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Background. Widely accepted international clinical ethics standards and Tanzania's national cancer treatment guidelines mandate that healthcare
providers give patients the information they want or need in an understandable way. However, adherence to these standards is low, particularly
in developing countries. In Tanzania, little is known regarding the views and practice of disclosure of diagnosis and prognosis to cancer patients.
Objective. To examine the factors influencing truth-telling by healthcare providers to terminally ill cancer patients at Ocean Road Cancer
Institute (ORCI) in Dar-es-Salaam, Tanzania.

Methods. We conducted semi-structured interviews with a purposive sample of healthcare providers (n=13) and terminally ill cancer patients
(n=8) in English and Swahili. The interviews were recorded, transcribed verbatim and translated into English.

Results. The study findings show an unsatisfactory experience of truth-telling according to international clinical standards. Many healthcare
providers emphasised barriers including: limited communication skills; limited time; a high volume of patients; and lack of privacy for
communication. Patients’ preferences and readiness to receive and accept information, as well as family collusion, were identified as barriers,
whereas communalism was identified as a facilitator to truth-telling.

Conclusion. We identified several barriers and facilitators of truth-telling that may be targeted in order to promote high-quality
communication at ORCI. Our results support advocacy for improvements such as: training for clinical communication skills and information
sharing; space designated to enhance privacy; deliberate efforts to employ enough providers to care for the increasing volume of patients;

and need for counselling session with patients and family members prior to clinical information disclosure.
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The accepted international medical ethical code recommends that
patients should not be denied information by healthcare providers
pertaining to their own health and life.l" Likewise, Tanzania’s national
cancer treatment guidelines mandate that healthcare providers give
patients the information they want or need in an understandable
way.? This is because a patient has a fundamental right to medical
information,® and informed consent affirms this.**! Disclosure of
clinical information has to do with total openness and transparency in
revealing clinical situations, treatments and the possible outcomes to
a patient. It includes the expected duration, function and description
of the course of the disease, such as progressive decline, intermittent
crisis and unpredictable crisis.® However, whether to tell the truth or
not causes a dilemma for some medical practitioners.” Withholding
the truth is a form of medical paternalism,® while medical ethics
pertaining to truth-telling supports respect for the autonomy of a
patient, and thus rejects paternalism.”? The truth-telling dilemma
in cancer treatment contexts is complex, in the sense that merely
telling a patient ‘'You have cancer’ creates an ethical problem, as this
may lead to loss of hope.'” Truth-telling is important in the sense

that failure to tell the truth to terminally ill cancer patients results in
a lack of advance directives, inadequate psychological and spiritual
preparation and family misunderstandings. In addition, failure to
tell the truth to patients can cause all sorts of anxiety, tensions and
despair to patients, such that they may die while unprepared as a
result of information denial.

The practice regarding disclosure of cancer diagnosis and prognosis
varies globally; in the USA, 83% of a sample of 219 healthcare
providers reported that they would opt to tell the truth.'" The great
majority of healthcare providers (79%) in Kuwait would withhold
the truth if the patient’s family requested them to do so.'? In Saudi
Arabia, 75% of healthcare providers tell close relatives rather than the
patient."® Japanese patients generally surrender moral consent and
autonomy to that of their family members.!"¥

In Ethiopian culture, the honesty and integrity of a healthcare
provider are not questioned, whether one decides to tell the truth or
not." In Tanzania, little is known about clinical information disclosure
to cancer patients, owing to limited evidence available regarding
factors influencing the telling or not telling of the truth. However,
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the culture of Tanzania does not allow such information to be given
directly to patients, to protect cancer patients from losing hope and
experiencing depression."® The aim of this study was to explore the
factors influencing truth-telling by healthcare providers to terminally
ill cancer patients at the Ocean Road Cancer Institute in Dar-es-Salaam,
Tanzania. Specifically, the study aimed to examine: (i) healthcare
provider-related factors; (ii) patient-related factors; and (iii) sociocultural
factors influencing truth-telling in cancer treatment settings.

