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ABSTRACT

Introduction: Prostate cancer is the leading
cancer type in black South African men. The
South African public healthcare sector serves
more than 84% of the population, which
includes many of these men. Previous evidence
suggests that patients’ information needs are
influenced by culture. No studies could be
found that explored the information needs of
black men diagnosed with prostate cancer in a
developing country from the patients’ perspec-
tives. Therefore, this study set out to investigate
the information needs of black men diagnosed
with prostate cancer in a South African public
healthcare setting.
Methods: Nine participants who had com-
pleted a radical course of external beam radia-
tion therapy for prostate cancer were
interviewed. These participants had gained
experience from their cancer journey in this
setting and could therefore provide informa-
tion-rich perspectives about their information
needs from the time of diagnosis to end of

treatment. Interviews were conducted in the
participants’ preferred language, with three
interviews conducted in Zulu with an English
translator.
Results: Important themes that emerged
included patients’ desire to receive more infor-
mation regarding what was happening in the
diagnosis stage, the implications of having
prostate cancer and the origin of their symp-
toms. The participants expressed a need to
understand the potential side effects of radia-
tion therapy, the reason for bladder filling and
on-treatment set-up imaging verification. Par-
ticipants also wanted to know how they should
care for themselves and adjust their lifestyles,
and required more information about follow-up
tests and appointments.
Conclusion: In South Africa, black men with
prostate cancer expressed the need for more
information about the implications of a pros-
tate cancer diagnosis, the reasons for these
treatments and what they were expected to do.
They also require information about where to
go and what will happen in the different parts
of the healthcare system with regard to the
diagnosis and treatment of the prostate cancer.
Communities should also be educated about
cancer to avoid misconceptions. In South
Africa, healthcare workers should consider the
life-worlds of black men in the public health-
care system when attending to their informa-
tion needs.
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Key Summary Points

Prostate cancer is one on the most
prevalent cancers in men, but no studies
have been conducted to explore the
information needs of black men
diagnosed with prostate cancer in a
developing country.

This study explored the specific
information needs of black men
diagnosed with prostate cancer in a South
African public hospital, as previous
evidence suggests that culture has been
found to play a central role in patient’s
information needs.

The study concluded that more
information is needed regarding the
implications of a prostate cancer
diagnosis, the process involved,
treatments, the reasons for these
treatments and what is expected of
patients diagnosed with prostate cancer.

Healthcare workers should consider the
life-worlds of black men in the public
healthcare system when attending to their
information needs, and communities
should be educated about cancer to avoid
misconceptions.

INTRODUCTION

According to the 2018 GLOBOCAN report, the
incidence of prostate cancer has risen to 64.1
per 100,000 people in the Southern African
region [1]. Prostate cancer in South Africa is
unfortunately underrepresented, as there is no
national registry for this cancer type [2]. Sepa-
rate studies conducted in public sector hospitals
in Bloemfontein and Cape Town, South Africa
both reported that the black patients in their
study groups tended to present with higher

prostate-specific antigen (PSA) values, and
locally advanced and high-grade disease [3, 4].

Most patients in South Africa are likely to
access treatment through the public healthcare
system, which serves 84% of the population [5].
The hierarchy of the South African public
healthcare referral system is complex and con-
sists of the following lines of referral: primary
healthcare facility (clinic/community health
centre), district hospital, regional hospital, and
lastly a tertiary hospital [6]. Patients accessing
the South African public health system are faced
with system constraints such as shortages of
specialist urologists and delays because of
overcrowding in the system [2]. The public
healthcare sector radiation therapy departments
are located in certain central and tertiary hos-
pitals that are found in the large cities [7].
Patients are faced with commuting and
accommodation problems when they need to
undergo cancer treatments.

