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Emotional support for cancer patients: what do patients really want?
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Summary For many cancer patients and their families the experience of cancer is an intensely stressful one.
Emotional support is important for most cancer patients during their illness and can be gained from different
people and services. This study evaluates patients' attitudes to different sources of support and rates their
satisfaction with sources already used. A total of 431 patients completed a questionnaire covering the use of
different sources, including individuals, support groups and information sources. The questionnaire also
incorporated validated measurements of anxiety, depression and locus of control. The results revealed that the
three most important sources of emotional support were senior registrars (73%) and family (73%), followed by
consultants (63%). Patients would prefer doctor- and nurse-led support groups to patient only-led groups (26%
vs 12%). Pamphlets, such as the BACUP booklets, proved the most important of the informational sources
sought (50%). A total of 86% of patients were satisfied or very satisfied with the emotional support received.
Patients who expressed dissatisfaction with their emotional support were significantly more likely to be anxious
and depressed (P<0.001). Patients who used information sources were more likely to have a higher locus of
control over the course of their disease. These results show how important the doctor's role is in the provision
of emotional support.

Keywords: communication skills; emotional support; information provision

A diagnosis of cancer evokes a wide range of emotions, such
as fear, anxiety, anger, depression, despair and helplessness.
It can be a time of great emotional distress for patient and
family. The patient is plunged from a state of apparently
good health through a series of frightening transitions
(Bloom, 1982): investigations and treatment with their
potentially unpleasant side-effects, unanswered questions
concerning recurrence, pain and death (Wortman and
Dunkel-Schetter, 1979). With the uncertainties and loss of
control comes a need for emotional support (Peters-Golden
1982; Winefield and Neuling, 1987; Broadhead and Kaplan,
1991). Patients need to understand what is happening to them
and to be supported and reassured by others as to what will
happen to them and whether their reactions are normal or
otherwise (Wortman and Conway, 1985). Patients who
receive strong and consistent emotional support are thought
to adjust more successfully over time (Dunkel-Schetter, 1984).

Emotional support has been described as behaviour which
assures the individual that he is loved and valued as a person
regardless of achievement (Bloom, 1982; Cobb, 1976). It has
also been defined in terms of physical presence, empathy,
expressed concern, affection, others acceptance of patient's
cancer, special understanding (Dakof and Taylor, 1990); love/
concern, reassurance, encouragement (Dunkel-Schetter,
1984); and closeness with another person in whom the
recipient can confide (Schaefer et al., 1981). Different sources
of support such as family, friends or doctors often provide
different types of support (Rowland, 1990). For example, a
doctor may offer information as a form of support, whereas
family provide love and affection. In Dunkel-Schetter's 1984
study looking at the most helpful and unhelpful behaviours
given to cancer patients, 'help' most often meant emotional
support and was perceived as most supportive when given as
a combination of information and direct help. Further studies
have shown that information giving is an important predictor
of satisfactory emotional support for patients (Blanchard et
al., 1990; Wortman and Dunkel-Schetter, 1979; Peck, 1972).
By allowing patients to express their concerns, family and
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friends can acknowledge and help to manage their fears.
Health professionals can discuss concerns and provide
feedback about their experiences (Wortman and Dunkel-
Schetter, 1979). This study aimed to find out from whom
patients wished to receive emotional support and to assess the
satisfaction with the various sources of support the patients
had received at a number of NHS oncology units.

Materials and methods

The questionnaire used was designed in-house and a general
definition of emotional support was given as an introduction
and a guide to the patients, which read as follows:
'Emotional support involves spending time with another
person, listening and talking about problems and concerns in
a way that is helpful and reassuring'. It is frequently
acknowledged that a range of individuals contribute to a
person's support network, including spouse, family and
friends, health professionals and social support groups
(Taylor et al., 1986; Dunkel-Schetter, 1984; Wortman, 1984;
Lewis and Bloom, 1978-1979). The aim of the study was to
find out who patients would use as providers of emotional
support if all sources of emotional support were freely
available, and to rate their satisfaction with the support
systems used already. The questionnaire also covered
patients' views on the value of support groups and
information sources as ways of gaining emotional support.
Information sources included pamphlets and telephone
counselling services. Given the increasing media coverage of
cancer and its treatments, it was also felt to be worthwhile to
include television and magazines.

