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ABSTRACT

Doctor-patient communication is essential for quality of health care. Little has been done about
doctor-patient communication in Africa in general, and in Uganda and Ethiopia in particular.

In this study, we focus on two issues. First, we describe and analyze how doctors, cancer
patients and family caregivers experience their communication concerning a) general

experiences and satisfaction; b) breaking bad news to cancer patients and their family caregivers
and the ways patients and family caregivers receive bad news, c) language usage during

consultation meetings, and d) the cultural issues that influence patients’ health seeking

behaviors in Uganda and Ethiopia. Second, we analyze public awareness about cancer diseases

in both countries.

Methods: both qualitative and quantitative methods were used. In both countries, 27 doctors,

86 patients, 43 family caregivers were interviewed and 46 doctor-patient-family caregiver
interaction video recordings were made. We transcribed all the video recordings and part of the
interviews. In addition, 284 questionnaires were analyzed. We used simple descriptive
statistics.

Results: a). Doctors experience challenges associated with influx of patients, language barriers,
illiteracy levels, lack of cancer awareness, inabilities/unwillingness of patients and family
caregivers to ask questions. Patients and family caregivers are not satisfied with the information
about cancer and the manner in which doctors give them information, complain about nurses’
attitudes and physical environment. There is great need of information about cancer disease. b).
Public perception about cancer diseases is low in all age groups, female respondents hear more
about the disease but male respondents have more knowledge about the scourge, and more need
for information about cancer.

Conclusion: Many patients and family caregivers need more information about cancer yet their

doctors underestimated their need. Problems associated with doctor-patient and doctor-family
caregivers’ communication are so frequent and negatively influence patients’ emotional and
psychological wellbeing. Some of the most common problems include patients’ inability to ask
questions, lack of communication skills by doctors, influx of patients and language barriers.
Some of these problems can be eliminated if doctors get communication skills training.
Communication as a course has to be emphasized in the medical school curriculums in order to
equip physicians with the skills needed to succeed when communicating with patients and their
family caregivers. More so, the masses should be sensitized about cancer disease since now it
kills more people than HIV, Malaria and Tuberculosis combined.

Key Words; communication, health, cancer, doctor-patient communication, doctor-family
caregiver communication, culture
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1. INTRODUCTION
1.1 BACKGROUND

In every aspect of life, communication is very vital in reaching a mutual understanding and to
ease our day-to-day lives. Just like a car without an engine, so is a profession without
communication. For any profession to succeed, there must be good communication between
the representatives of these professions, as well as between the professionals and laymen. Not
only in professions but also in families, communication plays a big role in shaping our attitudes
and emotions among other things.

Communication is important in establishing a therapeutic doctor-patient relationship; if
successful, it can aid the delivery of high-quality health care, Ha & Longnecker [16]. A lot of
patient dissatisfaction and complaints may arise due to a breakdown in the doctor-patient
relationship. Studies have proved that good communication has tangible benefits such as doctor

communication skills and patients’ satisfaction, Simpson. M. et al [22]. Several studies and

reviews clearly indicate a correlation between effective communication and improved health
outcomes, Ha & Longnecker [16]. However, many physicians tend to underestimate the power
of good communication with their patients. More so, doctor-family caregiver communication
plays an important role in the patient wellbeing both physically and emotionally, and to some
extent can determine the health outcomes of the patient. “Over the past two decades, psycho-
oncological studies have reported that poor physician communication could lead to uncertainty
and denial, anxiety and depression, non-compliance, and problematic psychological
adjustments to cancer” Ong L. M et al [17].

The World Health Organization fact sheet [42] indicate that cancers are among the leading
cause of morbidity and mortality worldwide, with approximately 14 million new cases and
accounting for 8.2 million deaths in 2012. The number of new cases is expected to rise by about
70% over the next two decades [42] According to Fred Hutchinson Cancer Research Center
[27], cancer kills more people in Sub-Saharan Africa than HIV, Tuberculosis and Malaria
combined. This paper presents an exploratory study of the role of communication in cancer
consultation meetings in Uganda and Ethiopia. Focus lies on doctor-patient and doctor-family
caregiver communication as the latter is common. Communication experiences of doctors,
cancer patients and their family caregivers, the influence of culture on the health-seeking
behaviors of cancer patients and the level of public awareness of cancer disease in both
countries is analyzed. The study was conducted at Uganda Cancer Institute, Mulago Hospital
(Kampala-Uganda) and Black Lion (TIKUR ANBESSA) Hospital (Addis Ababa- Ethiopia)
respectively. The respective hospitals stand to be the only referral cancer centers in both
countries.

