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Cancer patients’ desire for
information: a study in a teaching
hospital in Saudi Arabia

A.M.Al-Amri’

b:_,&dluﬂl&l&lldd«&wgub; Bl §OWb (o2 0 48
gl ot Jo

oTOx.w;,,Lpr@ulsj@&vﬁuf&y&lotau;p\)\ggow,f\yewpﬁw:a@u\
B3 gandl B a0l SN (3 O ) (o 0 g Bl 0l 0ds 3 Ul o8 55 3Ll 2l U g3 5
Ul g 2T a5 .8 slall o, LT O e s ¢y o) [JWT 1Y ﬁm\ycwmy
@>2002fb/uu‘d_y5waj_»ﬂ\ I MUQJ..J\ L}p\JAY\uLo.X;Lu\»‘JU Ls,p,.,U Lu‘www\bw
C:?J'C r.@,LLoup—La_’f114uuu.Aj MJJJMM\\)&J@Q\L‘DZOOSMJ/JJY\Q)AS
(/100)@«.4—\%)&&(’.@.&]009;)&})4\“ \yﬁd‘(/ggd\)bbﬁﬁf—mby}\
'IWL}WJAWV.Aﬂ‘g_éj’ud‘%j(/.77)‘90}‘gf.l&‘g‘~ﬁ)j.Wu\ﬂ}l&uou\ﬁw
@w\g\}a&qﬁﬂ\(%ge)@ﬁy}\@e.ﬂ)b.('/.17)(,@21?132.5\11;54.9@\@&21@95;

e o2 A TIT L] e Vb pm OF 50 M) et b5 16 5Ll o T Lo U a1 (7.99) 5

ABSTRACT Relatives of cancer patients in Saudi Arabia tend to believe that telling the truth to the
patient could lead to harm and suffering. This study assessed the attitudes of Saudi Arabian cancer
patients towards disclosure of cancer diagnosis and prognosis, and benefits and adverse effects of
therapy. A questionnaire survey was administered to patients attending the oncology service between
January 2002 and December 2005 before they knew their diagnosis. Of 114 patients interviewed, all
except 1 (99%) wished to know all the information about their disease and 100% rejected withholding
information. Most of the patients (77%) wanted their family to know the diagnosis but few (17%) wanted
their friends to be informed. Almost all patients wanted to know the benefits and adverse effects of ther-
apy (98% and 99% respectively). All patients wanted to know about the prognosis of their disease.

Volonté de savoir chez les patients atteints de cancer : étude dans un hépital universitaire
d’Arabie saoudite

RESUME Les proches des patients cancéreux en Arabie saoudite ont tendance & penser que le fait
de dire la vérité au patient peut lui faire du mal et le faire souffrir. Cette étude a évalué I'attitude des
patients cancéreux saoudiens vis-a-vis de I'annonce du diagnostic de cancer et de son pronostic, ainsi
que de l'intérét et des effets indésirables du traitement. Une enquéte par questionnaire a été réalisée
aupres des patients fréquentant le service d’oncologie entre janvier 2002 et décembre 2005 avant qu’ils
n’apprennent le diagnostic de leur maladie. Sur 114 patients interrogés, tous sauf 1 (99 %) souhaitaient
tout savoir sur leur maladie et 100 % refusaient qu’on leur cache des informations. La plupart d’entre
eux (77 %) souhaitaient que leur famille soit informée du diagnostic mais peu (17 %) que leurs amis en
soient informés. Presque tous les patients souhaitaient connaitre I'intérét et les effets indésirables du
traitement (respectivement 98 % et 99 %). Tous voulaient connaitre le pronostic de leur maladie.
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Introduction

Cancer is a major life-threatening disease
that can evoke deep-rooted fear of death
and sense of loss of hope. Even the word,
cancer, has powerful connotations of anxi-
ety, pain and suffering.

Studies from many countries show that,
despite fear of cancer, a majority of both
healthy adults and cancer patients prefer to
know their diagnosis, prognosis, options for
treatment and the likely success of therapy
[/-5]. However, in the past there was a
convention among physicians of not giving
full information to cancer patients. Novack
et al. reported that in a questionnaire in 1961,
90% of American physicians preferred not
to tell a cancer patient his/her diagnosis. By
1977, this had reversed, with 97% preferring
to tell a cancer patient the diagnosis [4].
Nowadays, in many developed countries,
the attitudes of physicians towards informing
cancer patients about their diagnosis have
changed to truth-telling and disclosure of all
important facts related to the disease [4-9].

