as less than 5 weeks’ survival; 15.0% as 5 to 12 weeks’ survival
and 1.5% as more than 12 weeks’ survival. No difference between genders was observed,
whereas the youngest physicians (27-39 years) held shorter definitions than the other age
groups. Physicians in internal medicine, surgery, and anaesthesiology held significantly
shorter estimations of “terminal” than did physicians in general practice, public health,

and psychiatry.

Significance of results: Our study shows that the majority of Norwegian physicians
restrict “terminal” to the last 2—-4 weeks of patients’ lives. A life expectancy of a few days
compared to several weeks should lead to different clinical actions. Efforts should
therefore be made to come to a common definition of the term. In our opinion the use of
“terminal” should be limited to when death is expected within a few days.

KEYWORDS: Conceptual research, Terminology, Terminal, End-of-life

INTRODUCTION

Common understanding of core terms among health
care professionals is essential to achieve best clin-
ical practice. The terms “terminal,” “terminally ill,”
and “terminal care” are such important concepts
widely used in everyday exchange of medical infor-
mation as well as in medical research. To illustrate,
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a search in PubMed, using the terms “terminal
care” and “terminally ill” gives 27,761 and 5388
hits, respectively. For “terminal care,” 994 of the
hits are title words and for “terminally ill” 1129 are
title words. Furthermore, both “terminal care” and
“terminally ill” are MESH terms, the former intro-
duced in the MESH database in 1968 and the latter
in 1997. The topics in scientific papers using these
terms vary from euthanasia and physician-assisted
suicide (Emanuel et al., 2000) to the management
of symptoms and problems experienced by patients
with advanced life-threatening diseases (Hugel et al.,
2004) and documents evaluating best practice and



274

health care services (The SUPPORT Principal In-
vestigators, 1995; Brandt et al., 2005).

Etymologically, the word “terminal” originates
from Latin and means end, limit, or boundary (Simp-
son & Weiner, 2006). Historically it has been used
in the medical literature to describe the final stage
of a fatal disease, patients suffering from such a
disease, and institutions in which such patients are
cared for (Saunders, 1961). In spite of the frequent
use of “terminal,” few researchers have suggested
an exact definition of its prognostic meaning (Eman-
uel et al., 2000; Levorato et al., 2001; Hugel et al.,
2004; Clayton et al., 2005) and those who do vary
considerably. Some researchers define the “termi-
nal phase” to be the last few days (Twycross &
Lichter, 1998), whereas others have a much wider
time frame in mind, such as the last 6 months (Vig
& Pearlman, 2004; Okie, 2005). Some do not specify
a time frame but define “terminal” according to a
specified stage of a disease (Weeks et al. 1998),
when treatment of the underlying condition is no
longer feasible (Llobera et al. 2000), or according to
a set of clinical signs and symptoms (Kutner et al.,
1999; Ellershaw, 2002; Brandt et al., 2005).

The lack of a generally accepted definition of
“terminal” is reflected in clinical practice. Thus
experience from management of patients with can-
cer indicates that even on the same hospital ward,
different members of the staff will use “terminal”
differently. This clinical impression of variation has
also been supported in a survey conducted among
North American internists (Christakis & Iwashyna,
1998). In this study it was found that the physi-
cians varied between 0 and 72 weeks in their ex-
pectation of a patient’s remaining time to live when
designated “terminal.” As “terminal” so often is
used to categorise patients in the communication
between health professionals, the clinical, practi-
cal, and emotional consequences of laxity in the
definition may be sizable. An example is how the
wording of a referral may be misleading because
the referrer holds a wider time frame when refer-
ring a “terminal” patient than does the physician
taking over the care of the patient. A gap in ex-
pected survival can range from months to a few
days between the two physicians. Different under-
standings of “terminal” among the staff may result
in ambiguous or even contradictory information to
the patient and relatives. Such unsatisfactory com-
munication is especially unfortunate, because of
the vulnerability of the persons involved.

The aim of the present study was to examine how
Norwegian physicians define “terminal” in terms of
weeks left to live. We furthermore wanted to exam-
ine if demographic factors or work experience af-
fected the physicians’ interpretation of the term.
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MATERIALS AND METHODS

An extensive research program on physicians’ health
and working conditions has been running in Nor-
way over the last 10 years (Aasland et al., 1997). As
part of this study a representative reference panel
of Norwegian physicians has been surveyed on a
regular basis. This group of 1605 Norwegian phy-
sicians was sent an 11-page questionnaire in June
2002 (with one reminder in August), including two
questions regarding end of life. They were asked to
indicate in weeks a response to the question: “When
a patient is labeled “terminal,” approximately how
many weeks should the patient have left to live, in
your opinion?” On a 4-point scale (not at all, 1-4
times, 5-10 times, more than 10 times) they were
asked to indicate how many times during the pre-
vious year they had answered the following ques-
tion: “How long do I have left to live?”