According to Uganda Cancer Institute [39], Mulago National Referral Hospital, the number of
cancer cases reported shot from 1899 patients in 2013 to 2265 patients in 2014. Over 60 percent
of the patients present advanced cases of the disease. The Institute is the only cancer referral
center in Uganda but also serves patients from Djibouti, Eritrea, Somalia, Western Kenya,
Rwanda, Burundi, South Sudan and the Eastern Democratic Republic of Congo. Research by
Fred Hutchinson Cancer Research Center [27] shows that infectious diseases cause six out of
ten of common cancers in Uganda, and nearly one-third of patients diagnosed with cancer, are
infected with HIV. The most common registered cancers are Kaposi's sarcoma, cervical, breast,
prostate, head and neck, sarcoma and leukemia/lymphoma. Others include colorectal cancer,



skin cancer, esophageal cancers, bladder, liver, kidney, non-Hodgkin lymphomas, Burkitt's
lymphoma.

According to the International Network for Cancer Treatment and Research (INCTR) [38], the
current information available about cancer in Ethiopia indicates that there are more than 60,000
cases of cancer reported each year, but available data is limited. In 2010, the hospital registered
more than 2000 adults and 200 children with cancer. The most common types of cancer in
Ethiopia are cancers of the breast, cervical, head and neck, esophageal, and sarcoma. Others
include, colorectal cancer, liver cancer, non-Hodgkin lymphoma and skin cancers for adults
and in children leukemia, lymphoma, retinoblastoma, Wilms tumor, bone and soft tissue
sarcomas.

1.2 OBJECTIVE OF THE STUDY

The objective of the research was to address the general communication experiences between
doctors and patients, and doctors and family caregivers with the focus on breaking bad news
and language usage. We also wanted to address the doctors, patients and family caregivers'
opinions about the role of communication in cancer consultations and the cultural issues related
to health seeking behaviors. We also investigated the level of public knowledge and awareness
of cancer disease in both countries respectively.

1.3 RESEARCH QUESTIONS

In order to carry out our exploratory study of the role of communication, we chose to focus on
the following questions;

Research question 1. How do doctors, cancer patients, and family caregivers experience their
communication during consultations? Focus lies on;

a). Communication experiences amongst doctors, patients and family caregivers, b). The way
doctors break bad news to cancer patients and their family caregivers, c). The way patients and
family caregivers receive bad news d). Language used by doctors, cancer patients, and family
caregivers in consultations, e). Doctors’, patients’ and family caregivers’ opinions about the
role of communication in cancer consultation meetings, and f). Cultural issues that influence
patients and family caregivers' health seeking behaviors.

Research question 2. What is the level of public awareness of cancer disease in Uganda and
Ethiopia?

This paper consists of six chapters. The first chapter called introduction comprises of
background, objective of the study and research questions. The second chapter gives an
overview of concepts of previous studies about doctor, patient and family caregiver
communication in relation to our study. Chapter three describes methodological background
with details of data collection, ethical consideration, eligibility, recruitments and consents. The
fourth chapter presents the research findings for both qualitative and quantitative methods and
the fifth chapter gives a detailed discussion of the results. The last chapter comprises of
conclusion, future research suggestions and the acknowledgement.



