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Abstract

Chronic pain is a highly prevalent global health concern. While much research has been
conducted on the prevalence, treatment, and management of chronic pain, few studies have
explored the experiences of people living with chronic pain, particularly in the South African
context. This study aimed to explore and interpret how HIV-negative people living with chronic
pain perceive their personal experiences with chronic pain and the impact it has on their lives.
Part of a larger study that investigated the factors that influence the experience, daily activity,
and disclosure of pain in people living with and without HIV in rural South Africa, this study
conducted a qualitative exploration and interpretation of pre-collected interview data on a
purposively selected sample of 16 HIV-negative individuals living with chronic pain from the
Limpopo province of South Africa. Thematic analysis was used to analyse the data. Seven main
themes emerged from the data: The nature of pain, participants’ typical physical activity, pain
interference, disclosure of chronic pain, reactions to pain disclosure, benefits of disclosing pain,
and social support. The findings suggest that for HIVV-negative people living with chronic pain,
the impact of pain is multidimensional. All participants experienced pain interferences;
however, there was little to no difference in participants' physical activity levels regardless of
interferences. The findings suggest that economic stressors may be an influential factor in how
pain is experienced between any two pain cohorts, determining whether there will be a change
in physical activity levels or not. Furthermore, contrary to previous concerns in a South African
cohort with chronic pain, pain disclosure was high in this cohort; therefore, participants were
able to recruit different types of social support from close others. This research, therefore,
contributes to the qualitative knowledge of the relationships between pain, physical activity,

and the seeking of social support by people living with chronic pain in a South African context.
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Social support recruitment

3|Page



Acknowledgements

First, 1 would like to give all the glory and thanks to my Almighty God. | would have never
made it this far without his grace and blessings. In moments of challenge, he has remained my

pillar of strength and source of perseverance. | am forever filled with gratitude.

A heartfelt thanks to my friends and family who have given me ample amounts of love,

understanding, encouragement, and motivation. You are my rock.

am eternally grateful to my mother, who encouraged me to take on challenges as they came
instead of succumbing to them. Thank you for being my soundboard, for listening to all of my
ideas and for celebrating with me every time | made progress on my paper. | cannot imagine
making it through this journey without you by my side. Your positivity and encouragement

meant everything to me.

To my sister who always reminded me of my capabilities when | would come to her frustrated,
you’re the best. Thank you for reminding me that I have come out of difficult situations alive
before, | would come out of this degree alive as well. You always knew what to say to calm

me down.

To my best friend Samantha, thank you for always offering me your ears and shoulder when |
would come to you to vent or cry. You always picked up my calls regardless of the time in your
time zone and understood when | would cancel our plans. Thank you for all your emotional

support throughout this time; you are truly an angel.

Most importantly, to my supervisors, Dr. Mamakiri Mulaudzi and Professor Antonia Wadley,
I would like to express my sincerest gratitude. Thank you for all your words of encouragement
and reassurance when | felt overwhelmed, for your understanding and patience when
negotiating deadlines, and for your perceptive feedback and recommendations, which truly
helped me put this paper together. | have benefited immensely from your advice and counsel
along this journey. I will be sure to apply all that I have learned from this experience as | move

forward in my academic career.

4|Page



Table of Contents

DIECIAIALION. ...ttt bbbt 2
ADSTFACT. ...ttt 3
Y WOIAS. ...ttt bbbt b bbbttt 3
ACKNOWIBAGEMENTS ...ttt et sbeesteeneesreenne e 4
List Of tables and FIGUIES .......ocui i 6
Chapter 1: INTrOQUCTION ......ocuiiiiiiiiie et bbbt 7
L1 INEFOAUCTION ...t b ettt 7
1.2 Research Aims and ODjJECTIVES.........cccviiieiiiic e 7
L3 RALIONAIE ...ttt bbb 8
Chapter 2: LIterature REVIEW .........covciiiiieiie ettt 9
2.1 INEFOTUCTION ...ttt b et 9
2.2 Defining ChroNIC PAIN.......coiiiccece e 9
2.3 Prevalence of ChroNIC PaIN ........c.ooiiiiiiiiiiece e 9
2.4 Chronic pain and physical aCtiVIty ...........cccooiiiiiiiciecc e, 10
2.5 Chronic Pain @and STIgM@ .........coeiiiiiiiiiiieee e 11
2.6 Chronic Pain in South African AdUIES ..., 12
2.7 TheoretiCal FrameWOIK ..........ccooiiiiiiiiiiieee e 12
2.8 RESLAICN QUESTIONS ..ottt e e ete e sreenteeneenreenne e 13
Chapter 3: MethodOIOgY.........coouiiiiiiieie bbb 14
3.1 RESEAICN DESION.....cviiiiiiiiiieiieie ettt e bbbt 14
3.2 Study Population and Setting..........cccveiieiiiiiie e 14
3.3 Sample and SamMPIING: ....cveiii 15
3.3.1 Inclusion and eXClUSION CIITEITA.........cueiiiieiiieie e 15

3.4 Participant Recruitment ProCeduUre ..........cooiiiiie i 15



TR T 101 X T 1 T=T o 1R 16

3.6 Data ColleCtion PrOCEAUNE............ooveiiiiieiee st 16
3.7 Data MaNAQEIMENT .......oiiiiiiiiiie ittt e et e e be e e st e e e st e e e anaes 16
3.8 DAtA ANAIYSIS ....eveeieee et reer e reenre e 17
LD RETIEXIVILY ..ottt beenbe e areenne e 19
3.10 Ethical CONSIAEIALIONS........cviiiiiiiitiiiieieeie et 20
Chapter 4: FINAINGS ....oeiiiieiie bbb bbb 22
Chhapter 5: DISCUSSION ....c.vitiitiitietieiiee ettt ettt bbbt e bbb bt e s 49
Chapter 6: Limitations, Implications and Recommendations.............ccccocvvverviienivennnne 58
CONCIUSTON ...t bbbttt ettt b bbbt e 59
RETEIEINCES ...ttt b bbb 61
A o] 0 1=T o [ Tor TSRS UOSURSPRN 68

A: Theoretical Framework
B: Interview guide (In-depth interview and BPI talk-aloud)

C: Ethics clearance form- Human Research Ethics Committee (Medical) of the

University of the Witwatersrand (Original study)
D: Ethics clearance form- The Limpopo Department of Health

E: Ethics clearance form- Human Research Ethics Committee (Medical) of the
University of the Witwatersrand (Current study)

List of tables and figures
Table 4.2: Themes and sub-themes 23

6|Page



Chapter 1: Introduction

1.1 Introduction

Chronic pain is a highly prevalent global health concern and a significant emerging contributor
to the global burden of disease and disability (T. Jackson et al., 2016; Treede et al., 2019).
Chronic pain is associated with various physical and mental conditions; such as depression and
anxiety (Dansie & Turk, 2013; De Ruddere & Craig, 2016; Igumbor et al., 2011b; Merlin et
al., 2015; Parker et al., 2014, 2017; West et al., 2012). Additionally, chronic pain contributes
significantly to healthcare costs, loss of productivity, increased disability and a possible
reduction in one’s quality of life (Dansie & Turk, 2013; Igumbor et al., 2011a, 2011b; Merlin
et al., 2015; Parker et al., 2014, 2017; Pillay et al., 2014; West et al., 2012). Therefore, studies
on chronic pain provide important information on the prevalence of, and the factors associated
with the onset of chronic pain and its persistence. However, due to the subjective nature of pain
experiences (Crowe et al., 2017; Pillay et al., 2014; West et al., 2012) and the influence of
context (Engel, 1977; Vlaeyen et al., 2007), we cannot attribute all factors associated with
chronic pain to every population. Therefore, improving the understanding of chronic pain and
its impact on those living with it, in context, has the potential to inform the clinical
treatment/management of chronic pain, i.e. the implementation of pain management
programmes. Nevertheless, little qualitative research has been conducted with a focus on HIV-
negative people living with chronic pain in a South African context. This study aims to fill that
gap in the literature. Part of a larger study that investigated the factors that influence the
experience, daily activity, and disclosure of pain in people living with and without HIV in rural
South Africa; this study conducted a qualitative exploration and interpretation of pre-collected
interview data of 16 HIV-negative individuals living with chronic pain from the Limpopo

province of South Africa.

1.2 Research Aims and Objectives
This study aimed to explore and interpret how people with chronic pain perceive their personal
experiences with chronic pain and the impact it has on their lives. Thus, this study had the

following objectives:
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Objective 1: To explore and gain an understanding of participants’ perceptions about

their experiences of prolonged (chronic) pain.

Objective 2: To explore participants’ perceptions about the impact chronic pain has on

their physical activity.

Objective 3: To explore participants’ perceptions about the impact that disclosure or

non-disclosure of their pain has on the social support recruited and received.

1.3 Rationale

Much research has been conducted on the prevalence, treatment, and management of chronic
pain; however, few studies have explored the experiences of people living with chronic pain,
particularly in the South African context. Studies that investigate the experiences of people
living with chronic pain often focus either on the disruptions and limitations to physical activity
(Dansie & Turk, 2013; Joelsson et al., 2017; Parker et al., 2017; VVader et al., 2021; Verbunt et
al., 2005; Voscopoulos & Lema, 2010) or the concealment of pain and social stigma that is
often associated with chronic pain (De Ruddere & Craig, 2016; Silva et al., 2011; Uysal & Lu,
2011). However, not much research has been conducted on the relationship between pain,
physical activity, stigma, and the seeking of social support, more so in the South African
context. It is important to explore this gap in the literature, through research, to gain knowledge
on and an understanding of the experiences of those living with chronic pain. This is important
as it has the potential to inform the clinical treatment/management of chronic pain, i.e. the

creation and implementation of pain management programmes.

Furthermore, South African research on chronic pain has been predominantly quantitative and
largely focused on chronic pain in people living with HIV. Very little research on chronic pain
has been done qualitatively (de Villiers et al., 2015; Scott & McCracken, 2015). This study

aims to contribute to this gap in knowledge.
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Chapter 2: Literature Review

2.1 Introduction

The following literature review aims to locate this study in the existing literature. It will provide
an overview of Western and local literature on the prevalence of chronic pain and the impact
of and experiences of those living with chronic pain. It will begin by providing definitions for
pain and chronic pain. Followed by a discussion on the prevalence of chronic pain, the impact
it has on physical activity, the stigma associated with chronic pain and its impact on social
support before providing a brief discussion on the available treatments and interventions for
those living with chronic pain. It will then provide a contextualization of the available

treatments and interventions for those living with chronic pain in South Africa.

2.2 Defining chronic pain

Pain is one of the first and most commonly reported symptoms across an array of illnesses and
diseases (Dansie & Turk, 2013; Parker et al., 2014). Pain is subjective (Crowe et al., 2017,
Pillay et al., 2014); and is defined as an “unpleasant, [uncomfortable], sensory and emotional
experience associated with, or resembling that associated with, actual or potential tissue
damage” (Keen et al., 2021, p. 743). For pain to be categorized as chronic, it has to be
experienced every day (West et al., 2012), “all the time or on and off’(Kamerman et al., 2020,
p. 1629) for a period of three (3) months (Treede et al., 2019) or longer (Crowe et al., 2017;
Joelsson et al., 2017; Kamerman et al., 2020; Pillay et al., 2014; Silva et al., 2011; West et al.,
2012).

2.3 Prevalence of chronic pain

Chronic pain is a leading global public health concern that is considered to be large and growing
(Clauw et al., 2020; T. Jackson et al., 2016; James et al., 2018; Keen et al., 2021; Parker et al.,
2014; Pillay et al., 2014; Van Hecke et al., 2013). Attempts at estimating the prevalence of
chronic pain in the general population vary depending on the study population and the
definition of chronic pain used (de Villiers et al., 2015; Igumbor et al., 2011b). Estimates of
the prevalence of chronic pain are higher in developing countries compared to developed
countries (Igumbor et al., 2011b). As an example, chronic pain affects about 20-40% of the
population of Western countries (Crowe et al., 2017; Dansie & Turk, 2013; Van Hecke et al.,
2013; West et al., 2012) but 7-61% in Asian countries (Crowe et al., 2017), and 13-51% in
African countries, specifically in Nigeria and South Africa (T. Jackson et al., 2016; Kamerman
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et al., 2020; Sa et al., 2019). Possible reasons for the higher prevalence of chronic pain in
developing countries include the increased prevalence of comorbidities or painful diseases such
as cancer, hypertension, diabetes, HIV/AIDS, and TB (de Villiers et al., 2015; Dekker et al.,
2012; K. Jackson et al., 2021; Parker et al., 2014; Wadley et al., 2016). The estimated
prevalence of chronic pain among those living with HIV/AIDS in South Africa ranged from
50-87.2% (de Villiers et al., 2015; K. Jackson et al., 2021; Wadley et al., 2016). Furthermore,
the higher prevalence of chronic pain in developing countries is influenced by the increased
exposure to risk factors that have been associated with chronic pain such as psychological
trauma, a history of abuse and interpersonal violence, low socioeconomic status, depression,
stress, and anxiety (Apkarian et al., 2009; T. Jackson et al., 2016; Jeffery et al., 2011; Parker
et al., 2014; Van Hecke et al., 2013; van Vreede et al., 2022).

