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Abstract 

Within the conceptual framework of ‘medically-ill-defined’ conditions, this article focuses on the 

experiences of ‘diagnosis’ through a narrative analysis of fibromyalgia (a chronic musculoskeletal pain 

disorder) in South Africa. In-depth interviews were used to collect narratives from 15 participants. The 

findings show how the contested and confusing experience of fibromyalgia diagnosis can be 

understood, by viewing the interactions that patients have with their practitioners, families, peers and 

colleagues. The currency of fibromyalgia as a diagnosis and the inequalities present in the South 

African health care system characterise the experiences of symptom recognition, diagnosis and 

treatment. The analysis reveals how those living with fibromyalgia search for diagnosis, and struggle 

to maintain legitimacy for their experience in the complex constellation of porous symptoms that 

appear infrequently. The findings of this study confirm the existing evidence that shows fibromyalgia 

to be a challenging illness experience, which is attributed to the lack of clarity and legitimacy, and high 

contestation that surrounds the condition. Additionally, this study presents the ways that limited 

access to diagnosis and treatment for fibromyalgia in the South African context shapes this specific 

illness experience, and the value of using narrative approaches to gain insight into how people live 

with hidden and poorly understood conditions in this environment. 
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Introduction 

Fibromyalgia is a chronic musculoskeletal pain condition that is characterised by uncertainty in the 

realms of diagnosis, prognosis and treatment. Fibromyalgia, like many other chronic conditions, falls 

under the broad category of ‘medically-ill-defined’ conditions or ‘Medically Unexplained Symptoms’ 

(MUS) that are distinguished as being ‘incompletely biomedicalized’ (Dumit, 2006; Jutel, 2010). The 

conditions are ‘contested’ and patients are continually challenged to respond to their symptoms in 

ways that convince themselves, practitioners, institutions and social networks that their experience is 

legitimate, and medically and socially real (Madden and Sim, 2016). 

 

Ablin et al. (2012) note that fibromyalgia (also known as FM, or fibromyalgia syndrome (FMS)) is 

defined as ‘chronic widespread pain (CWP) with allodynia or hyperalgesia to pressure pain, and is 

classified as one of the largest group of soft tissue pain syndromes’ (p. 585). Symptoms commonly 

include ‘chronic, diffuse, generalized musculoskeletal pain, and aches and stiffness that occur in the 

absence of joint inflammation or tissue damage’ (Cunningham and Jillings, 2006: 258). There is also 

uncertainty surrounding the trajectories and treatments related to the condition, as well as 

multiplicity in the manifestation of symptoms. In 1990, the American College of Rheumatology (ACR) 

developed diagnostic criteria for fibromyalgia, and these were updated in 2010 to clarify current 

understandings of the condition (Wolfe, 2010). 

 



Pain and exhaustion are a frequent part of ordinary human experience. With fibromyalgia, however, 

these symptoms are interpreted as being abnormal and this represents a critical shift in their meaning. 

The diagnosis generates both support and derision, as the symptoms of pain and exhaustion are 

familiar and ordinary for many people, however, they are intolerable for those with the condition. For 

this reason, fibromyalgia can be invisible, and diagnosis relies heavily on the patient’s telling of 

symptoms and practitioners’ willingness to take the experience seriously and define it as illness. Still, 

there is sufficient evidence for the condition to exist as a medical diagnosis (Åsbring and Närvänen, 

2004). MUS diagnosis is strongly connected to the subjective experience of the patient and the ability 

to communicate symptoms in a manner that can be correctly absorbed by the practitioner during the 

consultation. This mechanism does not differ from general diagnostic processes (Greco, 2012; Jutel, 

2010). However, fibromyalgia pain is simultaneously distinct and appears alongside other conditions 

and so, as Berger et al. (2007) argue, the condition is ‘typically difficult to diagnose. While various tests 

may be ordered to rule out other possible causes of patients’ symptoms, such as rheumatoid arthritis 

and lupus, none is sufficiently sensitive or specific to establish a diagnosis of FMS’ (p. 1498). 

 

According to Barker (2011), between 2 and 5 percent of the US population live with fibromyalgia. The 

ratio of female to male patients is between 6:1 and 9:1 (Barker, 2011; Sim and Madden, 2008). In 

South Africa (SA), fibromyalgia is still being established as a diagnostic category and an area of 

research. In this milieu, chronic pain is viewed as being a clinical issue, rather than a contextual 

experience. It is unclear how many people are affected by fibromyalgia in SA, but it is estimated that 

the prevalence rate is around 3 percent in the general population (Govender, 2004). The lack of 

statistical evidence is indicative of the status of fibromyalgia in SA, both medically and socially. 