2. THEORETICAL FRAMEWORK
2.1 COMMUNICATION

As people come together for a common goal or to accomplish a certain task, they interact with

one another in order to exchange or share ideas, reach a mutual understanding and express their
satisfaction or dissatisfaction among others. During the process of interaction, verbal and
nonverbal communication occurs. Nonverbal communication is exhibited through facial
expressions, head nods, hand movements, vocal sounds etc, whereas verbal communication is

exhibited through words (spoken or written). Allwood [1] defines communication as,” the
transmission of content X from a sender Y to a recipient Z using an expression W and a medium

Q in an environment E with a purpose/function F,"

Relating this definition to our study, 'Context X' involves shared information, shared
intentionality, and shared meaning in cancer consultations. 'Sender Y to a Recipient Z' involves
co-communicators or interlocutors, in this case, the doctors and cancer patients or patient's
caregiver. 'Expression W' represents a communicative act, a sign or a signal, in this case, the
act of diagnosing or counseling and treating. 'Medium Q' involves face to face communication
between doctors and cancer patients or their caretakers. 'Environment E' represents the physical
environment, in this case, can be the doctor's office in the hospital or the cancer patients' wards.
The social environment, in this case, can be the doctors, cancer patients and their caregivers,
and other staff members. The cultural environment, in this case, can be the medical personnel
and the artifacts such as medical facilities. The Purpose/ Function F represents the Why,
Intention, Social bonding, Keep the conversation going and avoiding system breakdown. In this
case, the doctor and/or the medical personnel communicates with patients or their caretakers
because he/she wants to examine their health conditions and give them treatment. The patients
in return, want to get treatment and counseling from the doctors to get well. Giffin & Patton [6]
define communication as a process involving the sending and receiving of messages.

Poor communication, particularly with cancer patients, has been shown to be associated with
worse clinical and psychosocial outcomes, including worse pain control, worse adherence to
treatment, and confusion over prognosis and dissatisfaction at not being involved in decision
making, Payne Jacqueline [34]. For the clinician, communication difficulties lead to worse job
satisfaction and higher stress levels, as well as being behind a high proportion of errors and
complaints, Payne Jacqueline [34]. According to Allwood [1], a communicative act "is
successful if it is perceived, understood, and evaluated by the listener and it is maximally
successful for the speaker if all its evocative intentions meet with success, i.e. in the case of a
statement, that the interlocutor not only perceives, understands and evaluates but also is able
and willing to believe the claim made.” Research by Schyve [20], indicate that effective
communication does not occur if there is no or less degree of understanding and "when effective
communication is absent, the provision of health care ends or proceeds only with errors, poor
quality, and risks to patient safety."

A good doctor-patient and doctor-family caregiver relationship develops confidence in patients
and their caregivers which helps them to feel free discussing their conditions, feelings, concerns
and can easily consent to treatment procedures. Healthcare communication "is seen to have
relevance for virtually every aspect of health and well-being, including disease prevention,
health promotion and quality of life," Rimal Rajiv & Lapinski Maria [36]. Research by
Lindstrom Nataliya [9] shows that “asking questions is the most common way to elicit
information from the interlocutor and statements are used to provide information. Using



feedback is a way to indicate information acknowledgment and verify the information
provided.” (p.15). Research by Lindstrom Nataliya [9] shows further that the role of the
physician in a medical consultation, is to assist the patient to solve health problems and the
patient's role, is to provide relevant and adequate information to the physician. Verbal and non-
verbal communication skills play an important part in improving doctor-patient relationship
since it can lead to better caring for patients and helps them to comply with their illness and to
accept treatment, Arbabi M. et al [12]. “Physicians' failure in communication skills leads to
patients’ resentment and also inspires the feeling of incompetency in physicians to control the
patients' pain and symptoms” Arbabi M. et al [12].

2.2 DOCTOR-PATIENT COMMUNICATION

According to Schyve [20], effective communication between doctors and patients is a necessity
in health care. This kind of communication includes active listening by both parties, the

language used during the interaction and environmental factors among other things. “Patients

anxiety and dissatisfaction is related to uncertainty and lack of information, explanation, and
feedback from the doctor. Yet doctors often misperceive the amount and type of information
patients want. Simpson. M. et al [22] state that the language doctors use is often unclear, both
as regards the use of jargons and in relation to a lack of expected shared meanings of relatively

common terms,” (p.1385). Doctors attending to patients need to encourage them to discuss their

main concerns without interruptions or premature closer to enhance the satisfaction and efficacy
of the consultation, Simpson. M. et al [22, p.1386]. For that reason, Simpson et al [22] mentions
that, this calls for the doctor's efforts to elicit patients' perceptions of the illness and associated
feelings and expectations (p.1386). More importantly, most of the crucial diagnostic
information arises from the interview and the personal physician skills also determine the
patient's satisfaction and compliance and positively influence the patient's health outcomes.