Patients diagnosed with prostate cancer go
through various treatment pathways, including
prostatectomy (surgery), brachytherapy (inter-
nal radiation therapy), androgen deprivation
therapy (ADT) (also referred to as hormone
therapy), watchful waiting (monitoring) and
external beam radiation therapy (EBRT) [8]. In
the public tertiary hospital of our study,
patients with advanced intermediate- or high-
grade adenocarcinoma of the prostate received a
minimum of two doses of ADT before com-
mencing EBRT. In some cases three doses might
be given when there are delays in receiving
EBRT due to problems with availability of linear
accelerator (machine administering EBRT)
treatment booking slots. The hormonal treat-
ment consists of three monthly injections of
10.8 mg of Zoladex� and continues for 24 to
36 months. The patients received 3-D confor-
mal EBRT consisting of 37 fractions to a total
dose of 74 Gy, and therefore received radiation
treatments for 7 to 8 weeks.

For cancer patients, a critical element of their
journey is receiving information from health-
care professionals relevant to their needs [9, 10].
Many studies have assessed the core informa-
tion needs of prostate cancer patients to guide
professionals in how they communicate with
their patients. These studies were largely
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quantitative, using questionnaires developed in
first-world settings [11–16]. Studies have sug-
gested that culture may influence the informa-
tion needs of cancer patients [17, 18]. There is
some evidence that cancer patients receiving
treatment in the South African public health-
care system receive inconsistent information
throughout their journey [19]. No studies have
assessed the information needs of black men in
South Africa diagnosed with prostate cancer. In
this qualitative study, we explored the percep-
tions of black men diagnosed with prostate
cancer in the public healthcare sector regarding
their information needs.

METHODS

We followed an exploratory-descriptive quali-
tative methodology to discover and understand
the information needs of men diagnosed with
prostate cancer [20]. This approach allowed us
to gain an in-depth understanding of partici-
pants’ literal descriptions and the proxy inter-
pretations of the researchers [21].

Sampling

A combination of purposive and convenience
sampling methods were used to select patients
who were attending a public sector radiation
oncology department for participation in this
study. A research member consulted the patient
files to determine whether the patients met the
inclusion criteria, i.e. they had a positive his-
tology of prostatic adenocarcinoma, had an
Eastern Cooperative Oncology Group (ECOG)
performance status of 0 to 3 [8] and were at the
end of the course of radical EBRT localised to
the prostate. The patients’ tumour stage and risk
profiles were not taken into consideration upon
selection. We assumed that these patients
would be able to provide information-rich data,
because they had traversed the healthcare sys-
tem from diagnosis to end of treatment.

Data Collection

The study participants signed an informed
consent form, after a comprehensive explana-
tion and information leaflet was given to them.
No participant refused to participate and no
attrition from the study occurred. The National
Health Research Department gave permission to
interview the patients in this public hospital.
The University of Pretoria Health Sciences Eth-
ics Committee approved the study, with Ethics
Reference No. 602/2018. Informed consent was
obtained from all participants, and the study
was conducted in accordance with the Decla-
ration of Helsinki.

Semi-structured interviews were conducted
in the participant’s preferred language. Three
of the nine participants requested that their
interviews be conducted in Zulu. These
interviews were conducted with the aid of a
translator who was bilingual in Zulu and
English. The translator signed a confiden-
tiality agreement. Participants were inter-
viewed in a quiet office in the radiation
oncology department, directly after finishing
their last radiation treatment. The office was
arranged by the researchers to ensure the
comfort and privacy of the participants,
with the interviews captured on a digital
recorder.

The youngest participant was 46 years old,
whilst the oldest was 76 years. All participants
were of a black race and had an ECOG perfor-
mance status of 1. All had locally advanced
prostate cancer, with two having low-grade,
three having intermediate-grade and four hav-
ing high-grade disease. All had above-normal
PSA values ranging from 265 to 1486 ng/ml.
Three of the participants had to travel from
another province to receive treatment at this
tertiary hospital. Most participants residing in
the province where the tertiary hospital was
located lived in townships a considerable dis-
tance from the hospital.
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The interviews commenced with an ice-
breaker question, asking, ‘‘What are you feeling
now that you are completing your radiation
treatment?’’ The interviews were guided by the
central open-ended question posed to each of
the participants: ‘‘Now that you have come
through being diagnosed and treated for your
prostate cancer, please can you share what
information you would have liked to and nee-
ded to know about the cancer and treatments’’?

The longest interview lasted 24 min 40 s,
while the shortest interview was 2 min 35 s,
with the average duration of the interviews
being 13 1/2 minutes.

