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There is an implicit assumption that physicians
incorporate quality of life (QOL) information in
clinical decision-making. However, very limited data
exists on how physicians view QOL information and
how they actually use it. To explore this issue, an
in-depth study was conducted using a semi-
structured interview guide, with 60 oncologists in
Canada and the USA. While the majority of respon-
dents perceived QOL as important they reported a
tendency to use it informally and not in all situations.
Key findings include the belief expressed by 88%
of respondents that the term QOL could be defined,
although they differed in their definitions. Although
85% stated that QOL can be formally measured,
only a third perceived that the current instruments
provide valid and reliable data. Respondents noted
a number of significant benefits and drawbacks of
using QOL data in their clinical practice that had
not been previously noted in the literature. For
example, its use as an endpoint in clinical trials
was generally perceived to enhance both physician
and patient participation. A drawback noted was
that including QOL might adversely affect the
decision-making process. These findings have been
used to develop a self-administered questionnaire
(MD-QOL) which will test the generalizability of
these findings.
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Introduction

Despite the apparent interest in the issue of quality
of life (QOL) and its measurement in cancer'* only
limited attention has been given to whether or not
QOL information is or will be used in medical
decision-making. There are a few studies of how
physicians define and interpret the term QOL, but
almost no research that assesses their intention to
use, or to disregard QOL information.”™ There is
anecdotal evidence that little QOL information is
currently being incorporated into decision-making
and mounting concern whether it ever will be incor-
porated into routine cancer care.’>"> QOL researchers
are beginning to express their discomfort regarding
the clinical relevance of their findings and whether
or not QOL information will be ever useful in daily
practice—their ultimate goal.’*'*7 In fact, one of the
most serious challenges will be to ensure that pub-
lished QOL information will be appropriately utilized
by practitioners, rather than remain in the domain
of academic interest.®%

Physicians are only recently gaining recognition as
potential agents of change in such areas as QOL.Z%
There has been an implicit but powerful belief that
once conceptual and methodological obstacles were
overcome, physicians would willingly incorporate
QOL findings into routine treatment planning. At the
same time, physician behaviour research in other
areas suggests that this is unlikely.”"* For example,
the physicians’ response to QOL results may well be
similar to their reluctance to incorporate into their
practices the findings of randomized clinical trials
(RCTs), where the excellence of the study design and
the strength of trial results are necessary, but not
sufficient, conditions to ensure change in physician
behaviour”
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To verify the anecdotal assumptions regarding the
apparent reluctance of physicians to use QOL infor-
mation, an exploratory study of physicians’ attitudes
and beliefs regarding QOL was conducted using
cancer as a model. This was the initial stage in the
development of an instrument to examine these
issues in the larger physician population.

Methods

To obtain a better understanding of this complex
issue, we conducted 60 in-depth semi-structured
interviews with cancer physicians in Canada and the
USA between October 1992 and April 1993. The
interviews also covered physician perceptions
regarding the patterns of practice in oncology, but
this report focuses only on the considerable portion
of the interviews that was devoted to the topic of
physician views on QOL. Since it was impossible to
identify a priori a unique profile of those physicians
who use QOL from the literature or published
physician directories, snowball sampling was consid-
ered the most appropriate means of collecting a rich
data base from which key themes could be ex-
tracted.””* An initial set of potential respondents was
obtained from the oncological advisors to the project.
Snowball sampling was then utilized to generate the
sample frame. Respondents were randomly selected
from this frame to be representative of the physician
population by gender and specialty.”* The final
sample contains medical, surgical and radiation
oncologists from all Canadian provinces and four
regions in the USA. This strategy was devised to
capture the heterogeneity of the three oncological
specialties while ensuring the homogeneity of the
respondents’ core task—cancer patient care. The sample
included oncologists who care for patients in all
stages of their disease ranging from those who were
currently disease-free to those in the chronic phase
and to patients who were terminally ill. Both Canadian
and USA physicians were included to account for the
potential effects of differing health care systems. Of
the 63 potential respondents approached, 60 agreed
to participate within the time frame of the study.
The structured interview guide was designed to
elicit how cancer physicians define and operationalize
the term quality of life (QOL), how they use QOL
information in their treatment decision-making and
what their views are on the role of QOL in oncology.
The structured interview guide consisted of open-
ended and demographic questions (see Appendix 1).
After a training session to ensure congruity between
interviewers, the interviews were conducted by three
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of the research team members and by a professional
interviewer. Sixty-eight per cent of the interviews
were completed by telephone and 32% in person,
and all were tape-recorded. The complete interviews,
which lasted between 45 minutes and 2 1/2 hours,
were transcribed verbatim. The data were then coded,
grouped, quantified and analyzed by a researcher
with extensive experience in analyzing qualitative
physician behaviour data, using a rigorous grounded-
theory content-analysis approach in the manner of
Glaser and Strauss.** Extensive efforts confirmed
the validity of initial findings firstly among the
research team members and subsequently with other
members of the target population.”" 44

