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ABSTRACT
Objectives  Previous work in South Africans living with 
HIV and chronic pain has raised questions regarding 
maintained levels of physical activity while in pain, 
patterns of pain disclosure and recruitment of social 
support. Recent data suggest that pain in people living 
with HIV may be more due to issues of poverty rather 
than HIV. We explored how South Africans with chronic 
pain living in a rural area: (1) understand and experience 
chronic pain, (2) how chronic pain affects activity levels 
and (3) the relationship between pain disclosure and social 
support.
Design  We conducted a qualitative study using in-depth 
interviews. Transcripts were analysed using thematic data 
analysis.
Setting  The Ndlovu Care Group Research Centre in the 
rural Elandsdoorn, Dennilton area in Limpopo province, 
South Africa, between April and July 2019.
Participants  34 individuals (19 women, 15 men) with a 
mean age of 37 years (SD 8) living with chronic pain, half 
of whom were living with HIV, and half without.
Results  Perceived causes of pain included illness or 
injury, ‘thinking too much’ and non-Western perspectives. 
Three patterns of activity in response to chronic pain 
emerged: perseverance, reduced activity and complete 
inactivity. Reasons for perseverance included fear of losing 
income, perceived social stigma or no social support. 
Patterns of pain disclosure included full, selective (telling 
some people but not others depending on their perceived 
trustworthiness), partial (sharing pain presence but not 
how severe it was) and non-disclosure. Disclosing pain 
was common in women and was used to recruit practical 
support. Men rarely disclosed to recruit support, and if they 
did, would recruit for financial support. Disclosing pain was 
also a strategy to avoid the social stigma of being labelled 
‘lazy’. Patterns of activity, disclosure and type of support 
recruited did not differ between those with and without HIV.
Conclusions  Our findings suggest that activity levels, 
disclosure and recruitment of support in South Africans 
living with chronic pain are influenced by low income, 
social stigma and gender, rather than HIV.

INTRODUCTION
A national survey of over 10 000 South Afri-
cans showed that chronic pain was reported 
by almost 20% of participants.1 Our previous 

work has focused on the experience of 
chronic pain in South African people living 
with HIV (PLWH), in whom the prevalence 
of both acute and chronic pain is more than 
double that of the general population.2 Data 
suggest that the higher pain prevalence in 
PLWH is likely due to dysregulated immune 
responses and inflammation, comorbid 
conditions and infections, and increased 
prevalence of risk factors such as depression 
and anxiety, and disrupted sleep.3 4 More 
recent data suggest, however, that low socio-
economic status, rather than HIV itself, may 
be associated with the higher prevalence of 
chronic pain and the risk factors just listed.5 6 
Understanding the experience of pain in low 
socioeconomic status contexts in South Africa 
is thus warranted.

One aspect of understanding pain expe-
rience is understanding how pain impacts 
physical activity. Physical activity is typically 
reduced in people living with chronic pain7–9; 
however, using actigraphy, we have found that 
urban South Africans living with both HIV 
and chronic pain were as active as their pain-
free counterparts.10 Qualitative comments, in 
the otherwise quantitative study, suggested 
that fear of discrimination may have driven 

STRENGTHS AND LIMITATIONS OF THIS STUDY
	⇒ The qualitative design helped to explore a phenom-
enon of maintained levels of physical activity while 
living with chronic pain, reported in quantitative 
studies of poor South Africans.

	⇒ The recruitment of a sample of whom half were liv-
ing with HIV and half were not helped to explore the 
contribution of HIV to the experience and impact of 
chronic pain.

	⇒ Data were collected from one site in one province in 
South Africa and so may not be generalisable to all 
rural areas in South Africa.

	⇒ The qualitative responses were not corroborated 
with objective activity measurement.
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individuals to remain active to conceal their HIV status.10 
In a follow-up actigraphy study, activity was not associated 
with HIV stigma11 and so questions remain about what 
motivates activity in people living with pain in the South 
African context.

Another aspect of understanding pain experience is 
learning how, and to whom, people disclose their pain, 
and if and how those individuals living with pain ask for 
support. Preliminary data from the original actigraphy 
study showed that 44% of participants had not disclosed 
their pain to friends and 10% had not disclosed to 
anyone at all.10 We wondered if this lack of pain disclo-
sure impacted the recruitment of social support. Under-
standing patterns of physical activity, pain disclosure and 
recruitment of social support in people living with chronic 
pain could help inform pain and symptom management 
programmes, which are common non-pharmacological 
solutions to helping people living with chronic pain to 
manage their pain via exercise and pacing their activity.12

Pain and symptom management programmes were orig-
inally designed in the global north and have been found 
to be effective there,13 14 but there have been mixed results 
in rolling out such programmes in South Africa15–18 and 
context-specific challenges such as frequent migration 
for work and HIV stigma may have contributed to those 
mixed results.17 18 As such, data on the experience of pain 
in a South African setting is important to adjust pain and 
symptom management programmes so they are more 
context-specific. Indeed, improving people-centred reha-
bilitation forms part of Goal 3 of South Africa’s National 
Strategic Plan on non-communicable diseases.19

We conducted a qualitative study of rural South Afri-
cans living with chronic pain. Our aim was to inform pain 
and symptom management programmes for all South 
Africans with pain. Our objectives were to learn (1) how 
chronic pain is understood and experienced, (2) how 
chronic pain affects activity levels and (3) the relationship 
between pain disclosure and social support. So we could 
understand the contributions of HIV to the experience 
of pain, our cohort was made up of half individuals living 
with HIV, and half without.