Methods

This study was conducted at the Ocean Road Cancer Institute (ORCI)
in Dar-es-Salaam, Tanzania. The hospital was established in 1996 as a
national referral centre for cancer treatment, and provides free care to
5 400 new patients per year, including services such as radiotherapy
and chemotherapy. The authors purposively selected the area because
it is the only specialised facility for cancer treatment in Tanzania.
Given its nature, the ORCI serves many cancer patients and hosts a
number of specialised cancer healthcare providers. It is located in Dar
es Salaam, the largest city in Tanzania. The ORCI provides cancer care
services for all types of cancer to both adult outpatients and inpatients.
Approximately 257 patients are treated on a daily basis. It has a total
number of 19 specialists, of whom 11 are females and 8 are males.

Data were extracted from two purposively sampled groups of key
informants."” Healthcare providers included oncologists, palliative care
specialists and nurses (n=13). All healthcare providers who participated in
this study were purposively selected because they were knowledgeable,
highly experienced with at least 2 years of work experience in the
oncology field and are directly involved in treating terminally ill cancer
patients. Their names and contact details were obtained from the head of
the research and training unit. Some of them were contacted physically,
and others were telephoned to ask for their participation. Those who
agreed were free to decide on the time, date and place of interview.

We selected patients who were at a terminal stage, with end-of-
life <6 months, admitted to a special room receiving only palliative
treatment, but who could still communicate (n=8). The reason for
including patients in this study was to find out exactly what they
need to know about their illness, and to what extent (how much), and
when. During patients’ selection, a list of names was obtained from
the palliative care specialists and nurses in charge, with permission
from the heads of the wards. On each day of the interview, patients
were approached by the researcher or an assistant, and were asked to
participate voluntarily in the study. Each group was assigned its own

Table 1. Condensed test, codes, subthemes and themes

interview guides. The interview guides were pilot tested at Muhimbili
National Hospital (MNH) with healthcare providers and patients, and
questions were rephrased in line with the challenges encountered
during the piloting phase. Each interview guide contained open-
ended questions, with subsequent probing questions. The questions
were tailored to answer the three study objectives regarding factors
that influence truth-telling by healthcare providers to terminally
ill cancer patients at the ORCI. Interviews were conducted by the
researchers with help from two research assistants adequately
qualified in caring for terminally ill cancer patients. The interviews
were conducted in a separate isolated room so as to maintain the
privacy of key informants and confidentiality of the information they
shared. Moreover, the researcher ensured that questions were fully
exhausted by participants, and data collection stopped when all the
themes became saturated. With permission from key informants,
interviews were audiorecorded. Furthermore, field notes were taken
for each interview to smoothly facilitate data analysis.

Data analysis

Data transcription and translation were done by the researchers
with help from two research assistants. Thematic analysis using an
inductive approach was used to analyse the collected information.
The use of an inductive approach aims to ensure that the emerging
themes are strongly linked to the data themselves, and that they
are not imposed by the researcher. The first author coded the data,
and all authors participated in analysing the data manually through
reading and re-reading the transcripts to ensure a clear and general
understanding of the emerging concepts. Themes were then sought
out from the general lists of the created codes (Table 1). The whole
process of analysis was iterative. Further scrutiny was carried out by
returning to the interview transcripts to identify their similarities and
differences, to ensure that the identified themes formed coherent
patterns. Finally, we clustered the subthemes and the themes,
and presented them with supporting quotations that describe the
meaning underpinning each theme.

Ethical considerations

We sought and were granted ethical clearance from Muhimbili
University of Health and Allied Sciences (MUHAS) Ethical Review
Committee to conduct the study (ref. no. DA.287/298/01A/07).
Permission to conduct the research was also requested from the ORCI,
where the study participants work. Written consent was obtained

Condensed meaning units (‘test’) Codes

Subthemes Theme/category

‘Here there are gaps due to aspects like communication Skill level
skills’

‘Usually there is no time to do that’

‘You need to have a conducive setting for cancer
information sharing’

‘Here patients are so many’

Management barrier
Structural limitation

Hospital limitation

Lack of communication skills Provider-level factor

Limited time Provider-level factor
Lack of privacy Provider-level factor
High volume of patients Provider-level factor
Patient preferences Patient-level factor

Patient readiness Patient-level factor

‘I need to hear good news that | am curing and going Choice
home tomorrow’
‘| feel not ready for information’ Willingness

‘Our culture does not allow us’
Pressure from family members

Cultural limitation
Relatives involved

Communalism
Family collusion
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from participants after explaining to them the study objectives,
methodology and benefits. Participants were also assured of the
confidentiality of all the information they disclosed to the researchers.