Therefore, SA provides a useful context in which to unpack and investigate issues that surround 

medically ill-defined conditions, such as fibromyalgia. The experience of fibromyalgia in SA, with the 

inequities found in health care provision (Eyles et al., 2015), means that behaving as a health care 

consumer in this context and seeking diagnosis from multiple practitioners is driven by the possession 

of fiscal resources and the capacity to articulate experiences in interpretable ways. Pursuit of an 

elusive diagnosis is consequently undertaken with access to resources that are not available to all. The 

divisions between public and private health care that characterise this country (Coovadia et al., 2009; 

McIntyre et al., 2007; Stuckler et al., 2011) therefore shape this process, as will be shown in this article. 

 

Diagnosis has a deeply rooted place in the experience of illness, as a momentary or continuous event 

(Mik-Meyer and Obling, 2012; Price and Walker, 2014). The event affords access and meaning to a 

person whose symptoms are recognised as abnormal by themselves and their context (Dommerholt 

and Issa, 2010). The centrality of biomedicine in society is evident in diagnostic procedures, with 

medical skill, knowledge, techniques and technologies being favoured as the means through which a 

patient, their symptoms and experiences are validated (Greco, 2012; Jutel and Nettleton, 2011). This 

link between medical legitimacy and access to diagnosis is highly relevant in SA, where the reliance on 

private medical aid1 to access health care services drives help-seeking behaviours. The context 

                                                           
1 .‘Medical aids’ are private companies that provide medical insurance to its members who have 

access to private health care providers and facilities. In SA, less than 20 percent of the population 

belong to a ‘medical aid’ scheme – this means that the rest of the population has to rely on an 

overburdened and inadequate public health service (Coovadia et al., 2009). 

 



illustrates these processes, where recognition and legitimacy, credibility, and diagnosis and 

practitioner encounters all interweave through patient narratives and detail the ways people pursue 

and explain fibromyalgia diagnosis in their illness experience. 

 

The status and nature of the diagnosis of fibromyalgia has a real impact on people’s abilities to make 

sense of their illness. It also affects their capacity to articulate their experience to others and to receive 

medical and social support (Barker, 2011; Cooper and Gilbert, 2016; Skuladottir and Halldorsdottir, 

2011; Werner and Malterud, 2003). Gaining access to practitioners and treatments depends on the 

possession of a recognised diagnosis and the presence of practitioners who are accepting of that 

diagnosis in the health care environment and culture (Werner et al., 2003). 

 

Diagnosis is necessary for the distinction between ‘illness’ and ‘disease’ to occur (Jutel, 2010), since it 

marks a significant shift from a personal experience to a medical encounter. ‘Illness’ is individually 

experienced in the cultural interpretation of pain and discomfort as problematic and in need of 

intervention (Lupton, 2003). ‘Disease’, having sought consultation with a health care practitioner, is 

offered as an explanation for illness under the new guise of medical diagnosis. Jutel (2010) further 

emphasises the crucial distinction between illness and disease in arguing that ‘disease labels enable 

access to services and status that are not otherwise available’ (p. 231). 

 

In SA, this process is further complicated by the limitations placed on access to health systems, 

services, providers and practitioners that can fund and fuel the pursuit of this diagnosis. Chetty et al. 

(2012), like Padarath et al. (2003), also see the lack of trained personnel as a challenge, and the 

variations in patient access to care that mirror socioeconomic boundaries in SA. Even when access to 

a diagnosis has been obtained, treatment may be elusive, and the label does not ‘guarantee access to 

the most appropriate drugs, as financial and [supply chain] constraints, and [limited] formulary in the 

public sector [as well as] restricted reimbursement in the private sector limit access to appropriate 

medications’ (Chetty et al., 2012: 312). This last factor featured clearly throughout the research 

described herein, in that access to treatment became a salient issue across the study population. 

Fibromyalgia as an illness experience requires much investment – financial and otherwise – on the 

part of the patient, the practitioner, and the health care systems with which they interact. 

Demonstrating how fibromyalgia diagnosis occurs in this context is an important avenue for revealing 

and explaining the experiences of those living with the condition. 

 

There is a nascent body of literature related to the subject in SA, however, most studies focus on the 

development of clinical guidelines for diagnosing, managing and treating pain conditions, such as 

fibromyalgia (Govender et al., 2011; Namane, 2013; Raff et al., 2014). Engagement with the actual 

illness experience as it is produced in a specific social reality is limited in this literature, and patient 

perspectives are rarely used. While acknowledging the growing breadth of research that offers insight 

into chronic illness experience generally and fibromyalgia specifically, this article aims to address the 

particular dearth of patients’ perspectives of the condition in SA. In the presence of predominantly 

clinically focused knowledge, research that aims to understand how people explain, pursue and 

embody their condition is a necessary and important contribution. This article explores the complexity 

of attaining a diagnosis of fibromyalgia in SA through the narratives of people living with the condition. 