METHODS
Study design
This study used a qualitative interpretative research 
design, including in-depth interviews with men and 
women from rural Limpopo province in South Africa.

Study setting
This study was conducted at the Ndlovu Care Group 
(NCG) Research Centre in the Elandsdoorn, Dennilton 
area in Limpopo, South Africa. NCG encompasses a 
research consortium that was conducting a longitudinal 
study, the Ndlovu Cohort Study, with approximately 2000 
men and women, half of whom were living with HIV and 
half of whom were not. The aim of the longitudinal study 
was to understand the interaction between HIV and other 

chronic conditions, with a particular focus on cardiovas-
cular disease.20 21 This current study was nestled within 
the larger NCG study.

Elandsdoorn is a rural township in the Moutse area of 
Limpopo and is predominantly black, with the majority 
of participants speaking IsiZulu and dialects of Sotho, 
including Sepedi. HIV prevalence in rural Limpopo is 
7.4%.22

Participants
Individuals attending the NCG Research Centre between 
April and July 2019 for their clinic visit for the larger 
research study were invited to take part. Purposive 
sampling was used: eligible individuals included HIV-
negative and HIV-positive, men and women, aged 18 years 
and older, with self-reported chronic pain (of all kinds). 
Chronic pain was defined as pain on most days of the 
week for a duration of 3 months or longer.23 Participants 
needed to be able to provide written, informed consent 
and be willing to participate in a face-to-face in-depth 
interview. Individuals with cognitive impairments were 
excluded from this study.

Recruitment procedures
The nurses and research administrators of the NCG 
Research Centre assisted with recruitment by identifying 
individuals reporting pain during their clinic visit for the 
larger study. Those individuals were invited to participate 
in the current study and, if interested, were taken to a 
private consulting room for a full description of the study. 
Those individuals who met the inclusion criteria and 
who agreed to participate completed written informed 
consent and either completed their interview on the 
same day as their clinic visit or arranged to come back on 
a separate day.

Data collection procedures
A semi-structured interview guide (online supplemental 
material) was developed to explore questions about 
participants’ lived experiences with pain (eg, ‘What do 
you think is the cause of your pain?’), impact of pain on 
activity (eg, ‘When the pain is bad: what are you still able 
to do?’), disclosure of pain (eg, ‘Can you tell me about 
a time you shared living with pain with someone?’) and 
social support (eg, ‘Tell me about a time you were able 
to ask for help when the pain was bad’). Interviewers 
were trained on the use of the interview guide and how 
to probe for further information during interviews. Inter-
views were conducted by two MSc students (AR and JM), a 
man and a woman who were able to speak English, isiZulu 
(AR) and dialects of Sotho, including Sepedi (JM). The 
students had Good Clinical Practice training and some 
research experience, but had not previously conducted 
qualitative research and so were trained in interview 
technique by MM, who is an experienced qualitative 
researcher. Initial interviews were listened to together 
to refine the technique. Interviews were conducted in 
isiZulu, Sepedi or English based on the participants’ 
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preferred language. Participants who could not speak 
English or Sepedi had an interpreter to assist. Other than 
the interpreter on those occasions, no one else was present 
during interviews. Interviews were audio-recorded for 
transcription later. Due to the impact of experimenter sex 
on pain reports24 and to facilitate open sharing of expe-
riences, the male student interviewed male participants 
and the female student the female participants. In-depth 
interviews took place in a private consulting room at the 
research facility and lasted between 45 and 60 min. No 
repeat interviews were carried out. The interviewers did 
not have a relationship with individuals before they were 
recruited to the study. The interviewers shared that their 
personal goals for the research were to complete their 
MSc studies. We planned to recruit approximately 40 
people, half living with pain and HIV, and half living with 
pain without HIV, but with a provision to stop once data 
saturation was reached.

Prior to in-depth interviews, participants were asked 
to complete a sociodemographic questionnaire and 
the Brief Pain Inventory. Data were captured through a 
mobile tablet on REDCap, a secure, web-based software 
platform designed to support data capture for research 
studies25 26 and hosted at the University of the Witwa-
tersrand. The questionnaires were in English and face-to-
face interviewer-administered. Interviewers were able to 
verbally translate questions into the language participants 
understood if necessary.

Sociodemographic questions included age, home 
language, highest level of education, employment status 
and HIV status. Additionally, participants completed the 
Brief Pain Inventory, a regularly used questionnaire in 
pain studies, to determine pain severity and interference 
with everyday activities.27 Pain severity is determined by 
asking, on an 11-point Likert scale anchored with 0 ‘no 
pain’ to 10 ‘the worst pain imaginable’, how bad their 
worst, least and average pain, and pain right now. As 
average pain is not well understood in African contexts 
where English is not the first language,28 it was excluded 
and the other three scores were divided by three to give 
an average. The score can range from 0 to 10. Pain inter-
ference asks about pain interference with seven everyday 
activities on an 11-point Likert scale anchored with 0 ‘no 
interference’ to 10 ‘complete interference’. The total is 
divided by seven and so can also range from 0 to 10.