Results

Upon analysis of the study findings, seven subthemes were
generated, and grouped into three main themes, namely healthcare
provider-related, patient-related and sociocultural factors influencing
truth-telling. The subthemes generated under healthcare providers
were: limited communication skills; limited time; lack of privacy for
communication; and high volume of patients. The subthemes under
patients were: patients’ preferences; and readiness to receive and
accept information. Communalism and family collusion were the
subthemes under the sociocultural theme.

Limited communication skills
Truth-telling to patients was generally perceived by most healthcare
providers as the key role in the oncology field. The main issue was
how to start communicating the bad news to patients. The task
tends to place healthcare providers in a dilemma about whether to
communicate the crucial information or not. It was further reported
that truth-telling should never be reduced to merely telling patients
that they have cancer. Participants said that it should go beyond this,
as a quotation from one interviewee illustrates:
‘Here we have | think a big gap in truth-telling due to so many
aspects like communication skills. We may be able to provide
symptoms managements to a certain good number of patients,
but what is happening afterward is a big question mark that should
be addressed! MD 010, oncologist

Limited time
Limited time was one of the system-level barriers to information
disclosure. The healthcare providers interviewed for this study
reported that they have minimal time available to afford a thorough
discussion with a patient. Time is always not a doctors’ friend, as
claimed by one of the participants, who cited it as one of the reasons
why healthcare providers sometimes receive patients who are not
aware of their diagnosis:
‘A doctor may not have enough time to tell the truth to a patient
due to limited time. You find yourself with so many patients to
attend to in a day such that you give just a fraction of a minute
to each patient of which it is not enough to digest all of the
information. MD 008, oncologist

Lack of privacy for communication
It was reported by healthcare providers that providing complete
information to patients requires a conducive setting where each party
has the freedom of sharing and listening. The existing settings of the
hospital do not provide rooms that guarantee adequate privacy to
facilitate effective disclosure of medical information. The participants
reported being ethically failed by a lack of hospital infrastructure such
as private offices, rooms for private counselling and a suitable place
for information sharing:
‘First of all, the issue of breaking cancer information is crucial. You
need to have a physical support like a private office, room and a
good place to talk whereby a patient would feel comfortable and
able to hear and cope with the news. MD 006, oncologist

High volume of patients
A high volume of cancer patients who come to seek health services
on a daily basis was cited as a barrier to truth-telling at the hospital.
It was reported by participants that the ever-increasing number of
cancer patients relative to the availability of healthcare providers
tends to limit adequate time available for the comprehensive
disclosure of medical information to patients:
‘Here patients are so many to the extent in the sense that those
in charge of giving the information do not have enough time
to sit with a patient and share the information wholly. MD 009,
oncologist

Patients’ preferences about information
Key findings further showed that patient’s preferences about access
to information also influence the truth-telling process. This was
cited as a barrier to truth-telling because imposing information on
an unprepared and unwilling patient is not an act of respect for
autonomy. Both healthcare providers and patients interviewed for
this study reported the preferences of patients regarding medical
information as an important factor that featured in the truth-telling
process in oncology, as one participant made clear:
‘From my experience, patients also influence the truth-telling
process in oncology. This is because some of them do not want
to hear certain kinds of information, especially that which bears a
negative element in it. Some prefer to hear information that brings
healing hope! MD 011, oncologist

This was also confirmed by some patients who were interviewed
about the type of information that they would want to receive from
healthcare providers. One of the participants reported that he would
like to receive good news on how his condition was improving:
‘I need to receive good news, that | am recovering, that my
condition is improving, that | am getting better and going home
tomorrow. This is the kind of information | would like to hear from
healthcare providers. | do not like to hear the news that break my
heart, news which makes me become afraid of and put me into
fear! PT 06, patient

