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Abstract
Background: Cancer remains a public health challenge in low-and-middle income countries (LMICs). Over
30% of those in need of palliative care (PC) worldwide suffer from cancer and 80% of patients with
cancer in LMICs are diagnosed at advanced stages, by which time they can only bene�t from PC services.
The aim of this study was to determine factors in�uencing PC utilisation among patients with cancer in
KwaZulu-Natal (KZN).

Methods: A study was conducted among patients who had been diagnosed with different cancers and
attending Inkosi Albert Luthuli Central Hospital, Addington Hospital, Pietermaritzburg Grey’s hospital,
Msunduzi Hospice and Chatsworth Hospice, using cross-sectional mixed methods. A systematic random
sampling technique was used to select the participants. Semi-structured questionnaires were
administered to a total of 394 patients with cancer. The questionnaire included two open-ended questions
and  59 closed-ended questions. Data from open-ended questions were manually coded and converted
into themes, while the closed ended-questions were entered into the REDCap (v.8.11.7) and exported to
Stata for analysis.

Results: The mean (+SD) age of the 394 participants was 51.89 (+14.67) years and about 22.9% were
within the 41–50 years age-group. The majority of participants were females (77.7%) and were unmarried
(60.6%). Most of the participants’ racial classi�cation was black (81.5%) and 64.5% had primary
education. More than four-�fths (82.7%) were unemployed, 55.8% lived in urban areas and 24.6% had
cervical cancer. The analysis of the two open-ended questions incorporated into the questionnaire
revealed �ve major barriers preventing cancer patients from seeking PC services. These themes included
lack of cancer knowledge, pursuit of alternative treatment options and long waiting periods at healthcare
institutions. In addition, stigma and discrimination, lack of screening and diagnostic equipment and
socio-economic barriers, contributed to the underutilisation of PC services by patients with cancer.
Participants recommended that cancer awareness campaigns, healthcare services and continuous
professional development (CPD) be improved.

Conclusion: Cancer patients in low-to middle-income countries, such as South Africa, are still facing
barriers to pursuing PC. Better education of the public could contribute to increased knowledge and
awareness on cancer and PC services. Utilisation of PC could be maximised, thereby providing a better
quality of life for the sufferers and their families until the end of life’s journey. The study also provides
information that can be used to strengthen and/or to develop PC guidelines for addressing PC issues.

Background
Recent statistics revealed that cancers cumulatively rank as the leading cause of death worldwide, with
the mortality rates outpacing that of HIV and AIDS, TB and malaria combined (1). The low-and middle-
income countries (LMICs) currently account for slightly more than half of all new cancer cases each year,
and these countries are projected to carry as high as over 80% of the global cancer burden by 2030 (2).
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However, only �ve per cent of all global resources being spent on cancer are allocated for use in LMICs,
therefore contributing to severe inequities in cancer management worldwide (1, 3). If the issue of resource
allocation remains unaddressed, the rising rates of cancer will continue to impose a considerable burden
on the health and socio-economic stability of sub-Saharan Africa (SSA) (4).

The increase in the prevalence of cancer cases may be attributed to different factors, including aging and
an increase in the world population (5). An increase in the adoption of cancer-causing behaviours like
smoking, especially in the developing countries has ampli�ed the prevalence of the disease (6). The result
has been a double disease burden in developing countries as communicable diseases are still a serious
health problem that these countries are grappling with (7). In Nigeria, 60–70% of patients with cancer
present for treatment late. This is mainly due to the belief that many patients have concerns regarding the
origin of their conditions (8). A lot of patients attribute their cancer to spiritual forces (9),  also, because
many cancer patients die even after receiving conventional western medical treatment (10), other cancer
patients tend to be discouraged from using western medicine. Therefore, these patients resort to seeking
healing from complementary and alternative medicine (CAM) treatments, prayers and/or faith (11).