In Saudi Arabia, despite religious and
social taboos about lying and the risk of
loss of trust, the relatives of cancer patients
often defend the right of the patient not to
know about his/her diagnosis and prognosis
and insist on treating the patient without
telling him/her or requesting signed consent
for treatment. This study was conducted to
explore the opinion of Saudi Arabian cancer
patients about how much information they
would like to know about their diagnosis,
prognosis, treatment benefits and the ad-
verse effect of therapy.

Methods

All of the study patients were Saudi Arabian
nationals who were suspected of malig-
nant disease and referred for diagnosis to
King Fahd Hospital of the University at

Al-Khobar from January 2002 to December
2005. Both male and female patients were
included in this study and all patients were
over 18 years old.

The patients were given a structured
interview to gauge their opinion about how
much information they wished to know
about their diagnosis, prognosis, treatment
benefits and side-effects if their disease
proved to be cancer. The interviews were
carried out after the diagnosis of cancer had
been made at the hospital but before the
patients knew their diagnosis. After taking
verbal consent for participation, the author
interviewed each patient. The attitudes of
relatives of cancer patients in our commu-
nity as well as the purpose of the study were
explained to the patients. Each question
was explained and the patients were asked
to respond according to their own point of
view after the questions were translated into
their local language if needed. Patients were
allowed to answer the questions without
help or guidance.

The questionnaire had 9 items, modified
from those used by Meredith et al. [/0], Fal-
lowfield et al. [//] and Jawaid et al. [/2]:

* Do you want to know all the information
about your illness?

* Do you want to know only partial infor-
mation?

* Should we withhold all the informa-
tion?

* Should we tell your family?

*  Should we tell your friends?

» Should we treat you without telling you
about the effect of the treatment?

» Should we treat you without telling you
about your disease if it proves to be cancer?

* Do you want to know all side-effect of
the treatment?

* Do you want to know about the progno-
sis of the disease?
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Results

A total of 114 consecutive Saudi cancer pa-
tients (67 females and 47 males) were inter-
viewed before the result of histopathology
and confirmation of their malignant disease.
All of them were Muslims from differ-
ent regions of Saudi Arabia. The majority
(61%) were from the Eastern Province and
just over half were illiterate (52%) (Table
1). More than half of the patients had breast
carcinoma or lymphoma.

Table 2 lists the answers to the question-
naire. In response to the first 3 questions,
only 1 patient wanted to know partial in-
formation and 113 (99%) of the patients
wished to know the information in detail.
None of the patients wanted information to
be hidden from them. In response to ques-
tions about informing friends and family, 88
(77%) patients wanted their family to know
about their diagnosis but only 19 (17%)
wanted their friends to know.

All of the patients rejected the idea of
treatment without knowing their diagnosis
and had a strong desire to know about the
treatment 113 (99%). Only 1 patient did not
want to know the adverse effects of treat-
ment. All patients wanted to know about the
prognosis of their malignant disease.

There were no major differences in the
patients’ attitude toward disclosure of infor-
mation about their disease and its treatment
with respect to educational level and sex of
the patients (Table 3).

Discussion

Surveys of cancer patients in developed
countries indicate that the majority of
patients prefer to know their diagnosis,
options of treatment, adverse effects of
therapy and prognosis of their malignant
disease [1,5,6,10]. A survey of 1251 Ameri-

cans showed that 96% of patients wished to
be told if they were suffering from cancer
and 85% wished to know how long they
were going to survive [/3]. European pa-
tients had a similar attitude. Meredith et al.
studied 250 patients attending an oncology
centre in Scotland and showed that 96%
wanted to know if their illness was cancer
[10]. In the present study, almost all of the
patients wanted to know their diagnosis;
100% would not like to be treated without
knowing the diagnosis and 99% wanted to

Table 1 Demographic characteristics of the
study patients (n = 114)

Variable No. %
Age (years)

