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Introduction: Patient—doctor communication is a fundamental component of patients’ care. Withholding important information to the
doctor can negatively affect the patients’ health and patient-doctor communication.

Aim: This study aimed to explore the fundamental types of information that patients hide from doctors, eg, the use of medication,
health-related lifestyle, or disagreement with the doctor’s plan. In addition, this study examines the prevalence and reasons for this
nondisclosure and factors associated with it.

Methodology: An online survey was conducted using a self-designed questionnaire, which was distributed to social media, targeting
the residents of Saudi Arabia from February 1, 2021 to February 28, 2021. Respondents under 18 years of age and those who
provided incomplete/incorrect data were excluded from the study. Types of nondisclosed information and their reasons were
evaluated.

Results: A total of 2725 participants completed the questionnaire, and 1392 (51.1%) were males. About 43.2% of the participants
were 18-29 years. Most (82%) responded “yes” to the question “Have you ever withheld any information from your doctor?”
Nondisclosed information commonly involved disagreements with the recommendation (44.7%), not taking prescription medication as
instructed (40.6%), and not understanding the instructions (37.4%). The most frequent reasons (68.7%) for nondisclosure were that the
participants wanted to undergo further tests, did not like the doctor’s attitude (48.7%) and felt it did not matter to the doctor (43.2%).
Those under 40 were more apt to withhold information (70.4%) than older participants (29.6%) p value = 0.0034. Other factors like
gender, education level, and marital status were not associated with nondisclosure.

Conclusion: The prevalence of nondisclosure to doctors is high. Effective communication skills and sound doctor—patient relation-
ships may reduce this risk and improve the care delivered to the patients.
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Introduction

The doctor—patient relationship is an important clinical and psychosocial interaction, which involves vulnerability and
trust, and directly impacts the quality of care.' This relation has been defined as “a consensual relationship in which the
patient knowingly seeks the physician’s assistance, and the physician knowingly accepts the person as a patient”.® The
doctor—patient relationship involves a complex interplay whereby a patient trusts a doctor to provide an accepted
standard of health care. There are four important elements: trust, knowledge, loyalty, and regard, which build the basis
for doctor—patient relationships.® In medical ethics, the obligations of doctors include beneficence, nonmaleficence,

autonomy and justice.” In this context, the doctor takes informed consent, states the truth about the patient’s condition,
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and maintains confidentiality. Effective communication skills of doctors play an important role in building a positive
doctor—patient relationship, resulting in improved clinical outcomes.’

Sometimes, patients may hide information from doctors to avoid punishment, maintain autonomy, and avoid
stigmatization.*” Another factor associated with patient nondisclosure is that they feel embarrassed being lectured or judged
in their file. Therefore, they do not disclose parts of the information important to reach a final diagnosis and treatment strategy.
The patients may hide information related to their prior treatments, overdosing of drugs, or use of illicit drugs.® Unfortunately,
such nondisclosure may mislead the doctors, resulting in a poor clinical outcome and loss of the patient’s trust. Therefore,
effective communication between the patient and the doctor is vital to the development of a value-based and trustworthy
relationship between the two parties. Effective communication builds and maintains mutual trust between the patient and the
doctor, decreases medical errors and medical negligence, improves the patient’s compliance to the treatment, and allows for
a better clinical outcome.’

Only a limited number of international studies have broadly investigated the prevalence and reasons of patients’
nondisclosure.” In addition, there is lack of such research in Saudi Arabia. Therefore, the present study was conducted to
explore the fundamental types of information that patients hide from doctors, eg, the use of medication, health-related
lifestyle, or disagreement with the doctor’s plan. This study examines the prevalence and reasons for this nondisclosure
and factors associated with it.

Methodology
Study Design and Setting

A cross-sectional quantitative study targeting the residents of Saudi Arabia was conducted to determine the prevalence of
patients withholding information to their doctors. The study protocol was finalized after receiving approval from the
Institutional Review Board at the College of Medicine, King Saud University (Project No. E-20-5508). This study was
performed in compliance with the Declaration of Helsinki.

A specific questionnaire was designed and distributed to social media (using personal contact and social media
platforms such as Twitter, WhatsApp, Instagram, and LinkedIn) (February 1, 2021 - February 28, 2021), targeting the
residents of Saudi Arabia. Informed consent and the aim of the study were included in the questionnaire. Participation in
the study was voluntary, and the identity of the participants was kept confidential. There is no conflict of interest to
disclose. Inclusion criteria included the voluntary participation of those who were over 18 years old and live in Saudi
Arabia. Respondents under 18 or those who provided incomplete or incorrect data were excluded from the study.