Furthermore, poverty, lack of information and almost non-existent specialised care have also resulted in
over 95% of cancer cases being diagnosed at the late or advanced stages of the disease (12, 13). The
increase in the incidence of cancer has been exacerbated by the increased incidence of HIV, most notably
Kaposi’s sarcoma (14, 15). SSA health systems are mainly orientated towards care for acute illness and
maternal and child health (16). For most of the cancer patients in Africa, the unavailability of (i)
anticancer drugs, (ii) oncology specialists, (iii) radiotherapy centres and (iv) PC services, means limited
chances of survival and increased mortality rates (17). Although infectious diseases are still the leading
cause of death in SSA, the emergence of non-communicable diseases (NCDs), notably cancer, presents a
signi�cant challenge for healthcare systems (18).     

This contrast requires complex interventions that can be sustained throughout the continuum of care
(19). Palliative care (PC) offers a realistic public health approach to cancer care in instances where most
people with cancer present at healthcare facilities at the incurable disease stage, and where disease-
modifying treatment is not accessible to most of them (19,20). Although PC is recognised as an
approach to care that can be provided in any care setting, in South Africa (SA), it is commonly provided
by non-governmental organisations (NGOs), such as a hospice. The care provided by hospices takes
place mainly within the patient’s home. Professional nurses, trained community caregivers (CCGs), social
workers, and social auxiliary workers visit the patient and the family to provide physical, psychosocial,
and spiritual care. Educating all members of the family is another important role of the visiting PC
employee (40). In an effort to reach as many patients as possible, given the insu�cient numbers of
nurses and doctors in SA, the training of CCGs received priority attention. The Hospice Palliative Care
Association (HPCA) adopted the Integrated Community Based Home Care Model (39), which was
developed by South Coast Hospice in KwaZulu-Natal (KZN). Scholars have argued that appropriate pain
treatment and access to analgesics are both essential in PC and should be prioritised as a public health
matter, from a national and global perspective (20,21). If this is not done, an increasing proportion of the



Page 4/21

world’s population could continue to live with pain and eventually die in pain that could have been better
managed (22,23). Therefore, this study aimed to explore factors in�uencing palliative care utilisation
among patients with cancer in KwaZulu-Natal, South Africa.

Materials And Methods
Study design and population

This was a cross-sectional study which used a mixed methods approach, where quantitative and
qualitative research methods were utilised to assess factors in�uencing PC utilisation among patients
with cancer in KwaZulu-Natal, South Africa. The use of mixed methods helped in triangulating the data
generated through closed-ended questions and open-ended questions. The study employed a multistage
sampling strategy. The �rst level of sampling involved the identi�cation of facilities to be included in the
study. This level was achieved through purposive sampling, guided by whether or not the facility had the
oncology units offering PC services in the province of KwaZulu-Natal. Five facilities were purposively
selected, namely: Inkosi Albert Luthuli Central Hospital (IALCH), Addington Hospital, Grey’s Hospital,
Msunduzi Hospice, and Chatsworth Hospice. This may be indicative of the broader challenges regarding
the geographical spread of cancer care services and palliative care thereof. 

Study participants in these facilities were recruited using the systematic random sampling technique until
the calculated sample size (394 cancer patients) was achieved and the recruitment ran over a four-month
period (November 2018 to March 2019). The criteria for patients to be considered for inclusion in this
study were that they: (i) had to be aged 18 years and above, (ii) had to have a con�rmed cancer
diagnosis, and (iii) willing to participate in the study.

Sample size

To assess the outcome of interest, assuming 95% con�dence, an acceptable margin of error of 5%, and
maximum variability (i.e. 50%, given unknown prevalence), a sample size of 384 participants was
required. The sample was further increased to 394 to account for contingencies such as that of non-
response or recording error.

Recruitment and data collection

Before the commencement of the study, nurses working in the oncology unit identi�ed cancer patients
following the eligibility criteria. The participants were sampled using systematic random sample; every
third participant (after �rst being selected using the lottery method) was recruited until the calculated
sample size was achieved.