Inclusion criteria were a diagnosis of cancer for at least 3
months, awareness of the diagnosis and ability to understand
and read English. Patients were excluded if they had an
inadequate understanding of their illness or if they were too
unwell. Patients who were extremely anxious or depressed
were also excluded, as it was felt it might be potentially
distressing for them. This may have excluded some patients
who were more likely to be referred to specialist services,
such as to a psychiatrist. Patients were recruited from seven
outpatient clinics, two medical oncology, three radiotherapy
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and two haematology clinics at four different hospitals, one
of which was a district general hospital. This was to see if
there were any major differences in the type of support
sought and the satisfaction with and availability of sources of
emotional support. There was a broad range of patients with
different tumour types, who had been diagnosed for different
lengths of time. The questionnaires were administered by
oncology research nurses who spent an average of 20 min
with each patient.

The questionnaire was divided into three sections:
Section 1: support from individuals. A list containing 17

individuals comprising a wide range of health care
professionals as well as more peripheral carers, such as
chaplain, psychologist and complementary therapist and
non-medical people, such as family, friends and other
patients.

Section 2: support groups, including self-help groups,
groups led by doctors and nurses and psychologist- and
psychiatrist-led groups, including a weekend seminar.

Section 3: emotional support from information and media
sources, namely telephone, letter, pamphlets, magazines,
television and books.
Patients were asked to rank each individual or group in

each section by indicating whether they would definitely use,
be likely to use, be unlikely to use or definitely not use. They
were then asked if they had used that source. The
questionnaire then divided the sources into five categories:
doctors, nurses, support groups, information and non-
medical people, and the patients were asked to rate whether
they thought they were least important, not very important,
very important or most important. Patients were then asked
to make one single choice from that list, as the most
important source of emotional support. The Hospital Anxiety
and Depression (HAD) scale and the Cancer Locus of
Control (LOC) scale were also included.

Statistical methods
To test for differences between proportions the chi-squared
test was used, with Yates' correction where appropriate.

Results

of patients would definitely use family, 73% would definitely
use senior registrars and 63% would definitely use
consultants as sources of emotional support.
A total of 52% of patients would also use friends for

emotional support and 50% would use the ward sister.
Although these were important sources of emotional support,
they were secondary to a closer family network and more
senior medical staff. Few patients said they would definitely
use house officers (38%), and just 26% would use junior
nurses. Overall, 43% of patients would definitely use general
practitioners. Only 28% of patients said that they would
definitely use other patients as a source of emotional support.

Satisfaction was rated by looking at those patients who
had used a source and whether they indicated that they
would definitely use one (Figure 2). There was clearly a high
level of satisfaction for the three most important sources,
family, senior registrar and consultant, around 80%
appearing satisfied with the support received. Satisfaction
was lower with the more junior staff; 59% had used house
officers and, of those, about half would use them again.
Satisfaction with GPs was higher than with house officers and
other professionals, such as psychiatrists and psychologists;
63% of patients being satisfied with the emotional support
from their GP. Less than half of patients who used ward
nurses were satisfied with the emotional support received.
Some 66% of patients had used other patients as a source of
emotional support, and just 39% of those expressed
satisfaction. This lack of enthusiasm to seek support from
other patients is reflected in the results for the support groups
(Figure 3). The numbers who would definitely use these were
small in each group, but the doctor- and nurse-led groups
were the ones the patients would most like to attend. Groups
led by psychiatrists and psychologists were least likely to be
wanted or used, although satisfaction was difficult to rate as
the numbers of patients who had participated in these groups
were very small.

The results from Section 3 clearly showed that pamphlets
such as the BACUP booklets were the most important of the
informational types of emotional support (Figure 4). In all,
50% of patients would definitely use pamphlets if they were
available and 77% of those who had read them were satisfied.
Regarding the media sources, 35% said they would definitely
use television for information and 30% would read

A total of 575 questionnaires were given out and 431 were
retumed, giving a response rate of 75%. The sample
consisted of 270 females and 161 males. A total of 70% of
patients were married or cohabiting (Table I).