Results

The respondents were representative of the distribu-
tion of oncologists in terms of gender, age, income
source and specialty.”** The demographic profile of
the respondents is summarized in Table 1. Overall,
physician responses to all questions did not vary
significantly by age, gender, practice setting or health
care system.

Defining and measuring quality of life

Respondents were asked if the concept of QOL could
be objectively defined. Eighty-eight per cent of re-
spondents felt that QOL could be defined, while the
remainder believed it was a fluid, changing, abstract
concept. Despite the high proportion of respondents
who believed the concept could be defined, interpre-
tation of the term varied quite widely. For example,
65% emphasized the physical aspects of QOL, while
35% felt that non-physical elements such as emotional
and psychosocial issues were most important. At the
same time, 79% felt that both parameters contribute
in varying degrees to an appropriate definition of
QOL. Table 2 summarizes the components noted by
physicians as critical to their definition of the concept
of QOL.

Physicians were then asked what value they
accorded QOL information and if they believed that
QOL was a measurable concept. More than 90%
believed that QOL was an important concept and
85% stated that QOL can be formally measured. Of
those, 83% felt that QOL measuring instruments were
only appropriate for use within randomized trials.
With respect to the psychometric properties (i.e. the
reliability and validity) of currently available QOL
instruments, 34% perceived that the instruments



Table 1. Respondent demographics

Physician’s perspective on QOL

Table 2. Oncologists’ definition of the concept of QOL

Characteristics % of Respondents

(n = 60)

Gender

Male 75

Female 25
Age (years)

<45 yrs 48

245 yrs 52
Nationality

Canadian 73

American 27
Country of training

Canada 65

USA 25

Other 10
Oncology specialty

Surgical 43

Medical 35

Radiation 22
Patient population

Mainly cancer 67

Mixed 33
Primary time allocation

Patient care 75

Administration 14

Research 9

Teaching/Other 2
Income source

Fee for service 56

Salaried 44
Practice setting

University hospital 60

Community hospital 25

Private practice 15

generally provide valid information and 39%
believed that the data they provide are reliable. Of
those who stated that QOL cannot be measured at
this time, 55% believed that appropriate QOL
measures would eventually be developed.

Acquiring and using quality of life information

Approximately two-thirds of respondents reported
that, in their setting, both formal and informal QOL
data collection was done by non-physicians. When
asked about their use of QOL information, 52% stated
that they were more likely to use QOL when they
worked as part of a cancer care team than when they
acted as solo practitioners. Thirty-five per cent
reported that while a team approach may enhance

Definitions %of Respondents
who included
this term (n=60)*

Patients’ sense of well being 89

Patients’ performance status 76

QOL is an ill defined concept 71

Patient satisfaction with their 54

current status

Related to impact of treatment 48

Related to effects of disease 35

Defined by cultural expectations 21

*Note that most respondents included more than
one descriptor when defining QOL

their use of QOL information, it may also result in
group-based decisions that may be insensitive to
individual patient needs.