2.4 Chronic pain and physical activity

Chronic pain can impact multiple areas of an individual’s life including physical activities and
exercise, one’s ability to work, changes in social and familial roles, emotional and
psychological well-being, and overall quality of life (Dansie & Turk, 2013; Igumbor et al.,
2011a, 2011b; Merlin et al., 2015; Parker et al., 2014, 2017; Pillay et al., 2014; West et al.,
2012).

Individuals living with chronic pain often struggle to perform daily physical activities, such as
walking and lifting objects (Dansie & Turk, 2013). Joelsson et al. (2017) and Vader et al. (2021)
have argued that physical limitations in performing daily activities often lead to reduced levels
of physical activity in people living with chronic pain. However, disruptions in physical activity
are not unique to people living with chronic pain and have been found in multiple pain
populations (Parker et al., 2014, 2017; Verbunt et al., 2005; Voscopoulos & Lema, 2010).
Moreover, some studies on South African pain populations have found little to no evidence of
reduced physical activity regardless of pain intensity (Mphahlele et al., 2012; Wadley et al.,
2016). It is suggested that financial stresses and fear of stigma may compel people living with
chronic pain to conceal their pain and continue with daily activities, despite experiencing
persistent pain (Uysal & Lu, 2011; Wadley et al., 2016; West et al., 2012). Individuals living
with chronic pain may isolate themselves from social situations due to intense pain,
low/reduced levels of physical activity, and/or fear of stigma (Merlin et al., 2015; Scott &
McCracken, 2015; Silva et al., 2011). Nevertheless, the relationship between pain, physical
activity, stigma and seeking social support has not been clarified in a South African population

living with chronic pain.
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Physical activity and exercise are the recommended “first-line treatment” (Vader et al., 2021,
p. 1829) or self-management strategy for individuals living with chronic pain (Merlin et al.,
2015) and are incorporated into pain management programmes (PMP) (Parker et al., 2019).
However, the PMPs adopted globally were designed with other populations (often from
Western and developed countries) in mind. The use of such programmes in the South African
context has been challenging and has met with some limitations (Parker et al., 2019). Therefore,
we must develop PMPs with the South African population in mind. To accomplish this, we
need to have first-hand knowledge and understanding of the experiences of people living with
pain, including their perceptions of the impact of pain on their physical activity, function, and

overall quality of life.

2.5 Chronic Pain and stigma

Chronic pain is more than a medical condition. It is a complex and subjective experience that
is “influenced by a combination of biological, psychological, and social factors” (Sendra &
Farré, 2020, p. 46). In addition to physical and emotional distress (Eccleston et al., 2013;
Sendra & Farré, 2020; West et al., 2012), chronic pain can cause financial strain on the
individual, their family member/s, and on society (Dansie & Turk, 2013; Guzman et al., 2001;
Van Hecke et al., 2013). Due to the increased use of health care services and medications, loss
of productivity and/or employment, and early retirement, people living with chronic pain may
believe that they are a burden to those around them (Dansie & Turk, 2013; de Villiers et al.,
2015; Igumbor et al., 2011b; Kamerman et al., 2020; West et al., 2012).

Fear of stigma is common among people living with chronic illnesses (De Ruddere & Craig,
2016; K. Jackson et al., 2021; Wadley et al., 2016); this is also true for those living with chronic
pain. According to De Ruddere and Craig (2016), the complex and often misunderstood nature
of chronic pain predisposes individuals to the “stigmatizing reactions of others” (2016, p. 1).
These responses are often sceptical, devaluing, discrediting, and sometimes dismissing the
experiences of those living with chronic pain. These stigmatizing responses are especially
concerning when coming from healthcare practitioners, as people with chronic pain may
present varying symptoms such as multiple/overlapping conditions such as ‘“depression,
anxiety, sleep disorder, disability, relationship distress, social role loss, isolation, and a
concerning overuse of medicine” (Eccleston et al., 2013, p. 59) or present neither of the

mentioned symptoms but still complain of persistent pain (Eccleston et al., 2013).
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Healthcare practitioners may attribute lower pain intensity to individuals who do not present
clear symptoms and are less inclined to help, trust, or empathise with individuals who do not
have a clear diagnosis/medical explanation for their chronic pain (De Ruddere & Craig, 2016).
These stigmatizing responses from others may further compel individuals to self-isolate and
conceal their pain, which has been associated with poor physical and psychological well-being
and overall quality of life (De Ruddere & Craig, 2016; Merlin et al., 2015; Scott & McCracken,
2015; Uysal & Lu, 2011). Moreover, the endurance of and continuation of activity despite
persistent pain has been associated with an increased risk of chronicity and disability
(Kamerman et al., 2020). Therefore, understanding the experiences of those living with chronic
pain is important and necessary when designing effective pain management and treatment

programmes, including prevention strategies.

2.6 Chronic Pain in South African Adults

South African pain studies have presented evidence of limited pain management resources and
medicines in most rural communities (Dekker et al., 2012; Igumbor et al., 2011a). However,
very few studies from South Africa have explored the pain management, treatment, and coping
strategies utilised by South African people living with chronic pain. Of the available studies,
South African individuals living with chronic pain were likely to use a combination of a high
number of healthcare visits and medication, traditional remedies, and strong spiritual and
religious beliefs (de Villiers et al., 2015; Dekker et al., 2012; Igumbor et al., 2011b). These
cultural and contextual differences in pain experiences and pain management emphasise a need
to understand pain experiences in context when creating and implementing pain management

programmes (PMP).

2.7 Theoretical Framework

This study is located within the conceptual framework of the biopsychosocial model of illness
(Appendix A). First conceptualised by George Engel (1977), the biopsychosocial model
proposes a holistic perspective and approach to the understanding and treatment of illness
(Engel, 1977; Turk et al., 2011; Wade & Halligan, 2017); where illness is thought to be
complex, subjective, and multifactorial (Vlaeyen et al., 2007). The biopsychosocial model
proposes that the experience of pain and illness is not isolated to the biological; instead, illness
is the result of complex and dynamic interactions between the biological, psychological, and
social aspects of one’s life (Engel, 1977, 1981). The biological aspect of the model represents
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the physiological facets of the illness. This refers to the changes in or damage to an individual’s
molecular, cellular, tissue, organ and/or nervous systems (Engel, 1977, 1981). The
psychological aspect of the theory emphasises the individual’s experience, specifically,
emotions, thoughts, beliefs, and behaviour. And lastly, the social aspect of the theory refers to
the influences of, risk factors found, and the individual’s experience of illness in relation to
others and the environment that they inhabit. This includes healthcare professionals, family

members, community, culture, society, and the biosphere (Engel, 1977, 1981).

The biopsychosocial model is presented as a systems theory that is centred around the person;
that is, the experience and behaviours exhibited when one has an illness (Engel, 1981). All
systems influence and interact with each other at all times (Engel, 1981), therefore, pain and
illness can be understood as stemming from the biological while the experience and behaviours
of the illness are simultaneously contributed to by psychosocial factors (Vlaeyen et al., 2007;
Walker, 2005). Additionally, the in-depth interview guide (Appendix B) was structured to elicit
information on participants' beliefs about pain, the individual factors influencing participants'
levels of physical activity, and the social factors influencing disclosure or non-disclosure of
pain. This allowed the researcher to gain information on participants' psychological processing
of pain, the perceived impact that pain has on their daily physical activity, thus physiology, and
finally the social impact that the disclosure and non-disclosure of pain has on the participants
experience of chronic pain. Therefore, the use of the biopsychosocial model as a theoretical
framework, in conjunction with the interview guide, allowed for a well-rounded understanding
of the experience of chronic pain and the impact it has on individuals physiologically,

psychologically, and socially.

2.8 Research Questions
1. What are the experiences of pain among South African adults living with chronic pain?
2. How does pain impact the daily lives of people living with chronic pain?
3. How does the disclosure/ non-disclosure of pain impact the recruitment of social

support in people living with chronic pain when experiencing a severe episode?
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Chapter 3: Methodology

3.1 Research Design

This study has a qualitative and interpretative research design. A qualitative approach was
deemed suitable because it is interested in understanding experiences, perceptions, and
people’s understanding of those experiences within their context (Willig, 2013). A commonly
used paradigm in qualitative research is that of interpretivism. Within this paradigm, it is
assumed that there is no definitive universal reality, nevertheless, we can still interpret or gain
knowledge about reality through the use of language (Laverty, 2003). Therefore, it was deemed
a suitable match for this study as it allowed the researcher to explore complex, multifaceted
experiences and meanings within the specific context of South Africa (Marshall & Rossman,
2014; Willig, 2012, 2013). Furthermore, it allowed the researcher to approach the data
deductively while searching for both semantic and latent themes when analysing the data.
Where the use of latent themes allowed the researcher to analyse and present data that hold
ideas and concepts that are coherent with the chosen theoretical framework (Clarke & Braun,
2013; Terry et al., 2017). Therefore, a qualitative interpretive design was considered most
suitable for this study as it enabled the researcher to gain a rich understanding of the

experiences of chronic pain.

3.2 Study Population and Setting

This study was set at the Ndlovu Care Group Research Facility in the Elandsdoorn, Groblersdal
area in Limpopo South Africa. The Ndlovu Care Group is a research consortium between the
Wits Reproductive Health Institute and Utrecht University in The Netherlands. The Ndlovu
Care Group is running a longitudinal study called the Ndlovu Cohort Study. The study
comprises nearly 1000 HIV-positive and 1000 HIV-negative participants from the Groblersdal
area in the Limpopo province of South Africa, with the aim of understanding the interaction

between HIV and other chronic conditions, with a particular focus on cardiovascular disease.

A sub-study exploring chronic pain was conducted by Dr Antonia Wadley et al. in 2018. This
sub-study, nestled in the over-arching Ndlovu Cohort Study, involved mixed methods.
Quantitative data on the prevalence and interference of chronic pain were collected on a
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convenience sample of 250 individuals, and qualitative data from 54 people living with chronic
pain, both with and without HIV. The data from 38 individuals living with both chronic pain
and HIV have been analysed for two MSc projects elsewhere. The data presented in this
dissertation are the remaining unanalysed qualitative data from 16 individuals living with

chronic pain but not HIV.

The Groblersdal area in the Limpopo province, South Africa is a rural town that is
predominantly inhabited by Black South Africans. Communities in Elandsdoorn
predominantly speak Sepedi, Xitsonga, Tshivenda, and IsiZulu. The area is surrounded by

agricultural activities, with farms that produce fruits and vegetables on large scales.

3.3 Sample and Sampling:

The sample for this study comprised sixteen (16) HIV-negative adults from the larger pain
study. Due to the proposed research design and theoretical framework, sixteen participants
were considered a sufficient sample size for this research as an in-depth analysis of the data
produced was possible (Marshall & Rossman, 2014; Willig, 2012).

3.3.1 Inclusion and exclusion criteria.
HIV-negative, men and women, aged 18 years and older, with self-reported pain (of all kinds)
for a duration of three months or longer, who had completed a qualitative interview in the larger
pain study were included in the study. People with cognitive impairments were excluded from
this study.

3.4 Participant Recruitment Procedure

In the larger pain study, individuals who were coming in for their annual visit to the Ndlovu
Care Group Research Facility were approached and given a brief description of the study.
Individuals who were willing to learn more about the study were then taken into a private
consulting room and given a full description of the study. Those who were willing to participate
in the study were then given and asked to fill in informed consent forms and assured that their
information would be anonymised and kept confidential. This was achieved by keeping the
consent forms and the completed questionnaires in separate rooms where only the investigator

and the research team involved had access.
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In this study, participant recruitment involved identifying individuals within the pain study who
had given a qualitative interview and met the inclusion criteria of being HIV-negative and
living with chronic pain. A total of sixteen (16) individuals met the specific inclusion criteria

outlined for this study.