The family and senior doctors were the two sources of
emotional support patients would most like to use and these
were rated as equally important (Figure 1). Altogether, 73%

Table I Demographic details

Number
Median age (years)
M:F
Marital status

Single
Married
Divorced
Separated
Widow/er
Cohabiting

Social class
Professional
Intermediate
Skilled (non-manual)
Skilled (manual)
Partly skilled
Unskilled

431
55 (Range 16-85 years)

161:270

13.5%
65.2%
4.6%
1.1%
10.0%
3.2%

4.6%
17.2%
28.5%
19.0%
16.0%
4.9%

Family
Senior registrar

Consultant
Friend

Ward sister

GP

House officer
Radiographer
Other patients

Other ward nurses

Community nurse

Physiotherapist
Psychiatrist

Alt/Comp medicine

Chaplain/priest
Psychologist

Social worker
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Figure 1 Support from individuals -percentage who would
definitely use.

WAmm W171,mwo .Ml



Evaluation of emotional support for cancer patients
ML Slevin et a! w

1277

Family

Senior regstrar

Consultant

Friend
Alt/Comp medicine

Ward sister

GP
Community nurse

Radiographer
House officer
Psychologist

Psychiatrist

Chaplain/priest
Physiotherapist

Other ward nurses

Other patients
Social worker

Pamphlets

Television

Books

Magazines

Telephone

Letter

0 10 20 30 40 50 60
Percentage

Figure 4 Support from
would definitely use.

Doctors

I///////////////////////////
I///////////////////////////

I////////////////// E/,////
I /////////////////////////

I/////////////////////

I///g/////////////////
I///////E/////////////

I//////////B
?// PI!/ //////////,////////

I//////////////////
RMZMMMM//////////////

m///////////mm/////
I///////////////
M/////////////////

I/////////////

IM////////////////
IMMM/////////

Il
0 20 40 60

Percentage

Figure 2 Support from individuals-
again.

80

percentage who would use

Family/friends

Nurses

Information

Support groups

information sources - percentage who

0 10 20
Percentage

Doctor-led

N urse-led

Patients only

Patient and family

Psychologist-led

Psychiatrist-led

Weekend seminar

Figure 5 Emotional
important overall.

0 5 10 15

Percentage

Figure 3 Support from support groups - perce
definitely use.

magazines, but neither proved to be very p(

support - percentage who think most

information sources, particularly the pamphlets and cancer
books, are more likely to have a higher locus of control over
the course of their disease.

There were not too many differences across the seven
different treatment centres in terms of sources of support
sought by patients. Any differences occurring were mainly
between radiotherapy and non-radiotherapy centres. Radio-

| g therapy patients were more likely than oncology centre
20 25 30 patients to want to seek support from radiographers, whereas

oncology centre patients were more likely to want to seek
support from ward nurses, SHOs and other patients.

mtage who would However, the finding for senior doctors was the same across
the treatment centres. There were no differences in terms of
satisfaction with the support received across the centres, e.g.
district general vs teaching hospitals. Senior doctors and
family were consistently rated as the supports with which

opular, only 50% patients were most highly satisfied.
expressed satisfaction. More specialised books on cancer had
a higher satisfaction rate. Patients were forced to make a
choice between five different potential sources of emotional
support, namely, family/friends, doctors, nurses, support
groups and information sources (Figure 5). The results
clearly illustrate that the two most important sources of
emotional support are family and friends, and doctors, with
the majority of patients reporting that doctors were more
important than family and friends.

There was a significant difference in the age group of
patients and the particular sources of emotional support
chosen. Patients opting for health professionals, significantly
consultants, senior registrars, GPs, community nurses and
radiographers, were in the older age group, while younger
patients were more likely to use family, friends and other
patients. There was no association between types of support
used and anxiety and depression, although patients who
expressed dissatisfaction with the emotional support received
had significantly higher anxiety and depression scores, as
measured on the HAD scale (P<0.001). Patients who use