The researchers transcribed the interviews
verbatim. One of the researchers, who is bilin-
gual in English and Zulu, verified the transla-
tor’s interpretations of the Zulu interviews. The
translator had provided highly accurate ver-
sions of what the participants had said. The
three researchers rotated the role of interviewer,
i.e. if researcher 1 conducted the interview,
researcher 2 would transcribe, and researcher 3
would review the document to ensure accuracy
of the transcription.

Data Analysis

All three researchers immersed themselves in
the transcripts when considering the research
question. Using a process of inductive content
analysis, they read the participants’ narratives
to make sense of what was being said [22]. The
researchers independently coded the phrases
and words in the transcripts using a combina-
tion of in vivo and process coding [23, 24]. They
then compared their independent codes until
they agreed on the final codes. These codes were
placed into categories. Categories and themes
were developed using pattern coding as second-
cycle coding [23, 24].

RESULTS

Participants shared their experiences and
expectations of their cancer care journey that
shaped their information needs. The duration
of the interviews was dependent on the extent
to which the participants could or wanted to

share their thoughts with the interviewers. An
outlier in this study was participant 3, who
spoke only for 2 min 35 s, and indicated that he
had received all the information that he
needed.

‘‘I was properly informed. The doctor was
very kind. She told me exactly what is
going to happen.’’

He was fortunately diagnosed and treated at
the same hospital.

‘‘I did everything here [at the tertiary
hospital].’’

Due to the way that participant 3 was man-
aged, he was satisfied with his oncology
experience.

‘‘I’m very happy, ja [yes], very happy.’’

The rest of the participants had gone
through a more complex healthcare pathway to
be diagnosed and receive their treatments.

Participants explained that they had received
information about the cancer and its treatment
from various sources. Participants mentioned
that they took the onus on themselves to obtain
and understand information about prostate
cancer and treatments. One participant
explained:

‘‘So one should have just maybe enquired
deeper to find out. But, I think, on the
other hand I think I, I should have, should
have sought that information for myself.
We must also play our part to say, you
know, as a patient to find [out] what this is
all about. How does it happen?’’ (Partici-
pant 7)

Some participants turned to trusted ‘‘others’’
to gain information, and to help them source
information from the internet and printed
information. Examples can be seen in the fol-
lowing quotes by three different participants:

‘‘A mayor in M (low-income urban settle-
ment) is now late, he tell me about cancer
boost so I Google it. I find it in my phone,
that there is something that can cure this
cancer.’’ (Participant 4)
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‘‘Luckily I have a friend who works for a
doctor. And I thought I’d ask him ques-
tions. We play, we play golf together. And I
say to him, ‘What is this all about?’ Then
he explained. For me, I’m lucky he
explained.’’ (Participant 7)
‘‘I mean, you know we have libraries, we
have, you know, the information is there.
There are books in the house that one can
read or look for a book and read. You
know, and I have those books at home
which I am going to read also. Because this
is not the end of the road. Now, if I still
want to maybe improve myself, I must go
to those books, read about this.’’ (Partici-
pant 8)

Despite finding information on their own,
participants still had concerning questions for
which they required personalised answers. Par-
ticipants also posed broader questions related to

prostate cancer in general. The following
themes, sub-themes and associated categories
emerged from the participants’ narratives are
presented here and summarised in Table 1.

THEME 1: PERSONALISED
INFORMATION TO ANSWER
WORRYING QUESTIONS

Participants expressed a need for personalised
answers to the following ‘‘most worrying’’
questions:

What’s Happening in the Beginning?

Participants accessed the public healthcare sys-
tem through primary healthcare clinics (PHC).
One of the functions of PHCs is prostate-specific
antigen (PSA) blood testing to screen for

Table 1 Typography of themes, sub-themes and categories related to the information needs of men with prostate cancer

Theme Sub-themes Categories

Personalised information to answer worrying

questions

What’s happening in the

beginning?

Blood testing in primary health

clinics

Reasons for being sent between

hospitals

What does this mean to my

life and me?

What is cancer, and specifically

prostate cancer?

Where is it in relation to the body?

How serious is it?

Why the treatments?

