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introduction
The initial diagnosis of cancer and its health-related 

consequences are associated with an overwhelming 
emotional shock.  However, there is clear evidence that 
the majority of patients in Western cultures wish to 
be informed of their own health-related information, 
including unfavourable news (1, 2).  In addition, the public 
in Western cultures has for many decades supported 
informing patients of a cancer diagnosis (3). 

On the one hand, our experience in Eastern cultures, 
including the Middle East (ME), supported by a limited 
number of studies, has indicated that the majority of 
patients with cancer wish to be apprised of health-
related information including unfavourable news.  On 
the other hand, patients’ relatives prefer, and most times 
impose, a “do not tell” approach.  The general belief in the 
ME, including Saudi Arabia, is that giving adverse news to 

abstract

Objectives: The disclosure to patients of unfavorable 
news related to cancer remains a controversial issue in 
the Middle East.  This study investigated the perspective 
of the public in Saudi Arabia regarding the disclosure of 
unfavorable cancer-related news.  

Methods: A convenience sample of 103 adult non-
cancer patients attending a family medicine clinic were 
asked to respond to 9 closed-ended questions.  These 
questions reflected possible adverse news from the time 
of diagnosis until the end of life.  The primary endpoint 
was an affirmative response (AR) to ≥7 questions (AR≥7) 
indicating a preference to be informed of the majority 
(≥78%) of adverse situations.  

results: One hundred individuals completed the 
questionnaire.  Of these, 56 (56%) were male, and 44 
(44%) were female.  The median age was 32 years 

(18–75 years).  Different questions were answered 
affirmatively by 76–99% of the responders.  An AR≥7 
was reported by 83% of the responders.  There was no 
statistically significant correlation between an AR≥7 
and age, gender or employment status (Chi-squared P 
values: 0.731, 0.427, and 0.148, respectively).  There 
was a trend towards an AR≥7 among those with higher 
levels of education compared to those with a lower level 
of education (88% and 73%, respectively, P=0.055).  

Conclusion: The results of this study suggest that the 
majority of Saudi Arabians prefer to be informed of most 
of the adverse health-related news if diagnosed with 
cancer.  These results should encourage physicians to 
keep cancer patients informed of their health-related 
events unless the patient indicates otherwise.

Keywords: Cancer, Unfavorable news, Disclosure, Middle 
East, Public’s Perspective.
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patients will lead to undesirable emotional reactions with 
harmful consequences.  This belief can lead to a practice 
of concealing the diagnosis of cancer and its prognosis 
from patients.  The value of patient autonomy is not yet 
prominent in the ME.  Family members are usually deeply 
involved in decision-making responsibilities.  They are 
required by their genuine cultural values to take over 
some or all of the patient’s responsibilities.  They believe 
that patients (especially females) are very vulnerable and 
should not be exposed to the burden of adverse news and 
difficult decision-making processes (4).  Such beliefs and 



28

Public Perspective to Disclosure of Adverse Cancer News, Jamal Zekri, et. al.Public Perspective to Disclosure of Adverse Cancer News, Jamal Zekri, et. al.

practices do not conform to the global movement towards 
patient-centred care.

There is a scarcity of data investigating the preferences 
and attitudes of the public in the ME regarding this issue 
(5).  Accordingly, it is believed that the public attitude 
towards the disclosure of unfavourable health news 
is conservative in Eastern cultures.  However, it is also 
possible that this attitude may well be changing due to 
the effects of globalization, improved education, faster 
communication and the electronic media revolution.

To cater to the needs of patients and society, health care 
professionals (HCPs) must understand the sociocultural 
background and public views of a particular society.  
Such understanding is likely to guide HCPs to implement 
a balanced patient- and society-tailored approach.  This 
is certainly an under-studied field in the ME.  In this pilot 
study, we investigated the public’s perspective in Saudi 
Arabia regarding the disclosure of adverse cancer-
related news if diagnosed with cancer.

Methods

Study design and Participants

One hundred and three consecutive Saudi adult non-
cancer patients who presented to a single family clinic 
in the family medicine out-patient department were 
asked to respond to a written questionnaire designed to 
investigate the public’s perspective on the disclosure of 
adverse cancer-related news if diagnosed with cancer.  
The investigators explained the rationale of the study, 
confirmed the ability of the patients to read and write and 
offered to clarify any ambiguous questions.  The patients 
consented verbally to complete the survey.  Written 
consent was not requested.  Three patients (3%) did 
not participate in the study due to lack of interest; 100 
patients (97%) completed the survey.

instrument and Key variables

The questionnaire consisted of two parts.  The first 
part covered socio-demographic information, including 
age, gender, education and employment status.  The 
second part was composed of 9 closed-ended questions 
reflecting possible unfavourable news from the diagnosis 
until the end of life that asked the responders their 
preference regarding being informed of the adverse news 
or not, if they were diagnosed with cancer.  The preference 
was expressed by answering each question with “Yes” or 
“No” (Table 1).  An affirmative response to ≥7 questions 
(AR≥7) was taken as a cut off indicating a preference 
to be informed of the majority (78%) of adverse news.  
Approval by the Institutional Review Board was obtained 
prior to conducting the study. 

