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What doctors tell patients with breast cancer about diagnosis
and treatment: Findings from a study in general hospitals
GIVIO* (Interdisciplinary Group for Cancer Care Evaluation) Italy.

Summary In a study aimed at assessing whether and how patients with breast cancer are informed on their
diagnosis and treatment a large group of physicians participating in a quality of care evaluation program were
asked to report what they told patients about diagnosis and treatment. The completeness of such
communication was then assessed using an explicit protocol designed to measure precision and lack of
ambiguity of reported phrases.
By this measure 39% patients received 'thorough' information on diagnosis and 11% 'detailed' information

on surgery. These proportions become 48% and 14%, respectively, when only cases for whom answers were
available are considered. Physicians, however, considered this communication 'thorough' for 69% of patients.
Among patient-related characteristics, age, education and stage of disease were independent predictors of
quality of information. Setting-dependent features more than individual provider attitudes seemed to account
for at least part of the quality of information sharing behaviour as both hospital size (comparing centres
larger than 500 beds and smaller ones) and degree of hospital organization (comparing centres adhering to the
Italian Breast Cancer Task Force, FONCaM and those not) were - simultaneously - significant predictors of
quality of communication, independently from patients' case-mix. Physicians' judgement - measured assuming
the explicit protocol as standard - proved to be of acceptable sensitivity only when information was

'Thorough' by the protocol. However, its specificity and predictive values were consistently low in all three
categories defined by the protocol, leading to high misclassification rates. The implications of these findings
for studies aimed at assessing the quality of patients-providers communication are discussed.

Although it is becoming generally accepted that
cancer patients have the right to be adequately
informed, many physicians tacitly assume that they
fare better in ignorance (Henriques et al., 1980).
Most studies on the information sharing process
have been made in the US where concern regarding
the application of the informed consent law and its
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impact on general practice has prompted several
investigations.

Overall those studies indicated that physicians'
attitudes are changing and most of them are now
willing to tell cancer patients their diagnosis and
inform them of possible therapeutic alternatives
(Novack et al., 1979). Only a few studies have been
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made in Europe where the lack of legal obligation
leaves to the individual physician the decision
whether or not to inform patient(s).
Among those favouring sharing of information

between patients and physicians are those who say
that patients are dissatisfied with the amount they
now receive, that satisfaction with information can

improve patients' compliance to medical advice,
and that it is the patient who has to take the
ultimate decision among the several treatment
options today available (Tuckett & Williams, 1984).
On the other hand, there are also sceptical views

about the feasibility and utility of free exchange of
information between patients and doctors. There is,
for instance, a widespread belief among doctors
that patients forget, or deny, much of what they are
told or that they are often unable to understand
information, or that a rational exchange of
information could negatively affect patients' trust in
physicians, thus undermining therapeutic effectiveness
(Tuckett & Williams, 1984).

In Italy no large investigations have been made
on whether and how cancer patients receive
adequate information. A first step in this direction
was taken in 1983 with a mail survey to a large
group of breast cancer patients to assess whether
they had been informed about diagnosis and
treatment and whether the lack of this information
caused dissatisfaction (Liberati et al., 1985). The
study showed that only about a third (37%) of the
patients received thorough information but that
only 18% complained for this lack ofcommunication.
We have now addressed the same question from a
different perspective and interviewed each patient's
treating physician in the framework of a study on

quality of breast cancer care (GIVIO, 1986) asking
them to report what they told patients about
diagnosis and treatment and how satisfactory they
consider such information.

Analysis of what doctors reportedly said to their
patients indicated that a substantial proportion of
cases did not receive satisfactory information.
Moreover, we found substantial evidence that
physicians tend to overestimate the completeness of
such information. The paper discusses the
implications of these findings with respect to how
the quality of patient-physician communication
should be evaluated.