Patients’ readiness to receive information
Truth-telling was said to be influenced by the psychological status
and ability of the patient to handle the information. Some of the
study participants interviewed for this study said that patients are
sometimes not ready to receive medical information. One of the
healthcare providers said :
‘Truth-telling depends on the readiness of a patient. You have to
look at the patient’s facial expression and conclude that sometimes
patients cannot handle information comprehensively. In this regard
as an oncologist, you are obliged to break the news slowly, little by
little, while monitoring the psychological readiness of your patient’
MD 008, oncologist

Another patient interviewed for this study acknowledged the
influence of his psychological state in receiving medical information,
saying:
‘Sometimes | feel not ready for my medical information, because |
believe there is bad news and | do not want to hear such news that
break my heart into pieces. | am ready to hear the information that
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give me hope, encourage my faith, that the medications will cure
me! P02, patient

Communalism
The findings of this study revealed the influence of cultural
communication style as a barrier to truth-telling by healthcare
providers to terminally ill cancer patients. It was reported that when
the issue of discussing medical information arises, in most cases,
many African cultures, including Tanzanian, emphasise communalism
rather than the interests of the individual patient. This encourages
withholding information from the patient. One participant said:
‘We usually discuss the information with family members in my
culture, so as to protect the patients, because if the patient knows
it is likely that he or she will lose hope, experience depression, fear,
and eventually die! MD 010, oncologist

Family collusion
The majority of healthcare providers who were interviewed for this
study reported the influence of family collusion in providing medical
information to their cancer patients. The key findings were further
that family members often prevent healthcare providers from sharing
information with patients. Most patients interviewed also cited the
role of their families in receiving medical information. One of the
healthcare provider participants said:
‘Family members can interfere and prevent you from commu-
nicating the news directly to the patients. Many times, | get
pressure from family members who would approach me asking
not to disclose the information to their patients. We have to respect
family members in disclosing the information! MD 010, oncologist

Discussion

Healthcare provider participants revealed several factors that
influence their disclosure of medical information to terminally ill
cancer patients. This discussion is based on the objectives of the
study, which aimed to examine the healthcare provider-related,
patient-related and sociocultural factors influencing truth-telling to
terminally ill cancer patients. The discussion that follows is based
on the findings obtained from the 21 participants of this study
(13 healthcare providers and 8 terminally ill cancer patients).

Provider-level factors
Many participants emphasised the barriers discussed in this section.

Limited communication skills

The findings revealed limited communication skills among healthcare
providers in discussing medical information with cancer patients. The
findings show how information about cancer diagnosis and treatment
overwhelms healthcare providers in terms of their own feelings and
emotions as they communicate bad news to patients. The fear of a
patient’s reaction to the news is one factor that limits and weighs down
a provider's decision as to whether to discuss clinical information. It puts
healthcare providers into a dilemma regarding whether to communicate
the information or not, because, as has been discussed, telling a patient
that his or her cancer is at a late stage is a difficult task, since it tends
to cause feelings of terror."® This is due to health practitioners’ limited
communication skills and information-sharing methods, as well as

the complex nature of the disease itself."® This implies that as a result
of reflecting on patients’ reaction to cancer information, healthcare
providers find that they have little that they can discuss with patients,
consequently making truth-telling an even harder task for providers
to undertake. Healthcare providers' limited communication skills in
discussing clinical information with their patients in the oncology field
has been found to compromise the entire truth-telling and general
information-sharing process with their patients.!

Limited time

This study showed that having insufficient time hinders truth-
telling to patients. The interviewed healthcare providers reported
themselves as having minimal time available to afford a thorough
discussion with a patient.?" Each patient is given a very short amount
of time, which is never enough to digest all the information one may
receive. This implies that truth-telling to patients requires sufficient
time to discuss and share medical information. The impact of time
in healthcare has also been documented elsewhere, and is said to
greatly affect communication.??