The purpose of the study was explained, the study information sheet was shared, and the potential
participants signed the informed consent form before the questionnaire was administered. The
questionnaires were administered to each individual participant by the research team, using a private
room, in order to ensure that their identity and con�dential information were protected. In the case of this
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study, the research team refers to the 5 CCG’s who attended the University of KwaZulu-Natal Multinational
Lung Cancer Control Programme (UKZN-MLCCP) Palliative Care training, which was done for community
caregivers capacity building, the author then recruited 5 CCGs as �eldworkers to assist with data
collection. The investigator developed the tool in consultation with other senior researchers, prior to being
implemented. The tool was subjected to several reviews by the participating senior researchers. The
administration of the questionnaire by the researcher helped in eliciting deeper insights from the
participants through asking and probing on the two open-ended qualitative questions. The questionnaires
took about 10–15 minutes to complete. None of the participants reported feeling discomfort or distress
during the questionnaire administration. The investigator developed the tool in consultation with other
senior researchers prior being implemented. These were interviewer administered questionnaires and
English was used for English speaking participants and IsiZulu was used for IsiZulu speaking
participants. The researcher holds a Bachelor of Psychology and comes from a strong qualitative
research background and worked with experienced qualitative research team.

Semi-structured questionnaire comprising of eight sections, 59 closed ended questions and two open
ended questions, were used to collect data. The open-ended questions were as follows:

What are the main barriers that prevent the community members from seeking PC?

What do you think can be done by healthcare providers to make PC services in the healthcare
facilities appealing?

On the other hand, closed-ended questions covered the demographic characteristics of participants,
knowledge of palliative care services, participants’ self-assessment of their health risk and status, access
to healthcare, physical activity, and tobacco and alcohol use. However, this paper is not based on all the
variables collected through this tool.

Data analysis

Data was collected using manually printed copies of a questionnaire with open-ended questions later
manually coded for emerging themes that were later presented in a graph format and ampli�ed through
verbatim quotes. The closed ended-questions were entered into the Research Electronic Data Capture
(REDCap) (v.8.11.7) (25), exported to Stata and checked for possible errors, and missing values. Any
errors were corrected before analysis was performed. For descriptive analysis, socio-demographic data
were summarised into a Table that included age, gender, marital status, ethnic group, level of education,
employment status, geographical area and cancer diagnosis. For the categorical variables and numeric
variables, we used the Fisher’s exact test and two samples Wilcoxon Rank-sum (Mann Whitney) test (to
account for those variables that may be non-parametric), respectively.

Results
Findings from the closed-ended questions
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Participants’ socio-demographic characteristics

The mean (+SD) age of the 394 participants was 51.89 (+14.67) years, and about 22.9% were within the
age group 41–50 years. The majority of participants were females (77.7%) and were unmarried (60.6%).
Most of the participants’ racial classi�cation was black (81.5%), and 64.5% had primary education as
their highest level of education. More than four-�fths, 82.7% were unemployed, 55.8% lived in urban
areas, and 24.6% had cervical cancer, the most common type of cancer among the participants (Table: 1).

Table 1: Socio-demographic characteristics of participants (N=394)

Characteristics Frequency Percent
Age (years)    
<30 26 6.7
30–40 72 18.7
41–50 88 22.9
51–60 79 20.5
61–70 68 17.7
>70
Mean age (+SD): 51.89 (+14.67)

51 13.2

Gender    
Male 84 21.3
Female 306 77.7
Marital status    
Unmarried 233 60.6
Living with partner* 160 41.6
Ethnic group    
Black 313 81.5
White 19 4.9
Coloured  3 0.8
Indian  57 14.8
Level of education    
Never been to school 88 22.3
Primary 254 64.5
Tertiary level 26 6.6
Employment status    
Employed 67 17.0
Unemployed 326 82.7
Geographical area    
Rural  173 43.9
Urban 220 55.8
Cancer diagnosis     
Cervical cancer 97 24.6
Breast cancer 89 22.6
Other cancers 76 19.3
Kaposi’s sarcoma cancer  57 14.5
Prostate cancer  21 5.3
Colon cancer  18 4.6
Anal cancer 13 3.3
Vulva cancer 13 3.3
Lung cancer  10 2.5
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*married people and those who are cohabitating.