Methods

Data presented here are part of a larger prospective
study on quality of breast cancer care in Italian
general hospitals; detailed methodology and data
collection procedures have been reported elsewhere
(GIVIO, 1986). Information was collected in each

of the 62 participating hospitals by a medically
qualified investigator using standard forms. Besides
a detailed clinical and demographic description, the
study protocol required in the charts a summary of
what doctors told patients and their relatives about
diagnosis and surgical treatment, retrieved by
personal interview with each patient's treating
physician. In addition, doctors were asked for their
own personal judgment on the quality of this
communication, rating it as: (a) Satisfactory, (b)
Partial, (c) Unsatisfactory. According to the study
protocol, interviews were conducted during the
patient's first admission with a lag-time between
doctor-patient dialogue and interview ranging from
1 to 30 days.
Summaries of patient-doctor communication

relative to diagnosis and treatment were centrally
analyzed by two of us (R.F. and R.T.) rating
phrases reported in each patient's form according
to a predefined explicit protocal already tested in
a study where quality of information was explored
from patients.

Quality was classified using a 3-level categorical
scale (Thorough, Partial, No information) based on
the following rules. When physicians' phrases
included words like: 'breast cancer, tumours, cancer
neoplasm malignant nodule' the information was
classified Thorough. When words like 'benign
nodule, lesion of borderline nature, benign tumour'
were reported information was classified Vague or
Partial. Finally, when 'nothing was reported in the
questionnaire, or the content did not fall in either
of the previous categories', information was
classifed No information.
The quality of information about surgery was

also assessed using a pre-defined protocol. When
physicians' reports clearly indicated that patients
have been told that a mastectomy plus axillary
dissection was required, information was classified
Detailed and when physicians' reports showed that
patients were told that mastectomy was required
without further information it was classified
Acceptable. Finally, when only vague reference was
made to the fact some surgery would be required
without specifying the type and extent in
physicians' statements, information was classified
Unsatisfactory.

Quantitative estimates of the effects of patient-
and hospital-related characteristics on the quality of
information were obtained using odds ratios (as
estimates of the relative risk, RR's) and their 95%
confidence intervals (CI). The test of statistical
significance for contingency tables was based on the
usual chi-square value comparing observed and
expected numbers of events. The potential
reciprocal confouding effects of patients' age,
education, disease stage, hospitals' size and degree
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of specialization were controlled for using stratifica-
tion and the Mantel-Haenszel procedure (Mantel &
Haenszel, 1959). All relative risks estimates
presented in the text are those simultaneously
adjusted for all the above covariates.
When quality of information was analyzed with

reference to characteristics of hospitals where
doctors practised, centres were grouped according
to the following features; (a) Size (<500 vs. >500
beds); (b) Presence or absence of oncologic
departments/wards; (c) reported adherence to the
Italian Breast Cancer Task Force (FONCaA)
guidelines.

Estimates of sensitivity, specificity, and positive
predictive values reported in the text were
computed according to the classic method reported
by Weinstein et al. (1980). Calculations have been
done assuming physicians' judgment as diagnostic
test and quality assessment by the explicit protocol
as standard.

Results

(1) Characteristics ofpatient population
This study refers to the care offered to 1262 newly
diagnosed breast cancer patients whose general
characteristics are reported in Table I. Most
patients (893, 71%) were older than 50 years, 67%
(n = 843) had less than 6 years of education and
66% (n = 833) were married. At diagnosis, 949
(75%) patients had a primary lesion smaller than
5 cm (TI and T2 according to the TNM system)
and the following distribution in terms of clinical
stage: Stage I; 224 patients (18%), Stage II; 582
(46%), Stage III; 258 (20%), Stage IV; 27 (2%); for

171 cases (14%) this information was not available.
Patients accrual rate differed among the 62
participating hospitals with 12 (19%) hospitals
contributing 40 or more cases, 4 (6%) centres
between 30 and 39 patients, 10 (16%) between 20
and 29, 25 (40%) between 10 and 19, and 11
hospitals (18%) with less than 10 patients.

(2) Explicit assessment of completeness of
communication

Figure 1 shows the frequency distribution of the
information on diagnosis and surgical treatment
(Figure 2) according to the explicit protocol.
Thorough information on diagnosis was given to
488 (39%) women, vague to 443 (35%) while no
information to 84 (7%). If missing data (247, 20%)
are excluded from the denominator the above
proportions become 48%, 43% and 8%,
respectively. Detailed information on surgery was
given to 135 patients (11%), acceptable to 693 (55%)
and vague to 167 (13%). Without missing data
(267, 21%) proportions become respectively 14%,
69% and 17%. If we consider patients who received
Thorough information on diagnosis and Detailed or
Acceptable information on surgery, proportions are
31% (389/1262) if all patients are considered, and
42% (389/924) when missing data are excluded.
Data on information given to patients' relatives was
not reported by almost half
of participating physicians. Among 52% responders,
however, information was rated Thorough in 91%
on diagnosis, and Detailed in 23% or Acceptable in
62% relative to surgical treatment.
Among patients' characteristics, age education

Table I Characteristics of the 1262 patients with breast cancer enrolled in
the quality of care study (GIVIO, 1986).