3.5 Instruments

An hour-long semi-structured interviews were conducted to determine participants’ beliefs
about pain, factors influencing levels of activity, disclosure of pain and the impact that
disclosure or non-disclosure of pain has on the participants’ pain experiences. The interview

guide (Appendix B) allowed the researchers to conduct focused, in-depth interviews.

The anonymised translated transcripts of the interviews were used for this study and analysed
using thematic analysis (Clarke et al., 2015; Terry et al., 2017)

3.6 Data Collection Procedure

Participants were asked if they were willing to take part in the second part of the study which
consisted of an hour-long in-depth interview. Those who were interested were either asked to
set up an appointment or have the interview done immediately. Participants were taken into a
private room where they were given a full description of the study and asked to complete an
informed consent form including consent for recording of the interview. The interview was
conducted by the primary researcher with only the participant and a translator, for individuals
who needed one, present. Interviews were then audio-recorded, transcribed and translated

where necessary.

In this study, the researcher was given access to the anonymised translated transcripts which
were downloaded and saved in electronic format onto the researcher’s password-protected

computer.

3.7 Data Management
Data management entailed: the secure storage of data, limited and controlled access to the data,

and attention to the confidentiality of participants’ information.
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The audio recordings from the hour-long interviews were stored in a password-protected online
Google Drive folder, to which only the primary researcher and the transcribers had access. The
audio recordings were then deleted immediately from the recorder. The audio recordings were
then transcribed verbatim and anonymised by experienced transcribers. Additionally, the
interviews that were conducted in the local language were transcribed first into the original

language and then translated into English for data analysis.

In this research, once the researcher received access to the data, it was stored on a password-
protected computer. It was also not shared or disclosed to anyone. After the completion of this
research project, the data will be stored and deleted after 7 years as specified in the ethics

approval.

3.8 Data Analysis

Data was analysed using Thematic Analysis (TA). Conceptualised by Braun and Clarke (2006),
TA is a qualitative method that aims to identify, analyse, and report themes or patterns in the
data (Braun & Clarke, 2006; Terry et al., 2017) that can be used to create and develop a rich,
in-depth understanding or interpretation of either the entire data set or various aspects of what
is being studied. Furthermore, TA can be used across different theoretical frameworks and is
not confined to a specific paradigm, or epistemology (Braun & Clarke, 2013). Thus providing
a flexible and accessible approach to analysing data(Clarke et al., 2015; Terry et al., 2017).
This method enabled the researcher to produce a rich and detailed interpretive analysis of
participants’ perceptions of their experience of chronic pain. It has enabled the researcher to
discover the different aspects in which chronic pain has an impact on participants’ lives, with
reference to the Biopsychosocial model. TA can be applied to different types of data; both
small and large “data sets and can be applied to produce data-driven or theory-driven analyses”

(Braun & Clarke, 2013, p. 120). Therefore, TA was deemed a suitable approach for this study.

This research followed the six-phase process outlined by Braun and Clarke (Clarke et al., 2015;
Terry et al., 2017):

Phase 1: For this phase, the researcher familiarised themselves with the interview transcripts.
This was done by reading through the transcripts numerous times and taking notes in a colour-
coded coding document on the patterns that were found in the data; to be used later for coding
(Clarke et al., 2015; Clarke & Braun, 2013).
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Phase 2: During this phase, the researcher used the notes from the colour-coded coding
document to produce the initial codes that appeared to be interesting from the data (Clarke et
al., 2015; Clarke & Braun, 2013). However, these codes were not considered themes as yet but
were used to help create themes at a later phase. The researcher generated these codes with the
biopsychosocial model in mind but kept all 102 codes - those that accounted for the model and
those that did not. The codes were generated manually on a word document. Once all possible

codes were created, the researcher moved on to the next phase.

Phase 3: This phase involves the use of the codes that were created in the previous phase to
start searching for themes (Clarke et al., 2015; Clarke & Braun, 2013). The researcher began
by sorting and analysing the codes to find potential relationships between them to create
overarching themes where present. This was done using colour coding and grouping codes that
had potential relationships. Thematic tables were then created by the researcher to help with
the visualisation and organisation of the themes as they emerged. At this phase, no themes or
data extracts were discarded in the case that they might be significant to the main themes that
will be discovered in the later phases (Terry et al., 2017).

Phase 4: This phase involved the reviewing and refinement of the themes from phase three
(Clarke et al., 2015; Clarke & Braun, 2013). This was done in two stages. Firstly, the researcher
reviewed the themes “at the level of the coded data extracts” (Braun & Clarke, 2006, p. 91).
This was done by reading through the data extracts multiple times (for each theme) and
considering if they formed a clear pattern. Once they did the researcher then moved on to stage
two, where they reviewed the themes “in relation to the data set” (Braun & Clarke, 2006, p.
91). The researcher then judged each theme and the thematic tables created in phase three for
an accurate representation of the data set as a whole (Clarke et al., 2015; Clarke & Braun,
2013). This allowed them to ensure that any missed themes from before, or those that do not
’accurately represent’ the data set, were discovered. Some overlapping themes were found and
thus had to be reworked through another analysis of the codes from the data set. Once
satisfactory themes, that worked together to describe the data set, had been generated; only
then could the researcher move on to the next phase. At this point, the researcher moved the

themes and data extracts into a different coding document.

Phase 5: During this phase, the researcher was “defining and further refining the themes”
(Braun & Clarke, 2006, p. 92) that will be presented in the final analysis. This was done by
looking at and analysing each theme that was generated. The researcher then wrote a
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description of each theme to determine how it relates to the overall research topic and the other
themes. Then determined how each theme can answer the research questions that this research

is concerned with.

Phase 6: Finally, in the last phase the researcher produced and wrote up the final report on the
findings from the data set used (Clarke et al., 2015; Clarke & Braun, 2013). This report has
used the themes that have been generated, while providing sufficient evidence of these themes
from the data set, to “tell a story”” (Braun & Clarke, 2006, p. 93) ) and make an argument about

the data in relation to the research questions above.

3.9 Reflexivity

As this research used thematic analysis (TA), reflexivity was crucial to the successful
implementation of TA (Clarke & Braun, 2013). Reflexivity allows the researcher to identify,
consider and acknowledge the influence of their preconceived notions and personal beliefs that
may have affected the data analysis process. For TA, reflexivity begins at the first phase of data
analysis. |, as the researcher, considered and acknowledged the influence of my preconceptions
about chronic pain. As someone who has previously experienced prolonged pain for more than
three months, | acknowledged and took note of the presumptions | had about what experiences
of chronic pain should look like and how this may have influenced the analysis (themes
generated) and interpretation of the data (Marshall & Rossman, 2014; Willig, 2012). The
analysis of some extracts from the data revealed and challenged a bias | held about help-seeking
and gender. Although this research did not focus on gender, the extracts suggested that people
living with chronic pain, regardless of gender, were able to seek help and social support from
friends and family members- something that | had expected to be more prominent in female
participants. Furthermore, all relationships between the themes generated during TA have been
discussed followed by a demonstration of how they could be integrated with theory and existing
literature (Finlay, 2006). This approach ensured the transferability of the findings of this study,
highlighting their applicability beyond the immediate context. Additionally, I remained
sensitive to negotiated realities, explaining any differences that arose between my
interpretations and those of the participants (Finlay, 2006). And finally, to ensure the credibility
of the entire research project; a final write-up that presented the material in a coherent, clear

manner has been produced (Finlay, 2006). This integration of reflexivity, attention to
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transferability and credibility collectively contribute to the trustworthiness of the study (Finlay,
2006).

3.10 Ethical Considerations

In every research project, it is crucial to protect human participants through the application of
appropriate ethical principles (Arifin, 2018). Due to the flexible and open-ended nature of most
qualitative research designs, ethical issues of confidentiality, informed consent, autonomy, and
beneficence may arise (Cieurzo & Keitel, 1999; Haverkamp, 2005; Ponterotto, 2010).
Therefore, these ethical concerns must be considered and applied throughout the study. This
research used pre-collected data from a larger study conducted by Dr Antonia Wadley et al. in
2018; thus, ethical clearance has been attained. Permission was requested and granted from the
Human Research Ethics Committee (Medical) of the University of the Witwatersrand;
clearance number: M180652 (Appendix D). Ethical approval was also obtained from The
Limpopo Department of Health (Appendix E). Permission was also requested and granted by
the Ndlovu Care Group director to conduct the study at the research facility. Participation in
this study was voluntary, hesitant participants were reminded of this throughout the research
process and assured that refusal to participate would not have a negative impact on their care
at the Ndlovu Care Group Centre. Participants were given full descriptions of the study during
the recruitment process. They were also given informed consent forms to sign for the different
parts of the study. Participants were guaranteed the confidentiality of their HIV status and
medical records obtained from the Ndlovu Care Group. They were assured of both
confidentiality and anonymity of their questionnaire and interview data. This was achieved
through the anonymisation of the translated transcripts before data analysis. Furthermore,
participants were warned about the risks of taking part in the interview part of the study where
participants might experience emotional reactions to the questions asked such as anxiety or
stress. Should a participant experience emotional distress during the interview, a distress
protocol was followed where participants were referred to a social worker at the research

facility.

In this study, the researcher’s name was added to the ethics protocol through an amendment.
Additionally, an ethics clearance certificate from the Human Research Ethics Committee
(Medical) was obtained (Appendix F), protocol number: M230788. The original study ensured
confidentiality and anonymity to the participants, which was upheld in this research. Once the
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data had been received, it was kept on a password-protected computer. It was also not shared
or disclosed to anyone. After the completion of this research project, the data will be deleted

to maintain confidentiality.
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Chapter 4: Findings

This chapter presents the findings from the in-depth interview data. Seven main themes
emerged from the data, namely: the nature of pain, participants' typical physical activity, pain
interference, disclosure of chronic pain, reactions to pain disclosure, benefits of disclosing pain,
and forms of social support. These themes along with their sub-themes will be presented and

discussed in this chapter.

4.1 Participant characteristics:

Sixteen HIV-negative participants were included in this study. Nine of the participants were
female and seven were male. Five of the nine female participants reported being unemployed,
two reported working part-time, and two reported having full-time jobs. Of the seven male
participants, two reported being unemployed, two reported working part-time, and three
reported having full-time jobs. All participants except for one reported having obtained either
a secondary or a tertiary level of education. The ages of the participants ranged from 24 to 46

years.

4.2 Table of themes and subthemes identified:

Themes: Sub-themes:

1. The nature of pain 1.1 Nature and persistence of the pain

1.2 Pain location

1.3 Perceived causes of pain

1.4 Pain management strategies

2. Participants typical physical activity

3. Pain interference 3.1 Physical interference

3.2 Strategies for coping with physical interference

3.3 Social interference

3.4 Emotional interference and consequences of pain

3.5 Perceived pain prognosis

4. Disclosure of Chronic pain 4.1 Full disclosure of chronic pain
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4.2 Detailed disclosure of chronic pain

4.3 Partial disclosure of chronic pain

4.4 Reasons for disclosing chronic pain

5. Reactions to pain disclosure

6. Benefits of disclosing pain

7. Social support 7.1 Instrumental support

Table 4.2: Themes and sub-themes

4.3 Theme 1: The nature of pain

A large majority of the participants described their experience of pain as one that is multi-
layered; something that was not only confined to the physical sensations, that come with pain,
but one that had psycho-social effects and origins. This theme describes participants’

perceptions about their experiences of living with chronic pain.

This includes participants' descriptions of the nature and persistence of their pain, the location
of their pain, the perceived causes of their pain, as well as the strategies they use to manage

that pain.

4.3.1 Nature and persistence of the pain.

Several participants experienced pain as a serious and uncomfortable sensation that would

never fully disappear.

Most participants used words like “stabbing”, “burning”, and “cutting” to describe the
sensations they felt when the pain would appear; thus, alluding to the intensity or nature of the

pain they experience.

“...this one [pain] is a burning discomfort...The one that is behind [my back]
burns ’(ID1-Pain-A083-Age-42- Female)

P: stabbing.
I: Oh, stabbing?

P: Yes, stabbing.” (IDI-Pain-A098-Age-26- Female)
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Most participants experienced persistent pain. Participants described their pain as one that
would ‘never completely stop’. Although the pain would slightly ease and was not felt at every
hour of the day, it is something that they perceived as a constant part of their life experience;

thus, alluding to the temporal nature of pain.

“[The] Pain. I feel like maybe it is going away, but it is not.”’, (IDI1-Pain-A033-Age-
39- Female)

“It gets better a bit but never completely stops but it does get better a bit because when
| drink, I urinate, as | urinate, | feel that something gets better, but it never completely
stops.” (DI-Pain-AQ74-Age-27- Female)

Some participants described pain as unpredictable and would come ‘out of nowhere’.
Participant IDI-Pain-A083-Age-42- Female experienced pain that would ease or subside and
then return ‘out of nowhere’. Additionally, she reported feeling when the pain would be

coming.