The 43 specialties and subspecialties were merged
into eight clinical relevant categories: general
practice, laboratory medicine, internal medicine,
surgical specialties, gynecology, anesthesiology, psy-
chiatry, and public health. Specialists in training
were categorized according to their future specialty.
Some of the physicians did not give information
regarding specialty and were not included in the
analyses on specialties.

Statistical Analyses

Between-group differences were computed by using
t tests or one-way analysis of variance (ANOVA) for
continuous dependent variables and 2 tests for
categorical variables (analyses for comparison be-
tween responders and nonresponders). Where ap-
propriate, differences between groups were further
analyzed by post hoc analyses of the least signifi-
cant differences. Because of skewed data, the de-
pendent variable “weeks” was log-transformed to
attain a normal distribution. Data were analyzed
with the statistical package SPSS (version 12).

RESULTS

Respondents

A total of 968 physicians responded to the question
on the interpretation of “terminal,” yielding a re-
sponse rate of 60.3%. The response rate was signif-
icantly lower among women (52.1%) and in the
specialties of psychiatry (55.2%) and laboratory med-
icine (54.7%) compared to the respectively relevant
subgroups, whereas the explanatory variable age
showed no significant relation to nonresponse.
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The distribution of responders and nonrespond-
ers according to gender, age, and specialty is shown
in Table 1.

Mean (£ SD) age of the respondents was 48.5 =
10.9 years old, with a range from 28 to 78 years.
The female physicians were significantly younger
than their male colleagues (44.4 vs. 50.9 years old)
t=—11.4, p <.0001. The mean age for the different
specialties varied from 47.7 years old (anesthesiol-
ogy) to 51.1 years old (public health). Gender was
associated with specialty (y? = 43.3,df = 8, p =
.0003), with pairwise comparisons showing signifi-
cantly more male physicians among the surgeons
whereas the female physicians more often were
psychiatrists.

The Interpretation of Being “Terminal”

The distribution of “terminal” defined in weeks left
to live is displayed in Figure 1. The answers ranged
from 0 to 26 weeks with a mean (+ SD) of 3.6 + 3.5
weeks and a median equal to 2 weeks. Overall the
physicians split into three groups, with consider-
able reduction in the number after 4 and 12 weeks.
Thus 83.5% held the opinion that “terminal” means
less than 5 weeks left to live, 15.0% that it means 5
to 12 weeks left to live, and 1.5% that is more than
12 weeks. The view that “terminal” designates a
survival of less than 1 week to live was held by 8
(0.8%) physicians.
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Fig. 1. Norwegian physicians’ interpretation of “terminal” in
weeks left to live.

Table 2 displays how the physicians define “ter-
minal,” taking gender, age, and exposure to end of
life prognostication into account.

Bivariate analysis showed no statistically signif-
icant effect of gender on the interpretation of “ter-
minal” in weeks (F = 0.760, df = 1, p = .383), a
finding that maintained when controlling for age
and exposure to end of life prognostication (F =
0.054, df = 1, p = .816). Examining the effect of age

Table 1. Main characteristics of the responders compared to

non-responders

Responders®  Non-responders?
(n = 968) (n = 637) P value

Gender

Women 261 (52.1%) 240 (47.9%)

Men 659 (63.9%) 392 (36.1%) p = 0.0007
Age

25-39 years 220 (62.9%) 130 (37.1%)

40-49 years 300 (60.1%) 199 (39.9%)

50-59 years 279 (65.5%) 147 (34.5%)

60-69 years 119 (56.4%) 92 (43.6%)

70+ years 34 (50.7%) 33 (49.3%) n.s. (p =.059)
Specialty

General practice 215 (72.1%) 83 (27.9%)

Internal med. 206 (67.3%) 100 (32.7%)

Surgical spec. 93 (74.4%) 32 (25.6%)

Gynecology 31 (68.9%) 14 (31.1%)

Anesthesiology 39 (70.9%) 16 (29.1%)

Laboratory med. 52 (54.9%) 43 (45.3%)

Public health 49 (80.3%) 12 (19.7%)

Psychiatry 69 (55.2%) 56 (44.8%) p =.0003

2Due to some missing data on gender, age, and specialty the total number
differs somewhat. Total number of invited participants = 1605.

PNot significant.
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Table 2. Definition of “terminal” by a sample
of Norwegian physicians by gender, age, and
exposure to end of life prognostication

N Mean SD
Gender
Women 261 3.3 2.8
Men 695 3.7 3.7
Age
25-39 years 220 2.8 2.6
40-49 years 300 3.8 3.8
50-59 years 279 3.9 3.5
60-69 years 119 3.9 4.2
70+ years 34 3.7 2.7
Exposure to end of life
prognostication
Not exposed last year 438 3.8 3.9
1-4 times last year 335 3.6 3.1
5-10 times last year 105 3.2 2.8
>10 times last year 77 3.0 3.1

(five subgroups) showed a statistically significant
difference (F = 5.787, df = 4, p = .0001) that was
unaffected when controlling for gender and expo-
sure to end of life prognostication. A post hoc analy-
sis revealed significant differences between the
youngest physicians (25-39 years old) and all the
other age subgroups, with the youngest applying a
shorter time frame, whereas no significant differ-
ences were found among those other subgroups.