Age No. Education No. No.
(yrs) (%) (yrs) (%) Marital status (%)

>30 5(-)
31-50 364 (29) <6 843 (67) Ever married 833 (66)
51-60 311 (25) 6-8 193 (15) Never married 160 (13)
61-70 299 (24) .9 127 (10) Widowed 266 21
>70 283 (22) N.E. 99 (8) Divorced (2)

N.E. 3 )

Size ofprimary Clinical stage Performance
tumour at diagnosis at diagnosis status (ECOG)

No. No. No.
(%) (%) P.S. (%)

TI 335 (27) I 224 (18) 0 1073 (85)
T2 614 (49) II 582 (46) 1 153 (12)
T3 111 (9) III 258 (20) 2 20 (2)
T4 182 (14) IV 27 (2) 3 11 (1)
N.E. 20 (1) N.E. 171 (14) 4 5 (

H
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Figure I Quality distribution of information on diagnosis.
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Figure 2 Quality distribution of information on surgery.

and size of the tumour were independent significant
predictors of quality of information of diagnosis.
Younger (< 50 years) and more educated women
(>6 years of education) were in fact about 500
more likely (RR = 1.5,95% C1 = 1 .1-2.0 and RR = 1.4,
95% Cl I .1- .9, respectively) to receive thorough
information than older and less educated patients.
Women whose tumour was smaller than 5 cm at
diagnosis had a similarly greater chance (RR= 1.5,
95% Cl 1.0-2.0) of receiving better information.
When the possible relationship between quality of
information and setting-dependent characteristics
was explored, interesting associations emerged.
Larger and more organized centres (i.e. those
adhering to FONCaM guidelines) seemed to predict
for women receiving more complete information,
independently of the patients' case-mix. Patients
treated at larger centres were in fact almost 60%
more likely (RR= 1.6, 95% Cl= 1.2-2.2) to have
better information. When patients treated at centres
adhering to FONCaM were compared to those
treated elsewhere, a stronger association emerged.
Women cared for at more organized centres had in
fact an almost doubled chance of receiving
thorough inform-ation (RR= 2.2, 95% Cl= 1.7-2.9)
(Table II).

Finally, to test the hypothesis that patients whlo
share better information with doctors are if
eligible more likely to receive limited surgery, we
compared those who had quadrantectomy with
those who had more radical sui-gery among groups
identified by Veronesi's (Veronesi et al., 1981) and
Fisher's (Fisher et al., 1985) eligibility c-iteria for
conservative surgery. After allowing lor the
potential confounding role of patients' age,
education and disease stage- in additioni to
hospital size and degree of organization results
showed no consistent patter-n for any better quLality
of' information.

(3) Ho111 ph.sicianls perceIh,il ile()comlpletCeless *f
if/oinimationi

When asked to evaluate their communlication with
patients, physicians rated it as Thorogh in 788
cases (62%), Par-tial in 374 (30(Vo), and
Unsati.slactori for 32 patients (3( O); data were
missing for 68 (5o1) patients (Figure 3). Doctors
were also asked to say what prevented them from a
satisfactory disclosure of the truth. Whilc 58% of
physicians did not answer this question, the vast
majority (800%) of responders referred to patients'
psychological problems and 1 1% to their limited
education. Only 9% of doctors alcknowledged thleir
own personal inability to communicate frankly with
patients.
When the perceived quality of information was

analysed for association with patients' and doctors'
characteristics, the picture was similalr to the one
from the explicit assessment. Doctors in fact felt
they had been able to give better information to
more educated patients (X ,11 = 4, P<0.001) and

independently from that to those with earlier
disease (X 1,,=35.3, P<0.001); there was no
difference in the perceived quality of intormaction
when patients were grouped accor-ding to the type
of surgery (radical v's. conservative).