Only 7% of respondents stated that they formally
both collected and used QOL information. In contrast,
68% of respondents reported that they neither
collected nor formally integrated QOL information
into their individualized decision-making, although
many used it informally and considered it in their
global approach to patient care. Although 11% stated
that they had formally collected QOL data as part of
an RCT, many were concerned that the data may not
be generalizable to their personal patient population
and therefore did not formally integrate it into their
practice. On the other hand, 14% of the respondents
stated that while they have not collected QOL data
themselves, they routinely use published QOL results
in discussion with their patients.

Shared decision-making between physician and
patient was described as the ideal model for incor-
porating quality of life information into the treatment
decision-making process according to 67% of respon-
dents. However, half of those respondents alluded to
a difference between the actual and perceived sharing
of the decision. Fourteen per cent of the 60 respon-
dents felt strongly that oncologists should maintain
control of QOL decision-making based on their belief
that as physicians, they had the appropriate distance
and insight into the relative overall importance of
QOL. In contract, 17% of physicians felt that the
patient should have ultimate responsibility for the
way in which QOL information is used. However,
12% believed that giving this responsibility to
patients was not always positive. They felt that this
may cause some patients to doubt the choices had
been made—perhaps by inappropriately having
traded increased survival time for improved QOL.
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Consequences of using quality of life data

Respondents had mixed responses regarding actual
and potential repercussions of incorporating QOL
into individual decision-making. More than half
(54%) considered published QOL information as
clinically relevant at this time. While a slight majority
(58%) believed that including QOL makes clinical
decision-making more difficult, 32% believed includ-
ing QOL makes it easier and 10% perceived inclusion
would have no effect on physician decision-making.
It is interesting to note that the majority of respon-
dents (78%) believed that their patients want to be
informed regarding QOL issues but still prefer that
their physician take responsibility for the final
decision. Although 47% of the physicians felt that
discussing QOL issues had no obvious impact on the
patient, 24% felt that it puts too much pressure on
them while 29% felt that discussing QOL issues makes
the patients feel that they are part of the team.

Specific positive and negative consequences of
incorporating QOL into decision-making were noted.
For example, 81% of respondents thought that
discussing QOL reassured patients that their doctors
care about them, not just their disease. Of note, how-
ever, 74% of respondents expressed concerns that
patients would interpret a discussion about QOL as
meaning that survival was no longer a consideration.
Perceived benefits of using QOL information included
allowing for comparisons between treatments of
similar efficacy (mentioned by 61% of respondents),
and supporting the decision not to use toxic treat-
ments that provide minimal survival advantage (53%).
Drawbacks included difficulties in the following:
incorporating QOL in individual clinical practice
especially in view of the time constraints (85%);
maintaining neutrality (67%); and the overriding
importance of survival (46%).

There was almost universal consensus (91%) on
the usefulness of QOL information in palliative
settings. In situations physicians perceived as poten-
tially curative, many respondents (59%) said they
encourage patients to tolerate decreased QOL during
treatment in exchange for chances of increased
survival. Forty-three per cent stated that their focus
was on survival rather than QOL because they
believed that, generally, patients are more concerned
about length rather than quality of their survival. A
similar proportion (46%) stated that when treating
patients with curative intent, QOL should always be
the secondary, not the primary goal, since the main
task of physicians is to save lives.

Oncologists were asked for their opinion on QOL
as an endpoint in randomized clinical trials (RCTs).
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There was a divergence of responses with respect to
the relative values of QOL and survival as primary
outcome measures. Some (56%) maintained that
survival has been, and should remain, the primary
outcome measure in RCTs in oncology. They argued
that QOL becomes irrelevant if survival can be guar-
anteed. At the same time, 76% felt that QOL is the
more meaningful goal for RCTs. They maintained
that physician participation in RCTs would be
enhanced if QOL is added to survival as an outcome
measure. In addition, they believed that adding QOL
as an endpoint would encourage more patients to
participate in randomized trials. Forty-three per cent
of those interviewed noted that RCTs are used to
educate and therefore, including QOL assessments
in RCTs may convince some physicians of the credi-
bility of QOL data.