Survey Instrument

A specific questionnaire was designed in-house. The initial draft was created after an extensive review of the literature on
nondisclosure of information by patients.” ' The questionnaire assessed several common contexts in which a patient
might fail to disclose relevant information to a doctor. It was reviewed by three family consultants who were expert
researchers. A pilot study was conducted to identify any omissions or lack of clarity, and subsequently, several additions
and amendments were made. An additional online pilot study of 35 participants was done to ensure the relevance and
effectiveness of the questions. The questionnaire was divided into three parts:

e The first part contained questions about patients’ demographic data, such as age, gender, level of education, and
marital status.

e The second part consisted of ten Yes/No questions to evaluate the types of information that remained nondisclosed.
Specifically, it asked whether participants had “ever avoided telling a doctor...” This part continued with the
reasons (i) Disagreed with the recommendation of the doctor, (ii) Did not understand the instructions of the doctor,
(iii) Did not take prescription medication as instructed, (iv) Took someone else’s prescription medication, (v) Had
unhealthy diet, (vi) Did not exercise regularly, (vii) Had unhealthy sleep, (viii) Using complementary and alter-
native medicine, (ix) Following up with same complaint at a different hospital, and (x) had a previous diagnosis or
related symptoms. All participants answered each of the ten questions.
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e The third part consisted of 18 questions to assess the reason for withholding the information. The participants were

asked to choose the most appropriate reason for not telling the doctors across types of information by patients who

reported withhold of information from the doctor. The participants were able to choose more than one answer. The

questions covered most of the literature reported reasons for not telling doctors across types of information, such

as — but not limited to - the desire to do more tests, not feeling comfortable for the doctor’s attitudes, being

embarrassed to tell the doctor, the desire not to feel weak, fear of being asked to do difficult changes to behavior and

many other reasons as shown in Table 1.

Statistical Analysis

We exported the collected data into the Statistical Package of Social Sciences (SPSS) (v. 26.0 IBM Corp.). We used the
descriptive statistics (mean, frequencies, and percentages) for both the demographic data and each question to describe

quantitative and categorical variables. We used the descriptive statistics to identify the percentage of participants who

revealed nondisclosure to doctor for each of the ten types of medically relevant information (second part of the

questionnaire) and their reason for doing so. We used the Chi-square test of independence to identify statistical

differences between patients who disclosed at least one piece of given information with patients who never did.

Finally, we used a significance level of (0<0.05) as the statistical threshold in this study.

Table | Selected Reasons for Not Telling the Doctors Across Types of Information by Patients

Who Reported Withhold of Information from the Doctor

Reasons

(n=2250)
No (%)

|-l wanted to do more tests.

1546 (68.7%)

2-l did not like the doctor’s attitude.

1096 (48.7%)

3-I thought it did not matter to the doctor.

971 (43.2%)

4-1 did not want my companion to know about my health issue.

970 (43.1%)

5-1 was embarrassed to tell the doctor.

967 (43%)

6-1 did not want to feel weak.

903 (40.1%)

7-1 did not want the doctor to tell someone in my family.

901 (40%)

8-1 did not want to be judged or get a lecture about my behavior.

892 (39.6%)

9-1 did not want the doctor to make me do difficult changes to my behavior.

833 (37%)

10-1 did not want the doctor to think | had serious illness.

810 (36%)

I'1-1 did not think the doctor could help me with this problem.

792 (35.2%)

12-1 did not want to take more of the doctor’s time.

750 (33.3%)

13-1 did not want the doctor to think that | am a difficult patient.

717 31.9%)

14-1 was worried about facing an angry reaction from the doctor.

657 (29.2%)

15-1 was worried that the doctor might change my treatment plan.

626 (27.9%)

16-1 did not want this information in my medical record.

603 (26.8%)

17-1 had a previously bad experience with telling the doctor about this.

602 (26.8%)

18-1 did not want to have problems with my insurance coverage.

446 (19.8%)
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Results
The Study Population

A total of 2725 participants completed the questionnaire of which 1392 (51.1%) were males. The majority of participants
were 18-29 years old (43.2%) followed by the age group of 30-39 years (25.9%). A total of 1557 (57.13%) were
married; 1057 (38.7%) were single; 86 (3.1%) were divorced; and 25 (0.9%) were widowed. The majority of participants
had bachelor’s degrees or diplomas (62.1%), followed by high school level (24.6%), higher education level (10.2%), and
middle school or below (2.6%) level of education as shown in Table 2.

The Prevalence of Nondisclosure to the Doctor

A majority of the participants (82.6%) responded “yes” to the question regarding “ever avoid telling any information to the
doctor?” The most common type of information withheld from the doctor was disagreement with recommendation of the
doctor (44.7%). More than one-third of the participants responded “yes” to the statement, “Did not take prescription medication
as instructed” (40.6%) and “did not understand instructions of the doctor” (37.4%). [Table 3]. Participants hid information
related to an unhealthy diet (31%), while 29% withheld information about not exercising regularly, and 27% did not admit their
unhealthy sleep patterns. Similarly, about one-fourth of the patients (26%, 24%, 22%, and 24%) did not disclose information
about having a previous diagnosis or related symptoms, using complementary and alternative medicine (CAM), taking
someone else’s prescription, and following-up with the same complaint but at different hospital, respectively [Table 3].