No statistically significant association was found
between exposure to end of life prognostication and
interpretation of “terminal” in weeks using analysis
of variance (F' = 2.208, df = 3, p = .086), either when
controlling for age or gender.

Table 3 displays how Norwegian physicians in
different specialties define “terminal” in weeks left
to live.

Examining the effect of speciality on the defini-
tion of “terminal” in weeks showed a statistically
significant difference (F' = 4.168, df = 7, p = .0002)
that was affected somewhat when controlling for
exposure to end of life prognostication (F = 3.373,
df =7, p = .001), but not by gender and age. Post
hoc analyses revealed significant differences be-
tween all three specialties, internal medicine,
surgery, and anesthesiology, compared to general
practice, public health, and psychiatry (Table 3),
with the former applying a shorter definition than
did the latter.

DISCUSSION

Norwegian physicians’ definition of the term “ter-
minal” ranged from 0 to 26 weeks survival, al-
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Table 3. Definition of “terminal” by a sample
of Norwegian physicians by specialties

N Mean SD
General practice 215 4.0 3.5
Internal med.? 206 3.2 3.6
Surgical spec.? 93 3.0 2.3
Gynecology 31 3.1 2.3
Anesthesiology? 39 3.1 3.5
Laboratory med. 52 4.0 3.7
Public health 49 4.6 4.4
Psychiatry 69 4.1 2.9

aSignificantly lower mean values than general practice
(internal medicine and surgery: p < .01; anesthesiology:
p < .05), public health (internal medicine, surgery, and
anesthesiology: p < .01), and psychiatry (internal medi-
cine, surgery, and anesthesiology: p < .01).

though the majority would define survival among
“terminal” patients to be somewhere between 0 and
5 weeks. There were significant differences be-
tween specialties. However, the relative homogene-
ity in the use of the term among internists, surgeons,
and gynecologists indicates that it is primarily a
hospital jargon. Physicians under 40 held a shorter
definition of survival length than older, whereas no
difference between genders or according to experi-
ence with end-of-life prognostication were observed.

The present study investigated a large, represen-
tative sample of a country’s physician population,
which enabled us to examine different subgroups.
There were, however, some weaknesses. We exam-
ined the term “terminal” using one item only, with
response categories in number of weeks, leaving no
room for alternative ways of defining “terminal”
and without giving indications of chance of surviv-
ing for a certain amount of time (Lynn et al., 1996).
The response rate obtained was 60.3%. This was
approximately 10% lower than the response rate
obtained on the rest of the questionnaire. One might
assume that some of the nonresponders found this
issue more irrelevant for their own practice. This is
supported by the finding that a better response
rate was obtained among physicians from special-
ties such as surgery, internal medicine, anesthesi-
ology, and general practice (67-74%), where the
term “terminal” is used in clinical practice.

To our knowledge, only one previous study has
examined physicians’ definition of the term “termi-
nal” (Christakis & Iwashyna, 1998). The present
study investigated a cross section of physicians
across all medical specialties, compared to intern-
ists (generalists and specialists) only in the former
study. We were therefore able to describe differ-
ences that might have implications for the commu-
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nication between different specialties. Physicians
in general practice, psychiatry, laboratory medi-
cine, or public health held a definition of longer
survival, whereas physicians in internal medicine,
surgery, anesthesiology, or gynecology applied a
narrower time frame. There are several possible
explanations for this, the most obvious being that
the term is a jargon, used primarily in hospitals.
General practitioners, for instance, see a different
patient population and hence may have other con-
notations linked to the term “terminal” than do
internists and surgeons. However, in communica-
tion between primary and secondary health care
practitioners, such a difference in understanding of
the term “terminal” can lead to misunderstanding
and reduced quality of care toward the end of life
(Higginson, Wade & McCarthy, 1990; Lecouturier
et al., 1999; Lynn & Forlini, 2001).

Compared to our findings, Christakis and
Iwashyna eight years earlier observed a much wider
range (0 to 76 weeks, the majority labeling a “ter-
minal” patient as having 16 weeks or less left to
live) in their study among North American intern-
ists. A possible explanation can be differences in
fund systems of health care in the two countries,
with less than 6 months survival as a criterion for
obtaining Medicare benefits such as hospice care in
the United States compared to no such time limit-
ing criterion in the Norwegian health insurance
system. Other explanations for the observed dis-
crepancy can be cultural differences between the
two countries and changes in use of the term due to
increased awareness of end-of-life care during the
years between the two studies.

In line with Christakis’ findings, no gender dif-
ference was observed in this study. Contrary to the
Christakis study, however, no effect of experience
with queries regarding life expectancy was ob-
served, whereas an opposite effect of age/years of
practice was found.