Lack of privacy for communication

Our study shows that a lack of adequate facilities, such as offices or
private rooms, hinders information sharing among healthcare providers
and patients. It was reported by most of the interviewed healthcare
providers that disclosing complete information to patients requires a
conducive setting, where each party involved in the truth-telling process
has freedom to share and to listen carefully. This is not the case in the
existing settings, which do not provide enough room for privacy to
allow for the effective disclosure of medical information. Participants
admitted being ethically failed by the lack of infrastructure conducive to
information sharing. This implies that deciding to disclose information in
inappropriate settings violates privacy, which discourages practitioners
from sharing information honestly with patients. A previous study has
shown that protection of patient information is part of core professional
ethics, and it is clearly understood that such protection is only possible if
there are adequate facilities to ensure privacy at health facilities.”

High volume of patients

This study showed that the high volume of cancer patients attended
at the ORCl compromises the truth-telling process. It was reported
by most healthcare providers that they are obliged to attend to
as many patients as possible on a daily basis, because of the ever-
increasing number of patients reporting at the hospital. The low
ratio of healthcare providers to patients tends to limit adequate
disclosure of clinical information, due to the time pressure exerted
on the providers. The lower the number of patients, the more time
would be available for information disclosure. Healthcare providers
furthermore reported that it would be unethical to spend more time
on one patient than others while there are so many more, some
having travelled a long distance, waiting for the service. This implies
that the increase in the number of patients on a waiting list results
in a decrease in the amount of time available to providers who need
it to impart information fully, hence the information is only partially
shared. Another study documented the fact that a high increase
in the number of new patient cases per month contributed to the
majority of healthcare providers becoming reluctant with regard to
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truth-telling, owing to their heavy workload.? In addition, healthcare
providers know the importance of truth-telling to patients: that it
is a basic moral rule in the healthcare profession. Therefore, they
understand that not to tell the truth may jeopardise existing staff-
patient trust, and lead to a failure of health professionals to respect
cancer patients as autonomous individuals. This undermines the
patient’s capacity for autonomy, and deprives terminally ill patients
of their right to a‘good death’?

Patient-level factors

Patients’ preferences and readiness to receive information were
identified as both barriers and facilitators to truth-telling, as discussed
in the following section.

Patients’ preferences about information

It was found that there are some patients who are willing to
hear information that brings them hope of healing, while others
would prefer not to hear any information about their illness. These
preferences affect the truth-telling process. Healthcare providers
reported that they respect these preferences owing to the widely
recognised principle of fundamental medical autonomy regarding
information, which allows patients the choice to the type of
information they would prefer to access. It is worth noting that
imposing information on an unprepared and unwilling patient is not
an act of respect for autonomy.?® This implies that in the effort to
impart medical information, healthcare providers have a role to play
in educating patients, especially those who tend toward resistance,
and refuse to receive details about their ailments and treatment
options. A study?? documented patients’ preferences to information
as a barrier to truth-telling in the oncology field, as it contributes to
the variability of attitudes in cancer patients.

Patients’ readiness to receive information

This study revealed that the readiness of a patient to receive medical
information influences truth-telling. Most participants interviewed
for the research said that truth-telling depends on the psychological
readiness of a cancer patient. Healthcare providers are not willing to
share too much medical information with patients if they feel that the
patient would not be able to handle it. Opting to share information
with patients who are unstable and disturbed psychologically may
lead such patients to lose hope. This implies that a healthcare provider’s
decision whether to tell the truth or not is sometimes determined by
the psychological condition of the patient they are attending to. This
observation was also supported by one of the interviewed patients,
who acknowledged his unwillingness to receive any bad news. The
patient admitted to only waiting for information that gives hope,
encouragement and the promise of absolute cure for his ailment.
A study has also made the finding that under grave circumstances,
healthcare providers may be forced to deceive patients so as to instill
hope in them, adhering to the ethical principle of beneficence.””
However, it is also recommended in another study that deception
generally should not be utilised in everyday medical practice because
it disrespects the autonomy of the patient? In medical practice,
providers are morally obliged to follow the doctrines of autonomy
and beneficence. However, some providers may mistakenly use
benevolentdeception because it honours the principle of beneficence.