Table 2 Participants’ Demographics (n=2725)

Demographic Data

Characteristics N (%)
Age

18-29 1178 (43.2%)
30-39 708 (25.9%)
4049 514 (18.8%)
50-59 222 (8.1%)
60 or more 103 (3.8%)
Sex

Male 1392 (51.1%)
Female 1333 (48.9%)

Marital status

Married 1557 (57.13%)
Single 1057 (38.7%)
Divorced 86 (3.1%)
Widowed 25 (0.9)

Level of education

Middle school or below 82 (3%)
High school 671 (24.6)
Diploma or bachelor’s 1693 (62.1%)
Higher education 279 (10.2%)
248 https: Patient Preference and Adherence 2022:16
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Table 3 Types of Information Not Disclosed to the Doctor

Type of Information Withheld from the Doctor Ever Avoided Telling the Doctor
(n=2725)
No. (%)
|-Ever withheld any information from the doctor 2250 (82.6%)
2-Disagreed with the recommendation of the doctor 1217 (44.7%)
3-Did not take prescription medication as instructed 1107 (40.6%)
4-Did not understand the instruction instructions of the doctor 1020 (37.4%)
5-Had unhealthy diet 835 (30.6%)
6-Did not exercise regularly 780 (28.6%)
7-Had unhealthy sleep 736 (27%)
8-Had previous diagnosis or related symptoms 700 (25.7%)
9-Used complementary or alternative medicine 667 (24.5%)
10-Followed-up with same complaint at different hospital 654 (24%)
I 1-Took someone else’s prescription medication 601 (22.1%)

Reasons Behind Nondisclosure to the Doctor

The most frequent reason (68.7%) given for withholding information to doctors was that the participants wanted to
undergo more tests first [Table 1]. The second most common reason for nondisclosure was not liking the doctor’s attitude
(48.7%). In addition, 43% participants did not disclose their information to the doctor as they did not want their
companion to know about their health issue or they thought that the information would not matter to the doctor. Other
reasons for withholding or avoiding telling the doctor about the information have been provided in Table 1.

Which Patients Tend to Hide Information from the Doctor?

Younger participants (< 40 years) tend to avoid telling the doctor their medically relevant information (70.4%) more than
older participants (> 40 years) (63.6%), and this difference was statistically significant (p=0.0034). However, the study
findings revealed that there was no significant association between patients’ sex, marital status, and level of education and
their nondisclosure of information to their doctors as shown in Table 4. More details about the participants’ age and not
providing information is shown in Figure 1.

Discussion

The present study was conducted to determine the prevalence and the types of information the participants may hide from
doctors and the reasons for this nondisclosure. The study revealed that a majority of participants had hidden information
from their doctors at some point in their life. The most common types of nondisclosed information related to disagree-
ments with the recommendations of the doctor, not taking the medications as prescribed, and not understanding the
instructions of the doctor. The most common reason for withholding information was that the participants wanted to
undergo more tests first.

Studies revealed that patients may hide information related to their condition, affecting both their clinical outcome
and doctor—patient relationship. Therefore, it is obligatory for the patients to be forthcoming about their illness or disease
to reach an accurate diagnosis and proper management. Many times, patients did not disclose information when they
misunderstood or disagreed with the doctor’s instructions. However, patients might not disclose information for their
doctors to avoid being vulnerable through sharing their personal life, health, worries, uncertainties, etc. Making Care Fit
Manifesto requires patients or their significant loved ones to collaborate with the doctor. For care to be fit, the doctor
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Table 4 Comparison Between Patients Who Disclose at Least One Bit of Information with Patients Who Never Did

Characteristics Avoided Telling the Doctor Any Never Avoided Telling the Doctor Any P value
Information Information
Total= 2250 N (%) Total =475 N (%)
Age
< 40 years 1584 (70.4%) 302 (63.6%) 0.0034*
2 40 years 666 (29.6%) 173 (36.4%)
Sex
Male 1150 (51.1%) 242 (50.9%) 0.948
Female 1100 (48.9%) 233 (49.1%)

Marital status

Married 1285 (57.1%) 272 (57.3%) 0225
Single 880 (39.1%) 177 (37.3%)

Divorced 64 (2.8%) 22 (4.6%)

Widow 21 (1%) 4 (0.80%)

Level of education

Middle school or below 68 (3%) 14 (2.9%) 0.742
High school 552 (24.5%) 119 (25.1%)

Diploma or bachelor’s 1393 (61.9%) 300 (63.2%)

Higher education 237 (10.6%) 42 (8.8%)

should respond at a maximum to the patient’s situation, support his/her priorities, ensure minimum disruption of patient’s
life or patient’s social network.