What to do and not to do?

The radiation treatments? About the treatment?

How will the radiation affect the

body?

What happens next?

Information needs to address the general

connotations of prostate cancer

Shame in the illness Blame for not understanding

Being seen ‘‘as a cancer’’

‘‘Man issues’’

Message to other men ‘‘Getting tested’’
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prostate cancer in adult men to promote early
detection and diagnosis of prostate cancer. After
PSA testing, participants were referred through
district, regional and tertiary hospitals for fur-
ther diagnostic testing, imaging and treatment.
• Blood testing in primary health clinics

Participants went to PHCs for general health
concerns or because they wanted to take
advantage of PSA testing offered by the clinic.
Participants mentioned that they were unsure
of the reason for PSA testing and the implica-
tions of a positive diagnosis. One participant
explained that he attended the PHC for his
tonsils but underwent PSA testing as part of the
visit, and the diagnosis of prostate cancer came
as a surprise.

‘‘Why I am here was because of tonsil
problems. And then why am I having this
(referring to the PSA test that was done)
this, tonsils, and then they take my blood,
and when everything went back they said
everything is negative except, eh, prostate
[cancer].’’ (Participant 9)

Another participant had submitted himself
voluntarily for a PSA test. The result was an
unexpected cancer diagnosis followed by a rec-
tal examination,

‘‘I didn’t know I have this prostate cancer
thing but I wanted to know if I was already
affected, infected or affected. And then I
went to the clinic of the special one (PSA
test) for me and send me to the lab [ora-
tory] and then when it came (the results) it
wasn’t a nice experience because I did not
know I was sick. And then after they make
tests and all that it’s also like feeling it,
because mine (the prostate) they told me it
is enlarged. So I didn’t know how they
know that and they said no put this finger
at the back (referring to rectal examina-
tion) and then they sort of search from
[for] it and they felt it and said, no, this is
too big.’’ (Participant 5)

• Reasons for being sent between hospitals

Participants were confused by having to go
between hospitals to reach the tertiary hospital
where their cancer could be treated, for

example, with radiation therapy. Participants
did not receive enough information explaining
the need to go to multiple hospitals. One
explained:

‘‘I wanted to know what was the reason I
was going here and there. I was told at that
time that the reason for coming here (the
tertiary-level hospital), you see, you will
[would] go there because of this disease.
Now I do not know is wrong is wrong or is
right.’’ (Participant 6)

Participants also described having to go
between hospitals because they could not stay
in the hospital where they were receiving radi-
ation therapy. An example of this was given:

‘‘They took me to A (regional-level hospi-
tal). There at A (regional-level hospital)
they said they had no places for people to
sleep. There were no spaces. I had to be
admitted to B (tertiary-level hospital). They
took me and brought me to B (tertiary-level
hospital). There they put me on the
machine (radiation treatment
machine/linear accelerator), that machine
from here at B (tertiary-level hospital).
They then took me C (district-level hospi-
tal) to admit me there.’’ (Participant 1)

What Does this Mean to My Life and Me?

Having been diagnosed with prostate cancer,
patients had a need to understand how this
disease and the treatments would impact their
bodies and affect their daily activities.
• What is cancer, and specifically prostate

cancer?

Patients need support to come to terms with
their cancer diagnosis by understanding what
they have. Most participants did not under-
stand what cancer was, let alone specific cancers
such as prostate cancer and how the cancer
develops.

‘‘It—it is a frightening. But if you are to,
you know, what is cancer? You know, just a
brief explanation to say, listen, you know,
cancer is about this and this. What is this
all about?’’ (Participant 7) and
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‘‘I said how many types of cancers do we
have? I didn’t know about other cancers. I
want to ask you how prostate become
cancerous?’’ (Participant 4)

• Where is it in my body?

The participants wanted to understand
where the cancer resided in their bodies. One
participant explained in detail how useful he
found a diagrammatic explanation of where the
tumour was in his body. A healthcare profes-
sional explained on a drawing exactly where the
tumour was in the body.