Discussion

There was considerable variation in attitudes towards
measuring QOL and incorporating this information
into patient management. Most respondents felt that
QOL can be defined and measured, but the majority
questioned the reliability and validity of existing
quality of life instruments. It may be of value to know
if familiarity with QOL would increase, or decrease
physicians’ willingness to use the ensuing data.

Defining and measuring quality of life

Although some respondents felt quality of life cannot
be defined, their reported behaviour was similar to
the majority of respondents who felt that quality of
life can be defined. That is, they reported assessing
and using QOL informally, although they maintained
they could only describe QOL using vague and
subjective terms. One of these respondents explained:

“I think it is hard to define because what is QOL
for one person is different for the next. It is a grey
zone term, but I think as physicians we talk around
QOL, so that you at least imply a meaning—it is
satisfaction, mood, that sort of thing.”

Other respondents stated that QOL could indeed
be defined, but that it was complex and multi-faceted.
One such respondent explained:

“I guess it really has to do with control of the
symptoms related to the disease. The goal is to
maximize the patients’ ability to function at home



so that they are with their family. Their comfort
and activity level is the primary definition of QOL.”

In another example, a medical oncologist reported:

“It is a relative term that means how well satisfied
the patients are with their health status; it is a
relative term in that it is usually measured against
what their expectations are so it may in fact
measure the distance between what their
expectations are and what reality is. The smaller
the distance, the higher the quality of life. The
expectations are usually culturally defined and
therefore vary among and between patients.”

There was considerable variation in the responses
regarding the key components of QOL, and respon-
dents emphasized a range of parameters. Although
the majority of respondents felt that performance
status is an important aspect of QOL, only half also
considered the effect of treatment on emotional, psycho-
logical and social well-being. Even fewer considered
the effects of the disease and/or its treatment on QOL.

Despite the fact that physicians may agree that
QOL is an important concept, their apparent disagree-
ment on the definition of the term may well be
problematic in incorporating its use. Evaluating QOL
as important, but disagreeing on the meaning and
implications of the term may well be a deterrent to
its use. The validity and reliability of current QOL
data were also questioned by many respondents. One
surgeon explained:

“I do not think QOL data so far are valid. It is a
very personal thing and cannot be quantified or
compared. It is like falling in love—you know it
happens, but can you really quantify it and then
compare experiences—no, you would be laughed
at for even thinking about trying. I feel the same
way about QOL data.”

A radiation oncologist stated:

“I think they are as reliable as you can get in a
very difficult area, but they are not really what I
would call reliable. For example, I think that a lot
of measurements are aimed at looking at subjective
measurements, not objective. My definition of a
scientific parameter is that it has a certain objectivity
built in, but how do you do that with QOL?”

The lack of consensus on a definition and assess-
ment of the level of measurability of the term QOL
may account for a portion of the reported diverse

Physician’s perspective on QOL

physician behaviour regarding QOL. For example,
performance status was often used to define QOL,
and the terms were sometimes used synonymously.
The emphasis on the interpretation of QOL in terms
of performance status may have several causes. First,
it is a term that is more concrete, more easily and
quickly measured and it may be more familiar to
oncologists. It is a generally accepted prognostic
factor in clinical practice and a common inclusion/
exclusion criterion in randomized clinical trials.
Studies show considerable inter-observer variability
in assessing performance status, thus raising serious
questions regarding the reliability of these measures.*+
Nonetheless, respondents were more convinced of
the clinical relevance of performance status rather
than of QOL. Quality of life was generally seen as
the more subjective and less relevant term.