“It’s a very serious pain that I have....It's Serious, it's serious pain....Because it appears
out of nowhere...Yah [Yes] I can feel it coming. Yes, it means this pain....I feel
it....When it comes. I can feel that eish! Here’s this pain, it’s about to start again here”

(ID1-Pain-A083-Age-42- Female)

4.3.2 Pain location.

A Majority of the participants experienced pain in multiple areas of their body, for some this
would happen simultaneously, and for others, the pain would be felt at different times in the

different body parts.

“I do have a problem [with] the pain and that pain it starts from under the breast, under

my breast then goes back to the back, then to my rib line, then to the waist.” (I1DI-
Pain-A032-Age-42- Female)

“I: Here you've indicated you have pain, on the chest and you also have pain on your

lower abdomen.

P: Yes
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I: Your hand also gives you a problem?

P:Ja. I'm like a scrap car” (IDI-Pain-J011-Age-36- Male)

4.3.3 Perceived causes of pain.

Participants’ perceptions about the causes of their pain can be grouped into five different
categories, namely, physical injury, work-related cause, stress, a link to other illnesses or
chronic conditions, and a link to inherited conditions. The chronic illnesses included arthritis
and diabetes. Most participants reported believing that their pain was caused by a physical
injury. As an example, some participants reported having been in an accident, while others

referenced having a sports injury.

“Yah I was involved in an accident...That is why it caused this pain here (pointing at

her chest) ” (ID1-Pain-A083-Age-42- Female)

“ My left hand, Ja [Yes]. Also gives me a problem. My left hand, it was broken you see
(He shows him his hand). [be]cause of the accident, you see” (ID1-Pain-J011-Age-36-
Male)

Other participants reported believing that the cause of their pain is linked to the activities they
partake in at work. These activities include lifting heavy objects, standing for long periods, and
other repeated actions.

“Oh, it’s painful, like that pain yah that pain when it starts like, it starts most of the
time when | am at work. So, | do feel like it is maybe because | am standing a long time
for a long day every day like...I think it’s this standing long period of time, like even
though you use your hand, your hands.” (ID1-Pain-A032-Age-42- Female)

“The work that I am doing, I think it is the one causing these problems. Even the
wheelbarrow | push every day, we push it with pressure every day. | think maybe [it
causes the pain] ... (IDI-Pain-A074-Age-27- Female)
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Female participants reported believing that their pain was caused by stress or ‘thinking too

much’. As an example, some participants reported having stress.
“I thought maybe it’s [pain] stress or something.” (IDI-Pain-A005-Age-40- Female)

P: Maybe it's thinking too much.” (ID1-Pain-A083-Age-42- Female)

While one of the participants reported that the stress was a by-product of ‘not having work’ or

unemployment.

“I think it’s [the cause of the pain is] because I don’t have parent/[s], I live alone, 1
don’t work...Ya because | think about these things every morning when | wake up,
thinking what am | going to eat? how am | going to make ends meet this month?... Not
working, no parents, jobless and I have a child that I am raising every day.” (IDI-Pain-
A106-Age-27- Female)

However, other participants believed the cause of their pain to be linked to other chronic
ilinesses/conditions; some of which participants believed to have been inherited from their

parents.

“I have arthritis ...Well.... Actually, my mother neh [okay], my mother has arthritis,
and my father. They told me it's inherited but I'm not sure.” (IDI-Pain-A047-Age-35-

Female)

“P: It’s like my mother was bewitched and then that traditional healer helped her so
that that thing [pain] won 't come to us. Because when I was growing up, I didn’t live
with my mother, then my mother lived in Mpilong and then we lived here. So | have

never lived with my mother so that she can tell me about all of this.
I: Oh so the traditional healer healed your mother s pain but it came to you?

P: Yes.” (IDI-Pain-A106-Age-27- Female)
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4.3.4 Pain management strategies.

Participants in this study reported using multiple strategies to manage their pain. The majority
of the participants reported relying on pharmacological methods such as over-the-counter
medication to manage their pain. Other participants reported relying on non-pharmacological
methods to manage their pain as some reported feeling that the available medication made no

difference in their experience of pain.

Of the participants who relied on pharmacological methods to manage their pain, some
participants relied on over-the-counter medication to alleviate their pain, with some using both

prescribed and over-the-counter medications.

“The[y] prescribed me Brufen and then also Acdo-dol and another one . So, it’s the
tablets that [ use, | am using now.” (IDI-Pain-A032-Age-42- Female)

“Uuuh, sometimes I put errr, some patch, pain patch. Sometimes I put errr, what do
they say? .... this medication that you put on the, on the, like Voltaren cream. You see,
Jjust to rub it.” (ID1-Pain-J010-Age-46- Male)

Of the participants who reported using non-pharmacological methods to manage their pain;
some participants reported using methods such as drinking water with lemon while others

reported using traditional medicine.

“There are some days it hurts a lot, but I can walk around although it hurts. When it
hurts a lot | drink a lot of water, | drink a lot of water and mix it with lemon, and it gets
a bit better” (IDI1-Pain-A074-Age-27- Female)

“I went to traditional healer, but still....And then slowly they gave me something to rub
whenever I feel the pain. I would rub it but then still, nothing changed.” (IDI-Pain-
A106-Age-27- Female)

Other methods reported by participants include: ‘beating against the wall’, the use of physical

activities such as ‘exercising’, and the use of distractions to alleviate and/or manage their pain.

“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
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after that, it's going to be normal...Ja. When that pain starts, | 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” (ID1-Pain-J011-Age-36- Male)

“Yoh, it hurts so bad man, like at this age, that is why | keep exercising because | keep

telling myself once I lose weight, I will be better” (IDI1-Pain-A047-Age-35- Female)
“I: Oh alright, and then what activities do you do to relieve your pain?

P: Just going outside and getting fresh air, maybe getting something new that will
relieve [the pain], or | will go out and sit with my uncle because sometimes he would
drink and then make jokes, like when I am with him my brain that is always thinking

about my unemployment will get distracted a bit.

I: Oh so you go and talk to them and then they distract you?
P: Ya.

I: And then they start talking and the pain gets better?

P: Ya.” (IDI-Pain-A106-Age-27- Female)

Furthermore, several participants reported relying on non-pharmacological methods when
managing an episode of intense pain. These methods include resting/ sleeping, sitting, staying

still, relaxing, or simply breathing ‘through the pain’.
“I: Oh ok, and then what do you do at work when the pain is?

P: I just sit down and just make sure that, and the problem is that if the pain is there, I

can’t make any movement...So I have to just listen,
I: At work?

P: Yes, until I can feel that now it’s getting better. ...So, I can breathe, especially when
I can breathe it’s going to be better just because if I breathe, | take it slowly, slowly
until it’s mild. It’s coming back, it’s coming back Then I get yah” (IDI-Pain-A032-
Age-42- Female)
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“I: I see. Uhm! So, on these days, neh? When you are having a lot of pain and there
are certain things you say, you cannot do or what happens? Like at home, would you

describe how your day is like, if you have too much pain, that
day? What would you do?

P: Uh! I sleep when the pain is worse, have to sleep!

I: Most of the time, you just sleep?

P: Ja!” (IDI-Pain-J001-Age-34- Male)

4.4 Theme 2: Participants’ typical physical activity

A majority of the participants reported being physically active on a daily basis. Most
participants reported engaging in daily household chores. The chores ranged from “cooking,
cleaning, washing, fetching water, [t0] taking care of children etc.”. Participants reported

doing these chores every day, even on the days they go to work.

“I prepare water ‘for the child[ren] because they are going to school....I iron the
clothes and then they go to school. And when I [am]left at home ... I clean. I go to water
... fetch ... I go to the tap (community tab) [to]fetch the water....I clean the house and
| cook for them. So that after school they can get the food ready.” (IDI-Pain-A008-
Age-39- Female)

“I clean before I take a bath, I take a bath, I help with my mother and my sister’s kids
before they go to school and créche....When I'm busy with my chores that’s when I am
walking, yah I'm walking just to keep my body busy. I'll be washing, I'm doing laundry,
washing blankets just to keep my body busy....I sweep, sweep the yard outside, and
inside. I clean. It’s not a big house, but we have trees, and we have to sweep every day.

Yah cleaning ”(ID1-Pain-A047-Age-35-Female)

Additionally, participants reported still being able to partake in their daily activities even on

the days when they would experience pain. When asked “ What can you still do when the pain

1 This refers to the participant boiling the water and then placing into a bath for the children.
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is bad?”, most participants reported small changes or no change in the activities they

participated in on a daily basis.

“I can still sweep, I can sweep, but the only thing I won't do is when I have to clean

when I'm kneeling down if I'm not using a mop. ”’(ID1-Pain-A047-Age-35-Female)

“Everything. Yes, because like I am a person who can stand pain...pain can hit me, but
I can do everything you see yes like except when I feel like I will collapse that’s when [
see that, but when it hurts, 7 can still continue” (ID1-Pain-A074-Age-27-Female)

Some participants also reported participating in work activities, many of which were physically
demanding. These activities vary according to the different occupations of the participants.
Therefore, participants engaged in work activities that ranged from walking “up and down”,

standing, working with building materials, and heavy lifting, amongst many other activities.

“l am Cashier then my work is just being at the till, | also have to pack the stuff also
clean the floor. We do anything you see in the store....Yah, we pack, we clean, we do
fittings all of the staff, but we are Cashiers all of us, but we do things as said...\Ne
always work standing, the whole day “ (ID1-Pain-A032-Age-42-Female)

“Maybe I'm busy with plastering, sometimes roofing....Ja. Most of the time when I'm
busy....Sometimes build[ing]” (ID1-Pain-J001-Age-34-Male)

However, a pattern in the data suggests that participants in this cohort continue to work, thus
taking part in these physically demanding activities, despite experiencing chronic pain. A
majority of the participants reported financial motivations as the reason for continuing to work.
Participants cited having a fear of being replaced at their workplace (unemployment), feeling

like they do not “have a choice”, or feeling that they can “maintain” the pain.

P: So, it’s difficult just because I do have kids, my kids, to support, | have to take it like
that then work with that pain.

I: If you don’t have a sick note,
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P: No, they will not, they don’t, they don’t gonna pay you. Then they tell you that if you
not...they can get another one. Another person to work, who’s serious, you are not

serious about your work. They say so .”’( IDI-Pain-A032-Age-42-Female)

P: Things ... where I [am]working as ... I don’t know [what]you guys call it ... a low
income. ... so every second counts...So if you [are]off from those seconds, they cut your
salary....So, I have to push... to be better than ... to get like uh, reasonable cents....for

a better living... if you don’t work, you don’t get paid
I: Oh, you said sometimes when you are in pain you continue?

P: Yeah, I go to work...Because I don’t have a choice” (IDI-Pain-A098-Age-26-

Female)

“I: Ok, and why do you still do it if you are in pain?

P: As I've said I've experienced this pain ... maybe needs serious help ... serious help...
and I've experienced it only in the morning. And as I do seek that help, but for now,
that help require money but like serious. So I decided | have to handle this pain, live
with it and this pain could stop my life or stop whatever I’'m doing. Y€S, it’s concerning

.. it’s errr part of my health, yes, but I can maintain it, for now.... So... I can’t stop

working because of it.”’( IDI-Pain-J007-Age-30-Male)

4.5 Theme 3: Pain interference

Participants in this cohort reported experiencing multiple interferences in their daily lives due

to their chronic pain. Therefore, this theme describes participants’ perceptions about the impact

that chronic pain has on their daily lives. Participants described experiencing physical, social,

and emotional interferences while living with chronic pain. They also described the strategies

they use when coping with the physical pain interferences.

4.5.1 Physical interference.

All participants reported experiencing physical interferences due to their pain. Participants

described experiencing pain that sometimes limits or stops their physical activity. Most
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participants reported feeling limited in the activities they could participate in, including not

being able to bend, sit, or walk when experiencing intense pain.

