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Clinical Topics

Cancer and communication: information-giving in an
oncology clinic

PATRICIA M REYNOLDS, R W SANSON-FISHER, A DESMOND POOLE, JENNIFER HARKER,
MICHAEL J BYRNE

Communication between doctors and patients is attracting
increasing attention; yet, while patients place considerable
emphasis on their doctors' ability to communicate effectively,'
most research studies show that doctors often lack the necessary
skills.2-4
Communication is especially important in serious illnesses,

such as cancer, which are often surrounded by myths and mis-
conceptions. The traditional view among doctors that people
with a potentially fatal illness should not be informed of that
fact seems to be based on the assumption that such patients do
not wish to know that they are dying.4-7 Ley's review of
published reports showed that the evidence did not support that
argument.4 Our investigations were designed, therefore, to find
to what extent patients awaiting treatment for cancer wanted
information about their illness.
Though the dominant medical attitude seems to be that

patients should not be told they have a terminal illness, an
alternative view is that the decision should be individually
determined, on the basis of each person's intellect, emotional
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state, social and cultural background, family supports, and
coping abilities.8 ' The criteria for determining what a patient
should be told, even after such a detailed assessment, are ill-
defined; and medical education provides little or no training to
equip doctors to assess their patients in these respects."01' Little
wonder, therefore, that in practice doctors tend to follow set
routines in three broad categories: always avoid informing
patients, always fully inform patients, or only inform those
patients who specifically request information.
Each of these approaches is basically "doctor-centred." An

alternative strategy is for doctors to inquire specifically what
information patients want. In this way patients would be more
actively concerned in the communication process. A second aim
of our research was, therefore, to examine the practicality and
value of adopting such a strategy as a means of determining the
amount and type of information patients are given.
The final aim of the studies was to examine the effects of two

techniques-explicit categorisation12 and providing patients with
an audio-recording of the consultation13 14-both of which have
been claimed to improve patients' recall of information.

Information desired by patients

The first study examined the nature and extent of the information
patients wanted when recently diagnosed as having cancer. The sample
consisted of 67 patients with cancers referred for treatment to the
medical oncology clinic. During the study all new patients were
contacted by a research assistant. Those who agreed to answer
questions underwent a structured interview before their first appoint-
ment with the oncologist. Of the 67 patients, 56 were aware that they
had been diagnosed as having cancer. Three of the remaining 11
reported being unaware of the nature of their illness, while the other
eight described specific symptoms but did not appear to know the
cause.
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For each specific aspect of their illness about which they were
questioned, the numbers of patients who wished to have full informa-
tion are summarised in table I. There were no significant differences
between those patients who were aware that they had cancer and
those who were apparently unaware of their diagnoses.

TABLE I-Number of 67 patients wishing to obtain
full information within each category

Category No

Diagnosis 61
Parts of body affected 60
Symptoms 62
Investigations, treatments, and side effects 65
Prognosis 59

Information obtained by patients

After 25 patients had been interviewed the study was expanded to
analyse the information obtained by the patients: the other 42 patients
(17 men, 25 women; mean age 52-7, SD 11-5) of the original group of
67 patients were included at this stage. Diagnoses included small cell
anaplastic carcinoma of lung (9), adenocarcinoma of breast (17),
melanoma (3), malignant lymphoma (5), adenocarcinoma of colon (2),
and other (6). After the initial interview with the research assistant
patients were randomly allocated to one of three types of "informing
consultation." Patients were then seen by one of two oncologists,
each of whom saw patients from each of the three groups.
Group 1 patients were informed about their illness and its treatment

by using direct questioning and the method of explicit categorisation
of presented material described by Ley and his colleagues.12 In the
consultation the oncologist provided each patient with an information
handout, on the first page of which the following categories were

listed, and stated: "If you would like to know I will tell you: (1) what
is wrong with you and what the diagnosis is; (2) what the treatment
will be; (3) what sort of symptoms you may have; (4) what examina-
tions and tests will be necessary; (5) what can be done for any physical
discomfort or pain you might experience; and (6) what the outcome
might be." Detailed information was then presented under each
category heading, provided that, in response to a direct question, the
patient indicated that he or she would like to receive information
about that aspect of the illness or its treatment. At the end of the
consultation patients were given the handout on which the information
they wished to receive had been entered during the consultation.
They were also provided with a copy of the tape-recording of the
consultation.