Many of the interviewed oncologists emphasized
the physical rather than the psycho-social domain of
QOL, including symptom control and toxicity of treat-
ment. They felt that this was of primary importance
in QOL measurement. This appears to contrast with
the approach taken by many cancer cooperative
research groups, where symptom control and QOL
are often distinct areas of discussion and research.
The respondents’ emphasis on symptom control ap-
pears to be related to their comfort with the numerous
clinical interventions and measurement tools devel-
oped in the physical domain which they believed
contrast with the limited number of instruments and
experiences with non-physical domains.

In summary, despite the vagueness of the concept
of QOL, the majority of the respondents felt that it
can be measured, although two-thirds of respondents
perceived that the current measures are neither valid
not reliable.

Acquiring and using quality of life information

Oncologists differed on whether they acquired
and/or used QOL information. Some respondents
were willing to collect QOL, but only as part of RCT
requirements and were not willing to use published
QOL data in their practice. Others were not willing
to collect QOL, but were willing to use published
information in their practice. This apparent dichot-
omy raises interesting questions since several
research groups have assumed that those physicians
willing to collect QOL information are more likely to
be those who use it. Our data suggest that this
assumption should be explored more carefully.
Many oncologists interviewed neither collected nor
formally used QOL information. They said that they

Quality of Life Research- Vol 5-1996 9



K. M. Taylor et al.

relied on their informal assessments of QOL, and
informally incorporated their impression of patients’
desires regarding QOL into their decision-making.
Many stated that this was an acquired skill, following
years of medical practice, and was a key component
of the ‘art of medicine’. If physicians believe that
evaluating QOL should be based on interactions
between individual physicians and their patients,
data gathered from other patients would not likely
be seen as useful. In instances in which QOL is a
consideration, two-thirds of respondents described a
shared decision-making process with input from both
patient and family as well as the medical team. The
interviews revealed some of the complexities of this
process, especially when the initial preferences of
patients and physicians differ. The therapeutic deci-
sion in that case may be reached by one party
convincing the other of its preference, or by one party
exerting control despite the other party’s opposing
view. The interview data strongly suggest that many
physicians perceive themselves, rather than their
patients, as being entitled to ultimate control over
the treatment decision on such a situation.

Consequences of using quality of life data

Clinical relevance. Only a few respondents inter-
preted QOL as having clinical relevance for
individual decision-making at this time. A typical
response is reflected in these statements:

“Itis only clinically relevant if you can provide an
intervention on the patient’s behalf that would
improve the problems you detect with your
instrument in terms of QOL. If you cannot do this,
then simply measuring QOL is not relevant. If
helping to improve the patients” QOL means
additional time for the physician, I do not think it
will ever be really clinically relevant. For example,
if improving QOL for terminally ill patients means
good hospice services, providing home care and
so forth. When you do that it makes more work
for the physician. It involves many more phone
calls and none of that is reimbursed.”

If respondents do not believe that QOL information
is clinically relevant, it appears unlikely that it will
be easily incorporated into routine practice. Perhaps
QOL researchers developing QOL instruments
should consider the perceived clinical relevance of
the data they are collecting as part of their instrument
development. Designing excellent instruments with
strong psychometric properties may be necessary, but
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not sufficient to guarantee their incorporation into
medical practice—the ultimate goal.

Another focus of the discussion of the clinical
relevance of QOL related to the use of QOL in curative
vs. palliative settings. Many argued that QOL was
most, and sometimes only, useful in palliative
settings. One medical oncologist explained:

“The average patient with cancer, if you are
offering a treatment and explaining to them what
the anticipated results are, sure they want to know
the side effects of the treatment. But, they don't
really see this as a quality of life issue. Really, they
want to know is what is chance they will be cured,
or that the treatment is going to work. The side
effects—they will put up with those.”