18-85 114 100
Sex

Male 47 41

Female 67 59
Province

Eastern 70 61

Central 9 8

Western 5 4

Southern 24 21

North 6 5
Religion

Muslim 114 100
Level of education

llliterate 59 52

Read and write 4 4

Primary school 12 10

Intermediate school 12 10

Secondary school 11 10

University 16 14
Type of cancer

Lymphoma 35 31

Breast cancer 31 27

Lung cancer 10 9

Other 38 33
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Table 2 Responses of Saudi Arabian cancer patients (n = 114) to questionnaire about

information giving

Question Yes No
No. % No. %
Do you want to know all information about your iliness? 113 929 1 1
Do you want to know only partial information? 1 1 113 99
Should we withhold all information? 0 0 114 100
Should we tell your family? 88 77 26 23
Should we tell a friend? 19 17 95 83
Should we treat without telling you the effects of
treatment? 2 2 112 98
Should we treat without telling you about your disease? 0 0 114 100
Do you want to know about the treatment side-effects? 113 99 1 1
Do you want to know about the prognosis? 114 100 0 0

know the benefits and adverse effects of
therapy.

Cultural and social factors in Saudi Ara-
bia play a major role in giving bad news and
truth-telling about cancer diagnosis, treat-
ment and prognosis. From the author’s per-

sonal experience, relatives of Saudi patients
believe that telling the truth to the patient
could lead to harm and suffering and some
believe that patients are not sufficiently well
educated to understand medical terminol-
ogy. Almost all of the family caregivers

Table 3 Responses of Saudi Arabian cancer patients to questionnaire about information giving

by level of literacy and sex

Question Literate Illiterate Females Males
(n =55) (n =59) (n=67) (n=47)
Yes Yes Yes Yes
No. % No. % No. % No. %
Do you want to know all information
about your illness? 51 93 59 100 66 99 47 100
Do you want to know only partial
information? 1 2 0 0 1 2 47 100
Should we withhold all information? 0 0 0 0 0 0 47 100
Should we tell your family? 35 64 53 90 56 84 35 75
Should we tell a friend? 9 16 10 17 10 15 9 19
Should we treat you without telling
you the effects of treatment? 2 4 0 0 1 2 1 2
Should we treat you without telling
you about your disease? 0 0 0 0 0 0 0 0
Do you want to know about the
treatment side-effects? 1 2 59 100 67 100 46 98
Do you want to know about the
prognosis? 52 95 59 100 67 100 47 100
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request a written medical report with full
medical information so that they can seek a
second opinion or treatment abroad.

The results of this study indicate that
the Saudi cancer patients who were inter-
viewed at our hospital prefer to know the
truth about their illness, the prognosis and
the treatment available. All the patients
were of Saudi Arabian nationality and from
different regions of the country. The study
was designed to explore whether cancer
patients in Saudi Arabia might have dif-
ferent attitudes compared with patients in
developed countries, where there is a more
individualistic philosophy and where most
cancer patients want detailed information
about their cancer [/0,14-19]. However,
we found that Saudi cancer patients were
not different from those in other parts of
the world.

In Saudi Arabia, there are 5 sociocultural
factors that may play a role in decisions
about how much information to give cancer
patients: (1) the family are key participants
in medical-related decision-making; (2)
patients are not financially autonomous;
(3) medical oncologists are trained in the
European and American medical traditions;
(4) lying to patients is not a valid option
for a physician; and (5) there is a lack of
institutional policies regarding the disclo-
sure of diagnoses. These factors may lead
to doctor—patient conflict when discussing
cancer diagnosis, treatment advantages and

side-effects and prognosis, especially in
cultures where there is not full acceptance
of the principles of informed consent and
patient autonomy [20-22].

The present study had several limita-
tions. First, the sample size was small.
Secondly, since the study was done at a
single institution and by a single researcher,
there could be a bias towards a positive
outcome. Thirdly, the participants were
predominantly from the Eastern Province
and may not be representative of all Saudi
cancer patients; however, the Eastern Prov-
ince has a diverse population and there were
participants from the other regions of Saudi
Arabia. A multicentre study with a larger
sample size would allow for more definite
conclusions about the attitude of cancer
patients in the country as a whole.

In summary, contrary to what many
people in Saudi Arabia believe, these find-
ings demonstrate that cancer patients do
want to know the truth about the diagnosis,
benefits and adverse effects of therapy and
prognosis of their malignant disease.
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