“I can’t do laundry, I can’t wash blankets because I have to use my...I have to use my
feet...Yah to wash the blankets. And they can’t send me to the shops, yah maybe if |
have to go buy bread at the shops... if they are... the pain is bad, I can’t walk.” (1DI-
Pain-A074-Age-27-Female)

“P:Idon’t have I, I, I, I get tired as I'm sitting down like this. I don’t have to spend
much time sitting down on a chair. Ja, because like eh, I'm bending, I'm bending too
much. Ja it’s ... I'm no longer normal. My, my, my back is my ... this column is no

longer normal.” (ID1-Pain-J088-Age-29-Male)

Furthermore, a majority of the participants experienced disturbed sleep as the pain they often
felt would interfere with their sleep. Most participants found that they could not sleep once
they felt the pain, some would be woken up from their sleep due to the pain, while others would

have to adjust how they sleep to accommodate the pain.

“The pain I feel on my back, sometimes when I am sleeping, it feels hot hot hot... Ja. It
[the pain] interferes with my sleeping because | have listened to myself, and | feel that
pain while it is going up and down. Again when | am sleeping with my stomach, it
interferes with my neck. In the morning while | am supposed to do like this, it feels like
my neck is too painful.” (ID1-Pain-A033-Age-39-Female)

4.5.2 Strategies for coping with physical interference.

Participants in this cohort reported the use of various strategies that would allow them to
continue or manage their physical activities. Participants reported delegating tasks, mostly
household chores, to those around them when they have ‘bad’ pain episodes. Some participants
reported having “split responsibilities” with others they live with- which can help them

manage the activities they can/will do.

“I don’t do anything because I have a boy 15 years old so he can help me there and

there....Prepare for that other child....He can prepare water, iron and he, he help me”

(ID1-Pain-A008-Age-39-Female)
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“There are split responsibilities, I clean then another cooks.” (IDI-Pain-A074-Age-
27-Female)

Furthermore, participants would lower the intensity of the tasks that they would have to do.

Most participants reported doing “/ight” or “easy” jobs and/or tasks when the pain is ‘bad’.

“I can clean, maybe the... like I take a mop...And then sweep the floor, I can, yeah....I
dust here and there....Yeah just the easy thing that I can do.” (IDI1-Pain-A008-Age-39-
Female)

“The other hand will not be able to work... so you can do light duties, ya.” (IDI-Pain-
J007-Age-30-Male)

Other participants reported having to modify the physical activity they are doing to
accommodate the pain they might experience. These participants reported having to stand or

sit in a particular way or using a different hand to continue their physical activity.

“Because it also affects my hand, like my right hand...Like I don’t have any power to
fold my hand, yah so I can’t maybe dry the clothes from water, no I can’t do that. Then
maybe | can, If I am cooking yah, | can cook, like using the right hand. (IDI-Pain-
A032-Age-42-Female)

“I take a chair and sit down and work like this” (ID1-Pain-J074-Age-33-Male)

4.5.3 Social Interference.

Some participants reported experiencing social interferences in their lives as a result of their
chronic pain. One participant reported experiencing disruptions in their relations with others,
due to their pain. As an example, participant IDI-Pain-A047-Age-35-Female reported avoiding
having relationships with others due to having insecurities that were brought on by her chronic

pain.
“P: No, I avoid, even relationships I avoid them until I feel better.

P: It hurts because | would like to have a partner, I can share things with and even be
happy with.”’( 1D1-Pain-A047-Age-35-Female)
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“I can’t do ay. I think maybe uhm, it’s my insecurity, I'm not sure. I think 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.” (ID1-Pain-A047-Age-35-Female)

Furthermore, other participants reported a change in their lifestyle due to the interference of
pain. These participants had to change the food and drinks that they could or could not eat/drink

due to it causing episodes of intense pain.

“Yoh, I remember before I knew what was happening with me, they didn 't tell me what
food to eat, what to eat and what not to eat....I ate beef and beef stew. The next day |
couldn’t wake up. Every joint, even my jaws. I couldn’t speak, I couldn’t wake
up...Sometimes it happens and it’s still happening. Last year I ate Mayo, and I couldn’t
wake up or speak...it was torture...every joint, my jaws were painful... The first time it
happened when | had beef, they took me here to Dr Templeman. He told me arthritis is
like high blood, it goes up, it goes down, it has to be normal. So he told me which food
to eat and what not to eat, but because I like food, so | eat sometimes.” (IDI-Pain-
A047-Age-35-Female)

“I: Alright so tell me what can’t you do when the pain is bad? What activities can’t you

do when your pain is bad?

P: I can’t drink beer. (IDI-Pain-A074-Age-27-Female)

Additionally, some participants reported feeling that their pain limits their “working
opportunities ”. Participants expressed a fear or hesitancy to work due to their pain or fear that

working may cause them more pain.

“It limits my working opportunities, but they understand I can’t work. So, at home, |
just work on the house, maybe paint, or do garden work. I sometimes rather do that,
but when | am in pain, they know not to touch me. I just alert them, and they let me sit
on the stool and rest” (ID1-Pain-A047-Age-35-Female)

“I: Oh, because of it [pain] you can’t really work?

34|Page



P:Ja, ja. I'm, I'm afraid, I'm scared. ['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. |

won'’t... [I am]no longer going to use my feet to walk.” (IDI1-Pain-J088-Age-29-Male)

4.5.4 Emotional interference and consequences of pain.

A majority of the participants reported experiencing emotional interference as a result of their
chronic pain. Participants described a change in their mood when experiencing chronic pain.
Most participants described a complete change of mood when experiencing pain, with some
mentioning “not feeling happy”, “not enjoying anything”, and a need to be silent or alone once

their mood changes.

“Like uh, it [the pain] changes, it changes all my mood ....So, it’s like [ can’t, I can’t
do anything. I can’t cook, I can’t eat, like I can’t even do chores, chores whatever neh,

then I can’t even do intercourse with my, my partner...So, it’s completely interferes.

(IDI-Pain-A032-Age-42-Female)

“When I have it [the pain]? It troubles me. [ feel like I could just be silent...and not say
anything...Yes, just listen to this pain...I don’t become happy, I don’t laugh, I'm not
joyful when I have this pain on my chest” (IDI-Pain-A083-Age-42-Female)

Furthermore, a pattern in the data suggests that multiple participants have resigned to their pain.
While some participants express it as an acceptance of their pain, others seem to have given in
to the belief that there is not much that they can do about their pain and so it is just something

that is ‘there’.

“I end up saying it’s a pain I have to live with. I just accepted in the morning I’ll be
living with this kind of problem when [ wake up every morning. Ya...That’s what I will
do, but for now I take it [the pain] as if it’s my problem. Ya. I have to accept it until |
have a way to fix it.” (IDI1-Pain-J007-Age-30-Male)

“I: Do you pray about your pain?

P: Not really....Not really. Pain is pain... It’s not like things that they say to you or the
things that are happening to you....[The] pain it’s there, baba [man]....It’s just there.
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It strikes and you like “Yoh? what do I do next?”....So, it’s different to that ... the
feeling ... [It’s] a deeper feeling...So it’s different.” (ID1-Pain-A098-Age-26- Female)

4.5.5 Perceived pain prognosis.

Some participants reported feeling scared or worried about their future and experiencing

emotional distress due to their chronic pain. Participants reported feeling worried about the

effects that their pain would have on their lives in the future. Two participants expressed a fear

of the pain worsening as they age, while others expressed a fear of partaking in certain social

activities (like dating) due to their pain either worsening or later causing an interference.

“That pain is on the lung side. It can affect me in future and I'm still young. If it
continues this kind of pain in the chest... eish, anything can happen.” (IDI-Pain-J007-
Age-30-Male)

“Yoh® yoh! | ask myself where will [I] be at the age of 60 if I am already with
arthritis... It hurts, I won'’t lie, it really hurts.” (IDI1-Pain-A047-Age-35-Female)

“ It hurts because I am not sure, but someone told me I can’t have kids because with
my joint I can’t deliver properly. My ribs, my ribs can’t, I can’t be pregnant because of
my ribs, something like that. Yah, so that’s the other thing I am scared of dating because
maybe I won't be able to fall pregnant, also my weight is an issue” (IDI1-Pain-A047-
Age-35-Female)

“I: Oh, because of it [pain] you can’t really work?

P: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... [Iam] no longer going to use my feet to walk.” (ID1-Pain-J088-Age-29-Male)

Conversely, some participants reported feeling optimistic about the future in relation to their

pain. Many expressed a hope or belief that their pain would end, that they would ‘get better’,

that, it would be healed and that ‘things will go back to normal .

2 |n the context of the interview, this expression is used as an exclamation.
3 In the context of the interview, this expression is used as an exclamation.
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“Yoh, it hurts so bad man, like at this age, that is why | keep exercising because | keep

telling myself once I lose weight, I will be better” (IDI-Pain-A047-Age-35- Female)

“...Because I don’t want it [pain] to oppress me, because I still have the belief that |
will get healed and one day things will go back to normal.” (IDI1-Pain-A106-Age-27-
Female)

4.6 Theme 4: Disclosure of Chronic pain.

The prevalence of chronic pain disclosure was very high in this cohort. Participants reported
disclosing their chronic pain to their families and/or to at least one other person. This theme
describes the levels at which participants have disclosed their chronic pain; this includes the
full disclosure of chronic pain, detailed disclosure, and partial disclosure of chronic pain. The
reasons for their disclosure and non-disclosure are also described.

3.6.1 Full disclosure of chronic pain.

All participants reported disclosing their chronic pain to their families and/or to at least one
other person outside of their family. Participants in this cohort reported disclosing their pain to
multiple people. This includes their close family members, such as their mothers, siblings,
partners/ spouses, and children, as well as others that they were close to, such as their friends

and neighbours.

“Everybody knows. My mother, | have another sister, they are not staying with us. |
have two sisters, we are three. So, they are not staying with us. But | told them

everything about the pain. Even my neighbour. I told my neighbour.” (ID1-Pain-A047-
Age-35- Female)

“My friends...And my girlfriend.” (IDI-Pain-A074-Age-27- Female)

“All of them...My mom, my brothers they know ...Even my sister, even she’s not staying
with us...Uh. Yes, she [wife] knows. Even my son, he knows.” (IDI-Pain-J011-Age-36-
Male)
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While some participants would limit the disclosure of their chronic pain to those, they were
close to, others would disclose their pain to their co-workers, extended family members, and

healthcare providers.
“I:  Okay. Other than your family, your friends. Who else knows about your pain?
P: At work, colleagues” (IDI-Pain-J012-Age-24- Male)

“Ya, it’s my uncle and my nephew...l did, they know about it because whilst | was
admitted they come visit me at hospital, and even while | was recovering, they phoned
me” (ID1-Pain-J010-Age-46- Male)

However, there were some participants who, having already disclosed of their pain to their
close family members, chose not to disclose their pain to select friends and extended family

members.
“I:  Okay, | see. Uhm, so your friends do they know about your pain?

P: Mmh. Uh, they don’t KnOw ... they know that I have accident, but they don’t know
about my pains” (IDI-Pain-J011-Age-36- Male)

“I: Oh, ok, I see, uhm so | want to know, uhm, does your uncle know that you have this

pain

P: I didn’t tell him” (1D1-Pain-J074-Age-33- Male)

Furthermore, other participants who had already disclosed their pain to their close family
members and friends reported not disclosing their pain to any healthcare providers such as a

doctor or nurse.
“I: Oh, alright. (0.4)Did you told the doctor or a nurse about your pain?
P: No, I haven 't told them” (IDI-Pain-A008-Age-39- Female)

“I: Ok. Cool, other than your family and your friends, is there anyone else that you

have told about your pain you have?
P: No, no!

I: Even doctors or nurses? So, you haven't told ... spoken to anyone in the Health Care

System? Ok. Why?
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P: Idon’t know (chuckles) because when I'm having, going to [the] clinic or where just

here. I didn’t go anywhere, maybe clinic or hospital.” (ID1-Pain-J001-Age-34- Male)

4.6.2 Detailed disclosure of chronic pain.
Some participants reported providing detailed explanations of their chronic pain, including the
intensity or severity of their pain, to those they would disclose their pain to. This form of
disclosure included participants letting others know of their chronic pain and the intensity of

that pain.
“I: Did you tell her how much pain you have? I want to get clarity on that.

P: How much pain | have, yah. | do explain. Like my mom, [ think it’s as my friend also,
because | share everything with my mom and if I am not well, | have to explain, mom I
have this kind of a pain and it start in here, it goes to this side, back to this one, so, so
that she can understand, ”’( 1D1-Pain-A032-Age-42- Female)

“I: Ja. Ok. Uhm (0.4) ok I guess this, but, when you tell all the people about the pain?

Did you like tell them how bad the pain is, or you just told them that you just have pain?

P: 1 told them how bad it is! IDI-Pain-J001-Age-34- Male)

Interestingly, of those who would fully disclose the intensity of their pain to those around them,
it is important to note that only two of the seven male participants shared the intensity of the
pain they experienced while six of the nine female participants reported sharing this with those,

they disclosed their chronic pain to.