‘‘You know, somebody had made a copy for
me like this [participant showing a sketch
of the anatomical structures in the pelvis].
It’s interesting, it starts here according to
the information I heard, they said this is
the bladder [pointing on the drawing], and
somewhere here is above something here.
He (the healthcare professional) said the
prostate is here [pointing on the drawing].’’
(Participant 4)

Participants mentioned that they were also
curious about what healthcare professionals saw
on the imaging examinations. This participant
wanted the healthcare professional to share the
information from the imaging examinations.
Participants also required specific information
on the effects of cancer on the body.

‘‘I would like them to explain how they see
(referring to the healthcare professional’s
viewing of radiographic images). How do
you feel in your body that you have can-
cer? How do you see? Those facts. That
what and what does what in the body.’’
(Participant 2)

• How serious is it?

For the participants, the word ‘‘cancer’’ con-
jured up fear and deep concern for life as they
know it. More than one participant raised the
catch phrase of the ‘‘silent killer,’’ Participants
needed more information regarding their prog-
nosis and whether their cancer was treat-
able and curable. For example:

‘‘I was just interested on what was hap-
pening with my life. How are they going to

help me get right, cure this thing?’’ (Par-
ticipant 5)

And another viewed the cancer relative to
AIDS:

‘‘Ya, because this thing is a silent killer.
Inside you don’t feel it… They (the
patients) must be told that this thing is
[a] killer, it’s worse than AIDS or the same
as AIDS.’’ (Participant 9)

• Why the treatments?

Patients consented to receiving various
treatments for their prostate cancer. Partici-
pants mentioned that they were uncertain
about what treatments were being offered, why
specific treatments were needed and whether
the treatments would be effective. Participants
expressed the following:

‘‘Sometimes I just wanted to know whether
this thing would be, you know, it (the
treatment) if this thing is really effective.
You know, that I was always wondering
what the [treatment] whether that is really
effective, you know.’’ (Participant 3)
‘‘Why don’t you tell me what I am going to
do and what treatment am I going to get?
Cause you are the doctor, so you must tell
me.’’ (Participant 8)

Another participant had received Zoladex
(ADT) multiple times, without understanding
what the reason for the treatment was.

‘‘Yes, I think I got it three times. What is it
[Zoladex] for?’’ (Participant 4)

• What to do and not to do?

Participants expressed a need for informa-
tion regarding daily living, to regain control of
this serious situation. Participants wanted to
know how they could support their treatment
for the best possible outcomes. One participant
asked a wide range of questions, requiring clar-
ity on various levels of self-care:

’’Ask for instance—you said you were going
for chemotherapy—are there any restric-
tions? Is there any advice that one can get?
Diet maybe? Or exercise? You know, or
things like that. What kind of foods to
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avoid, you know, and can I drink? Can I
continue to drink? Is it jogging or exercise?
You know, that kind. Is it jogging? Or will
exercise improve or make the situation
worse?’’ (Participant 7)

The Radiation Treatments

Having completed a radical course of EBRT for
prostate cancer, all the participants required
specific information about radiation therapy.
Participants mentioned some of the processes
that they seemed to understand, but still had
many questions about the radiation treatment.
• About the treatment

Participants expressed the need for in-depth
information on what the treatment actually
was, and what was expected of them. The par-
ticipants asked the following questions,

‘‘Why don’t you tell me what I am going to
do and what treatment am I going to get?
Cause you are the doctor, so you must tell
me.’’ (Participant 8)

Participants mentioned being uncertain
about why they had to fill their bladders on a
daily basis before receiving their radiation
treatments. This participant explained that he
drank water, but did not understand why:

‘‘They made me drink water. I just came
from the machine. They gave me a bottle
this big [gestures to size of bottle]. I drank
it finished. They don’t tell me anything. I
drink their water and climb onto the
machine.’’ (Participant 1)

During radiation treatment, healthcare pro-
fessionals also need to check the accuracy of the
set-up of the radiation treatment fields. Radia-
tion therapists, who deliver the treatment,
produce images of the treatment fields whilst
the patient is in the treatment position on the
treatment couch. Participants do not clearly
understand reasons for taking these ‘‘X-rays’’.
Participants could not distinguish between the
treatment imaging ‘‘X-rays’’ and those taken for
diagnostic purposes, and expected an X-ray
report, similar to previous experiences in the

X-ray department. This quote highlights the
misunderstanding:

‘‘They (the radiation therapists) were tak-
ing the X-rays. I wanted to know why [are]
they taking X-rays. And they didn’t give
me results for having the X-ray. Why they
were taking those, those, those cassettes?’’
(Participant 8)

• How will the radiation affect the body? How
will the radiation affect the body?