70

o Missing included
* Missing excluded

horough Par 30 50

Thorough Partial Unsatisfact. Missing data

Figure 3 Physicians' perccption of quality of information.
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Physicians attending at the hospitals adhering to
FONCaM guidelines gave a positive judgement of
their communication more frequently than their
colleagues (XM,H=21.1, P<0.001). No such
association emerged when doctors working at large
and small centres were compared (X2H = 0.58,
P= NS).

(4) Sensitivity, specificity and predictive values of
subjective physicians'judgement

For 994 patients (79%) both physicians' judgements
and summary reports of the information by doctors
were available. Communication was Thorough by
physicians and by the explicit protocol in 387/477
cases (81%). Agreement on the category Partial
was less frequent (175/433, 40%) and it was even
less frequent for the category Unsatisfactory (10/84,
12%) (Figure 4).

Physicians'judgement in relation to explicit protocol
90 * Information thorough
80 according to explicit
70 ' protocol
60-

i3 Information partial
60 67% according to explicit
50 57% protocol
40 U Information
30- * L N40 unsatisfactory30 ~~~~~~~~~according to explicit
20- protocol
10 18%1%3110_3
CL

Thorough Partial Unsatisfact.

Figure 4 Information by doctors.

When the information was Thorough according
to the protocol, physicians judgement had accept-
able sensitivity (81%). However, both specificity
and, more importantly, positive predictive value -
indicating the likelihood of a patient to receive
Thorough information when the physicians said it
was so - were low (Table III). When information
was Partial or Unsatisfactory, respectively, the
positive predictive values were even lower (55% and
45%, respectively) indicating higher frequency of
misclassification had we to rely on physicians'
judgement.

Discussion

Any investigation aimed at assessing the quality of
information given to cancer patients inherently
suffers from the limitation of not having any
reference norm indicating what information should
patients receive. If, however, we make reference to
the increasing consensus on the idea that patients
have the right to be informed, then our study
indicates that a substantial proportion still did not
receive enough information. This seems to hold true
both when data are gathered from patients, as we
did in a previous study which gave impressively
similar results (Liberati et al., 1985), and when
information is sought from physicians. Despite all
the objections one can raise to the methods of
measuring quality of information in this study, it
has the advantage of being explicit, thus allowing
readers to make their own judgement. In this
respect the two estimates of the quality of

Table III Sensitivity, specificity and predictive values of physicians' judgement in 994 cases
where full information was available (GIVIO, 1986).

(a) Thorough (T) information vs other (0)
T 0

Physicians' T 387 266
judgement 0 90 251

477 517

(b) Partial (P) information vs other (0)
P 0

Physicians' P 175 144
judgement 0 258 417

433 561

(c) Unsatisfactory (U) information vs other (0)
U 0

Physicians' U 10 12
judgement 0 74 898

84 910

653
341

Sensitivity = 81%
Specificity =49%

994 Pos. pred value= 59%

319
675

Sensitivity =40%
Specificity = 74%

994 Pos. pred value= 55%

22
872

994

Sensitivity = 12%
Specificity= 99%

Pos. pred value=45%
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information given by this study (protocol- and
physician-based) might be taken as lower and upper
limits of the 'unknown' true value.
Even from the more 'optimistic' physicians' view-

point, as much as a third of patients were not given
Thorough information, while - on the other side -

patient's relatives were satisfactorily informed most
of the time at least on diagnosis.

In this study physicians' behaviour appeared to
be influenced not only by patients' characteristics -
such as age, education and severity of disease - but
also by the practice environment. That doctors
communicated better with people of similar social
background and age is not surprising, and similarly
not surprising is that they were able to give more
optimistic true information to patients with a
smaller tumour and likely better prognosis.
However, less obvious is the association between
quality of communication and practice environ-
ment. While this contradicts the commonly
accepted idea that doctors decide mostly depending
on individual patient characteristics, we cannot
offer any simple explanation of the major finding
of our study which clearly. indicated that, on the
whole, patients cared for at centres adhering to
FONCaM guidelines more frequently received
Thorough information.