As part of the larger study, participants had completed 
the 9-item Patient Health Questionnaire to assess the pres-
ence of depressive symptoms.29 Those data were drawn 
from the larger study database. Nine depressive symp-
toms are scored from 0 ‘not at all’ to 3 ‘nearly every day’ 
and totalled to give a score, the greatest possible score 
being 27. A score of 1–4 indicates minimal depression, 
5–9 mild depression, 10–14 moderate depression, 15–19 
moderately severe depression and >20 severe depression.

Data analysis
Thematic data analysis was used to interpret qualita-
tive data following the step-by-step guidelines provided 

by Braun and Clarke.30 The initial analysis of data was 
conducted by MSc and MA students on the research 
team (AR, JM and TR) under the supervision of MM and 
AW. MM has extensive training in qualitative research 
and AW has extensive experience in research on pain 
and was trained by MM to analyse qualitative data. The 
initial codes were generated based on the interview guide 
and the literature review. The data emerging codes were 
generated from reading through the first four transcripts, 
engaging in a line-by-line coding. Codes were compared 
between the students, and MM and AW. Disagreements 
were discussed and resolved. Final codes were checked 
against the participants’ quotations and approved by the 
research supervisors (MM and AW) and then moved into 
the next step of analysis by grouping codes to develop 
themes and subthemes. The themes and subthemes were 
also reviewed and checked against the participants’ direct 
quotations and approved by MM and AW.

Patient and public involvement
None.

RESULTS
Data saturation was reached with a total of 34 partici-
pants: 19 women and 15 men, 17 men and women were 
living with both chronic pain and HIV, and 17 were living 
with pain only. As planned, half of the total cohort (50%, 
17/34) were living with HIV. Approximately half of those 
PLWH (53%, 9/17) were virally suppressed (<50 cp/mL). 
Of all the people asked to take part, 88 women and 99 
men declined. Participant characteristics can be found in 
table 1.

Qualitative findings
Data analysis yielded 7 key themes and 21 subthemes with 
6 sub-subthemes. The following themes will be presented 
with their subthemes: Participants’ experiences of, and 
beliefs about chronic pain; participants’ perceptions 
about causes of chronic pain; the impact of chronic pain 
on activities; the treatment of pain; reasons for disclosure 
of chronic pain; patterns of chronic pain disclosure and 
people’s reactions following pain disclosure by partici-
pants. See the detailed list of themes and subthemes in 
table 2.

Theme 1: participants’ experiences of, and beliefs about 
chronic pain
Persistence, intensity and quality of pain
Most participants experienced their pain as persistent. 
Participants described their pain as one that would ‘never 
completely stop’. Although the pain could ease and was 
not felt at every hour of the day, it was something that 
they perceived as a constant part of their life experi-
ence. The intensity of pain could be unpredictable. For 
example, one woman experienced pain that would ease 
or subside and then return ‘out of nowhere’ (participant 
A083, female, 40s). Additionally, she reported that she 
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could feel when the pain was coming. Pain was described 
frequently by participants both living with and without 
HIV as ‘burning’ or ‘stabbing’.

Living with pain and HIV
Many participants living with both HIV and pain 
commented on their experience of living with both. Most 
of the participants, particularly men, shared that it was 
better to live with HIV than pain. For example, two partic-
ipants shared that:

I’ve accepted my status [HIV status] the way it is. So, 
it’s not something that bothers me anymore, but the 
pain it’s unbearable because it … reminds me … it 
just comes and says, “Don’t forget that I’m still here” 
(J018, male, living-with-HIV, 30s)

Interestingly, another participant from the interviews 
with men expressed a sense of helplessness and sorrow 
about having to live with both pain and HIV.

It’s bad … You feel pain every day, it’s not good … 
So the freedom of the soul isn’t there. I am not hap-
py about it because I was not born with these things 
[pain and HIV], I found them here on earth … it 
doesn’t sit well with me. (J030, male, living-with-HIV, 
50s)

About hope and fear of living with pain
While some of the participants expressed a sense of 
hope that their pain would be healed, other participants 
reported a sense of fear about the pain progressing to a 
more severe state or even fatality. Interestingly, the sense 
of hope felt among some of the participants was recorded 
in the interviews with women, while a sense of fear was 
recorded in the interviews with men. Both women and 
men reporting these emotions were younger than the 
average of participants in the study.

Ja, ja. I’m, I’m afraid, I’m scared. I’m scared that eh, 
maybe I may damage it more. It can get worse … And 
then once I damage this backbone, it’s over about my 
life. I won’t … [I am] no longer going to use my feet 
to walk. (J088, male, 20s)

Theme 2: participants’ perceptions about causes of chronic 
pain
The perceived causes of pain included illness and post-
surgery, physical trauma from accidents and psychological 
causes. There were also some non-Western perspectives 
about the causes of pain, and for some, the reasons 
were unknown. None of the participants living with HIV 
mentioned HIV as a cause or contributor to their pain.

Illness and post-surgery
Most participants, especially women, reported that they 
believed their pain was because of illness or disease, such 
as tuberculosis or a stroke, while others reported that 
their pain started after surgery, including a hysterectomy 
or after receiving stitches (following a stab wound).

Physical trauma/accidents
Several participants, both men and women, believed that 
their pain was due to an accident or physical trauma. The 
type of accident was not always probed, but when offered, 
it was often a road traffic accident.