In this setting, participants expressed a need
for information on the side effects of radiation
treatments.

‘‘After you [I] went through the machine,
your [my] urine burns you [me], so if you
[I] pass water it burns you [me] a little bit. I
was not told that.’’ (Participant 8)

Patients experienced unexpected and unex-
plained side effects, which left them trying to
work out the reasons for the symptoms they
experienced. This participant wondered why he
was having a ‘‘runny tummy’’ after meals:

‘‘I don’t know, my stomach is always loose.
Is [It’s] not loose but after eating I must
go.’’ (Participant 9)

• What happens next?

Participants expressed feeling uncertain
about the future and wanted to know ‘‘what
next’’. They wanted to know what other treat-
ments and ongoing medical-related contacts
they would need to make. Examples of the
questions asked relating to this issue were:

‘‘The next step it’s going. I just want them
to explain to me how they will go about to
the end. I still don’t know so far.’’ (Partic-
ipant 5)
‘‘What, what I want to know now is if I,
let’s say, I’ve got only two days to go to
finish. After that what’s gonna [going to]
happen? Do I come for check-ups and
that?’’ (Participant 8)
‘‘That’s now [Now that I] am finishing with
the radiation, I should [should I] keep on
getting that Zoladex?’’ (Participant 4)
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THEME 2: INFORMATION NEEDS
TO ADDRESS THE CONNOTATIONS
OF PROSTATE CANCER

Aside from having specific questions regarding
cancer and treatments, participants shared a
number of negative experiences and percep-
tions related to being diagnosed with prostate
cancer.

Shame in the Illness

Participants expressed concern about how they
were being perceived by others in the light of
their illness. Participants were embarrassed
about having cancer because of their own
understanding of the connotations of prostate
cancer and personal knowledge of how society
views cancer. The psychological definition of
shame is ‘‘a highly unpleasant self-conscious
emotion arising from the sense of there being
something dishonourable, immodest, or
indecorous in one’s own conduct or circum-
stances. It is typically characterized by with-
drawal from social intercourse’’ [25].
• Blame for not understanding

In this study most of the participants were
diagnosed with late-stage tumours. Participants
mentioned various reasons for presenting with
late-stage cancer. One participant did not want
to be blamed for not knowing and under-
standing about cancer and the prostate:

‘‘If now, then they recover [discover] it
later, there is nobody to be blame[d] be-
cause a patient doesn’t know or under-
stand what is happening within himself.
When you ask him what is a prostate, he
will not understand that there is some-
thing in this. That’s why I was a bit late to
check it, you see.’’ (Participant 4)

while another blamed himself for not
understanding:

‘‘I mean, I was totally—totally blank (re-
ferring to his understanding of cancer), but
I blame myself. Nobody else.’’ (Participant
7)

• Being seen ‘‘as a cancer’’

Participants mentioned that their commu-
nities, and they, were reluctant to talk about
cancer due to the negative stigma associated
with cancer.

‘‘People at the location (low-income urban
settlement) there, if you say you are suf-
fering from prostate [cancer], some of them
will say [that] you are cancerous.’’ (Partici-
pant 4)

• ‘‘Man issues’’

A participant wanted to know whether the
sexual problems that he was experiencing
would resolve after the radiation. The ADT drug
Zoladex, which patients receive prior to radia-
tion, would have had an effect on erectile dys-
function. One expressed his concern as follows:

‘‘I would ask them after the treatment
would I be able to get my man be back.
Aaah well, like I said my manhood is very
important first one.’’ (Participant 9)

Men do not readily accept health issues
associated with the prostate, because of the link
with their masculinity. Participants mentioned
a psychological and physical association
between the prostate and the effect on ‘‘man-
hood’’. A participant mentioned witnessing two
men refusing treatment because they did not
want to experience erectile dysfunction, despite
declining health.