Major barriers to palliative care utilisation

In addition, over a third (40%) of the participants reported lack of cancer knowledge and the pursuit of
alternative treatment options, only a few reported stigma and discrimination (19%) and 4% reported long
waiting periods for results of the accurate diagnosis or to be attended to by the doctor and for the date of
the next appointment. In addition, participants reported lack of screening and diagnostic equipment (1%)
and 25% cited socio-economic barriers, which include transport issues and employment status as factors
contributing to the underutilisation of PC services in KZN (Fig: 1).

Table 2: Factors associated with participants’ perception of having enough information on
palliative care 
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Characteristic
Not enough PC
Info

Enough PC
Info Total

P-
Value

Gender, n(%)     

Male 50 (59.52) 34 (40.48)
84
(21.54) 0.176

Female 156 (50.98) 150 (49.02) 306 (78.46)
Setting, n(%)     

Rural 105 (60.69) 68 (39.31)
173
(44.02) 0.008

Urban 103 (46.82) 117 (53.18) 220 (55.98)
Level of education, n(%)    
Never been to school 20 (83.33) 4 (16.67) 24 (6.12) 0.003
Primary school 53 (60.23) 35 (39.77) 88 (22.45)
Secondary/High school 122 (48.03) 132 (51.97) 254 (64.80)
College/University 13 (50.00) 13 (50.00) 26 (6.63)
Race/Ethnicity, n(%)     

Black/African 182 (58.15) 131 (41.85)
313
(80.67) <0.001

White 10 (52.63) 9 (47.37) 19 (4.90)
Coloured 3 (100) 0 (0) 3 (0.77)
Indian 13 (24.53) 40 (75.47) 53 (13.66)
Language, n(%)     

Zulu 169 (58.28) 121 (41.72)
290
(73.60) 0.002

English 30 (35.71) 54 (64.29) 84 (21.32)
Xhosa 5 (41.67) 7 (58.33) 12 (3.05)
Other 5 (62.5) 3 (37.5) 8 (2.03)
Perceived barriers to PC, n(%)    

Lack of cancer knowledge  85 (54.49) 71 (45.51)
156
(44.83) 0.037

Stigma/discrimination 27 (36) 48 (64) 75 (21.55)
Long waiting periods 8 (57.14) 6 (42.86) 14 (4.02)
Lack of screening and diagnostic eq 1 (33.33) 2 (66.67) 3 (0.86)
Socio-economic bearriers 57 (57) 43 (43) 100 (28.74)
Who referred the patient, n(%)
Self/family member 9 (34.62) 17 (65.38) 26 (6.63) 0.002
Community caregiver 2 (50) 2 (50) 4 (1.02)
Primary clinic of GP 32 (45.07) 39 (54.93) 71 (18.11)
Secondary hospital 149 (60.57) 97 (39.43) 246 (62.76)
Tertiary hospital (private or public) 16 (35.56) 29 (64.44) 45 (11.48)
Having health coverage, including health insurance, n(%)

No 202 (54.16) 171 (45.84)
373
(95.15) 0.019

Yes 5 (26.32) 14 (73.68) 19 (4.85)
PC services accommodates different cancer diagnoses, n(%)

Do not know 63 (65.63) 33 (34.38)
96
(24.62) <0.001

No 40 (93.02) 3 (6.98) 43 (11.03)
Yes 103 (41.04) 148 (58.96) 251 (64.36)
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PC Staff attitudes, n(%)    
Bad/negative 14 (87.5) 2 (12.5) 16 (4.18) <0.001
Fair 80 (72.73) 30 (27.27) 110 (28.72)
Good 107 (41.63) 150 (58.37) 257 (67.10)
Quality of PC services offered*† 34070.00 41785.00  <0.001
Rating the utilisation of PC services among cancer
patients*† 35217.50 39473.50  <0.001
Age in years* 40749.5 33170.5   0.0859