Workplace incident
At least two participants, a woman and a man, reported 
that they believed their pain was caused by an incident 
at the workplace. They described their experience as an 
injury that occurred during work or because of the type 
of work that they do. For example, the woman partici-
pant reported that she had to stand for long hours while 
working at the time she was employed, while the man 
reported being injured falling from scaffolding.

Table 1  Participant sociodemographics

Sociodemographic variables Number (%)

Gender

 � Female 19 (56)

 � Male 15 (44)

Age* 37 (8)

Home language

 � isiZulu 27 (79)

 � Southern Sotho 4 (12)

 � Northern Sotho 2 (6)

 � Tsonga 1 (3)

Highest level of education completed

 � Primary 1 (3)

 � Secondary 26 (76)

 � Tertiary 6 (18)

 � Missing 1 (3)

Employment

 � Full-time employed 9 (26)

 � Part-time employed 7 (21)

 � Unemployed 18 (53)

Brief Pain Inventory†

 � Pain severity score 4 (1-6)

 � Pain interference score 5 (0–9)

PHQ-9

 � No depression 18 (53)

 � Minimal 7 (21)

 � Mild 5 (15)

 � Moderate 0 (0)

 � Moderately severe 3 (9)

 � Severe 1 (3)

*Mean (SD).
†Median (range).
PHQ-9, 9-item Patient Health Questionnaire.
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Psychological causes: thinking too much, stress
Several participants, both men and women, reported 
a psychological cause of their pain because they were 
‘thinking too much’ or had ‘stress’. One of the partici-
pants expressed food insecurity as the cause of her worry, 
while another participant mentioned the combination of 
working hard and thinking too much.

I think that it’s [the pain] caused mostly by think-
ing too much. Thinking and working, working hard. 
Here by my heart, sometimes by my head, mostly 
headaches and mostly if I work too much. I feel it 
in my body, I get headaches, here my feet, you see. 
(J108, male, 30s)

Non-Western perspectives on causes of pain
Some of the women reported perceived causes of pain 
that do not fit with a Western medical understanding. For 
example, a middle-aged woman explained:

I breathe with my heart. I no longer breathe using my 
lungs, but I breathe using my heart so that’s why after 
some time it tires. The pain is caused by the lungs 
that are malfunctioned and the heart is getting weak. 
(A084, female, living-with-HIV, 40s)

An interesting narrative about the understanding of 
pain came from an interview with a woman who shared 
what sounded like a supernatural understanding of her 
pain. The participant shared that the pain was due to a 
genetic predisposition since her mother and father both 
had arthritis, but this predisposition may have been due 
to her mother being bewitched. The participant further 
explained that her mother consulted a traditional healer 
with the aim of protecting her children from inheriting 
the painful condition.

I have arthritis … Well … actually, … my mother has 
arthritis, and my father. They told me it’s inherited 
but I’m not sure. It’s like my mother was bewitched 
and then that traditional healer helped her so that 

Table 2  Presentation of themes and subthemes

Themes Subthemes Sub-subthemes

Participants’ experiences of chronic pain Persistence, intensity and quality of pain

Living with pain and HIV

About hope and fear of living with pain

Beliefs about causes of pain Illness and post-surgery Physical trauma/accidents

Workplace incidents

Psychological causes: thinking too much, stress

Non-Western perspectives on causes of pain

Unknown cause of pain

Others’ beliefs about pain

Management of pain Pharmacological treatment

Non-pharmacological strategies

The impact of chronic pain on activity Context of common manual work

The impact of pain on physical activity Interference with work

Interference with everyday activity

Interference with intimate relationships

Ways of coping with chronic pain Perseverance: continuing with activity 
despite the pain

	► Fear of losing job/income
	► Perceived social stigma
	► No available support

Reduced or modified activity due to pain

Complete inactivity

Patterns of pain disclosure Full disclosure of pain

Selective disclosure of pain

Partial disclosure of pain

Non-disclosure of pain

Reasons for disclosure of pain To recruit social support

Transparency and in case of emergency

Avoiding being judged as lazy
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that thing [pain] won’t come to us. (A047, female, 
30s)

Unknown cause of pain
Most of the women had an idea of what had caused their 
pain, whereas about half of the men said they did not 
know. Those men responded with a brief ‘I don’t know’ 
to the question. One of the male participants elaborated 
further, however, wondering if his pain could be caused by 
cold weather. He said, “Eish I don’t know what is causing 
it now, [if] it’s the cold or what, I don’t know” (J064, male, 
living-with-HIV, 40s).

Others’ beliefs about pain
Some of the participants relayed responses from their 
families about their beliefs about pain. Two narratives 
from the interviews with women suggested surprise and 
shock from relatives because of the belief that pain is only 
for old people.

Another participant touched on an African perspective 
that influenced beliefs about the cause of pain as origi-
nating from malicious intention to harm others through 
witchcraft. The participant shared that after telling her 
mother about her pain, the mother was scared that the 
pain was due to witchcraft. She said that:

Yes, she was scared when I explained to her about 
that. She was scared because with us black people we 
believe in witchcraft. I think maybe she was afraid of 
that. I told her there is no one who is witch crafting 
[bewitching] me (A033, female, 30s)

Theme 3: the impact of chronic pain on activities
This theme focused on the effect of chronic pain on 
the participants’ activity. The theme is supported by five 
subthemes, including: context of frequent manual work; 
the impact of pain on physical activity; the impact of pain 
on intimate relationships; modified activity/reduced 
household chores due to pain and inactivity due to pain. 
The impact of chronic pain did not differ between those 
living with and without HIV.