Statistical analysis

The Statistical Package for the Social Sciences (SPSS) 
version 12 was used for the statistical analysis.  Data 
analyses were performed, including descriptive statistics 
for each variable.  The response results were expressed 
as frequencies and percentages.  The mean and median 
were calculated for continuous variables when relevant.  
A Chi-squared test was used to analyse the effects of 
age, gender, education and employment on the frequency 
of an AR≥7.

results
One hundred non-cancer patients completed the 

survey.  Of these, 56% were males, and 44% were females.  
Table 1 illustrates the characteristics of the participants, 
including age, gender, education and employment.  
Ninety-eight per cent (98%) of the responders wanted to 
be informed of a diagnosis of cancer.  Of the responders, 
76 to 99% answered affirmatively to each individual 
question (Table 2).

Eighty-three (83%) answered affirmatively to 
≥7 questions.  There were no statistically significant 
differences in the rates of AR≥7 among ages, between 
genders and related to employment status (Chi-squared 
P value; 0.731, 0.427, and 0.148, respectively).  There 
was a trend towards more affirmative responses by 
individuals educated at the university and higher levels 
compared to those with a lower level of education (88% 
and 73% respectively, P=0.055; Table 3).

discussion
The relatives of patients with cancer in the ME 

often ask the treating physician to avoid disclosing 
the diagnosis of cancer and other associated possibly 
unfavourable news to the patient.  The relatives question Table 1. Characteristics of the Participants
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Table 2. frequency of affirmative answers to each individual Question

Table 3.  effects of age, Gender, education and Professional Status on the frequency of affirmative responses To 
≥7 Questions.
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Table 4. findings of Middle eastern and asian Studies That addressed the Public’s Perspective on the disclosure of 
adverse Cancer-related news.

the value of disclosing such information to the patient, 
insisting that it causes more harm than good, and may 
strongly demand a “do not tell” approach (4, 5).  These 
concepts may differ from country to country and may vary 
across the world due to variations in culture and attitudes 
of the population towards cancer (6-8).  In addition, these 
concepts contradict the modern notion of empowering 
patients and pose practical challenges in the day to day 
management of patients.  Studies from the Far East (e.g., 

Japan) have revealed that the majority of both the healthy 
adult population and cancer patients prefer to know the 
diagnosis, prognosis, options for treatment and potential 
outcomes (9). 

The dilemma of the non-disclosure of cancer-related 
information is not limited to Eastern cultures and continues 
to be a subject of worldwide interest.  A report from Italy 
indicated that the practice of withholding the truth from 
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cancer patients was still prevalent among physicians (10).  
These authors found that less than 40% of Italians who 
died of cancer had been told that they had cancer, and 
less than 15% had received information concerning a poor 
prognosis (10).  Patients with disabling and life threatening 
conditions need to be told of the diagnosis to make plans 
for health care, obtain a second opinion and settle family 
matters (11).

We selected our sample from non-cancer patients 
attending a family medicine clinic for generally trivial 
health reasons.  This selection was done for convenience 
and to facilitate recruitment, and we felt that this sample 
was likely to represent the general public and their views.  
We invited 103 consecutive Saudi adults to participate in 
the survey.  The response rate was very high (97%), and 
all the responders answered all the questions indicating 
the feasibility and practicality of our questionnaire.  Table 
1 illustrates the characteristics of our sample.  The median 
age of our study population was 32 years, and 7% were 
≥60 years of age.  This reflects the entire Saudi Arabian 
community, which has a young age distribution, in which 
only 5% of the entire population is 60 years or older (12). 

Fifty-six percent and 44% of the participants were 
males and females, respectively, ensuring adequate 
representation of the views of both genders.  In addition, 
both the age and gender distributions of the study 
population displayed a reasonable similarity to those 
studied in other Middle Eastern and Asian studies (Table 
4).