The kind of communication that takes place between a doctor and a patient determines the
relationship and level of trust that patients gain from the doctor. The more effective the
communication, the better results in terms of trust and the doctor-patient relationship. For that
matter, Braithwaite & Schrodt [4] state that interpersonal communication is more than
information transmission between two people but the way humans create and negotiate
meaning, identity, and relationships through social interaction. Interpersonal communication
refers more specifically to communication that occurs between people and creates a personal
bond between them, Baxter & Braithwaite [2]. The most important purpose of any doctor-
patient communication is to improve the patient's health and medical care. According to
Selman L. [21], lack of information coupled with unanswered important questions relating to
living with a progressive incurable disease is cited among the major issues for both patients and
care givers. More so, patients and caregivers need more information in the key areas of the
causes and progression of the disease, its symptoms and treatment. Research by Selman L. et
al [21] shows that patients and caregivers state that, “poor provision of information has a
detrimental effect on patients’ and caregivers’ ability to cope.”

2.3 DOCTOR-FAMILY CAREGIVER

As much as doctor-patient communication is important to improve the patient's health
outcomes, so is doctor-family caregiver communication because with it comes less stress and
illness for the caregiver, more efficient use of doctors' time, reduced costs for the health care
system, and more satisfaction for all people concerned, Cherlin Emily et al [ 14]. Doctor-family
caregiver communication in cancer patients mostly focuses on the state of the patient's illness,
different medical alternatives and expected side effects, communication of the patient's life



expectancy and the possibility of using hospice. Right from the time a patient is diagnosed with
cancer, a family caregiver is expected to learn new illness, get involved in the new treatment
setting with the patient and engage actively in decision making. All these responsibilities
entrusted on family caregivers can cause strong emotions equivalent or exceeding those
experienced by the patient during diagnosis and treatment, National Cancer Institute USA [31].
Family caregivers normally step in as a patient's backer and main decision maker at the request
of the patient and how well the caregiver perform that responsibility may depend on his/her
prior relationship with the patient and the level of agreement between them, National Cancer
Institute USA [31].

Research done by Kiguli Sarah et al [19] indicate that caregivers want doctors to build
relationship with them by demonstrating verbal and non-verbal communication skills such as,
maintaining eye contact, using appropriate gestures and voice during communication, and not
being judgmental. More so, caregivers want doctors to consider their beliefs, concerns and
expectations about their patients’ illnesses, and effects on their lives, Kiguli Sarah et al [19].
For that matter, Selman L. et al [21] state that, “specific needs for information vary between
individual people, who may rely on healthcare professionals for information on a range of topics
depending on their changing needs and preferences” and “communication should therefore be
individually tailored according to needs, preferences, and abilities, assessed repeatedly at key
points in the disease trajectory. According to Selman L. et al [21], physicians should give
information in lay terms.

2.4 LANGUAGE

For any communication to take place, there must be a form of language to be used. Allwood
[1] defines language as “an instrument for communication which systematically interrelates
thought, behavior, artifacts and aspects of the natural environment.” or “an instrument for
communication which systematically interrelates physical, biological and psychological
properties with social properties.” Language and communication consider the use of words,
grammatical constructions and texts, and their influence on people’s ideas, social relations,
actions and exchanges of information. Schyve [20] states that “the language differences
themselves are a barrier to effective communication.”

Language services, in hospitals, are mostly given by self-declared bilingual health workers and
other impromptu interpreters such as family members or friends who have never been trained
for medical interpreting, Regenstein [35]. Research done by Regenstein [35], indicates that
using unqualified individuals lead to increased medical errors, less effective patient-clinical
provider communication and poorer follow-ups and adherence to clinical instructions, as well
as possible conflicts with patient privacy rights. According to Allwood [1], language is related
to social activities since it is probably the most important instrument of inter-individual
coordination, most social activities rely extensively on linguistic communication for their
accomplishment. It is through language that doctors communicate important messages such as
diagnosis, available treatment and procedures, side effects, and prognosis for patients and their
family caregivers for them to make proper decisions. So language is always at the center of any
communication.