Context of common manual work
Most of the participants engaged in manual work ranging 
from daily household chores to paid work that included 
construction or security work or as a cashier. Office admin-
istrative work was less common. Some of the manual work 
described by the participants reflected heavy-duty activi-
ties such as bricklaying, pushing heavy wheelbarrows all 
day, handwashing laundry, carrying water or standing for 
long hours at a job.

I do many jobs: I mix, I dig … I have to build for the 
whole day. (J030, male, living-with-HIV, 50s)

I prepare water [This refers to the participant 
boiling the water and then placing into a bath for 
the children] for the child[ren] because they are 
going to school … I iron the clothes. I go to the tap 

(community tap) [to] fetch the water … I clean the 
house and I cook for them so that after school they 
can get the food ready. (A008, female, 30s)

Impact of pain on physical activity
Participants described the negative impact of pain on 
their daily physical activity. Participants reported how 
their pain interfered with their work, general everyday 
activity and intimate relationships.

Interference with work
Several of the participants reported how the pain inter-
fered so much with their work that they could not do 
it anymore. One of the participants who worked as a 
security guard explained how he had to stop working, 
given the nature of his job and the pain he experienced, 
and another man reported how he could not brick lay 
anymore.

I was working in security department … When you 
are working you wouldn’t be allowed to sit because 
you are having pain. So, I resigned. They didn’t fire 
me. (J097, male, living-with-HIV, 50s)

Interference with everyday activity
Both men and women described that they ‘can’t do 
anything’ when the pain is severe. The pain would impact 
all activity, including household chores and carrying 
things, including children.

Yoh when the attack is serious, I cannot do anything. 
Yoh! I am not able to even stand. I am not able to 
even sit. I just can’t. [Even] Sleeping, I have to be 
cautious, ja, I am not even able to hold a baby, to car-
ry anything. I just run out of ideas. (A007, female, 
living-with-HIV, 40s)

Interference with intimate relationships
Two of the women who lived with pain shared that the 
pain had a negative impact on their sexual relationships. 
One of the women explained that she cannot be in a 
sexual relationship due to the fear that she might not be 
able to have sex. The other participant, who was in an 
intimate relationship, explained that she could not have 
sex with her partner due to the pain.

No, I avoid, even relationships. It hurts because I 
would like to have a partner I can share things with 
and even be happy with … I’m unable to have sex 
because there are other positions I can’t perform. I 
am single because of it … I am single because I think 
I can’t perform those positions in bed, and I feel bad 
and lonely and small. (A047, female, 30s)

Ways of coping with chronic pain
There were three ways participants had of coping with the 
pain and painful episodes: some persevered, some modi-
fied or reduced their activities, and others stopped doing 
anything (table 3).

P
ro

tected
 b

y co
p

yrig
h

t, in
clu

d
in

g
 fo

r u
ses related

 to
 text an

d
 d

ata m
in

in
g

, A
I train

in
g

, an
d

 sim
ilar tech

n
o

lo
g

ies.
 . 

H
ealth

 L
ib

at S
o

u
th

am
p

to
n

 G
en

 H
o

sp
 

o
n

 Jan
u

ary 9, 2026
 

h
ttp

://b
m

jo
p

en
.b

m
j.co

m
/

D
o

w
n

lo
ad

ed
 fro

m
 

24 D
ecem

b
er 2025. 

10.1136/b
m

jo
p

en
-2025-103307 o

n
 

B
M

J O
p

en
: first p

u
b

lish
ed

 as 

http://bmjopen.bmj.com/


7Mulaudzi M, et al. BMJ Open 2025;15:e103307. doi:10.1136/bmjopen-2025-103307

Open access

Several participants reported instances where they had 
to continue with work despite feeling the pain for reasons 
such as fear of losing their job or income, perceived social 
stigma or no availability of support. For example, some 
feared losing their job or not getting paid in full for hours 
not worked due to pain. One of the women participants, 
who is living with pain and HIV, shared that she had 
thoughts about how people would perceive her if she had 
to modify her physical activities on the job. Two of the 
women participants explained that they had to continue 
engaging in household activities because there was no 
one available to help them and they had to meet their 
roles and responsibilities of the household.

Several participants modified their activities because of 
the pain, and as a way to manage it. Most of those partic-
ipants shared that they had cut down on, or modified, 
the household chores that they used to do. Those who 
had family support were able to reduce their household 
workload. More women than men reported modifying 
activities due to pain.

While most of the participants in this study reported 
persisting with activity, other participants shared a 
different experience of living with pain. They shared 

that in instances where the pain is severe, it can render 
them physically inactive, such that they are unable to do 
anything but wait for the pain to stop.

Theme 4: management of pain
This theme describes different ways participants used to 
relieve their pain. These included alleviating the pain 
through pharmacological and non-pharmacological 
means.

Pharmacological treatment through pain relief medication
Most participants, both men and women, reported using 
pain relief medication such as paracetamol, ibuprofen 
and analgesic gels to alleviate the pain experienced.