At the same time, the QOL literature does not gen-
erally relegate QOL discussions to palliative settings
only. This discrepancy may account for the apparent
disparity between the objectives of QOL instrument
designers and those reluctant to use them for early
stage disease (potentially curable) patients. Another
area of contention for respondents was whether they
made decisions with or for their patients. The poten-
tial for QOL to facilitate or to impede the type of
decision-making models physicians prefer, may also
have an impact on their willingness to use this
information. For example, one physician explained:

“We recently had a patient who went for a bone
marrow transplant even though I was skeptical
because she decided that the treatment would
increase her chances of having a good quality of
life as well as improving her survival odds. That
is very experimental treatment in ovarian cancer
in the States, and she came back looking wonderful
at the moment. She’ll die from her disease almost
certainly, but nevertheless she is getting something
out of it. I recently said to her 'T have a patient
who is facing the same thing as you and wants to
talk to someone. Would you be willing to meet
her?’ She said “Of course, but don't forget I'll tell
her that if I had to do it over again, I would not.’
Those kinds of comments from a very reliable and
credible witness, it really makes you sit up and
take notice. It reminds me that it is my job to
protect the patient from things they can’t really
decide on their own so occasionally I become very
autocratic. I try very hard to avoid the autocratic
role, but sometimes I think I should do it more often.”

It was interesting to note that some respondents
were supportive of the clinical relevance of QOL data,



but did not see the incorporation of QOL as truly a
part of their core task—rather they interpreted it as
more essential for related health care providers such
as nurses. If physicians interpret QOL as ‘interesting’
but not their responsibility, will QOL results be rele-
gated to ancillary, rather than primary components
of cancer care? One respondent said:

“Nurses appreciate things about how patients are
feeling that a physician does not because they are
working with them more closely on a day to day
basis. Patients often seem more comfortable
talking with nurses. They have the time, they sit
down and listen to the patient, even on a busy
clinic day. They often give us physicians
information and then we change our minds.”

Many oncologists interviewed acknowledged that
the published QOL results were particularly difficult
to adapt for individual practice. Reasons given
included: individuality of response to treatments; the
perception that patients may feel abandoned if
physicians emphasize QOL; the time and skill
required to adequately assess and evaluate published
QOL data; and physician scepticism regarding the
face validity of patient responses to QOL questions.
These rationales were expressed by physicians to
support their reluctance to use QOL data in their
practice at this time.

QOL and decision-making. The majority of respon-
dents felt that it is difficult to include QOL in clinical
practice. Rather than facilitating decision-making,
most respondents argued that it makes decision-
making harder. One respondent stated:

“I'm sure a lot of physicians will say that they
always include quality of life considerations in
their decisions and that not to do it would sound
like they were callous or something. But let me
tell you the way it is. It actually makes many of
relationships with patients much more difficult. It
sure takes more time. Instead of having a single
answer for everybody, if you really try to interpolate
the detail that you could learn about the person’s
life style, their desires and their wishes, their dreams
and what they secretly hope, then dealing with
them becomes very complicated and not a fast
process by any means. I think any time that you try
to change what you do based on changeable things
like patients’ perceptions of their QOL and then try
tohelp themincorporateitinto their decision- making
well, I think you stop practising cancer medicine and
start doing psychotherapy and that’s not my job!’

Physician’s perspective on QOL

Unless physicians can see a benefit to incorporating
QOL in treatment decision-making, it is likely that
they will resist including what they interpret as a
hindrance to an already arduous task. Few respon-
dents systematically and formally collected and
utilized QOL information in their practices. Of those
who did, the majority had other, non-physician health
personnel collect the data. This may have significant
implications for the doctor—patient relationship.
Some physicians felt that certain generic QOL instru-
ments were inappropriate for many ethnic groups.
Others believed that asking patients to complete QOL
questionnaires often provoked anxiety in patients,
regardless of their cultural background. It was
interesting to note that the formality of the QOL
instrument was seen, by some respondents, as
potentially distancing the physician from their ability
to intuitively assess the patients’ well-being.