Furthermore, when participants were asked about what could be done to improve the uptake of PC
services, a number of them (45%) cited that the Department of Health (DoH) should allocate enough
resources for cancer awareness campaigns in the communities. About 27% recommended that the DoH
should improve healthcare services, and only a few suggested an increased attention to quality in-service
training, with continuous professional development (CPD) for healthcare providers raised by 8% of the
participants. The analysis revealed that the majority of participants believed that when the above
mentioned are prioritised, the number of premature deaths would decrease and that CPD on PC would
enhance healthcare providers’ knowledge and practice (Fig: 2).

Findings from the open-ended questions

The �ve major themes on factors that affect cancer patient in utilising PC services were identi�ed and are
discussed below: (1) lack of cancer knowledge and pursuit of treatment options, (2) stigma and
discrimination, (3) long waiting periods for referral, diagnosis, treatment and care, (4) lack of screening
and diagnostic equipment and (5) socio-economic barriers. Furthermore, participants stated what could
be done by the government’s health department to make PC services more appealing to patients. Under
this theme, there were three major subthemes: (1) cancer awareness campaigns, (2) improved healthcare
services and (3) CPD.

Factors In�uencing Palliative Care Utilisation Amongst Patients

Cancer knowledge and pursuit of treatment options

Knowledge and awareness about cancer symptoms, treatment options available and palliative care
services were poor among patients with cancer. The available information focused on communicable
diseases. With that being said, cancer patients were unable to seek PC because of limited general
knowledge about cancer symptoms. The excerpts below attest to this assertion (Participants: 21 & 26).

“In 2012, I started noticing that I had a small pimple on my left foot that would not go away. I always
thought something must have bitten me while I was in the bush. It kept growing as small pimples with
smelly pus over the years, and I never thought it was a medical condition as I had decided to consult with
a traditional healer to see if I could get umuthi (traditional remedy) to make it go away because I had also
started thinking that I had been bewitched…because that is the only cure for unusual symptoms of
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sickness, especially us, people from the rural areas who are far away from everything”  (33 year old male
participant living with Kaposi sarcoma cancer: 21).

Most of the participants also spoke about not knowing that cancer can be manageable, and if found at
an early stage, some may be curable.  

“Growing up in the village, we were not aware that cancer is manageable as we were only told that there
is no cure for it and that when you have cancer, it’s a death sentence for you” (40 year old female
participant living with Breast cancer: 26).

Stigma and Discrimination

The �ndings revealed a universal expectation that people with cancer would experience stigma and
discrimination. Therefore, they delayed in reporting symptoms because of expectations, based on
previous experience, that they would be stigmatised as having multiple partners and blamed for their
illness (Participant: 53).

“I remember when I �rst got the news that I had Vulva cancer, people thought it must have been because I
have been sleeping around with their men. Some of the family members would not come to visit me like
they normally did. I don’t know whether it’s because of the smell or they just don’t want to associate
themselves with someone who has cancer of the vagina as the rumour says, I have been sleeping
around” (30 year old female participant living with Vulva cancer: 53).

 Long waiting periods for referral, diagnosis, treatment and care

While early access to PC is seen as helpful to support advanced care planning, to help patients and their
families and to promote better symptom management, long waiting periods remain an important barrier
to cancer PC. Participants highlighted how long waiting hours to be attended to in a health facility, long
waiting periods for the next appointment and long waiting periods for an accurate diagnosis had affected
their con�dence in the SA healthcare system (Participant: 62).