There are few studies that have investigated the 
attitudes of patients in the ME towards the disclosure 
of adverse cancer news.  To our knowledge, there has 
been only one previous study from the Gulf region that 
investigated the attitudes of the public.  The study was 
published 19 years ago and recruited only 40 individuals 
from the general public in addition to 33 cancer patients 
and 63 doctors to participate in a questionnaire-based 
survey.  The authors reported that 93% of the public 
preferred to be informed of the diagnosis and prognosis of 
cancer (13).  This finding encouraged our group to conduct 
a larger survey concentrating on the current perspectives 
of the Saudi population.

Our analysis revealed that different questions were 
answered affirmatively by 76–99% of the responders 
(Table 1).  This result indicated that the majority of the 
public preferred to be informed of adverse cancer-
related news and to be involved in their health-related 
issues, even if the information was unfavourable.  For 
example, 98% preferred to be informed of a diagnosis of 
cancer, and 85% preferred to know of any potentially poor 
outcomes.  Participants wanted to be informed of even 

the most serious information, such as a lack of specific 
anti-cancer treatment options (79%), and more than 
three-quarters (76%) wanted to be involved in end-of-
life discussions.

To our knowledge, 4 other studies investigated the 
perspective of the public and/or non-cancer patients 
towards the disclosure of health (mostly cancer)-related 
information in Eastern countries, including Saudi Arabia, 
Lebanon, Malaysia and Japan.  Table 4 summarizes 
some of the relevant population characteristics and the 
percentages of individuals who preferred to be informed 
of the diagnosis and prognosis of cancer in each study.  
The age and gender distributions of our population are 
comparable to those in the other studies.  However, there 
are some differences regarding professional status and 
educational level, when this information was reported.  
These differences can be explained by the possibly 
different definitions of these variables in each study 
and by the probable variations in the socioeconomic 
characteristics of the populations in these countries.  
Nevertheless, the results indicated that the majority of 
the studied individuals (Saudi Arabia: 93%, Malaysia: 
82%, and Japan: 97.3%) preferred to be informed of the 
diagnosis and prognosis of cancer (9, 13, 14).

 Our study had similar results with 98% preferring 
to be informed of the diagnosis and 85% preferring to 
know of any potentially poor outcomes.  It is noteworthy 
that a smaller majority (58%) of the studied individuals in 
Lebanon preferred disclosure.  The authors attributed this 
result to the possible effect of the participants being from 
lower socio-economic groups.  Indeed, more than half 
(58.5%) of the individuals expressing a lower preference 
for disclosure had a limited educational level (15).  

A Japanese study attempted to quantify the amount 
of information individuals preferred to receive by asking 
individuals if they preferred a full or partial disclosure 
(9).  Our study is the only one to numerically quantify 
the amount of information individuals preferred to have 
disclosed.  Our survey comprised 9 questions addressing 
possible unfavourable news at different stages of the 
diagnosis and management of cancer.  An AR≥7 (i.e., 
answering “yes” to ≥7 questions) was chosen as a cut 
off to indicate a preference to be informed of a large 
proportion (≥78%) of the adverse news.  Eighty-three 
percent answered affirmatively to ≥7 questions, indicating 
that these individuals wanted clear and comprehensive 
disclosure.

The relatives of cancer patients in Eastern cultures want 
to be informed of the diagnosis and prognosis.  However, 
under most circumstances, the relatives demand that the 
patient not be informed.  The Malaysian study explored 
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this issue, and the results demonstrated that 85% of the 
participants preferred to receive information from the 
physician rather than from a relative, and 82% preferred 
that the physician disclose the information first to the 
patient rather than to a relative (14).  We also explored 
this issue directly and found that 87% agreed that the 
doctor should not withhold information from the patients 
at the request of a family member.  These similar results 
indicate that the majority of individuals currently desire 
autonomy regarding their health issues and discourage 
apparently protective paternalistic approaches exercised 
by relatives in Eastern cultures.  In the earlier Saudi study 
(13), 72.5% wanted the disclosure of information to both 
the patients and relatives, indicating that the role of the 
relative was seen as supportive rather than paternalistic.

In our cohort, age, gender and professional status 
did not significantly influence the number of affirmative 
responses.  Sixty-seven percent of our population 
was highly educated as expected in the large affluent 
city where the study was performed.  A trend towards 
a preference for more disclosure was observed for 
individuals with a university and higher education level.  
The Lebanese study found that a young age, male 
gender, higher educational level and professionalism 
were associated with a preference for disclosure.  A small 
percentage of individuals (17%) in our study answered ≤7 
questions with affirmative responses, making statistical 
testing a challenge.  This likely applies to the Japanese 
and Malaysian studies, which did not find any factors 
associated with preferences for disclosure (9, 14).  One 
other explanation is that most individuals, regardless 
of age, profession, education or gender, want to know 
their health-related news even if the information is 
unfavourable.