Group 2 patients were presented with information in an identical
manner to that used with group 1 patients, except that they were not
given the tape-recording of the consultation.

Group 3 patients acted as a control group and were informed
according to the normal practice of the oncologists. These patients
were generally given some information about diagnosis, parts of the
body affected, proposed treatments, possible side effects, and
examinations and tests that would be necessary. Information about
response rates to treatment and prognosis were not usually given,
unless specifically requested. Any direct questions asked by patients,
however, were answered truthfully. Patients in this group did not
receive any written information or the tape-recording of the consul-
tation.

After each interview the oncologist immediately recorded all

information considered relevant to the patient's illness and treatment.
Each item was recorded as a separate fact-every site of the disease,
each drug, side effect, etc-to give an estimate of the total number of
"facts" potentially available to each patient. No attempt was made to
weight facts for their importance.

Five days later each patient was contacted by the independent
interviewer and a structured interview was conducted. Patients were

again asked how much information they wished to know about each
aspect of the illness and also to indicate on a five-point scale how
satisfied they were with the amount of information they had received.
Furthermore, their actual knowledge about each aspect of the illness
and its management was assessed. Six weeks after the initial consul-
tation a further interview, identical to that at five days, was again
conducted.
These data were first analysed to determine the extent to which

patients received the information they desired. The number of facts
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desired was calculated from the data sheets-total desired facts being
the sum of the facts recorded by the oncologists in every category for
which a patient wanted full information. The percentage of these
facts known by patients at five-day and six-week follow-up were then
calculated from the data obtained by the interviewer. The results are
summarised in table II. There were no significant differences between
the groups in the amount of information desired, although subjects in
groups 1 and 2 recalled more of the desired information than did those
in the control group (group 3).

TABLE Ii-Number of "desired facts" and percentage
recalled at five-day and six-week follow-up

Percentage recalled at
Desired
facts Five days Six weeks

Group 1 Mean 29-6 70-9 73-5
SD 5-8 18-5 14-8

Group 2 Mean 28-1 66-5 64-3
SD 5-9 14-0 12-6

Group 3 Mean 29-9 48 3 55-4
SD 5-3 119 10-8

To seek to investigate the basis for these differences the data were
further analysed by determining the number of presented facts-those
actually presented to each patient during the informing consultation
obtained from the tape-recordings of those consultations. Again each
discrete fact was treated as a separate item, and no attempt was made
to weight facts according to importance. Table III summarises the
number of facts actually communicated to the members of the three
groups.

TABLE III-Number of "presented facts" and
presented facts as a percentage of desired
facts

Percentage
Presented of desired

facts facts

Group 1 Mean 29-6 100-0
SD 5-8 -

Group 2 Mean 28-1 100-0
SD 5-9 -

Group 3 Mean 18-2 60-9
SD 5-3 7-4

TABLE iv-Number of presented facts and amount recalled at five-day
and six-week follow-up

Group
Recalled at

Presented
facts Five days Six weeks

No (%) No (%)

Experimental Mean 28-9 19-5 (68-7) 19-6 (68-9)
SD 5-8 5-7 (16-3) 5-1 (14-1)

Control Mean 18-2 14 9 (79-7) 15-9 (84 4)
SD 5-3 4-0 (16-6) 4-3 (16-5)

Patients in groups 1 and 2, who were informed using direct question-
ing and explicit categorisation, received similar amounts of information
(t(26) = 06784; NS). Group 3 patients, informed according to the
customary practice of the oncologists, received significantly fewer
facts than those in either group 1 (t(26) = 5-4290; p < 0-001) or group
2 (t(26) = 4 6709; p < 0 001). This occurred despite the fact that there
were no significant differences between the groups in terms of the
amount of desired information (table III). Thus, while those patients
informed using direct questioning and explicit categorisation (groups
1 and 2) were presented with all desired information, the control
patients (group 3) only received an average of 60-9% of desired facts.
Use of explicit categorisation and the provision of written and tape-

recorded material has been claimed to help patients' recall of
information.12-14 The amount of presented information recalled by
members ofour groups was, therefore, compared. Table IV summarises
the percentage and average number of presented facts recalled by the
experimental (groups 1 and 2) and control patients at the two follow-
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up interviews. From this it can be seen that the control group patients
actually recall a greater percentage of presented facts than the experi-
mental group patients (five days: t (40) = 2 0637; p < 0-05; six weeks:
t (40) = 3-2503; p < 001).
At both the five-day and six-week interviews each patient was asked

to indicate, on a five-point scale, how satisfied they were with the
information they had received. These data (table V) show that
patients in all three groups reported being highly satisfied. There were
no significant differences between the groups.