Non-pharmacological strategies
Participants in this study also indicated alternative ways 
of relieving the pain through non-pharmacological prac-
tices, including resting the body by sleeping, walking 
and soaking in warm water. Two interesting cases were 
noted during the analysis in which participants described 
unconventional ways of treating pain, including physical 
harm and drinking lots of water.

Table 3  Ways of coping with pain

Subtheme Sub-subthemes Quotations

Perseverance: continuing with 
activity despite the pain

Fear of losing job/income There is a day at work I couldn’t even pick up the baby. 
The baby was lying there crying, I was just giving the baby 
his bottle. I couldn’t do anything to help the baby … And I 
was afraid to tell his mom about my pain. I thought maybe 
I would lose my job. Sometimes I think maybe she will go 
and get someone else, so I continue doing my job while in 
pain to keep my job. Because that money she’s giving me 
help me with the food for the kids. (A013, female, living-
with-HIV, 40s)
No, they will not pay you. Then they tell you that if you [do] 
not [work] … they can get another one [person] … who’s 
serious, you are not serious about your work. Where I [am] 
working [for] a low income … every second counts … If you 
[are] off from those seconds, they cut your salary … So, I 
have to push … to get like reasonable cents … for a better 
living” (A032, female, 40s)

Perceived social stigma I just start wondering how people will start treating me and 
viewing me, so I just continue with my work and taking my 
treatment. (A096, female, living-with-HIV, 40s)

No available support These chores must be done; no one is going to do them 
for me … I fetch water … from outside, and take the water 
inside. Yes, who’s going to fetch water for you? My kids 
are young, a 12-year-old won’t be able to carry a 20 litre 
bucket. (A060, female, living-with-HIV, 30s)

Reduced or modified activity due 
to pain

… But now that I have this pain I no longer clean the way I 
used to clean. I even do small amounts of laundry because 
you can’t be bending the entire time. (A060, female, living-
with-HIV, 30s)

Complete inactivity There is nothing I can do because it starts in the foot and 
then when it pains, I can’t move because that pain is very 
hot [painful], I must stay and feel it until it stops. (J030, 
male, living-with-HIV, 50 s)
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When that pain starts in my chest, I tell my son to beat 
me here, at the back ‘cause that pain … When he 
beats me here at least, it’s like he massages. He beat 
that pain, and after that it’s going to be normal … ja. 
When that pain starts, I go to the wall and beat myself 
with my back … you see. It goes down, the pain … 
Yes. I can sleep but if I don’t do that, ja I won’t sleep. 
(J011, male, 30s)

There are some days it hurts a lot, but I can walk 
around although it hurts. When it hurts a lot I drink 
a lot of water, I drink a lot of water and mix it with 
lemon, and it gets a bit better. (A074, female, 20s)

Another participant shared that she consulted with a 
traditional healer for pain treatment.

I went to traditional healer, but still … and then slow-
ly they gave me something to rub whenever I feel the 
pain. I would rub it but then still, nothing changed. 
(A106, female, 20s)

Theme 5: patterns of pain disclosure
Participants’ disclosure about their pain varied from 
full disclosure of pain, selective or partial disclosure, to 
non-disclosure of pain (table  4). Most participants had 
reported their pain to at least some people close to them. 
Patterns of disclosure did not differ between those living 
with and without HIV.

There were a few instances of full disclosure, where 
participants, both male and female, had told all the key 
people in their life, including family, friends, colleagues 
and healthcare providers. What was more common was a 
certain cautiousness based on who participants decided 
to talk to about their pain and how much they decided to 
tell. Some participants chose only to share the information 
about the pain with some people (selective disclosure) or 
reserved how much they shared about the pain (partial 
disclosure). For some participants, their decision to tell 
some people and not others (selective disclosure) was 
based on trust. This style of disclosure was only reported 
by people living with both chronic pain and HIV.

In addition to trust, participants living with both chronic 
pain and HIV selectively disclosed to manage HIV stigma. 
One of the female participants had told her sister, chil-
dren, neighbour, two friends, her boss and colleagues, 
including how much pain she is in. She does not tell ‘each 
and every one’, however, because they might think she is 
HIV positive.

Other participants disclosed their pain to people 
close to them; however, they either did not share how 
severe the pain was or did not keep them updated 
about painful episodes (partial disclosure). There were 
several reasons for this, including: not wanting to stress 
their family members, friends or colleagues and to some 
extent retaining the agency for how to deal with the pain 
episode. There was only one participant who had not told 
anyone about her pain. Her reasons included a combi-
nation of lack of support and not wanting to stress her 
closest family member.

Theme 6: reasons for disclosure of pain
Participants shared their reasons for telling people about 
their pain. Their reasons ranged from disclosing to recruit 
social support, transparency and in case of emergency, 
and to avoid judgement by others around them (table 5).

Recruitment of social support described by participants 
included practical support and financial support. Women 
tended to recruit practical support while men tended to 
ask for financial support. Several women described telling 
their family and friends when a severe pain episode 
occurred. The family and friends would then arrive to 
help them bathe and dress before taking them to the 
clinic or hospital, and help with household chores. A 
male participant described disclosing to his family about 
his pain to try and get financial support, which was ulti-
mately unsuccessful.