“The whole of SA is disgusting. Can you imagine having to beg the nurse to make a referral for you,
because the pain is getting worse each day, and you cannot take it anymore? After being referred to a
government hospital, you have to wait for hours to be attended to by a doctor when you get there.… I think
they do not even start on time to do their consultations because we get there as early as possible, around
7:00 am. When you �nally get a chance to be seen by a doctor, you sometimes do not get the accurate
results for your presenting problem and have to go back home and wait again for other three to six
months for the next appointment. It doesn’t make sense because the disease does not stop growing and
spreading, especially this one to be precise” (55 year old female participant living with Cervical cancer:
62).

Lack of screening and diagnostic equipment
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It has been said that early detection, both by screening and early clinical diagnosis, is a critical
intervention to control cancer in LMICs. The main objective of cancer screening and early clinical
diagnosis (through improved awareness and health services infrastructure and accessibility) is to detect
cancer cases early enough to provide the least toxic and least expensive curative treatment. Most of the
participants stated how they were affected by the lack of resources, such as screening machines and
diagnostic equipment in KZN healthcare facilities (Participant: 82).

“One of the reasons why I’m now this sick is because I have been transferred from one hospital to another
because some of these hospitals do not have enough cancer screening machines. I get checked and
given Paracetamol for pain which barely makes a difference…what I’m trying to say is that if they had
discovered at an early stage that I had Breast cancer I would not be in so much pain and I would not be
running around for cancer management… There was also a time where I needed pain medication, but I
was told that they were out of medication and I had to buy from my own pocket, which is also another
issue” (42 year old female participant living with Breast cancer: 82).

Socio-economic barriers        

Socio-economic barriers were also reported to play a role in the healthcare practices and experiences of
KZN cancer patients. Limited monetary resources, fear of unemployment and lack of insurance coverage
were viewed as contributing to delays in medical care-seeking (Participant: 77).

“To be absent from work because you have to go for cancer treatment is something else…because when
you �nally get back to work, you �nd that your employer has replaced you with someone else… meaning
you will now have to start job hunting again, which takes a lot of effort and exposes you to another[kind
of] stress you do not need, especially when you are sick with Cervical cancer” (45 year old female
participant living with Cervical cancer:77).

Patients’ perspectives on what could be done to make cancer palliative care services appealing

Participants from the three hospitals and two hospices we visited highlighted that enhanced cancer
awareness campaigns for the general population, improved healthcare services and CPD for healthcare
providers would assist in strengthening knowledge and awareness about cancer symptoms and PC
services available (Participants: 27, 40, 44, 49, 50 & 53).

Awareness campaigns

Most of the participants suggested that health literacy about NCDs, especially cancer, should be done
within the hospitals while the patients are waiting to be attended.

There should also be information counters with �yers written in both IsiZulu and English. This would keep
the patients updated, and they would know about their disease (Participants: 27 & 40).
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“We need monthly awareness campaigns done by the CCGs, and they should deliver accurate
information, by doing so everybody gets to understand their diagnosis and no one would feel ashamed
about being diagnosed with NCDs if we talk about these openly…DoH should utilise CCGs because they
are able to take the services to the communities” (50 year old male participant living with Prostate cancer:
27).

“CCGs should also be able to do community outreach for patients who are too ill and [thus] unable to
travel” (26 year old female participant living with Kaposi sarcoma cancer: 40).

Improved healthcare services

Many participants pointed out that KZN hospitals lack properly trained palliative healthcare providers,
and patients are nursed in large open wards with little privacy. Additionally, participants stated that
access to screening and essential treatment services was poor. A combination of different approaches
involving education, awareness, advocacy, legislation, vaccination, screening, early diagnosis and
treatment should be used to prevent suffering and death due to cancer.

“The situation in the state hospitals is really terrible, we have to travel from one hospital to another
because some don’t have cancer screening machines, some don’t have oncology specialists/ palliative
care specialists, and some don’t even have enough medication in stock…what do you call that? DoH really
needs to do something about this depressing situation in this region because so many people are
dependent on public hospitals for their disease management and if this is also not improved how are we
supposed to trust them?” (49 year old male participant living with Anal cancer: 44).