TABLE v-Reported satisfaction at five-day and six-week follow-up
(maximum score= 5)

Group

1 2 3

Five-day follow-up Mean 4-43 4-29 4-43
SD 0 65 0-73 0-65

Six-week follow-up Mean 4-28 4 21 3-93
SD 0-61 0-58 0-73

Discussion

Asking patients what they wanted to know about their illness
and treatment, combined with the use of explicit categorisation,
resulted in patients receiving significantly more of the facts they
wanted than simply informing patients without using these
techniques. Furthermore, since the experimental procedure gave
patients more information they also recalled more of the facts
presented to them-though the procedures did not increase the
percentage of information recalled. The value of explicit
categorisation seems, then, not so much to improve the propor-
tion of the information that patients subsequently recall but
rather that, when combined with direct questioning, it ensures
that patients are presented with more of the information they
wish to receive. As such the technique merits further investiga-
tion.

Giving the patients tape-recordings of their consultations did
not enhance recall when compared with the use of explicit
categorisation alone. Nevertheless, at the follow-up interviews
patients who had received the tape-recordings said they had
found them of value. According to their self-reports, 13 of the
14 patients listened to their recordings at least once; and the
14th said that her husband and other members of her family
had listened to the tape in order to understand her illness better.
The tape-recordings were also used for this purpose by more
than half the patients.
A surprising finding was the lack of any significant differences

between the control group and the intervention groups in terms
of satisfaction with the amount of information received. As the
patients in the former group received, on average, less than two-
thirds of the information they wanted they might have been
expected to have expressed greater dissatisfaction. Since,
however, a global assessment of satisfaction was undertaken no
attempt was made to relate satisfaction levels with specific
aspects of information which may, or may not, have been
received. Perhaps more importantly, the patients may have been
reluctant to express dissatisfaction about the information given
by their doctors, since it has been shown that, in general,
patients are extremely reluctant to make negative or critical
comments to any person concerned in their management. Many
patients believe that they must be seen by therapeutic staff as
non-demanding, non-complaining, non-assertive, and compliant
if they are to receive optimal attention.1"
The results of our investigations are consistent with reported

research in indicating that most patients with a potentially
terminal disease wish to be fully informed about their illness
and its management.4 Nevertheless, not all patients wish to be
told about all aspects of their illness. While most patients would
be appropriately informed if a routine of providing full
information to all patients was adopted, such a strategy would

still result in some patients being provided with information
they did not wish to have. Asking patients the areas in which
information is desired may be an effective and pragmatic means
of determining what information patients wish to be given. In
our study when this technique was combined with explicit
categorisation the patients received all the information they
wanted-and without extensive training of the doctors concerned.
Indeed, the fact that the same oncologists presented information
to patients in all three groups, but provided more information
when using explicit categorisation, indicates that doctors can
readily use these techniques.

The help of Ms Sally Mullighan, who interviewed the patients, is
gratefully acknowledged. The research was supported by a grant from
the Cancer Council of Western Australia.
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What are the likely causes of hypoplastic anaemia in a patient living in
India; what investigations should be conducted ?

No statistics are available to indicate the prevalence of aplastic
anaemia nor its most frequent causes in patients living in India. There
appears to be a considerable variation between different populations
throughout the world, but this may reflect differences in the frequency
of diagnosis and reporting rather than in true incidence. Exposure to
drugs, such as chloramphenicol, phenylbutazone (Butazolidin) anti-
epileptics, and insecticides, which together possibly account for about
half the cases in Britain are probably more important in areas where
the use of these substances is less strictly controlled. The remainder
may result from unidentified infection; hepatitis is endemic in most
tropical countries and may account for some cases. Investigations
should include bone marrow trephine biopsy, possibly of samples
taken from more than one site. Marrow activity can be measured by
ferrokinetic studies, but these are available in only a few centres.
Similarly, where facilities are available, patients with aplastic anaemia
and their siblings may be HLA typed with a view to bone marrow
transplantation.
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