Several of the participants expressed the need for trans-
parency reflected in their prerogative that people close 
to them ‘must know’ about their pain and in anticipation 
of a severe pain episode, so they could help. A few partic-
ipants from both men’s and women’s interviews reported 
anticipated negative judgement from others around 

Table 4  Patterns of pain disclosure

Full disclosure of pain All of them … My mom, my brothers, they know … Even my sister, even [though] she’s not 
staying with us … Uh. Yes, she [wife] knows. Even my son, he knows. (J011, male, 30s)

Selective disclosure of pain You see, it’s like they are my friends but there are things I won’t be able to share with them. Like 
I share with this guy [the trusted friend], that’s how it is. You won’t trust all your friends. (J013, 
male, living-with-HIV, 30s)
… because people would be surprised that I have the pain. ‘Does she have HIV?’ asking things 
like that. Others do not accept this well. (A096, female, living-with-HIV, 40s)

Partial disclosure of pain I didn’t tell her it hurts how much because … she would’ve said go to the clinic by force, so I 
told her it hurts only. (A074, female, 20s)

Non-disclosure of pain I don’t have parents, so, I’m left with only my sisters, but they live very far. But letting my 
grandmother know about this, she is gonna be very heartbroken and she’s very sensitive. She 
… is over a hundred and imagine telling her such a thing. Her heart is very fragile … I’m afraid 
to tell her cause if I tell her, it’s gonna kill her. (A098, female, 20 s)
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them. Participants shared that they chose to tell people 
around them about their pain to avoid the possibility of 
being judged as lazy.

DISCUSSION
In this qualitative study of 34 individuals living with 
chronic pain in rural South Africa, we explored how 
chronic pain was understood and experienced, how 
chronic pain affected activity levels, patterns around pain 
disclosure and how disclosure influences recruitment of 
social support. So we could understand the contributions 
of HIV to the experience of pain, our cohort was made 
up of half individuals living with HIV, and half without. 
In participants with HIV, living with HIV was described as 
preferable to living with pain. As expected, participants 
described persisting with activity, but the reasons across 
both those living with and without HIV were economic 
concerns, fear of stigma or a lack of support. Participants 
typically did disclose their pain to important people in 
their lives, but they were selective about who they told 
and how much. Women commonly used disclosure to 
recruit social support whereas this was not common in 
men. Patterns of activity, disclosure and type of support 
recruited did not differ between those with and without 
HIV.

Quantitative pain severity and interference scores 
were similar to our other South African cohorts.10 11 
Participants described pain that was persistent, but also 
with unpredictable episodes of severe pain. Emotions 
reported in response to the pain were hope that it would 
resolve, or fear about what it meant for the future, fearing 
disability and the unknown. These emotions were simi-
larly recorded by a Ghanaian cohort with chronic low 
back pain31 who also reported frustration and distress. A 
meta-ethnography of qualitative studies from the global 
north revealed different emotional responses to the pain, 
however. Participants in those studies reported feeling 
worthless, afraid, agitated, ashamed and guilty as they 
grappled between culturally accepted biomedical under-
standings of pain and their own experiences.32 33 These 
geographical differences reinforce the need for local 
studies to understand the experience of pain.

There was a variety of perceived causes of pain, including 
following surgery, illness or accidents. Trauma and acci-
dents as perceived causes of pain are not surprising, 
considering the cohort was young (mean age 37). Addi-
tional perceived causes of pain included stress or ‘thinking 
too much’, an idiom for psychological distress or depres-
sion,34 with nearly half the cohort reporting some depres-
sive symptoms. Participants also described non-Western 
biomedical understandings of pain such as altered physi-
ology (“I no longer breathe using my lungs, but I breathe 
using my heart so that’s why after some time it tires”.) and 
pain caused by witchcraft, which is a common interpreta-
tion of pain in South Africa.35 36 Only one participant in 
this study spontaneously reported consulting a traditional 
healer to treat pain, but this practice is common in South 
Africa, particularly in South Africans with the lowest 
socioeconomic status.37 These data suggest that a trained 
healthcare professional or peer leader from the commu-
nity who has the intercultural competence to combine 
both Western physiological and local understandings of 
pain may be most appropriate to run a pain management 
programme in the rural South African context.38

The study context involved frequent manual labour as 
the norm, driven by the cohort’s low educational status, 
which led to predominantly manual occupations, and 
the rural setting, where tasks like walking to collect water 
were common. Participants’ persistence with the activity 
was reported by both those living with and without HIV. 
The most commonly reported reason for persistence was 
economic, with fear of losing income or even their job if 
they were absent. These qualitative findings align with the 
quantitative data, which showed that economic concerns 
predicted objective activity levels.10 Additionally, anec-
dotal evidence from another pain study of South African 
men indicated that fear of income or work loss interfered 
with attendance at a pain management programme.18 
As economic concerns driving persistence with activity 
despite pain were also described by participants without 
HIV, this suggests the intersectionality of poverty and 
chronic pain.