2.5 BREAKING BAD NEWS

Being able to break bad news is an important skill for all doctors because it often has to be done
throughout their career. There are some specific skills needed to successfully fulfill this uneasy
task. Fallowfield and Jenkins [15] defines bad news as "any information that produces a
negative alteration to a person's expectations about their present and future.". Barclay S. Joshua
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et. al [13], further defines the term bad news as, "news that results in a cognitive, behavioral,
or emotional deficit in the person receiving the news that persists for some time after the news
is received" (p. 960). The two definitions indicate that bad news is individually determined and
can be understood in many ways, depending on one's personal experience. The inability by
oncologists to successfully break bad news to patients and their family caregivers is due to lack
of communication skills. Barclay S. Joshua et al [13]’s research reports that communicating
bad news creates an everlasting repercussion on the patients' and family caregivers'
reminiscences of a medical encounter (p. 960). Bad news situations in cancer patients include
(but not limited to), disease recurrence, metastasizing of the disease, failure of treatment to
affect disease progression, the presence of irreversible side effects, results of genetic tests and
talking about palliative care. Arbabi M. et al [12] research mentions that, “The way of
presenting bad news affects the patients’ understanding of the disease, their psychological
adjustment to the disease, satisfaction of medical care and level of hope,”

Research done by the National Council for Hospice and Specialist Palliative Care Services [32]
reveal that breaking bad news often becomes stressful for doctors and evidence indicates that
most times, doctors experience strong emotions such as anxiety, a burden of responsibility for
the news and fear of a negative response which can result in a reluctance to deliver bad news
(p. 3). "When staff are uncomfortable breaking bad news they can avoid discussing distressing
information, such as poor prognosis or convey unwarranted optimism to the patient that may
predispose to depression," National Council for Hospice and Specialist Palliative Care Services
[32, p. 5]. Effective communication, especially in breaking the bad news results into better
outcomes, significant satisfaction, improved understanding, increased adherence to treatment
and decreased litigation whereas the reverse can be devastating for patients and families,
affecting their psychological adaptation to illness, Barclay S. Joshua et al [13, p. 959]. Not only
doctors but also nurses play an important role in breaking bad news, because most of the time
they answer questions concerning prognosis and treatment, act as interpreters, arrange meetings
and they liaise patients and family caregivers to the doctors. For that matter, patients and family
caregivers describe them as a primary source of information and emotional support.

2.6 HEALTH, DISEASE, ILLNESS, SICKNESS

The World Health Organization [42] defines health as a state of complete physical, mental and

social well-being and not merely the absence of disease or infirmity (p. 100). Health is the
condition of being sound in body, mind, or spirit. In cases of people who suffer from chronic
diseases such as cancer and, there seems few or no chances of getting whole, the public
determines their health basing on the physical conditions. In most cases, doctor-patient
communication plays a very important role to improve the health conditions of patient's
outcomes. This is because, the patient can freely express his/her mind and feelings to the doctor
that in return helps the doctor to give a proper diagnosis and treatment. "The level of
psychological distress in patients with a serious illness is less when they perceive themselves
to have received adequate information," Simpson. M. et al [22, p. 1385].

To measure ill health conditions, we have used three concepts namely illness, disease and
sickness. Their trilogy seems related in a complex way thus the concept of health has been
defined and understood in many different ways. Wikman et al [23] defines illness as, “the ill
health the person identifies themselves with, often based on self-reported mental or physical
symptoms." The illness is described by only minor or temporary problems, however, in some
cases self-reported illnesses may include severe health problems or acute suffering that may
involve health conditions that limit the person's ability to lead a normal life. On the other hand,
a disease is defined as "a condition that is diagnosed by a physician or other medical expert"
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Wikman et al [23]. Never the less, many medical diagnoses are based on subjective information
from patients concerning pains and feelings, and others based on syndromes and complex
interrelations between different organ systems. Sickness is the social role a person with illness
or sickness takes or is given in society, in different spheres of life, Wikman et al [23]. In
summary, a disease refers to the medical establishment's perspective, a sickness refers to
society's perspective and illness is the way the patient perceives their condition.