The informal collection and use of QOL data was
perceived by many respondents to be a better means
of understanding individual patient needs and
indeed was seen as an integral part of the innate
‘art and craft’ that contributes to the professionalism
of a medical practice gained over years of experi-
ence. Physicians’ opinions on the advantages and
disadvantages of using QOL information tended to
focus on the formal collection and use of QOL data
rather than the informal. In an economic environ-
ment where rationing of services is an important
component of clinical practice, the formal use of
QOL was described by some respondents as a way
to support the most fiscally responsible medical
decisions. In addition, they argued that it was an
effective mechanism to defend decisions not to use
aggressive and expensive treatments that cause
marked decrease in QOL for potentially minimal
survival improvements.

Randomized clinical trials: Applying QOL data obtained
from RCTs. Most respondents felt that QOL can and
should be measured only within randomized clinical
trials. This rationale may help them to justify their
concern regarding the lack of clinical relevance of
QOL data, while at the same time permitting them
to state that the concept itself was of importance. A
sizeable proportion (38%) were not supportive of
QOL information, even in the context of RCTs which
raises the question of whether even apparently
committed oncologists will apply QOL data from
clinical trials into practice. One explained:

“I only collect the information when I'm asked to

do it in a clinical trial setting, but to be honest I
find it very time consuming. It is especially hard

Quality of Life Research Vol 5-1996 11



K. M. Taylor et al.

since we don’t act on any of the results—we just
collect piles and piles of information. No, to be
very honest, I don’t use it on my non-trial
patients. I'd have to ask my patients how they
are feeling all the time, comparing little
day-to-day variations. I don’t think that is the
best use of my time.”

Another concern expressed regarding QOL was
that of generalizability vs. specificity of the instru-
ments. While QOL data collected from clinical trials
was perceived as useful in assessing the overall value
of promising but untested interventions, most
physicians agreed that the data were not specific
enough for individualized care. Since many variables
enter into the cost/benefit analysis (including both
duration and quality of life), QOL data collected from
clinical trials was generally perceived as not yet being
applicable in individual cases.

QOL and participation in RCT5. There was a dichot-
omy of opinions regarding the effect of QOL
assessment on participation in clinical trials. Although
most of the respondents felt that QOL is an important
endpoint of RCTs in oncology and that patients
would be more willing to participate in trials that
assess QOL, others expressed concern that physician
participation may be discouraged if QOL replaces
survival as an outcome measure. One surgeon
emphatically suggested:

“I think that QOL will encourage more physicians
to put patients on trials. I think this is particularly
true in settings with non-curative treatments
because often what you are left with at the end of
the day is essentially a trial that shows no clear
cut advantage to one therapy over another. In that
case, [ think it is clearly very important to have a
quality of life information. In the practical world
of decision-making you want to know if a
treatment is in fact going to help in terms of tumour
regression, but is tolerable in terms of symptoms.
You need both pieces of information.”

QOL as an outcome measure in RCTs. Many respon-
dents believed that QOL is the more meaningful
goal for clinical trials, since prolonging survival
with poor QOL is not a success. One physician
explained:

“Complicated cure—that’s what cancer really is.
The vast majority of the time, you don't cure it.
Really it is palliative treatment no matter how we
like to fool ourselves and pretend it isn’t. If it’s
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palliation, then you should abide by the rules.
Palliation means control of symptoms to improve
quality of life. It does NOT mean extending life
for an extra two or three days or a month, it means
focusing strongly on QOL. QOL is, or at least in
my opinion should be, the main issue in most
randomized clinical trials. These cases,
unfortunately, represent the bulk of our work and
this should be acknowledged by having QOL as
a trial outcome. Not to do that is only fooling
ourselves into believing that survival is really an
endpoint.”

Our interview data support the recent ECOG
study in which 89% of the 1800 respondents
selected QOL over survival as the more significant
trial end-point." This reflected in the increasing
numbers of RCTs where a QOL outcome measure is
now included as a central rather than ancillary
outcome criterion.