4.6.3 Partial disclosure of chronic pain.
While some participants would provide details on the severity or intensity of their chronic pain
to those, they would disclose their pain to, other participants reported being partial and selective
about the details of their chronic pain. This form of disclosure includes participants not
disclosing the intensity of their pain and giving vague descriptions of their pain to those who

would ask about their pain.

“I: And you told him how much pain?
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P: No Ididn’t, I just told him I am in pain a lot so I decided to go to sleep but he must
get me a grandpa and water.” (IDI1-Pain-A005-Age-40- Female)

“I: Mmm, oh ok. Alright your neighbour as well, did you tell them, did you just tell them

that you’ve got pain, or did you tell them how much pain you have?

P: No, I just tell them that I do have a pain, it’s just I didn’t describe to them, but like

I'm not feeling well, like there’s a pain that’s been coming every day like continuously,

yah.” (IDI-Pain-A032-Age-42- Female)

When asked why they would not fully disclose the details of their chronic pain, participants

cited multiple reasons. Some participants reported not wanting to “stress” and worry those

they were disclosing to, while others “did not see the need” or find it necessary to share this

information with others.

“Like I didn’t want to stress her a lot, so | told her that, like, there is pain. So like |
think that it’ll go away. So it hurts but I didn’t tell her it hurts how much because she
saw me continue with my life well ... I told just told her that just I have pain here because

1 didn’t want to stress her. She would’ve said go to the clinic by force, so I told her it

hurts only.” (ID1-Pain-A074-Age-27- Female)

“No, I don’t tell him because I don’t think it’s necessary, mm...Uh, they believed me
when I told them I have a pain. So I don’t see the reason to tell them the pain is very

much” (ID1-Pain-A008-Age-39- Female)

However, one participant who also chose not to fully disclose their pain to their family

members reported experiencing emotional distress as a result of the non-disclosure. Participant

IDI-Pain-A098-Age-26- Female chose not to disclose her pain to her family members due to

a fear that this news would cause them to become “heartbroken”. However, her family

members not knowing about this part of her life causes her a lot of emotional distress.

“It doesn’t feel okay at all cause there’ll be a time when I'm gonna relapse. And they
have to know about it, so, I'm just scared that what’s going to happen to them?... Yeah,
cause uhm, the only person that I can say ['m attached to is my grandmother. I don’t

have parents, so, 1'm left with only my sisters, but they live very far. But letting my
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grandmother know about this, she’s gonna be very heartbroken and she’s very
sensitive. She’s old mind you, she’s over a hundred and imagine telling her such a thing.
Her heart is very fragile. I'm sad, I'm very disappointed that they don’t know about
what’s happening about my life and there’s nothing I can do. It’s either I save her, or |
kill her. I'm afraid to tell her cause if I tell her, it’s gonna kill her. So, it’s good that
she doesn’t know but when I see her my heart, it’s really sore.” (IDI1-Pain-A098-Age-
26- Female)

4.6.4 Reasons for disclosing chronic pain.
Participants in this cohort reported multiple reasons for disclosing their chronic pain. These
reasons varied from participant to participant. Some participants reported disclosing their pain
to those around them as a precautionary measure. These participants reported disclosing their
pain so that those around them would know what to do “if there’s an emergency” or if

“something would happen”.

“Unless maybe something can happen, they know that I told them about the pain...They
will know what to do maybe they can call er the ambulance or they can take me to the

Doctor or something or hospital” (ID1-Pain-A005-Age-40- Female)

“So if there’s an emergency, they tell them that no, your child it’s been admitted to,
send to the hospital or to doctor what'’s the problem, like it must [be] simpler recognize
[remember]oh ok she told me about this pain. No matter she didn’t, she doesn’t know
what'’s the cause, what, she’s not a doctor...But she’s alert. That ok my daughter today
she’s having problem with this. So if the emergency came and then they say your child
is in hospital, or she’s been admitted in hospital. she is more alert than not knowing

anything. ”’( 1DI-Pain-A032-Age-42- Female)

Additionally, participant IDI-Pain-A083-Age-42- Female further explained that the reason for
their disclosure is so that those close to them would know “the cause of death” if they were to

die from their chronic pain.
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“I do it because whatever happens...They should know that I was suffering from pain.
I want her to know....My mom, my mother, she must know everything about me....I
should not hide anything from her...I can’t, why should I hide? If I'm sick? But she’s
supposed to know.... (Laughs) how can...maybe I die...Should I die, what will she say
the cause of death was?” (ID1-Pain-A083-Age-42- Female)

Furthermore, some participants reported the reason for disclosing their pain being due to
“needing help”. Therefore, these participants would disclose their pain in hopes of getting help
from those around them. Interestingly, these participants were mostly male.

“Uuuh, the reason I tell them I was needing help. Like “eish, errr, as you know, I've
been injured years back, I do have this kind of pain,” ya. So errr, I can say I was
needing help from them... that I need help to go to private hospital and then help me
to...to do an operation and check what is it inside this hand because | do feel pain
always since I’'ve done the operation at the public hospital. So maybe they can help me.
Private hospital is the one that can help because they are much concerned... if there is
something like this, then they would help and make sure that you become well ... But
as | told them, nobody was concerned about that. They all said you must be on your
own bruh... [no one] seems to care about that because there was not any response since
then ” (IDI-Pain-J007-Age-30- Male)

“Because I feel the pain, It’s the pain, because I'm bothered by this knee wherever I
go, she buys me the pills and sends someone, someone must come in there at home, give
the pills and give another pills” (ID1-Pain-J074-Age-33- Male)

Other participants reported the reason why they had disclosed their pain to those around them,

mainly their families, being due to them not wanting to be perceived 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.” (ID1-Pain-A047-Age-35- Female)

“Ja. I told them because they started to see ... doing lazy like, I was like to them I was,

I was reflecting as I was lazy but worse, I was not lazy because I was ... had this
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problem because of this problem. So I, I didn’t manage to do other ... some of the other
jobs they are sending [me] to, to do. Ja. So, they started to ask;, “why ... what is the
problem with you. Why don’t you do this and this, this because we are asking you to do
them?” Then I told them about the problem I'm facing right now that, no this is the
problem I'm facing. I have scoliosis problem” (IDI-Pain-J088-Age-29- Male)

Another participant, IDI-Pain-A098-Age-26- Female, reported disclosing their pain to their
boss at work so that they would understand if they have a pain experience while at work or if
they might need to get days off from work.

“I: why did you tell your boss about your pain?

P: Uh ... cause I felt it’s chronic sometimes. 1 felt it is chronic....Cause it happens, in
most days, either I'm off, in or working. Sometimes | go back to work whilst in a
pain...So, I had to tell her that; “You know what ... I think I'm experiencing this kind
of a thing...and please bear with me”. And I ask for a few minutes....and let me sit for
a bit and chill and to know that I ... I'm good at what I'm doing...So, obviously, they
had... they had to give it to me.”( IDI-Pain-A098-Age-26- Female)

4.7 Theme 5: Reactions to pain disclosure

This theme describes the reactions participants received from those they disclosed their pain.
Participants in this study reported receiving varying reactions from those they chose to disclose
their pain. While some participants reported receiving positive reactions, other participants

received negative reactions which led to them feeling hurt.

Most of the participants reported receiving positive reactions from their family members when
they disclosed their chronic pain. Where the family members and/or the person they disclosed
their pain to would comfort them, ask them further questions about their pain or ask them how
they are managing the pain, and/or offer them advice and help.

“She asked me that you took some tablets ?” (1D1-Pain-A005-Age-40- Female)
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“Uhm, very comforting. Very comforting about it... Talking, that they can see that I'm
not well, that I'm not fine. It will be fine; I should get the medication. I should consult,
things like that” (ID1-Pain-J010-Age-46- Male)

Conversely, some participants reported receiving negative reactions from their family members
when they disclosed their chronic pain. Where the family members and/or the person they
disclosed their pain to would express feeling “scared” about the participant’s condition.
Family members or individuals to whom participants disclosed their pain often cried, possibly
due to concern for the participant.

“Oh, she was scared” (IDI-Pain-J074-Age-33- Male)

“P: Because they are too young, they are not sharp like that; but the older one was too
afraid when I told her that when I have a problem like this and that ... and she said why
mama, are you sick serious. | said to her I am not sick serious; | am just talking because
nowadays life is not good. You can hear people saying that person who was crying
about a headache two minutes she is gone.

I: And the eldest you said she was scared?

P: Yes, she was scared when | explained to her about that. She was scared because with
us black people we believe in witchcraft. | think maybe she was afraid of that. | told her

there is no one who is witchcrafting me” (IDI1-Pain-A033-Age-39- Female)

Participant IDI-Pain-A032-Age-42- Female, reported that seeing her family members cry left

her feeling “like [her family members were already] mourning [her death] ”.
“I: How did your kids react?
P: Oh, they were crying... There were tears all over their face,
I: How did that make you feel?

P: Painful, so I did feel like you know, I'm dying now. Why all these people are crying
with me like these

I: Oh, you felt like they were mourning you?
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P: Yes. They were mourning me. They were saying oh our sister is going down...They
were saying that ...I thought that like they were saying ooh our sister is going down
now. Yah going down now, it is going to the grave now,” (IDI-Pain-A032-Age-42-
Female)

Furthermore, participant IDI-Pain-J007-Age-30- Male, reported receiving a negative reaction
from his family members when he disclosed his chronic pain. This participant reported feeling
as though none of the family members he disclosed his pain to were “concerned about [his
condition] ” as none of them offered him help. This reaction left the participant feeling hurt and

possibly alone.

“But as | told them, nobody was concerned about that. They all said you must be on
your own brother. ...[no one] seems to care about that because there was not any
response since then... You know I was just telling them to know what I'm experiencing,
and then I need help, coz (because) there are so many things ... but if I come across
things in life and I can’t come to them... “I do have this problem, then I need help”,
but they seem to be concerned about their families, coz (because) my sisters already
have families. Unfortunately, I don’t have a big brother, I'm a big brother myself, but
I do have sisters. And they 're wealthy, they have everything, but talking about ...It’s
just ... there’s nothing they do after that. Ya.” (ID1-Pain-J007-Age-30- Male)

Other participants reported that their family members and/or the person they disclosed their

chronic pain to were “shocked” or “surprised” when they found out about the pain.

“She was surprised, maybe shocked at this age, this pain is for older people. Yah she
was shocked and sad” (ID1-Pain-A047-Age-35- Female)

“Oh, they were like shocked, they were like shocked, wow. Okay, really? Yes, but they
took it easy like easy, not that much serious.” (ID1-Pain-J088-Age-29- Male)

4.8 Theme 6: Benefits of disclosing pain

This theme describes the benefits of disclosing pain. Participants reported how disclosing their

pain to those close to them has benefited them.
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A majority of the participants reported feeling relieved after disclosing their chronic pain to
their close ones. Most participants reported feeling “better”, “good”, “free”, and “relieved”

after disclosing their pain.

“When I tell him, I was free...1I feel free, and I feel good.” (IDI-Pain-A008-Age-39-

Female)

“Oh, also hurting but I also, it’s a hurting side neh but also relieved that they know

something about me and I'm their mother, they have to know. Yah, there’s no one who

can know me better than them.” ( IDI-Pain-A032-Age-42- Female)

“I feel at least better when I told them because they know. It’s not like when I keep
quiet!” (ID1-Pain-J001-Age-34- Male)

4.9 Theme 7: Social support

The final theme describes the different forms of social support employed both by the
participants and their support system (which consists of their family members, friends, and
neighbours). The main form of social support identified by participants in this cohort is

instrumental support.

4.9.1 Instrumental support.

The majority of the participants reported receiving instrumental support from their support
system. This form of support consists of participants receiving physical assistance from their

friends, family members, or other close ones.

Some participants reported receiving physical assistance from their family members when they
experienced severe or intense pain episodes. As an example, participant IDI-Pain-A083-Age-
42- Female, describes her mother coming to cook for her and helping her take her medication.
Furthermore, participant IDI-Pain-A047-Age-35- Female describes her family members

feeding her, lifting her, and helping her when she could not walk.
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“My mother comes to help me out. She cooks...She helps me take my medication...To
seeif I eat... Take my medication and then take care of the child” (ID1-Pain-A083-Age-
42- Female)

“I: Mm oh ok. Uhm, can you tell me more about that day when you couldn’t do any
activities neh, what kind of help did you get from your family? | know you said they
were feeding you,

P: They were helping me... They took me to the toilet to uhm relieve myself. They lift me

up so that I can watch TV, yah, slept on the sofa.” (IDI-Pain-A047-Age-35- Female)

Furthermore, two other participants reported receiving physical assistance during a pain
experience as well as assistance in managing the pain. Participant IDI-Pain-A032-Age-42-
Female describes receiving physical assistance from her co-worker when she had a severe pain
episode while she was at work. Participant IDI-Pain-J012-Age-24- Male describes receiving
assistance from his brother whenever his shoulder gets dislocated. His brother would help him

“put it back”.