It is possible that the acceptance of FONCaM
protocol - which basically requires an integrated
and interdisciplinary approach among different
specialities (surgeons, medical oncologists, radio-
therapists) in the treatment of breast cancer
patients - has lead physicians to follow a less ad-
hoc policy toward their patients, resulting in a more
thorough information-sharing process. The
importance of the adherence to the FONCaM
protocol is somehow reinforced by the considerat-
ion that the other setting-dependent characteristic
significantly associated in our study with better
communication (viz. hospital size, some indicator of
the number of patients seen and therefore of
expertise) did not unequivocally predict for quality
of communication. Patients cared for at smaller
centres of the FONCaM network still in fact had
better information compared to those cared for at
larger institutions not part of it. This result suggests
therefore that it is something beyond the considera-
tion for the individual patient (probably hospital-
or division based policy) which guides physicians'
behaviour and that where this type of informal
policy does not exist, personal judgement (or bias)
determines practice. In this respect, it is not
surprising that when asked why communication was
not satisfactory, most physicians blamed patients,
and only a small minority acknowledged their own
personal inability to talk frankly with patients (or
to understand that patients preferred not to know).

Physicians tended to overestimate the
completeness of information. Two possible
explanations can be offered for this finding.
Physicians' judgement may reflect what they would
have liked to tell without being able to, rather than
a reliable - though subjective - assessment of what
they really told patients. The fact that some lag-
time existed between patients-providers dialogues
and the day of interview may well have altered
physicians' recollections of what they said. On the
other hand, it is not unreasonable to interpret this
finding as a confirmation of the fact that many
physicians still do not fully acknowledge a patient's
right to be informed and they think any type of
explanation will be accepted.

Results of our study also call for a few comments
on how quality of patients-doctors communication
can be measured considering that no source of
information can be considered unbiased.
When data are sought from patients, problems of

recall, misunderstanding, social convenience, un-
awareness of their rights or denial have been
mentioned (Cartwright & Anderson, 1981). When
information is sought from physicians bias may
also arise because of social convenience, personal
convictions and inability to understand what
patients want to know (Faden et al., 1981).
Furthermore, we never really know what it means
for the communication process when doctors tell
patients they have 'cancer' or use ambiguous words
like 'tumour' or 'growth'.
Only a few studies have focused on the content

of information. Although the validity of the method
used for this study can be criticized on many
grounds, and its roughness and insensitivity can be
challenged, a key implication of our results should
be made explicit. As we have no 'gold standard'
against which to assess quality of information, we
need methods of assessment with desirable
sensitivity, specificity and predictive values. This
study showed that physicians' judgement is a poor
predictor of what doctors really tell patients, and it
therefore casts serious doubts on the validity of
those studies where physicians' opinions are used to
known what prevailing practices are. The content
analysis method can be considered too insensitive
but it can always be criticized and improved,
whereas the low specificity of physicians' judgement
can hardly be modified because of the personal and
social factors involved.
Some limitations of our study require specific

comments. For about 20% of patients the summary
reports on diagnosis and treatment by doctors were
missing. As it is not unreasonable to suspect that
when no data were reported poor information was
given, we looked at the association between missing
data and patients' and physicians' characteristics.
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Although doctors from FONCaM hospitals did not
report data with a significantly higher frequency
(22% vs 16% P<0.01), it did not change our
finding that performance of this hospital's group
was better as concerns the quality of information.
After we re-analysed results classifying all missing
data as no information, patients treated at
FONCaM centres still had an almost 70% better
chance of having thorough communication
(RR= 1.7, 95% Cl= 1.3-2.2).

Because no information was collected on charac-
teristics of individual treating physician (such as
age, speciality, patients' workload, etc.), our study
does not allow to explore whether and how specific
doctors' characteristics may interact with setting-
dependent features. Furthermore, another potential
limitation of our study stems from the uncertainty
on how accurate was data collection and whether
physicians interviewed were in fact those in charge
of patients.

Despite these limitations, however, our study
provides a composite picture of different care
settings and illustrates the information-sharing
behaviour of physicians working at different types

of facilities, while results of most investigations
reported in the literature cannot be generalized to
cancer patients treated in the community.
A more convincing demonstration of the dis-

sonance between patients' and doctors' perceptions
of what constitutes good quality of information can
ultimately be found in a study where patients' and
their treating physicians' opinions are
simultaneously elicited. Such study is now in its
pilot phase in Italy.
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