Levy et al’ conducted two national online surveys in the USA to determine the prevalence and associated factors with
patient nondisclosure of illness-related information to their doctors. They reported that participants mostly hid the
information when they disagreed with the doctor’s recommendations and did not disclose information, because they
misunderstood the doctor’s instructions. Similarly, in the present study, a similar percentage of participants avoided
telling their doctors when they disagreed with their recommendations, and a similar percentage did so when they did not
understand the doctor’s instructions. However, the main reason for withholding information in the USA was related to not
wanting to be judged or lectured by the doctor (64.1% to 81.8%). However, our study showed lower percentage withheld
information for this reason.

In the same surveys, conducted by Levy et al, 60-80% of respondents admitted that they avoided disclosing
information related to their health conditions. This is in a line with the results describes in the present study in which
a majority of patients admitted that they withheld information to their doctors. In the American surveys, more than one-
third of the respondents did not disclose that they disagreed with the doctor’s advice or could not understand the doctor’s
instructions. Similarly, more than one fifth of respondents hid the fact that they ate an unhealthy diet or did not regularly
exercise. Therefore, the doctors need to earn their patients’ confidence in order to capture complete information from
their patients. The patients’ confidence can be gained via developing good doctor—patient relationships in which the

doctor and the patient mutually share their concerns about the health care. The patients should disclose complete
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Figure | The percentages of participants who avoided telling the doctor and those who never withheld information according to age group.

information to their doctors, and the doctors should explain all aspects of the illness to their patients. Nondisclosure from
either side compromises the quality of care.®’

Several reasons why patients withhold information to their doctors have been identified. The most frequent reasons
for this nondisclosure include fear of punishment, rejection, humiliation, not wanting to be judged or lectured,
preservation of autonomy, repression of conflict, and perception of not being important.®”* On the contrary, in the
present study, the most common reason for nondisclosure by the respondents was that they wanted to have more blood
tests. One possible explanation for seeking additional testing is the assumption that such tests provide a large amount of
information and can detect serious diseases at an early stage with no errors.'> Moreover, minimal awareness about the
importance of clinical history and examinations in reaching a diagnosis might be an additional explanation. To the best of
our knowledge, this is the first study to assess the patient’s need to test as reason for nondisclosure. This highlights the
need for further investigation of this issue in future studies.

In the present study, younger patients withhold information from their doctors more than older patients. This is in a line with
the results of the two surveys conducted in USA.? One study investigated the differences related to the age in doctor—patient
interaction, and determined that older patients were more satisfied with the patient-centered care in comparison to their younger
counterparts. In addition, doctors are more likely to practice patient-centered encounters with the elderly population.'® This
association between age and doctor—patient interaction might affect the patient nondisclosure. This is supported by “not liking the
doctor’s attitude” as the second most common reason for nondisclosure reported in this study.

Nondisclosure of important information from the patients to doctors greatly affects the communication skills. There is
a complex interplay between doctors and patients, which leads to vulnerability and trust.'* Effective communication
further facilitates the patient’s comprehension, and enhances the understanding of a patient’s emotions, needs, and
expectations.'® Likewise, poor communication skills may result in serious misunderstandings, compromising patient’s
trust, expectations, safety and quality of care.'®
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One advantage of the present study is that it opens researchers’ eyes to the most common reasons of nondisclosure on
the part of patients which can be improved via certain strategies, such as effective communication skills and a sound
doctor—patient relationship. However, the present study limitations include an online questionnaire-based survey, which
may lead to respondents’ bias. Furthermore, an online survey will not represent the entire population, and we believe
patients who withhold information from their doctor might have avoided participation in the study. As a result, our results
could be less than the actual prevalence. In addition, more details about nondisclosure, such as frequency and the medical
specialty, were not included in our study and might be considered in future research.

A significant implication of the present study is the research implications as the results of the present study might
provide baseline data for future researchers to perform a systematic examination of the effect of patient’s characteristics
on nondisclosure of information to doctors. These characteristics might include the probable severity of consequences of
non-disclosing information to doctors or the levels of stigmatizing a specific health behavior. With regard to practical
implications, this work might attract the attention of doctors to adopt Making Care Fit manifesto when retrieving
information from patients.

Conclusion

The present study reveals that a high prevalence of patients in Saudi Arabia tend to hide clinical information from their
doctors based on several reasons. Effective communication skills and good doctor—patient relationship can build patients’
trust in doctor, reducing the risk of nondisclosure and improving clinical outcomes.

Disclosure
The authors report no conflicts of interest in this work.
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