They may lie to the patient allegedly for his or her benefit, especially
when believing that telling the actual truth would cause more harm
than benefit.”’ It has been mentioned above that while the majority of
providers in both developed and developing countries tell the truth
about a patient’s health condition, the assumption that truth-telling
is always beneficial to patients is sometimes criticised.?” Truth-telling
has some side-effects to patient’s health, including psychological
effects, as some may be overwhelmed by the information that they
are in the final moments of their lives,*® meaning that the decision to
accept the truth can hinge on the degree of personal responsibility
that health professionals delegate to patients. It is argued that truth-
telling is equal to the avoidance of responsibility by providers, who are
expected to involve and guide cancer patients in making decisions
about their health. However, some physicians present the available
options to cancer patients, and expect them to choose, because this
avoids blame from patients and their relatives if something goes
wrong.”?

Sociocultural factors
Communalism and family collusion were identified as a facilitator and
barrier to truth-telling, respectively, as discussed below.

Communalism

Cultural communication style was identified as an influence, as Tanzanian
culture embraces communal concern rather than individual interests,
something that may encourage the withholding of information from a
patient by a provider. In this study, it was found that the culture does
not allow much information to be given directly to patients, out of the
desire to protect patients from depression and loss of hope, which could
lead to premature death. The practice can influence coping outcomes,
including the ability to absorb the shocks of cancer diagnosis and
prognosis. This implies that society, through communication style, is
capable of influencing therapeutic outcomes, and this can result in large
differences in medical care services, as well as the ability of the society to
absorb shocks in terms of cancer information.®" The influence of cultural
communication style that can manipulate the perceptions and attitudes
of people on cancer treatments and information sharing, including truth-
telling, has also been acknowledged in another study.®?

Family collusion

Our study shows that family members normally request that providers
do not share information with their patients. It was revealed that patients
allow this interference as well as the involvement of family members in
the truth-telling and decision-making process on their behalf. This shows
that family members may play a major role in imparting information
and in making medical decisions for patients. It also entails that family
members can influence the medical relationship, including truth-telling,
between a provider and a patient."® Other studies have also reported
the influence of family members in the field of oncology on information
sharing, including truth-telling. It has been reported that healthcare
providers often find themselves in a quandary as to whom, when and
how to tell.®* Such a dilemma is complex in the sense that opting
to tell the family members amounts to violating the ethical principle
of autonomy of a patient, while lying is wrong and immoral and
disrespecting the person’s autonomy is not ethical.*>¥ Despite family-
related barriers to truth-telling, it is worth noting that one of the key
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values to being truthful is associated with respect for the patient as
a person who is able to make the correct decisions that benefit their
overall health. Furthermore, if patients do not understand the truth,
it may lead to a failure of healthcare professionals to respect cancer
patients as autonomous individuals.B*

Study limitations and strengths

The lack of inter-hospital comparison, and the selection of only
hospital-based respondents without including a household-based
selection of respondents, may contribute to missing the inclusion of
ideas from dissatisfied patients who have stopped seeking medical
care in public hospitals such as the ORCI. The possibility of social
desirability bias in in-depth interviews with healthcare providers
may also limit this study. However, the adequate sample size and use
of respondents from multiple categories (oncologists, nurses and
patients) are the major strengths of this qualitative study. We believe
that this study provides valuable insights into the nature of truth-
telling to terminally ill cancer patients by healthcare providers.

Conclusions

The truth-telling process in the oncology field goes beyond merely
providing information related to the patient’s diagnosis and prognosis.
The data in this study support advocacy for improvements in aspects such
as training in clinical communication skills and information sharing, space
designated to enhance privacy, deliberate efforts to employ enough
healthcare providers to care for the increasing volume of patients, and the
need to hold counselling sessions with patients and family members prior
to clinical information disclosure. Since this study was conducted in just
one hospital, further studies could be conducted involving other hospitals
and healthcare institutions in an effort to generate a better understanding
of the influencing factors of truth-telling nationwide in Tanzania.
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