‘‘Some of them they are negative. Espe-
cially here our clinic in the hospital ‘C’
(district hospital). Two guys they leave
their files (abandon their hospital files—
refuse treatment). They said, ’No l can’t
live without my manhood.’ Then, they just
gone. And I saw him, one of them, after my
third week here. [He] is losing weight ter-
ribly. I said to him, ‘Why do you worry
about your manhood while you are very
sick like this?’ Now you have lost every-
thing. Now he’s living while tying his
trousers (lost weight). So it’s late now for
him. I think it’s now penetrating the whole
body. He doesn’t want to come.’’ (Partici-
pant 8)
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Participants mentioned that some men
avoided prostate screening, because they felt
screening was unnecessary and there was
nothing physically wrong with them. One par-
ticipant explained,

‘‘They (other men) say: ‘‘No, l don’t have
anything. Why should l go there (to the
clinic/hospital)?’’ They do like me, saying
‘[I] am health[y]. There is nothing wrong
with me’, and it’s true, l didn’t feel any-
thing.’’ (Participant 5)

Message for Other Men

Following treatment, participants expressed
that it was important to raise awareness about
prostate cancer screening and treatment.
• Getting tested

Some participants took it upon themselves to
encourage male members of their family,
friends and community to go for testing for the
disease. Participants stressed the danger of
prostate cancer and the importance of testing,
because of the hidden nature of the illness. This
was encapsulated in this quote:

‘‘l think we need to be educated seriously
about this thing (prostate cancer), because
as far as l know, the doctors told me that
it’s a silent killer. That’s very important,
because it is a very dangerous disease,
especially with us men. You know men,
sometimes you tell somebody [to] go for
tests. Because this thing (the prostate can-
cer), you won’t know if it’s there or not.’’
(Participant 5)

DISCUSSION

The information needs of prostate cancer
patients have been quantitatively assessed in
first-world settings [12, 13, 22]. In these set-
tings, patients have shown a universal need for
information revolving around the broad ques-
tions of ‘‘What is prostate cancer?’’, ‘‘How does
the treatment work?’’, ‘‘What lifestyle should be
followed?’’, ‘‘What food and nutrition is sug-
gested?’’, ‘‘What are the side effects of

treatment’’ and ‘‘What is the follow-up after
treatment?’’. The patients in this study asked
similar questions, but required further expla-
nation and illustration of the position of the
prostate within the body.

In this study, participants highlighted a need
to change perceptions regarding prostate can-
cer. Changing negative perceptions in partici-
pants’ communities should serve as a
touchstone to guide further education in local
societies. Participants all agreed on the impor-
tance of creating prostate cancer awareness and
the need for prostate screening among men in
their neighbourhoods. In South Africa, health
promotion campaign groups such as the Cancer
Association of South Africa (CANSA) and the
Prostate Cancer Foundation of South Africa
provide information on prostate cancer and
screening. Participants indicated that informa-
tion campaigns should emphasise the impor-
tance of being tested for prostate cancer, even if
men are feeling well, as this is a hidden disease.
Participants also stressed that screening should
be accompanied by pre- and post-screening
counselling for patients. Counselling sessions
will help men understand the reasons for
screening and prepare them for outcomes. The
European Association of Urology strongly rec-
ommends that all prostate screening be
accompanied by prior counselling with infor-
mation on the potential risks and benefits [26].
This aspect of prostate screening needs to be
strengthened in the healthcare services where
testing is done.

In the South African context, patients have
to traverse a fragmented healthcare service to
access their examinations and treatments [27].
This creates both confusion and uncertainty for
patients. Patients require personalised informa-
tion about the healthcare facilities they will
need to visit and the purpose for having to visit
each facility. Within these healthcare facilities,
prostate cancer is managed with a multimodal
treatment approach. During medical consulta-
tions, patients need to receive a cohesive picture
of the treatment plan, the timing, duration and
purpose of the treatments, an explanation of
how the treatments work and information on
the expected side effects. Importantly, clear
protocols need to be developed, stating who is
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responsible for providing which information to
the patient, when the patient is attending dif-
ferent domains of the cancer care continuum
[28].