As the terms “terminal” and “terminally ill” are
used without clear definitions (Lynn et al., 1996),
efforts have been made to replace them with others
such as “serious and complex illness” (Lynn & For-
lini, 2001). In end-of-life care there is a need to
focus specifically on the very last days of a patient’s
life, as symptoms such as dyspnea, constipation, or
anxiety are managed differently if the patient has a
life expectancy of a few days compared to 4—5 weeks
or more (Adam, 1997; Ellershaw, 2002; Furst &
Doyle, 2004). Similarly, appropriate planning of a
patient’s last few days regarding whether to stay in
hospital or at home with the necessary health care
support are dependent on every one involved un-
derstanding what is at stake. Unambiguous lan-
guage defining the clinical situation is necessary
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and has led to expressions such as “entering the
actively dying phase of (a patient’s) illness” (Bailey
et al. 2005).

In conclusion, Norwegian physicians apply a nar-
rower definition of the term “terminal” than do
North American physicians, yet a substantially
broader definition than recommended by experts in
end-of-life care (Twycross & Lichter, 1998; Eller-
shaw & Ward, 2003). To reduce ambiguities in com-
munication within the health care system we suggest
that the term “terminal” should be used to describe
a dying patient, with a short life expectancy of a
few days to a week.
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Table 1 Overview of the studies in the thesis

Study Design Paper Number and type of
subjects

1605 invited, 69.5 per cent
A Postal survey land Il responders. General physician
population
3 groups
B Focus group interview 1] 6 oncologists in each group
231 consultations,
C Observational study I\ 25 physicians, 142 patients
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1 Gar i retning av mindre generase ordninger
2 Uendret '

3 Gér i retning av mer generose ordninger

Omtrent hvor mange sykmeldinger skriver du per uke? Ca. I | I

Aldri Minedlig Ukentlig Daglig
Hvor ofte er du i tvil om du ber sykmelde en
pasient? 1 2 3 4
Hvor ofte er du i tvil om en sykmeldings varighet? 1 2 3 4
Hvor ofte moter du pasienter som ikke vil
sykmeldes, selv om du anbefaler det? 1 2 3 4

side 3
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e

13 Opplever du det som positivt eller negativt & skrive ut sykmeldinger?

14 Opplever du det som meningsfylt 4 skrive ut sykmeldinger?

Positivt

Meningsfylt

15 Ta stilling til felgende utsagn. Skalaen gir fra 1 (helt enig) til 5 (helt uenig). Sett ring

rundt ett tall for hvert utsagn.

151 Det ber bl tillatt & sykmelde pasienter pa rent sosiale
indikasjoner, for eksempel ved ektefelles sykdom

152 Pga. de spesielle problemer arbeidsledige pasienter har,
bm' leger sykmelde dem lettere enn andre

153 Pasienten skal undersakes personhg av lege niren
sykepengeattest skal fomyes

B Telefonkonsultas_lon vil nesten allnd vere faglig
forsvarllg ved utsknvmg av sykepcngemest

155 Pasientens gnske om sykmelding ber vare det mest
avgjerende nér legen skriver sykmelding

156 Sykmelding er et viktig behandlingsalternativ

157 Avgjerelser om sykmelding gjer at jeg ofte foler at jeg
kommer i konﬂlkt med rollen som hjelpcr

158 Den forenklcde ﬁmks_]onsvurdenng bygger helt og
holdent pi paslentens opplysmger

159 Sykmeldmg er en medisinsk oppgave

1510 Sykmelding ber ikke kunne gis av annet helsepersoncll
enn leger

1511 Hvis en pasient med kreft er arbeidsufer pga. depresjon,
angst eller uro, foretrekker jeg & bruke krefidiagnosen pa
sykmeldingen

1512 Dersom jeg er i tvil om hvilken diagnose jeg skal skrive
pé en sykmelding, lar jeg pasienten avgjere dette

1513 Jeg kan for lite om klinisk undersgkelse av muskel-
skjelettsystemet til & kunne stille korrekt diagnose

1514 Jeg er ikke flink nok til 4 hindtere mennesker med
psykiske eller sosiale problemer

1515 Sykmelding er en moralsk oppgave

1516 Sykefraveer er en sak for arbeidslivet og det er
unedvendig 2 involvere leger

1517 Jeg er mindre streng i praksis enn det jeg egentlig synes
jeg burde vare nir det er spersmél om sykmelding

Referansepanelet side 4
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16 Ansvarsfordeling mellom lege og pasient. Ta stilling til felgende utsagn:

Helt enig Helt uenig

161 Legen er fagkyndig og ber velge for pasienten i de fleste

khmske sntuaSJonex 1 2 3 4 5
162 Pasnenten ber primert fi den mformas;onen som gker 5

sjansen for at han godtar legens oppfatning om hva som

ber gjm'es 1 2 3 4 5
163 Fordi han vet for lite, vil paslentens selvbestemmclsesrett

i mange situasjoner vaere en trussel mot hans helse 1 2 3 4 5
'64 Etter en grundig informasjon fra legen ber pasienten selv

kunne velge den behandlingen hun synes passer best ut

fra egne verd:er 1 2 3 4 5
165 Pasienten bar mnenfor de gltte nkononnske og

helsepolitiske rammene selv ha kontroll over viktige

medlsmske beslutmnger 1 2 3 4 5
166 Zkende krav om informasjon og pas:entsamtykke gjor

legegjerningen vanskeligere enn for 1 2 3 4 5

17 Forholdet til legemiddelindustrien. Ta stilling til felgende utsagn:

Helt enig Helt uenig
171 Reklame fra industrien pavirker ikke min forskrivning av
legemdler 1 2 3 4 5
172 Informasjon fra industrien er avgjmnde for min faglige
oppdatermg 1 2 3 4 )
173 Informasjon fra mdustnen erav hay faghg kvahtet 1 2 3 4 5
174 Industrien underslir ofte viktig kunnsknp om legexmdler 1 2 3 4 5
175 Industrien styrer for mye av medisinsk forskning i Norge 1 2 3 4 5

176 Noen av industriens forskningsprosjekter er kamuflert

ma:kedsfarmg 1 2 3 4 5
177 Legers arbeid pavxtkes ofte av mdustnen 1 2 3 4 5
178 Noen spesialisters faglige rid er pivuket av sterke band

til mdustnen 1 2 3 4 5
79 cheforemngens holdning til at mdustnen skal finansiere

kurs og seminarer er for streng 1 2 3 4 5
1710 | egeforeningens holdning til industrifinansierte reiser er for v

streng 1 2 3 4 S
1711 Ektefeller/samboere ber lmnne ﬁ delta under seminarer

finansiert av industrien hvis de betaler eget opphold 1 2 3 4 5
1712 Det ber veere mulig & kombinere industrifinansierte reiser og

ferieopphold 1 2 3 4 S
1713 Personlige bind med enkelte legemiddelrepresentanter gjor

meg positivt innstilt til dette firmaets produkter 1 2 3 4 5
1714 Uten legemiddelindustrien, ville legers videre- og

etterutdanning blitt darligere 1 2 3 4 5
1715 Industrien opererer i sin markedsfering med lister over

viktige og mindre viktige leger 1 2 3 4 5
1716 Forskningsprosjekter finansiert av industrien holder vanligvis

hey kvalitet 1 2 3 4 5
1717 Legene holder seg i for liten grad til Legeforeningens

retningslinjer 1 2 3 4 5

Referansepanelet side 5
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18 Hvor ofte deltar du i arrangementer (bortsett frh lunsjbessk) som er stettet av

industrien?
1 Aldri
2 1-2 ganger per ir
3 3-10 ganger per ar
4 1-3 ganger per mined
5 Ukentlig eller hyppigere
6  Ikke aktuelt for meg

19 Hvor ofte har du bessk av legemiddelrepresentanter pi din arbeidsplass?

1 Aldri

2 1-2 gangerperir

3 3-10 ganger per ir

4 1-3 ganger per mined

5 Ukentlig eller hyppigere
6  Ikke aktuelt for meg

20 Hvor ofte reiser du utenlands med stotte fra industrien?
1 Aldri
2 1-2 ganger per ar
3 3 ganger per ir eller hyppigere
4 Ikke aktuelt for meg

21 Hvor mange forskningsprosjekter finansiert av industrien deltok du i i 2000-2001?

1 Ingen

2 1-2 prosjekter

3 3 eller flere prosjekter
4 Ikke aktuelt for meg

22 Har du mottatt direkte betaling fra industrien nar du har deltatt i forskningsprosjekter?
1 Nei

2 Ja. Angi belep per pasient (gjennomsnitt) NOKI I | I l I

23 Pa din arbeidsplass, hva bestemmer om du deltar i industristattede arrangementer?

Ja Nei
Det styrer jeg selv 1 2
Det forventes av overordnede 1 2
Det er en del av den sosiale kulturen 1 2
Det varierer 1 2
Tilfeldigheter 1 2
Annet, skriv
Referansepanelet side 6
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24 Om 4 forutsi sykdommers forlep

#1 Leger ber unngi & vzere for spesifikke med hensyn til 4
forutsi et sykdomsforlep overfor pasientene

3 Det er nyttig 4 ha en optimistisk holdning i
diskusjoner med pasienter

244

245

Jeg finner det av og til nyttig 4 gi prognosen et
negativt preg

#1 Det er vanskeligere & utarbeide en presis prognose
enn 4 stille en riktig diagnose