In our previous actigraphy study, 10% of people had not 
told anyone in their life about their pain and this seemed 

Table 5  Reasons for disclosure of pain

Subtheme Quotations

To recruit social support I call my friend when I am in pain. She will take the phone and call my child or 
sometimes call my siblings to tell them I am not well. She will then take water to bath 
me, put my clothes on and do everything. After all that they (family and friend) take 
me to the hospital, she (friend) cleans at my house, and does my washing. (A084, 
female, living-with-HIV, 40s)

Transparency and in case of emergency Because we live together. I don’t hide anything from her. I want her to know so that 
even when she wakes up and I have passed on, when they ask her, she can say I 
told her about the pain. (J064, male, living-with-HIV, 40s)

Avoiding being judged as lazy I wanted them to understand what I was going through, that way they don’t get angry 
at me and assume that I am lazy, and I don’t want to work. They have to understand 
that there are some things I can’t do when I’m sick. (A047, female, 30s)
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to be due to fear of discrimination for having HIV.10 We 
wondered how such a lack of disclosure would impact 
recruiting social support for assistance. In this study of 34 
individuals, only one person had not told anyone about 
their pain, and she was living without HIV. Almost all the 
participants, male and female, had told select people; 
the men described choosing people they could trust, 
and women framed it as avoiding people who gossiped, 
because stigma, either HIV or social (eg, being perceived 
as lazy), was present. In those people that participants 
shared with, sometimes participants only partially shared 
the intensity or extent of their pain so that they could 
retain their agency or so the other would not worry too 
much. Indeed, what emerged was a dance of communi-
cation: to share information but avoid being the brunt 
of ‘gossip’ (social or HIV stigma), to recruit support but 
not lose agency, to share with people in their lives but not 
stress those same people too much.

Previous qualitative data from rural South Africa 
suggests that it is culturally acceptable for women to 
disclose their pain to recruit support.35 Women here 
described social support in terms of elaborate rituals 
of care from family, friends and neighbours who 
would come in and take over, including housework, 
bathing the participant and taking them for medical 
care. Similar support from family and neighbours was 
described in women living with painful rheumatoid 
arthritis in Soweto, an urban township near Johannes-
burg,39 but not the same extensive rituals of support 
as reported here, such as participants being bathed. 
Rituals of support have been reported elsewhere in 
Africa, where Ghanaian family members would use 
ointment to massage the backs of participants who 
were male and female physiotherapy patients with 
chronic low back pain.31 Individualism vs collectivism 
(like the culture here in rural South Africa) moder-
ates the relationship between fear avoidance and pain 
intensity,40 and so it would be interesting to explore 
in a future study whether these care behaviours were 
beneficial to individuals living with pain or reduced 
self-efficacy and promoted fear avoidance.

Men in this study were more open about sharing 
their pain with others compared with other rural 
South African cohorts, where the expression of pain 
was highly taboo.35 There may have been some bias, as 
more open men may have been more likely to volun-
teer to participate in a qualitative study. That said, 
men disclosed their pain with others to avoid being 
seen as lazy (another kind of social stigma) and to 
request financial support, but did not recruit practical 
support like the women did, or have it offered. This 
different pattern of support (and persistence with 
activity) likely speaks to the gender role identity of 
being male, which was clearly articulated in another 
study of South African men living with chronic pain.41

There were limitations to our study. The data were 
collected from one site, in one province in South 
Africa, and so the findings may not be generalisable to 

other areas in South Africa. Indeed, this population 
was involved in a 10-year longitudinal study and we 
have found elsewhere that individuals with pain who 
are involved in research pain studies tend to improve, 
possibly as they believe someone cares.16 42 Severity of 
depressive symptoms was much less than in our quan-
titative studies.10 11 43 Indeed, half the cohort here 
had no depressive symptoms, and another one-fifth 
only minimal symptoms. As depression is associated 
with lower activity,44 the cohort here may have been 
more active than our other cohorts, but we cannot 
say with certainty, as we did not measure physical 
activity objectively in this cohort. As subjective func-
tional interference and objectively measured activity 
did not correlate in our previous cohort of individuals 
living with chronic pain and HIV,10 and pain inten-
sity has similarly failed to correlate well with objec-
tive activity in other parts of the world,45 comparing 
the qualitative responses with objective actigraphy 
data would have been informative. Similarly, it would 
have strengthened our study to include observa-
tions or participant diaries, and also feedback from 
participants about our interpretations. Although the 
interviewers (AR and JM) are Black South Africans, 
their home languages are TshiVenda and Xitsonga, 
respectively. They can understand isiZulu and dialects 
of Sotho, but ultimately, interviews ended up being 
conducted in English. It would have been ideal to 
interview recipients in their home language, as some 
of the nuances of participants’ experiences may have 
been lost. While the males in the study were comfort-
able conversing in English, their second language, 
this was not always the case for the women. As such, 
we recruited support from an interpreter in the clinic 
who was not research-trained. We only used this inter-
preter for two interviews before deciding to recruit 
women who were comfortable conversing in English, 
and while this improved communication, it may have 
introduced bias in including women who were more 
acculturated to the English language and culture. 
Although the MSc student interviewers were trained, 
their lack of experience may have led to reduced 
probing and reflexivity. Future studies could employ a 
longitudinal design, which would allow exploration of 
perceptions of pain and disclosure patterns over time.

In this context of high HIV and poverty, partici-
pants persisted with physical activity most of the time, 
primarily because economic concerns gave them little 
choice. Pain disclosure to selected others was used to 
recruit social support during episodes of severe pain 
in women. Support requested by men was financial, if 
they did ask for help at all. There were very few differ-
ences between the experiences of participants living 
with HIV and those without, suggesting intersection-
ality between pain and poverty rather than pain and 
HIV. Within this high HIV prevalence context, having 
HIV did not seem important in relation to how pain 
is managed. Rather, our findings suggest that activity 
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