“So she came there and then she asked me like what’s wrong, I was not in the mood
like the way the pains hit me, I was like I'm losing breath, like I can’t be able to talk,
like I was shaking, like feeling dizzy ... Then the colleague takes me to the canteen, where
we eat like... Then they put me there, he gave me some water, then to like to drink cause,
just because I wasn’t able to talk like she was thinking like maybe I get the water then
maybe | will be more better than like I can tell what’s happen. So like she gave me those

water, then I drink the water then I ask her to give me my tablets in the bag,” (IDI-
Pain-A032-Age-42- Female)

“P: My little brother knows that. Okay. Whenever I have a dislocation, he Knows
where to start. Like stretching ... so whenever he is not there. | do it by myself

I:  Okay. So there was a time when it was bad and he helped you?
P: Yes

I:  Tell me about that time, then.
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P: Okay. | was sleeping, he was in his room. And whenever ... okay | slept, whenever |
slept, I stretched my hand like this (Shows him). Yeah, this shoulder dislocated inside.
...50 | called him, and he came up. Actually, there is no ceiling, like we have two rooms
there are no ceiling. So he actually ... cause I couldn’t go even to the door and open the
door. He jumped to my room...And then he came in, then he tried to help me. Asked
what to do and then I was like; it’s out again since after the hospital. And then he says,
what must | do? Then | said, doctors did this and this and then he normally did that.”
(ID1-Pain-J012-Age-24- Male)

Additionally, these participants were able to recruit these four forms of social support because
they were willing to ask for help from those in their social circles. However, some participants
were not willing to ask for help. These participants cited finding it hard to ask for help, not
wanting to bother others, and feeling less than for asking/receiving help from others as the

reasons for not asking for help.

“And me [if] I have a problem. I don’t want to have a person ...[I have a] Hard time
to ask a person something .”” (IDI1-Pain-A033-Age-39- Female)

“It’s been a long time now since | asked [for help]. Lately, at home, I don 't tell them, I
just leave it, the only person I bother is my sister, actually when | want my own things,
but I just don’t bother them.” (IDI-Pain-A083-Age-42- Female)
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Chapter 5: Discussion

This chapter presents the discussion of the results presented in the previous chapter. This study
aimed to explore and interpret how HIV-negative people living with chronic pain perceive their
personal experiences with chronic pain and the impact it has on their lives. Within this
overarching aim, the study also aimed to explore and gain an understanding of participants’
perceptions about their experiences of prolonged pain, explore participants’ perceptions about
the impact chronic pain has on their physical activity and explore participants’ perceptions
about the impact that disclosure or non-disclosure of their pain has on the social support
recruited and received. This was achieved through a thematic analysis of in-depth interview
data where seven themes were identified: pain as a multifaceted experience, participants’
typical physical activity, pain interference, disclosure of chronic pain, reactions to pain
disclosure, benefits of disclosing pain, and forms of social support. Together these themes
illustrate the subjective and multifaceted nature of chronic pain experiences; which includes
physical, psychological, and social elements (Crowe et al., 2017; de Villiers et al., 2015; Engel,
1977; Pillay et al., 2014; West et al., 2012).

5.1 The nature of pain

Participants in this study used descriptions that alluded to the quality and persistence of the
pain they felt, the location of the pain, the varying causes of their pain, and the strategies they

used to manage their pain as a way of describing their experiences of chronic pain.
Characteristics of pain.

Several participants described their experience of pain as one that has unpleasant and
uncomfortable sensations; words such as “stabbing”, “burning”, and “cutting” were used to
describe the sensations they felt when the pain appeared. These descriptions align with the
findings from Yam et al.’s (2018) systematic review, which suggests that sensations of pain
are linked to actual or potential tissue damage- with each sensation acting to notify the brain
of potential and/or further damage through the activation of receptors in the brain/body.
Therefore, the perception of certain sensations is often associated with specific types of pain.
This study’s findings align with these results, as the types of sensations reported by the
participants in this cohort correlate with the specific types of pain described by Yam et al. As

an example, neuropathic pain, which is commonly described as an injury or impairment to the

49 |Page



nerves, is often associated with the sensation of ‘burning’ (Finnerup et al., 2016; Yam et al.,
2018). ‘Stabbing’, on the other hand, is frequently associated with nociceptive pain which is
pain that is activated upon the stimulation of receptors in response to actual or potentially
harmful stimuli- also indicating potential local damage (Yam et al., 2018)However, this
research cannot comment on the types of pain experienced by the participants in this cohort as
the researcher did not have access to the medical records detailing the medical causes of their
pain. Nevertheless, it can be said that the sensations described by the participants contribute to

their nuanced experience of pain.
Temporality of pain.

This theme alludes to the idea that chronic pain extends beyond a singular moment; it unfolds
and persists throughout an extended duration of time. Furthermore, it highlights the
unpredictable nature of chronic pain. According to Fillingim et al (2016), the temporal features
of chronic pain suggest that pain is episodic as it often comes and goes and often varies in
intensity and duration. These findings were also evident in this study’s cohort. Therefore, the
findings from this study align with the multiple descriptions and definitions found in the
existing literature on chronic pain (Crowe et al., 2017; Joelsson et al., 2017; Kamerman et al.,
2020; Pillay et al., 2014; Silva et al., 2011; West et al., 2012).

Multiple pain sites.

Furthermore, similar to what has been reported in several other studies, several participants in
this cohort reported experiencing pain in multiple areas of their body. For some participants,
the pain would be experienced at multiple sites simultaneously, and for others, the pain would
be felt at different times in the different body parts. Most participants reported experiencing
pain in at least two separate sites on their bodies. According to a systematic review by Parker
et al (2014), several studies that investigated pain in people living with HIV reported that pain
presented at multiple pain sites at varying intensities. This finding suggests the possibility of
multiple differing pathological processes contributing to the pain at the same time (Engel,
1981; Parker et al., 2014). Furthermore, with multiple pain sites, the possibility of the presence
of nociplastic pain is even higher; where nociplastic pain refers to a type of pain that occurs
when the central nervous system becomes hypersensitive, causing pain even in the absence of
obvious injury of tissue damage (Kosek et al., 2021). These observations are crucial as they
highlight the complex and multifaceted nature of chronic pain. The prevalence of pain at

multiple sites emphasises the need for a comprehensive approach to pain assessment and
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management. However, as mentioned above, this study cannot comment on the types of pain
experienced by the participants in this cohort as the researcher did not have access to the

medical records detailing the medical causes of their pain.
Perceived causes of pain.

Participants in this study identified five different categories of pain causes they believed were
the causes of their chronic pain. These categories were: physical injury, work-related cause,
stress, linked to other illnesses or chronic conditions, and linked to inherited conditions. The
interpretation of these results suggests that individuals’ perceptions of pain causation are
multifaceted and influenced by a variety of factors, both physical and psychological. Physical
injury was the most common cause identified by a majority of the participants. Other
participants reported believing that the cause of their pain was linked to the activities they took
part in at work. These activities include lifting heavy objects, standing for long periods, and
other repeated actions. Additionally, other studies had identified similar beliefs of ‘work being
injurious’ among European and Australian populations, however, these studies also found this
belief and the fear of re-injury at work to be predictors of failure to return to work (Bunzli et
al., 2017; Van Hecke et al., 2013). No evidence of a similar relationship was found in this
cohort. This divergence could indicate cultural or systematic differences in how chronic pain

is managed and perceived in the workplace for this cohort.

Participants identified stress to be the cause of their pain. For some participants, this stress was
often linked to their ‘work” where participants cited “thinking too much” as the cause of their
pain. This idiom or phrase, which is used worldwide but often in non-European and non-
American contexts, is used to refer to one’s “ruminative, intrusive, and anxious thoughts”
(Kaiser et al., 2015, p. 170). Individuals often use this idiom to “reflect aspects of experience,
distress, and social positioning” (Kaiser et al., 2015, p. 170), including economic vulnerability.
Furthermore, other participants cited unemployment or “not having work” as the cause of their
pain. These reports suggest that participants in this cohort experience environmental,
psychological and economic stress (Clauw et al., 2020; Mickle et al., 2020), which, according
to Roditi & Robinson (2011) and Chou et al (2016), may exacerbate and help maintain chronic
pain. These findings highlight the complex interplay between mental stress and physical pain,
emphasising the need for a holistic approach to pain management and treatment that addresses

both the psychological and socioeconomic factors contributing to chronic pain.
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Pain management strategies.

The findings in this theme were similar to what was found in other South African cohorts of
people living with both chronic pain and HIV (de Villiers et al., 2015; Mohale, 2021;
Ratshinanga, 2022). More similarities can be found between the findings from the South
African pain and HIV studies and those of a pain and HIV study conducted in America.
According to Uebelacker et al (2022), fair use of both pharmacological and non-
pharmacological methods was used by participants to treat/manage their pain. It is interesting
to see that people from different pain populations utilise more or less the same strategies for
pain management regardless of HIV status. This is especially interesting when you take into
context the limited pain management resources and medicines in most rural communities in
South Africa (Dekker et al., 2012; Igumbor et al., 2011a) where healthcare facilities often run
out of medication and patients were often given non-opioid analgesics when they were
available- which is vastly different for patients in a country such as the United States of
America (Dekker et al., 2012; Yang et al., 2020). Therefore, this difference in availability of
resources and medicines in most rural communities may explain why participants in this cohort
favoured the use of the mentioned non-pharmacological methods, especially, when managing
an episode of severe/ intense pain over the use of pharmacological methods. Additionally, the
use of non-pharmacological methods and self-treatment are highly prevalent in rural areas
(Eaton et al., 2018), which may also explain this cohort's preference for non-pharmacological

methods when treating pain.

However, it is worth noting that a majority of the participants in this cohort reported not
disclosing their pain to healthcare providers and of those that did disclose their pain, those
participants reported receiving adequate treatment and care. And so it can be argued that
disclosure or non-disclosure of pain affects the perception one may have about the pain

management resources and help available to them.

5.2 The impact of chronic pain on physical activity

A quantitative study by Wadley et al. (2016) on chronic pain and physical activity in a South
African HIV-positive population found objective data revealing that individuals living with
chronic pain engage in physical activity at the same level as those without pain. Through a
qualitative exploration, this study had similar findings. Participants in this study reported being

physically active on a daily basis. Most participants reported engaging in daily household
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chores. Participants reported doing these chores every day, even on the days they go to work.
Furthermore, participants reported still being able to partake in their daily activities even on
the days when they would experience pain. However, on the days when the participants would
feel more pain or ‘bad’ pain; participants reported small changes or no change in the activities
they participated in on a daily basis. Thus suggesting that there may be little to no difference
in physical activity between people living with chronic pain and those living without pain
(Parkeretal., 2017; Wadley et al., 2016). Furthermore, the findings from this study also support
similar findings from studies such as Mohale (2021) and Ratshinanga (2022) who also both
found qualitatively little to no difference in physical activity between HIV-positive people
living with pain and HIV-positive people living without pain. This is interesting as it suggests
that South African chronic pain populations deviate from the current understanding in the
literature that suggests that people living with chronic pain tend to be less active (Joelsson et
al., 2017; Vader et al., 2021).

A potential reason for this continued activity despite pain emerged from the data on work.
Participants in this cohort reported continuing to work, including participants who reported
working in environments that required them to partake in physically demanding activities,
despite experiencing chronic pain. A majority of the participants reported financial motivations
as the reason for continuing to work. Participants cited having a fear of being replaced at their
workplace (unemployment), feeling like they do not “have a choice”, or feeling that they can
“maintain” the pain. These findings support the idea that financial stresses in African pain
populations may compel people living with chronic pain to conceal their pain and continue
with daily activities, despite experiencing persistent pain (Chou et al., 2016; Reardon et al.,
2023; Uysal & Lu, 2011; Wadley et al., 2016). Thus suggesting that a relationship between
chronic pain, physical activity, and economic stress exists (Mickle et al., 2020; Niederstrasser

& Attridge, 2022) in both HIV-positive and HIV-negative South African pain populations.
Pain interference.