2.7 CANCER

The World Health Organization [42] defines cancer as a generic term for a large group of
diseases that can affect any part of the body. In other words, cancer is a disease of the gene and
a gene is a small part of DNA (the master molecule of the cell) which make proteins that are
the ultimate workhorses of the cells, Medical dictionary [30]. The mutation (alteration) to the
DNA molecule can disrupt the genes and produce faulty proteins. This causes the cell to become
abnormal and lose its restraints on growth. The abnormal cell begins to divide uncontrollably
and eventually forms a new growth known as a malignant tumor or neoplasm, Medical
dictionary [30]. So, the main feature that describes cancer is the sudden creation of abnormal
cells that grow beyond their usual boundaries, and then invade adjoining parts of the body and
then spread to other organs. This leads to the latter process of cancer which is known as
metastasizing. Metastases are the major cause of death in cancer patients, WHO fact sheet [42].

WHO [44] reports indicate that among men, the 5 most common sites of cancer diagnosed in

2012 were lung, prostate, colorectum, stomach, and liver cancer whereas among women the 5

most common sites diagnosed were breast, colorectum, lung, cervix, and stomach cancer. About
a third of cancer deaths are due to five leading behavioral and dietary risks namely; high body
mass index, low fruit and vegetable intake, lack of physical activity, tobacco use and alcohol
use. In the mentioned behaviors, tobacco use is the most important risk factor for cancer causing
around 20% of global cancer deaths and 70% of global lung cancer deaths. Cancer causing viral
infections such as Hepatitis B Virus (HBV), Hepatitis C Virus (HCV) and Human Papilloma
Virus (HPV) are responsible for up to 20% of cancer deaths in low- and middle-income
countries. WHO [44] research indicates that, "More than 60% of world's total new annual cases
occur in Africa, Asia and Central and South America. These regions account for 70% of the
world's cancer deaths.” According to WHO [44], annual cancer cases are expected to rise from

14 million from 2012 to 22 within the next two decades.

2.8 CULTURE

Donal Carbaugh (as cited by Enrigue Ruiz, 2009) [11], defines culture as "a system of
expressive practices fraught with feelings, a system of symbols, premises, rules, forms, and the

domains and dimensions of mutual meanings associated with these." Lustig & Koester [10],

define culture as “a learned set of shared interpretations about beliefs, values, and norms, which
affect the behaviors of a relatively large group of people (P.30). Culture involves sharing
interpretations of beliefs, values, norms and social practices, however, these shared
interpretations affect the behaviors of people giving them guidelines on what is important, and
what should or not should be done, and thus establishing predictability in human interactions.
To relate this to our study, the way patients and family caregivers interact with the doctors is
partly influenced by their cultural background. More so, culture plays a big role to influence
patients’ health seeking behaviors. Davis [5] defines culture as, “The pattern of shared beliefs
and values that give members of an institution meaning, and provide them with the rules for
behavior in their organization.”
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Hofstede [8] claims that “Culture is the collective programming of the mind which distinguishes
the members of one human group from another” (p.24). According to Schyve [20], cultural
differences are usually associated with language differences that hinder effective
communication He argues that it is not obvious that a person who is born in the same society
and speaks the same language shares all the features of a common culture. “Therefore, there is
a risk of either underestimating the effect of cultural differences or of stereotyping individuals
by their culture” Schyve [20].

2.9 COUNTRIES OVERVIEW: UGANDA AND ETHIOPIA

Uganda, officially known as the Republic of Uganda is a landlocked country in East Africa.

The country is bordering east by Kenya, north by South Sudan, west by the Democratic
Republic of Congo, southwest by Rwanda and north by Tanzania. Uganda is the world’s second
populated landlocked country after Ethiopia and takes its name from the Buganda kingdom,
which encompasses a large portion of the south of the country including the capital Kampala.
The southern part of the country has a substantial portion of Lake Victoria, shared with Kenya
and Tanzania, situating the country in the African Great Lakes region, Wikipedia [45]. The
country lies within the Nile basin and has a varied but equatorial climate. Uganda ranks among
the poorest countries in the world, with 37.7% of the population living on less than $1.25 per
day. Poverty remains deep-rooted in the country's rural areas, which are home to more than 85
percent of Uganda