.14 Jeg vil kvie meg for 4 forutsi noe om et sykdomsforlep

m‘n den kliniske situasjonen er s&rlig usikker

218 Hvis jeg stiller feil diagnose kan pasientene miste tillit

til meg

215 Hvis jeg stiller feil diagnose kan mine kolleger miste
tillit til meg

19 Hvis jeg utarbeider feil prognose kan mine kolleger
miste tillit til meg

2 Hvis en kollega utarbeidet feil prognose ville jeg
antakelig miste noe av min tillit til ham/henne

Referansepanelet side 7
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Heltenig Delvisenig Delvis uenig Helt uenig
%21 Det er vanskelig & vite hvilke pasienter som gnsker

informasjon om sm prognose 1 2 3 4
U2 Jeg synes det er vanskehg 4 innlede en samtale om

prognose med paslenwr 1 2 3
223 De fleste pas:enter kjenner ikke sin egen ptognose 1 2 3 4
2424 Det er viktigere & utarbeide prognose ved kroniske

enn ved akutte sykdommct 1 2 3 4

%25 Nér en pasient er informert om en positiv prognose
kan sykdomsforlepet pivirkes i positiv retning 1 2 3 4

226 Nir en pasient er informert om en negativ prognose
kan sykdomsforlepet pivirkes i negativ retning 1 2 3 4

Ingen ganger 1-4 ganger 5-10 ganger >10 gange

2427 | |gpet av det siste dret, hvor ofte har du fatt
spersmalet ” Hvor lenge har jeg igjen i leve?” 1 2 3 4

2428 Nar en pasient betegnes som "terninal”, omtrent hvor mange
uker vil en slik pasient etter din erfaring leve? uker

25 Angi pi en skala fra 1 (sveert misfornsyd) til 7 (sveert forneyd) i hvilken grad du er

fornsyd med:
svaert svart
misfornayd fornayd
251 Dén ansvarsmengden du er blitt tildelt 1 2 3 4 5 6 7
252 Den variasjon i arbeidsoppgaver du har 1 2 3 4 5 6 7
253 Kollegene dine og de avrige ansatte 1 2 3 4 5 6 7
254 Fys:skc arbcldsforhold 1 2 3 4 5 6 7

256 Alt tatt i betraktning, hva synes du om jobben din 1 2 3 4 5 6 7

257 Frihet til & velge dme egne achiﬁ;mgtqﬁlgr‘ 1 2 3 4 o 5 6 7
258 Anerkje.nm?lse 4clu ﬂ.rﬁ')r g.odt. utfg?t ar!)eicii‘ o 1 - 2 . 3 4 S 6 7
o Lemendin o e s o o s e
2510 Arbeidstiden din 1 2 3 4 5 6 7

2511 Nir du tenker pd hvordan du har det for tiden, er du
stort sett forneyd med tilvarelsen, eller er du stort
sett misforneyd? 1 2 3 4 5 6 7

2312 Hvis du skulle svart pa spgrsmalet om 4 vaere
forngyd for fem ar siden, hva ville du svart da? 1 2 3 4 5 6 7

2513 Hvis du skal svare pa spersmélet om & vare
forneyd om fem ér, hva vil du svare da? 1 2 3 4 5 6 7

Referansepanelet side 8
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26 Hvor fornsyd er du med jobben din sammenlignet med hva du tror folk i andre yrker er?

Mindre Like Mer

fomnayd fomayd forneyd
wo Advekater 1 2 3
e S L 3.
S S 2 3,
m e Lo 2.8
ws o Poykologer U 2.8
wo o Sykepleiere 1 2 3.
w7 Hndverkere 1 2.8
< A S 2.8
269 Politifolk 1 2 3

27 Hyvis du var ung i dag og skulle velge yrlke, hvilket yrke ville du vaigt?

28 Forskning viser at folgende forhold kan redusere arbeidsgleden for leger. Hvordan
stemmer dette for deg? Sett ring rundt ett tall for hver pistand.

Stemmer  Stemmer Stemmer

ikke Tt heit

21 Jobbe i team, seerlig tverrfaglige 1 2 3
#2  Dokumentere alt du gjor og hvorfor

(accountability) 1 2 3
#3  Tastadig mer hensyn til pasienter og

pérerende 1 2 3
%4 Forholde seg til stadig flere kliniske

retningslinjer og standardiserte prosedyrer 1 2 3
#35  Etstadig ekende krav om & vaere

produktiv 1 2 3
#6  Media som er stadig mer pagiende og

kritisk 1 2 3
%7 En familie som krever at du skal vaere

hjemme oftere 1 2 3
28 Myndigheter som har en gkende skepsis

til leger og deres profesjonelle autonomi 1 2 3

Referansepanelet side 9
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29 Eysencks personlighetsinventorium. Sett ring rundt ett tall for hvert spersmdl. *

I Nei
»1 Bardu maage funkellige hobbyee? ! 2
=3 Bavduvelslendo buaoe? oo ! 2
23 Er dp en pratsom person? o 1 2
o ot N ! 2
=3 Bekymrer du dog ofts over ting du ikks skulle ."fgt ellee gjort? ! 2
e D e s L0 2
7 B e e e e e ! 2
e Hender det ofte at du ghr He0 Y L2
»o Plages duofte v sy ldtalelse? L 2
10 Bekymrer du deg for at fiykiclige ing kanskge? 12
291 Tar du vanligvis selv miﬁat?xg? f:of ati nye venner? ‘ 1 2
=12 Er du stort sett stil og tilbakeholden ndr du er sammen medandre? 1 2
=12 Greler du vanligvis & skape iv i et heller Wedeligselskap? =~~~ 1 2
» Liker du & fortelle vitser og gode historicr til dine venner? B 2
15 Har du ofte folt deg watt og likeglad uten grumn? ! 2
=10 Liker du 8 giore ting som krever at du handler raskt? V.2
»u Hardunoen gang onsket at duvarded? L 2
e B A Ty T e Vo
1o Bliz du lett sdrot nér folk fiuner feil ved deg eller acbeidetdugior? 1 :
2920 Liker du 4 ha masse liv og rore rundt deg? 1 2