Even with most participants reporting little to no difference in physical activity regardless of
their pain, participants still reported experiencing physical, social, and emotional interferences
while living with chronic pain. With regard to physical interference, some participants
described experiencing intense pain episodes that occasionally limited or paused their physical
activity. These participants reported feeling limited in the activities they can participate in
including not being able to bend, sit for prolonged periods, or walk when experiencing intense
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pain. This finding is significant as it corroborates existing literature that suggests people living
with chronic pain often experience physical limitations when performing daily activities
(Dansie & Turk, 2013; Joelsson et al., 2017; Vader et al., 2021), emphasising the pervasive
impact of chronic pain on physical function. According to Vlaeyen et al (2016), pain is
interruptive by nature. When pain is intense it is likely to interrupt not only the physical
performance but the cognitive performance of an individual as well. Participants in this cohort
reported experiencing similar interruptions, highlighting the need for comprehensive pain
management strategies that address the full spectrum of chronic pain’s disruptive effects on

individuals’ lives.

5.3 Disclosure of chronic pain and social support

Wadley et al.’s (2016) study on chronic pain and physical activity in a South African HIV-
positive population found that a proportion of their participants weren’t disclosing their pain to
people close to them. Contrary to those findings, this study found chronic pain disclosure to be
very prevalent in this cohort. Participants reported disclosing their chronic pain to their families
and/or to at least one other close person. However, some participants were selective about the
details of their pain when disclosing it to their close ones. Similar to the findings of Uysal &
Lu’s (2011) study on chronic pain and self-concealment-conducted on American
undergraduate students with diagnosed and undiagnosed chronic pain, the participants in this
study often chose to disclose their pain but would conceal the details about the intensity or
severity of their pain from those they have disclosed their pain to. These participants cited
multiple reasons for this self-concealment, including not wanting to “stress”” and worry those
they were disclosing to, not “seefing] the need” or finding it necessary to share this
information with others. Additionally, some participants reported experiencing emotional
distress as a result of concealing the details of their pain from their close family members.
According to Uysal & Lu (2011), self-concealment of chronic pain was “associated with higher
levels of self-reported pain and lower psychological well-being, independent of disclosure of
feelings regarding pain” (p. 606). Therefore the findings from this study allude to a possible
similarity of how self-concealment of pain may result in lower psychological well-being
(Franqueiro et al., 2023; Uysal & Lu, 2011). Unfortunately, this study cannot make definitive
conclusions on whether this is true for this cohort as the researcher did not have access to any

psychological well-being assessments, such as depression and anxiety, for this cohort.
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Reasons for disclosing chronic pain and the benefits of pain disclosure

Participants in this cohort reported multiple reasons for disclosing their chronic pain. While
these reasons varied for every participant, common reasonings for participants' disclosure of
their chronic pain included disclosing pain as a precautionary measure, disclosing to ask for
and receive help from others, and disclosing pain to gain understanding from others. These
findings are similar to what has been reported by Mohale (2021) and Ratshinanga (2022) for
pain disclosure among the HIV-pain South African population. This similarity in findings
suggests that there may be cultural or societal norms influencing the decision to disclose pain.
After disclosure, most participants reported feeling relieved. Participants described feeling
“better”, “good”, “free”, and ‘“relieved” after disclosing their pain. Interestingly, both
participants who completely disclosed their pain to those they are close to and those who chose
to conceal certain details about their pain to close others reported experiencing the same feeling
of relief. The common feeling of relief reported by participants suggests that disclosing pain
can be a significant emotional and psychological release. Indicating that carrying the burden of
chronic pain in silence may have a profound impact on an individual’s mental health. However,
it can be also argued that these feelings of relief are linked to the reactions that participants

receive from close others when disclosing their chronic pain.

Reactions to pain disclosure.

Participants in this study reported receiving varying reactions from those they chose to disclose
their pain. While some participants reported receiving positive reactions, other participants
received negative reactions which led to them feeling hurt. According to Uysal & Lu (2011),
the reactions of close others to an individual’s disclosure are far more critical than those of any
other people. These reactions may influence the level at which individuals may conceal or
disclose the details of their chronic pain to others (Franqueiro et al., 2023; Uysal & Lu, 2011).
Nevertheless, most participants in this study reported receiving positive reactions from their
family members when they disclosed their chronic pain. Where the family members and/or the
person they disclosed their pain to would comfort them, ask them further questions about their
pain or ask them how they are managing the pain, and/or offer them advice and help. According
to De Ruddere & Craig (2016), friends and family members of individuals living with pain are

likely to exhibit less stigmatizing behaviours towards them; this often results in them
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expressing empathy towards those living with pain. Instead, it is often observers and people
outside of one’s in-group that are likely to exhibit stigmatizing behaviour, including negative
reactions to an individual’s disclosure of pain. Conversely, some participants in this cohort
reported receiving negative reactions from their family members when they disclosed their
chronic pain. Where the family members and/or the person they disclosed their pain to would
express feeling “scared” about the participant’s condition. For most of these participants, the
family members and/or the person they disclosed their pain to would cry, perhaps out of worry
for the participant. These reactions may then lead to participants experiencing emotional
distress and/or worry for those they disclosed their pain to (Franqueiro et al., 2023); it may also
lead to them choosing to conceal certain details about their pain from those they already
disclosed their pain to. Furthermore, these findings were similar to the findings of Wakefield
etal’s (2021) study on chronic pain and concealment among adolescents in the United States
of America with diagnosed chronic pain. Where Wakefield et al (2021) found that to avoid
similar reactions from close others, adolescents would conceal their pain symptoms to avoid

feeling like a social burden to their friends and family members.

Social support.

It can be argued that, for participants in this cohort, full disclosure of chronic pain was
motivated by the need for social support. As discussed above, participants' reasons behind their
disclosure included disclosing to ask for and receiving help from others and disclosing pain to
gain understanding from others. Therefore, participants in this study were able to recruit
different forms of social support from their support system (which consists of their family
members, friends, and neighbours). The main form of social support identified in this cohort
was instrumental support. Participants reported being able to ask for help and receiving support
from those close to them. The recruitment of social support was reported to have important
beneficial effects on the physical and mental health of those living with chronic pain
(Franqueiro et al., 2023; Vlaeyen et al., 2016). However, since the prevalence of chronic pain
disclosure was very high in this cohort, with all participants reporting disclosing their chronic
pain to their families and/or to at least one other person outside of their family, it is difficult to
determine the impact that non-disclosure of chronic pain may have on the social recruitment of
support in this cohort. Nevertheless, it is important to note that regardless of the level at which

participants disclosed their pain, every participant reported having at least one person who was
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their pain, and every participant reported having at least one person aware of their pain, making

it possible for them to seek support from that person when necessary.
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Chapter 6: Limitations, Implications and Recommendations

6.1 Limitations

This study has some limitations. The study’s use of pre-collected/secondary data limited the
researcher's control over the data collection process and thus the data that was analysed. This
led to some challenges where the researcher had insufficient information to address some
questions throughout the research process. Additionally, the lack of access to medical records
to confirm the types of pain experienced by participants restricted the ability to draw definitive
conclusions about the causes and nature of their pain. Furthermore, this study’s limitation to
account for the depression and anxiety levels of the sample limited the conclusions that the
study could make about the psychological well-being of the participants. Although the sample
size was adequate for a qualitative study, the data were collected from one site (the Ndlovu
research centre) in rural Limpopo; this hinders the generalisability of the study’s findings and
limits them to the context in which the data was collected; due to a possible under-
representation of sub-groups in the larger population of South Africa. It also does not account
for gender discrepancies in any detail. Furthermore, the use of Thematic analysis allowed for
a rich descriptive interpretation of the data, however, due to its flexibility, another researcher

could have different findings to that of this study.

6.2 Implications

The findings of this research may have significant implications for policymakers, healthcare
providers, and the design of pain management interventions. Policymakers can incorporate
these findings into the development of workplace health policies; taking into consideration the
complex nature of chronic pain. This may result in the establishment of workplace regulations,
such as flexible working arrangements and economic support systems, that foster a healthier
work environment and support for those living with chronic pain. Furthermore, the findings
suggest the necessity for multidisciplinary, holistic, pain management programs that take into
consideration the cultural and socio-economic differences that may exist in the different
populations they will be implemented in. Lastly, the findings highlight a need for empathetic,
patient-centric care that encourages communication between the healthcare provider and the
patient.
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6.3 Recommendations

Based on the findings and limitations of this study, future research should consider measuring
depression and anxiety as the intertwined relationship between chronic pain and depression
and anxiety is already known. Additionally, future research should aim to include a larger and
more diverse sample size, possibly collecting data from various areas in South Africa, to
enhance the generalisability of the findings. Finally, future research should consider
investigating chronic pain with gender at the forefront of the research questions. By doing so,
researchers can uncover the nuanced ways in which chronic pain manifests and is experienced

differently across gender lines.

Conclusion

This study demonstrated the multidimensional nature and impact of chronic pain. For HIV-
negative men and women living with chronic pain in rural South Africa, chronic pain was
understood and identified by the intensity or severity felt, the frequency and length of time it
would be felt, and the location on one’s body it would be felt. This pain was not associated
with age or gender but was linked by participants to varying causes, including physical injuries
and psychological and financial stress. In accordance with some existing data, HIV-negative
people living with chronic pain reported similar physical activity levels to those without pain.
This may be attributed to the economic and financial stressors that motivate people living with
chronic pain to continue with their physical activities despite their chronic pain. Furthermore,
the prevalence of chronic pain disclosure was very high in this cohort. Therefore, participants
reported being able to recruit different types of social support from close ones they have
disclosed their pain. Overall, there are some similarities in the experience and impact of chronic
pain for people living with pain and HIV and HIV-negative people living with chronic pain.
However, this study’s findings suggest that economic stressors may be the biggest influential
factor in how pain is experienced between any two pain cohorts; determining whether one can

afford to limit their physical activity long enough to recover or not.

This research therefore contributes to the qualitative knowledge on the relationships between
pain, physical activity, and the seeking of social support by HIV-negative people living with

chronic pain in a South African context.
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Appendices

Appendix A: Theoretical Framework
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(Fig 1): Engel, G. L. (1981). The clinical application of the biopsychosocial model. 6(2), 104
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Appendix B: Interview guide (In-depth interview and BPI talk-aloud)

In-depth Interview guide for Non-reactive with Pain

The following interview guide, drawn from grounded theory, will guide the interview:

Different sections will be asked according to the HIV and pain statuses of the participant.

B1. For all participants:

1.

2.

How long have you been living in your community?
What is it like to live in your community?

How easy or difficult is it to find a job there?
Tell me about your friends? What do you talk about with your friends?
How do people help when things get difficult?
Tell me what you think about the health care system here.
what do you think about the service you receive at the clinic/hospital?
What do you think about the nurses, doctors and other service providers?
Could you describe a typical day for you?

What would you do on a normal day? How busy is it?

B3. For those with pain

1.

Tell me about your pain?

When did it start?

What does it feel like?

How would you describe it?
How often do you feel the pain?

What do you think is the cause of your pain?
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3. What do you do to relieve the pain? e.g. medications, activities/rest.

4. Tell me about the things you are still able to do even when the pain is bad.

5. Tell me about a day you were unable to do any activities when the pain was bad.

6. Tell me about a time you were able to ask for help when the pain was bad.

7. Who in your family have you told about your pain?

a. For those people you told, did you tell them just that you had pain, or how much pain
you have?

b. What were your reasons for telling them about your pain?

C. How did they react when you told them about your pain?

d. How did it feel to tell them?

8. Who else have you told about your pain? (probe about spouse/partner, friends, priest
a. For those people you told, did you tell them just that you had pain, or how much pain
you have?

b. What were your reasons for telling them about your pain?

C. How did they react when you told them about your pain?

d. How did it feel to tell them?

9. If you have not told anyone, can you tell me why you didn’t tell them how much pain
you were in?

I How did it make you feel not being able to tell them the full extent of your pain?

10. Have you told a doctor or nurse about your pain?

a. Please tell me how that went?

b. Were you able to tell them how much pain you had or just that you had pain?

I How do you think they were they able to help?

C. If you couldn’t tell a doctor or nurse, please tell me:

Why you didn’t tell them?
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ii. Why you didn’t tell them how much pain you were in?
11.  Talk aloud of the Brief Pain Inventory interference scale

I’m going to ask some questions about how much your pain interferes with everyday activities,
your mood and so on. There is a scale from 0, the pain does not interfere with this activity at
all’ to ‘10, pain completely interferes with this activity’. I’m then going to ask you to tell me a
little bit more about what that means for you and why you gave the question that particular

Score.
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