Continuous professional development (CPD)

Most participants agreed that education and training for healthcare providers must address issues about;
i) how to communicate effectively with patients and their family members, ii) how to involve patients in
decision making early in the course of their illness, and iii) how to ensure that the advanced care planning
goals are met. An in-house education program for healthcare providers about available PC services and
how healthcare providers can work with consultative teams to provide such services to patients with life-
limiting illnesses may help to achieve such ends (Participants: 49, 50 & 53).

 “Healthcare providers are always in a rush, they don’t have time to offer emotional support, and they
don’t acknowledge patients’ concerns – if we can’t address our concerns to them, who should we direct
them to?” (29 year old female participant living with Kaposi sarcoma cancer: 49).

“Healthcare providers need to be taught the spirit of ubuntu (humanity), they have no respect for a sick
person…they do not listen to our concerns, their only focus is managing cancer pain and not
acknowledging other concerns. When you leave the consultation room, you feel discouraged, not knowing
where to turn to – but doctors and nurses are supposed to make you feel better under these
circumstances” (37 year old female participant living with Vulva cancer: 50).
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“When a nurse is unable to tell whether you need more check-ups or not, it becomes a problem because
you get discouraged even to go further as nurses sometimes would say: it’s just a rash it will soon go
away, and you really did not have to come all the way for this” (36 year old male participant living with
Kaposi sarcoma cancer: 53).

Discussion
The results of this study are in line with the emerging and existing international and SSA literature on
factors in�uencing PC utilisation among patients with cancer. We found that there were several barriers to
progressive utilisation of PC, and these included age, stigma and discrimination. In addition, there were
socio-economic barriers which included employment status and level of education.

Furthermore, participants emphasised what could be done by the DoH to make PC services appealing in
KZN: among other things, cancer awareness campaigns were most often cited. As indicated by the WHO
(28), the number of people currently in need of PC is high with 94% of them being adults. Our �ndings
indicate that as one advances in age, the possibility for the need to utilise PC is signi�cantly increased.
This concurs with the study �ndings by Ciemins et al., that focused on healthcare utilisation in California
Paci�c Medical Center’s PC (26,29). Their study showed that among the elderly, utilisation increased with
age and this was due to the increased prevalence of chronic illnesses like cancer (29).

Among other barriers to the utilisation of PC, participants reported how fear of being stigmatised and
discriminated against often prevents many patients from seeking needed PC services for any cancer
diagnosis. Participants further mentioned that many people with cancer have been evicted from their
homes by their families and rejected by their friends and colleagues. Our �ndings are consistent with the
results of earlier studies, which found that a particular group sampled in Botswana, 40% of cancer
patients had experienced stigma (30).

Previous studies found that cancer stigma often originates from cultural stereotypes that cancer is a fatal
disease, is contagious, or is a punishment for immoral behavior. Social consequences of being labeled
with a cancer diagnosis (e.g. shame) may deter use of PC services, resulting in treatment delays (35,36).
Further to the scienti�c evidence, it was reported that doctors from SSA are usually reluctant to pass bad
news to patients on any health matter, especially regarding cancer as this puts patients at risk of being
stigmatised and discriminated against (31). In addition, this current study demonstrated that socio-
economic barriers to PC utilisation were reported most often by the participants. Our �ndings were similar
to other studies done across the sub-Saharan countries which found that socio-economic inequalities
contribute to and shape people’s health seeking behaviour adversely (32). This negative effect of people’s
socio-economic realities on their health behaviour is not different in PC. Screening participation is higher
amongst people with advanced socio-economic status. Such socio-economic status includes material
resources (e.g. income), social status (e.g. occupation) and level of education (33). For example, recent
US data shows a strong association between self-reported mammography participation and both
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education and income (34). Similar associations with income and education were found in Great Britain
(34).