30 Hvor vil du plassere deg selv politisk pa en skala fra 1 (konservativ) til 5 (radikal)?

L_I (Skriv et tall mellom 1 og 5)

Referansepanelet side 10
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31 Bakgrunnsopplysninger

311 Bosted (helseregion)
1 Ostfold, Akershus, Oslo, Hedmark, Oppland
2 Buskerud, Vestfold, Telemark, Aust-Agder, Vest-Agder
3 Rogaland, Hordaland, Sogn og Fjordane
4 Mere og Romsdal, Ser-Trendelag, Nord-Trendelag
5 Nordland, Troms, Finnmark

a2 Hva er din sivilstand na?
1 Enslig
2 Samboende
3 Gift
4 Separert L]
5 Skilt
6 Enke/enkemann

313 Er du blitt alderspensjonist siden 1. januar 2000?
1 Ja
2 Nei

314 Navarende hoi'edstilling (skriv)

315 Angi prosent (100% er full stilling) I I | I

31 Nar begynte du i denne stillingen? Minedl | | Arl | [ l l

a7 Hvis du har fatt spesialistgodkjenning etter 1. januar 2000 skriv spesialiteten her:

s1s Er du fastlege?
1 Nei
2 Jeg er fastlege Antall pasienter pa listen: | l I | I

3 Jeg er vikar for fastlege

Takk for hjelpen!
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Intervjuguide
Gruppeintervju — onkologer

Introduksjon
Presentasjon av Lotte
Presentasjon av Victoria
Presentasjon av prosjektet, malsetting, prosjektets ulike deler

Sperreskjemaundersekelse av tverrsnitt av norske leger

Gruppeintervju 3-4 grupper

Evt en observasjonsstudie blant hematologer og revmatologer
Formalet med prosjektet er & fa en bedre forstaelse for hva som ligger bak legers handtering
av formidling av prognoser. Slik informasjon er viktig for pasienter, vi vet f.ex at de fleste
klagesaker dreier seg om informasjon og kommunikasjon. De siste 10-20 arene har det skjedd
store endringer nar det gjelder forventning om kommunikasjon mellom pasient og lege, med
okende krav til kommunikasjonsferdigheter hos leger. Kunnskap fra denne studien vil kunne
brukes for bedret kommunikasjonsundervisning nar det gjelder prognoseformidling, i
grunnutdanningen og i spesialistutdanningen, ogsa nar det gjelder mestring av denne
potensielt belastende delen av legejobben.

Litt om gangen i dagens intervju

Vi bruker bandopptaker for a sikre oss at vi far med alt. Paminnelse til de som vet de har en
stemme som beerer darlig.

Anonymitet. Materialet vil bli behandlet konfidensielt (dere vil fa tilsendt utkast til artikler
med mulighet til kommentarer). Opptakene vil kun bli avspilt for dataanalysen og bare av de
3-4 forskerne som er i gruppen (Akre, Graugaard og Rogg, samt en ikke fastsatt til).
Opptakene slettes etter at dataanalysen er avsluttet.

Vi begynner med en presentasjonsrunde.
Selve intervjuet vil vere todelt.

Den forste og storste delen vil besta av drefting av noen kliniske problemstillinger der
prognoseformidling kommer opp.

Sa vil vi snakke om mer generelle problemstillinger i forbindelse med prognoseformidling.

Litt generelt om hensikten med gruppeintervjuer: fa fram variasjon i synspunkter og dermed
fa tilgang til mer informasjon enn om man hadde gjort individuelle intervjuer. Hvis dere er
uenige med hverandre, kom med det, det er nettopp slik variasjon i synspunkter vi ensker & fa
fram! Snakk ferst og fremst til hverandre, ikke til oss. Har dere kommentarer, hvis dere er
enige eller uenige i det de andre sier, sd kom med det. Ikke vent pa & fa ordet.

Kom veldig gjerne med konkrete eksempler.

Hvis det ikke er noen spersmal til det som er sagt sa langt tror jeg vi skal begynne

Intervju

a)

Presentasjonsrunde — husk navneskilt.

Kan dere fortelle kort om hva dere jobber med, hva arbeidet géar ut pa, og hvor lenge dere har
jobbet her? Hvor jobbet dere for?

cal0 minutter pa dette



b)
Kliniske problemstilinger
Ha som utgangspunkt deres egen arbeidssituasjon, enten pa poliklinikken, eller sengepost.