Implications

Research regarding physician interpretation of QOL
information and assumptions regarding their willing-
ness to use it, has generally been restricted to two
important but somewhat narrowly defined aspects.
The first is the physicians’ role in the palliative care
of patients with advanced disease. The second is the
incongruence between the patients’ and the
physicians’ assessment of quality of life. This has
encouraged many QOL researchers to argue for a
patient-centred measuring instrument. Although the
physicians’ and patients’ perspectives may not
coincide, this does not imply that physicians will not
be the key agents of change. Thus, an in-depth
understanding of their perspective will greatly
improve the chance that the QOL information will
be used effectively by physicians and their patients.
This exploratory study was intended to gather an
information-rich data base from which key issues
could be extracted to provide the basis for a
self-administered questionnaire. The findings were
tested for face validity through peer-reviewed
presentations to several oncology groups.”* 24
The research confirmed some significant anecdo-
tal assumptions regarding physician use of QOL
as well as raising new questions that must be
addressed as soon as possible. Using these study
results, an instrument to assess physician willingness
to use QOL data (MD-QOL) has been developed to
test the generalizability of these initial findings.
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Appendix 1: Interview guide summary’

Traditionally, patient survival has been the key end-
point guiding the professional activities of most
cancer physicians. While quality of life was always
a consideration, patient survival was often defined
as the primary goal.

Since few significant advances in cancer treatment
are leading to meaningful increases in patient
survival, some physicians have begun to explore the
role of patients’ quality of life. This is raising many
interesting discussions.

Defining, measuring and using quality of life information:
Some doctors believe that the term quality of life
cannot be defined. Do you agree? How would you
define it? Some believe that quality of life cannot be
measured. Do you agree? Is the current information
on quality of life generally reliable/valid? If quality
of life data was totally convincing (to you) would
you use it? How?

Formal or informal use of quality of life measures: Are
you currently using formal quality of life measures?
If yes, how? If not, are you using quality of life
informally? Can you give examples? With regard to
making treatment decisions is QOL relevant and does
it: (1) help; (2) make it more difficult; (3) make no
difference?

Risks/benefits of using quality of life information: What
are the risks (drawbacks) and what are the benefits
of including quality of life in treatment planning for
cancer patients? Can you identify some? Can you
give an example?

* excluding demographics
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Quality of life and advancing science: Some physicians
argue that if enhancing quality of life replaces ex-
tending patient survival as the primary outcome
measure, it will be more difficult to advance science
through clinical trials. Others argue that by adding
quality of life as an outcome measure to RCTs,
physicians and patients will be more willing to par-
ticipate. Do you agree with either hypothesis? Why?
or why not? Can you think of some specific examples?

Responsibility for quality of life. Whose viewpoint
should carry the most weight in determining the
relative importance of quality of life (e.g. the physi-
cian of record, the other health care professionals,
the patient, the family members) in treatment
planning? Some groups’ views on quality of life some-
times conflict (e.g. in a particular case a physician
may have a different opinion from the patient, their
family, the nurse)? Have you ever observed such a
quandary? How was it resolved?

Controversy A: What do you do when you know that
your patients’ chances for increased quality of life
can only come with decreased chances of survival?
What if increased survival can be gained only with
decreased quality of life? Does this happen frequently?

Controversy B: Some oncologists treat advanced
cancer patients who have little or no chance of any
meaningful survival. They have told us that even
when they fully explain to their patient that treatment
will be ineffective and will likely decrease the quality
of their remaining life, many patients insist on being
treated aggressively. Can you explain this? Has this
ever happened to you? What did you do?

Controversy C: Some oncologists have told us that
they occasionally convince a patient to continue on
a protocol that they know is decreasing their quality
of life so that information on the benefits /drawbacks
of the treatment can be collected and used to help
others. Can you elaborate? Have you or someone
you know ever done this? What were the circum-
stances?
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