Furthermore, lack of cancer knowledge and pursuit of treatment options was most pronounced among
those living in the least a�uent areas and those who had primary education as their highest level of
education. The positive relationship established implies that as one moves from a low level of education
to a higher level of education, there is a signi�cant increase in utilisation of PC progressively. These
results concur with the study �ndings of Hirai et al., who found that, despite the inequities present, the
number of years of education did improve the prevalence rates of seeking healthcare, even among the
poor. This is also because as people become more educated they are able to identify their healthcare
needs and seek them (37). Education levels have been shown to often in�uence the occupation of an
individual and this will directly translate to income earned and ability to afford the healthcare services
(37).

Of signi�cance is the discussion around what could be done to make the PC services appealing. The
�ndings from this study indicate that the majority of participants would like to have more cancer
awareness campaigns to keep them updated about what to look for in terms of cancer symptoms and PC
services. Scienti�c evidence documented that while many members of the public had heard of the
concept of PC, there was a clear lack of familiarity and awareness of what PC really means (38). Our
�ndings were in line with what was documented by other studies which found a range of approaches,
such as publicity campaigns, posters, talks, open days and clear signposting from healthcare
professionals, which were suggested to enhance cancer PC awareness (39).

While gender appeared to have no association with participants’ perception of having enough
information on palliative care, their geographical backgound, level of education, ethnicity and language,
were all key demographic factors associated with particiants’ perception of having palliative care
information (Table 2). Similarly, participants’ perceived barriers to palliative care, patients’ referral
sources, health coverage, atttitudes by healthcare workers and perceived quality of palliative care
services, all had signi�cant association with patients’ perceived information on palliative care (Table 2).
The �ndings of this study have elaborated not only factors in�uencing palliative care utilization among
patients with cancer however; gaps among the Department of health stakeholders were also identi�ed
and described. If we only relied on quantitative �ndings we could not understand in-depth scenario.
Suggestions which were asked in qualitative component were very useful which we could not have found
in close ended question.

Strengths

To our knowledge, this is the �rst study in the PC area in KZN as well as in SA. The use of open-ended
questions within the questionnaire allowed participants to express themselves in their own words, so that
different participants provided different degrees of detail. In addition, data obtained from this study will
contribute to the body of knowledge. Furthermore, it is valuable that the participants were of different
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gender, varying levels of a�uence and from urban and rural areas, as this ensured a range of opinions
were considered.

Limitations

Whilst this study represents one of the largest recent studies assessing factors in�uencing PC utilization
among patients with cancer, it has several limitations, such as not exploring qualitative aspects through
several rounds of data collection and a mix of qualitative data collection methods. Secondly, while the
questionnaire was based on a review of the literature and subject to content validity by experts, it was not
tested formally for reliability. In addition to the limitation of the study, the interviews were not audio taped
which might have led to some details being omitted. The issue of triangulation has been noted as
another important limitation of the study, because the study would have bene�ted from a proper
triangulation using a range of methods, as well as analyst triangulation. Finally, whilst factors in�uencing
PC were explored, religion and culture were not explored.

Conclusions
Cancer patients in low-to middle-income countries, such as South Africa, are still facing barriers to
pursuing PC. Better education of the public could contribute to increased knowledge and awareness on
cancer and PC services. Utilisation of PC could be maximised, thereby providing a better quality of life for
the sufferers and their families until the end of life’s journey. The study also provides information that can
be used to strengthen and/or to develop PC guidelines for addressing PC issues. Despite this study being
one of the largest recent studies assessing factors in�uencing PC utilization among patients with cancer,
future studies can expand on the sample size through the inclusion of more potential study sites,
including rigorous qualitative investigation in order to gain more depth and insight into factors
in�uencing palliative care utilization among patients with cancer.
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Figure 1

Barriers to palliative care utilisation (N=394)
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Figure 2

Patients' perspectives on how DoH can improve the utilisation of cancer palliative care (N=394)
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