Once a patient is diagnosed with prostate
cancer, patients have a need to know, ‘‘how
serious is it?’’ Amongst the participants in this
study, this suggests that the sensitive issue of
prognosis is not being fully addressed. This
aspect of interaction between the medical
healthcare professional and the patient during
initial diagnosis and treatment requires atten-
tion [10]. This discussion is critical for the
patient to understand and come to terms with
the uncertainty of the cancer. Participants used
the metaphor ‘‘the silent killer’’ when sharing
cancer-related information, conjuring negative
connotations of the disease. Healthcare profes-
sionals should be mindful and find ways to
address the hidden self-blame that being diag-
nosed with cancer engenders in the patient [29].

Being diagnosed with prostate cancer also
triggers certain negative connotations in com-
munities that emanate from local perceptions
of cancer. For these patients, the reality of being
viewed ‘‘as a cancer’’ and the taboo of the nature
of masculinity overlies an unspoken shame. The
social stigma regarding prostate cancer observed
in this study is similar to the findings in a
qualitative study exploring men’s perceptions,
beliefs and practices for prostate screening in
Cameroon [30]. Providing information to over-
come internalised and community-entrenched
stigmas is challenging [31]. Organisations such
as CANSA face challenges in addressing the
issue of stigma within cancer awareness
campaigns.

The treatments, and in particular radiation
treatments, create another set of information
needs. The radiation therapist is primarily
responsible for providing this information from
a patient-centred perspective [32]. Patients need
to be warned about potential side effects of the
radiation treatments and an explanation of the
symptoms that they might be experiencing [33].
However, the information provided needs to
take into account the disease and other treat-
ments that patients have received or are
receiving. For example, participants indicated
that they had experienced diarrhoea, burning

upon micturition and erectile dysfunction
while they were receiving EBRT. In explaining
and providing information to the patients,
radiation therapists need to address issues such
as the fact that diarrhoea can be worse if EBRT is
combined with ADT, and burning upon mic-
turition might be exacerbated by the extent of
the prostatic tumour [34]. Although the
patients’ erectile dysfunction might be due to
the cancer and/or the ADT—and not the
EBRT—the patients require information rein-
forcement by the radiation therapists [34].
Advice on how they can care for themselves in
the event that these symptoms occur, and
adjusting lifestyles to cope, should be an
important component of the information pro-
vided. The radiation therapist should explain
why the radiation treatment is needed, what
will happen during the treatment and what is
expected of the patient in the process. Thera-
pists should pay particular attention to the
pretreatment ‘‘water-drinking routine’’ and the
radiographic imaging performed during the
treatments [33]. Clear explanations of what will
happen after the completion of radiation treat-
ments as regards further treatment and expec-
ted medical contacts should be provided.

Limitations

The interviews were conducted only at a single
point in time. Therefore, it cannot be assumed
that a patient’s information needs were always
consistent with the study results, since they
may have differed depending on the phase of
the cancer care continuum that they were in.
The data collection was performed at only one
research setting, and therefore the transferabil-
ity of the study results is limited. The patients
were the only ones interviewed, and the view-
points of healthcare providers regarding infor-
mation-giving were not considered.
Unintentionally, only black men were inter-
viewed and no data exists on the information
needs of South African white men diagnosed
with prostate cancer. Therefore, no comparison
could be made between the information needs
of patients from different cultures and races in
South Africa.
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CONCLUSION

This study qualitatively assessed the informa-
tion needs of men diagnosed with prostate
cancer. Patients have a wide range of informa-
tion needs pertaining to their understanding of
what the cancer is, what is happening to them,
what they should do and the reasons for having
to go through various processes and treatments.
Understanding where to go and what will hap-
pen in the different parts of the healthcare sys-
tem with regard to the diagnosis and treatment
of the prostate cancer is also needed. This study
further highlights that information needs go
beyond the individual and must extend to local
communities. Particular attention needs to be
given to lower-income communities, where
residents are not proficient in English, as most
awareness campaigns are currently presented in
English. Increasing awareness about the impor-
tance of screening will address the life-world
needs of patients when they are diagnosed with
prostate cancer.
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