Empowering patients to make their own decisions 
should be the aim of the health care system and HCPs, 
regardless of the patients’ academic educational level.  
Keeping the patients informed throughout the course of 
an illness is a specific and relevant form of education.  
Cancer patients have high expectations regarding the 
information that is provided and appreciate it when this 
news is delivered early (16).

Previously, our group approached 100 Saudi patients 
who had cancer and asked them similar questions 
in a survey format.  The results were presented at the 
American Society of Clinical Oncology Annual meeting 
and indicated that the majority of patients prefer the 
disclosure of information to themselves (5).  This is a strong 
indication that the majority of individuals who considered 
a potential diagnosis of cancer and also individuals with 
a current diagnosis of cancer preferred the disclosure of 
adverse news.

At the same time, our current results revealed that a 
minority preferred to receive less information if diagnosed 
with cancer.  For example, 2% did not prefer to be 
informed of a diagnosis of cancer, and 15% preferred not 
to be informed of a poor outcome.  Treating physicians 
should be able to identify patients who may want less 
information.  In this situation, empathic and careful 
communication is paramount to obtaining the patient’s 
permission to disclose adverse news.  For example, the 
physician may say, “I’d like to discuss with you the results 
of your tests.  Is that okay?” (17, 18).

Despite being an unfortunate event, death remains the 
only guaranteed fact in life.  The majority of responders 
(76%) preferred to be involved in end-of-life discussions.  
This should stimulate HCPs to discuss this issue with 
relevant patients.  Such discussions, when conducted in 
an open, honest and transparent way, are likely to help 
patients make plans for their life and death.  End-of-
life discussions will alert most patients to set their own 
priorities according to their own views and philosophies 
and may present the opportunity to create a “living will”.  
Evidence has shown that cancer patients who had end-
of-life discussions with their physicians before the last 
30–60 days of life were less likely to receive inappropriate 
aggressive medical measures and were more likely to 
receive earlier hospice care (19-22).

A non-negligible minority of responders (24%) did 
not prefer to be involved in end-of-life discussions.  In 
practice, these patients should be identified, and their 
preference should be respected, keeping in mind that 
their opinions may change along the course of an illness.  
A recent study revealed great diversity in patient and 
relative experiences regarding advanced-care planning.  
This study and our results stress the importance of 
an awareness of the highly individual nature of the 
preferences and needs of patients and relatives regarding 
information, involvement and communication about end-
of-life care (23).

The general public’s opinion regarding cancer in 
the United States attracted interest as early as 1948 
(3).  Investigators reported the American public’s views 
and beliefs about many issues related to cancer at 
3 time points, namely years 1948, 1955 and 1962.  
The investigated issues included aetiology, age when 
diagnosed with cancer, alarming symptoms, cancer 
patients in the work place, screening and the disclosure 
of a cancer diagnosis.  Their results indicated that 63%, 
64% and 60% of participants in the years 1948, 1955 and 
1962, respectively, indicated that the patient should be 
informed of the diagnosis.  Additionally, 21%, 19% and 
32%, respectively, indicated that disclosure depended on 
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the person or on whether a cure was possible.  Only 14%, 
12% and 6%, respectively, favoured no disclosure (3).  
These results are within the range reported by the other 
studies in Eastern cultures (Table 4).

Conclusion and Clinical implications

Our results suggest that the majority of the population 
in Saudi Arabia, regardless of age and gender, are in favour 
of a comprehensive disclosure of adverse cancer-related 
news if they were diagnosed with cancer.  Individuals with 
a higher educational level may be even keener to be more 
comprehensively informed.  These results, combined with 
findings from other studies, should encourage relevant 
physicians to keep patients fully informed unless indicated 
otherwise.  HCPs need to clearly identify patients who may 
want different levels of information disclosure and respect 
their preferences.  At the same time, HCPs must engage 
in a continuous dialogue with patients to tailor to their 
needs at different times during their illness, explaining 
the importance and positive consequences of keeping the 
patients informed. 

Reforms are required to guarantee that appropriate 
attention is paid to patients’ wishes and rights to be kept 
informed of their health-related issues.  Clear institutional 
policies should minimize unjustifiable paternalistic 
approaches.  In addition, significant action should involve 
the education of individual patients and the wider public 
sector.  Larger studies may not be necessary because 
such studies are unlikely to produce different results.
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