Discussion

Patients rated emotional support from senior doctors at least
as highly as that from their family, and more important than
any other source. Senior registrars, who see patients on a
more regular basis than the consultant, were slightly more
highly rated than their senior colleagues. It is the senior
doctors who are perceived as having the most information
and who make the decisions, thereby having most control
over patients' well-being. Senior doctors also see the patients
on a much more long-term basis, following them throughout
the course of their illness, whereas junior doctors and nurses
on rotation have a more transitory relationship. Despite the
fact that senior doctors spend relatively little time with the
patients, the high patient rating of senior doctors indicates
that the quality of information given is valued more highly
than the overall time spent. Blanchard et al. (1990) found
that patients often overestimate the time they actually spend
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with a consultant. The satisfaction with the information
-provided in a very short time showed that more time does not
necessarily result in better support. Her results found that
information given by physicians was directly related to the
patients' satisfaction with the emotional support received.
Two other important studies carried out by Dunkel-Schetter
(1984) and Dakof and Taylor (1990) showed that the most
helpful action by doctors was the provision of information
and the most unhelpful action was lack of information.
Dunkel-Schetter's study found that physicans and health
carers were mentioned about as frequently as family members
as sources of greatest help and that competent medical care
was viewed as unhelpful if not accompanied by informational
or emotional support. Health carers were most effective when
providing a combination of direct help and emotional
support, as this was seen as a sign of caring and not just
as resulting from obligation (Schaefer et al., 1981). This
suggests that one component of support cannot always work
without another, and that there is considerable overlap
between the types of support (Bloom, 1982; Wortman, 1984).
The results presented here also show that ward sisters were
seen as more important than junior nurses as providers of
emotional support, again because of the seniority of their
position. Patients, from their comments, generally find junior
nurses helpful, kind and technically competent but too young
or inexperienced to provide the emotional support they need.
Some patients felt nurses had a problem with facing death
and terminal illness. Several other studies have shown similar
results regarding nurses, in that their actions paralleled that
of intimate relationships; they were good at being pleasant
and kind, but very few offered useful information (Dakof and
Taylor, 1990; Peck, 1972), or were there to 'help the doctor'
(Mitchell and Glicksman, 1977). The results show that GPs
were rated higher than junior doctors, but less than senior
hospital doctors, who have specialist knowledge and
information. Psychiatrists and psychologists clearly provide
great benefit to individual patients, but came lower in the
rating. The study excluded patients thought to be particularly
anxious and depressed, on the grounds that filling in
questionnaires might be too distressing. This may have
skewed the results and may explain why psychologists and
psychiatnsts were perceived as less important to this
population. Many patients are also reluctant to be referred
to mental health professionals because of the stigma or fear
of having a mental illness label attached to them.

Pamphlets, such as the BACUP booklets (Slevin et al.,
1988), giving information on specific cancers and their
treatments proved to be the most valuable and wanted of
the information sources. As they provide specific information
and are written by experts, they are more reliable than the
generalised information provided by more media-oriented
sources. Television programmes and magazines are accessible

and widely used but satisfaction was low, and the
information they present can sometimes be regarded as
frightening and misleading.

The use of other patients as a source of emotional support
relies on personal and individual experiences. While it often is
enormously helpful for a newly diagnosed patient to talk to
someone who has been through similar trauma, it can also be
stressful (Brickman and Bulman, 1977). Patients have
different attitudes to coping with cancer and it is not helpful
for one patient who is trying to be positive to be a captive
audience for another who is pessimistic. It has also been
noted that patients who measure their own progress by using
other patients who are doing well, may become distressed if
they do not 'measure up' favourably (Sanders and Kardinal,
1977). It is likely that there are similar reasons explaining
why so few patients attend support groups, although it has
been suggested that patients join support groups when
relationships with medical staff are unsatisfactory (Taylor et
al., 1986). In this sample of patients, those with a higher
internal locus of control attended support groups and it may
be that patients have to be very self-motivated to seek out
groups.

Patients who scored highly on the anxiety and depression
scale were much more likely to express dissatisfaction with
the emotional support received. Patients who are lonely and
depressed may well perceive few sources of emotional support
for their deepest feelings and fears (Evans, 1975). Jamison et
al. (1978) found that women who reported better emotional
adjustment perceived their family, doctors and nurses as
more supportive than women with lower adjustment.

Couchnim

This survey demonstrates that patients regard their doctors as
a very important source of emotional support. Senior
doctors, in particular, were seen As very valuable. Wortman
(1984) stated that provision of information itself can be seen
as a type of support and this survey clearly shows that
information is of paramount importance in providing
emotional support. The delivery of information in a caring
and sensitive manner may provide one of the most important
sources of emotional support for cancer patients. It is vital,
therefore, that doctors are trained in the necessary
communication skills to elicit patients' needs for support
and to respond appropriately to them. Doctors may complain
that they do not have sufficient time to provide adequate
information, but these results show that even a short amount
of time spent with the patient is enormously beneficial. The
study emphasises the pivotal role of senior medical staff in
providing support for their patients. This, in turn, has very
important implications for delivery of cancer care.
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