1) Dere skal snakke med en pasient (med f,eks ca mammae) som har vert til en rtg
undersekelse. Dessverre viser denne den forste metastasen (lever), dvs at sykdommen gar fra
a ha en kurativ intensjon til en livsforlengende/palliativ intensjon. Pasienten er spent pa
resultatet. Hva sier dere?

Kan dere huske en slik konsultasjon som var vellykket? Hva gjorde dere da?

Hva var det som gjorde det vellykket?

Eller ikke sé vellykket? Hva gjorde dere da?

Er det karaktertrekk ved pasienten som er medbestemmende for hva du sier?

2) Det finnes ulike mater en pasient eller familie kan prove & takle det & fa uhelbredelig kreft.
Hvordan svarer dere til en relativt ung (45-504r) pasient med avansert sykdom (f.eks ca pulm)
som sper om hun kan leve med sykdommen i 10 ar?

Har dere eksempler pa ganger dere har handtert et sa stort sprik i forventning pa en

god mate?

Hva gjorde dere da?

Eller ikke fétt det sd bra til?

Hva gjorde dere da?
Hva hvis hun i stedet ikke vil vite noe som helst om sykdomsutbredelse eller prognose, men
gjerne vil ha all tilgjengelig behandling? Hvordan handterer dere det i forhold til plikt til &
informere versus behov for at pasienten kan gi informert samtykke?

Eller
Hva hvis hennes parerende ikke vil at hun skal vite noe?
Eller

Hva hvis hun ikke vil fortelle sine voksne barn noe som helst, selv om det na er klart at livet
gar mot en ende?

Eller
Hva hvis barna er sma, bor hos henne og hun har svert darlig kontakt med den fraskilte
barnefaren, og hun ikke vil fortelle noe til dem eller til eksmannen?

Bruker dere KRONISK for & beskrive mer stabile, men uhelbredelige
kreftsykdommer? Hvorfor/hvorfor ikke, hva oppnas med & gjore det?

3) Av og til far vi spersmal fra pasienter eller parerende som: skal jeg de na?/kommer han til
a do na? Hvis denne pasienten na er i en terminal fase (fa dager igjen a leve) hvordan svarer
dere? Har dere en metode dere ofte bruker? (evt kom med ex om & narmest se seg selv litt
utenfra, hvis det ikke kommer noe).

Hva med informasjon rundt RECUSITERING MINUS?

Na har dere snakket om ulike arsaker til at disse konsultasjonene kan vere vanskelige,
utfordringer i relasjonen mellom dere og pasient/parerende. Men hva med
rammebetingelsene? Har dere tid nok, far dere vaere i fred med pasient og familie, i et egnet
rom, uten avbrytelser

Evt
Dere har nevnt rammebetingelsene som en arsak til at ikke alt gar sa godt som dere ensker,
kan dere si noe mer om det?
Ca 1 time pa dette



¢) Begreper (glidende overgang)

Dere har snakket om erfaringene deres, at man ma vurdere hva som er det riktige for den
enkelte pasient, ikke bare utfra faktorer som alder, kjonn, sykdomsstadium, men hva som
foles riktig for denne pasienten. En slags intuisjon. Stikkord som gér pa det som er sagt
Hvordan har dere laert dere det dere bruker/gjor?
Fast struktur med felles visittgang? I ekonomisk pressede situasjoner/mest mulig
“effektiv bruk av leger”
I hvilken grad er det mulig i den daglige virksomheten & observere “mestere” pa
avdelingen eller poliklinikken? Kan slike ferdigheter leeres?
Vi har jo tenkt at kunnskap fra denne forskningen skal lede til bedret
kommunikasjonsundervisning i grunnutd. og spesialistutd. (Tror dere det er mulig?)

(Héap er et begrep man kan sette i sammenheng med prognose)

Evt: Hap har veert framme i diskusjonen. Hvordan tenker dere rundt hap i forbindelse med
prognoseformidling?

Er det noe som ligger i bakhodet nar dere snakker om pasienten om prognosen?

Jeg vil gjerne fa noen kommentarer fra dere pa begrepet prognose. Jeg har brukt
prognosebegrepet helt unyansert i sparreskjemaundersekelsen, og har et tolkningsproblem
pga det na. Begrepet er utydelig og gjer at det er vanskeligere a tolke dataene. Hvordan forstar
dere det begrepet? Hva snakker dere om nar dere snakker om prognose?

Hva synes dere om denne delen av jobben? Er det belastende?

For eksempel slik at dere tar den med hjem eller gruer dere for slike konsultasjoner?

Kan dere beskrive en typisk situasjon som far dere til 4 tenke at dere er forneyde med a ha
valgt akkurat denne spesialiteten?

Hva med det omvendte? (en situasjon som far dere til & tenke at dere er lite forneyde med
valg av spesialitet?

Til slutt, har dere noen spersmal rundt der vi har snakket om?
Er det noe dere vil tilfoye?
Tusen takk for hjelpen!

ca 30-45 minutter pa dette
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