 

Methodology 

Presented herein are the findings of a qualitative study that used in-depth, semi-structured interviews, 

and the article focuses on the narratives of those that were most pertinent to the themes under 

discussion. The aim of the study was to bring insight into the particular navigating tools utilised by 

people living with medically ill-defined conditions in attaining a diagnosis of fibromyalgia in SA (De 

Vaus, 2001; Weiss, 1995). Ethics clearance was granted by the Ethics Committee of the University of 

the Witwatersrand. Informed consent was obtained from participants, and pseudonyms were used 

throughout to maintain their anonymity. 

 

Perspectives from the person at the centre of the processes of diagnosis are vital when investigating 

illness, especially around conditions that have subjective components of experience. An illness 

narrative forms a critical part of making sense of and accepting conditions like fibromyalgia (Dennis et 

al., 2013). As Nettleton et al. (2004: 49) explain, 

 

when a person’s account is understood in its socio-biographical context […] we can begin to 

gain an insight into the socially embedded, and possibly embodied, nature of people’s 

experiences [… and] the story reveals as much about the culturally available discourses as it 

does about the minutiae of the teller’s life. 

 

Narratives are a necessary and useful means for gaining insight into people’s accounts of a complex, 

often hidden illness experience (Frank, 2010; Keikelame and Swartz, 2013). The narrative approach 

allows rich, descriptive data to emerge in a unique manner, in that the intersections of smaller, 

detailed stories reflect on larger, global issues that shape health and illness experiences in systemic 

ways (Sools, 2013). In drawing out data through this approach, a thematic content analysis was 

employed to interpret the findings following a framework defined by the central concerns of the study 

described in this article (Lee and Poole, 2005). Within health research, narrative inquiry has become a 

salient tool for exploring the accounts of people who experience illness in continuous, chronic forms. 

Privileging the lived experiences of people whose illnesses have low prestige in medical settings is a 

growing area of health research (Bleakley, 2005). Crucially, insights into processes, interactions and 

outcomes that are often hidden from empirical view are offered through this approach. 

 

This study captured both the content of the narratives, as well as how they emerged, and why they 

were appearing presently (Sools, 2013; Stanley, 2008). For these reasons, narrative inquiry was an 

appropriate and useful means of uncovering the perspectives of people living with fibromyalgia in SA. 

 

The study did not aim to offer a generalizable account of fibromyalgia. Rather, the purpose was to 

gain more nuanced understandings of the experience through the narratives of a select group living 

with the condition in a specific context (Barbour, 2008; Nettleton, 2006). Collecting narrative threads 

that could connect participants as a community was important. Analysing these experiences in the 

South African context goes further than many other studies based in this environment. 



 

Sampling 

In SA, it is likely that only those with access to private health care can see the number and range of 

specialists needed in pursuing a diagnosis of fibromyalgia (Namane, 2013). The low rate of diagnosis 

in public health settings possibly means that while people may have fibromyalgia, their illness 

experience has not yet been defined in terms of the condition. There is a gross maldistribution of 

health care practitioners and facilities in SA. The majority of specialists operate in the private sector, 

while the public health system struggles with basic service provision. Therefore, the already arduous 

process of arriving at the diagnosis of fibromyalgia is exacerbated for those utilising public health care 

(Mooney and McIntyre, 2008; Namane, 2013) – a situation that explains the social characteristics of 

the final group of participants in this study. Snowball sampling that was purposive in approach was 

used to draw participants into the study (Penrod et al., 2003). 

 

Fibromyalgia is poorly understood in SA and is stigmatised as a result. Therefore, seeking participants 

was a process of connecting the researcher through informal peer networks, and it was important to 

build trust and rapport with those people who were willing to discuss their experience. The researcher 

contacted each participant only if they had been diagnosed with fibromyalgia, and had a referral 

through a peer or acquaintance. Of the 20 people contacted, 15 were ultimately interviewed. A total 

of 13 of the participants had received a formal diagnosis of fibromyalgia, while 2 had self-diagnosed. 

The latter were included in the study as their narratives reflected elements of the complex picture 

that emerged during the course of the research process. The participants were all women aged 

between 23 and 59 years. All had received their diagnosis in private health care settings. While this 

implies that fibromyalgia could be seen as a ‘diagnosis of the affluent’, it is important to note the 

resources and personal capacity it takes to attain the diagnosis, as discussed earlier (McIntyre et al., 

2003). It is acknowledged that the study sample is not representative of the demographics of SA. 

 

Data collection 

The main body of data was collected using interviews which, according to Barbour (2008), are most 

suitable for capturing insights into narratives that are detailed and nuanced. Semi-structured 

interviews were used, and a conversational tone was adopted to foster an environment where the 

participant’s ‘small story’ could develop as naturally as possible (Sools, 2013). 

 

Data analysis 

Once the interviews had been transcribed, an in-depth thematic analysis was undertaken. The findings 

that emerged from this process were consistent and rich across the sample, and data saturation was 

reached when the main themes of the research appeared repeatedly within the interviews. QSR NVivo 

10 was used to manage and partially analyse the data along a broad coding frame (Price and Walker, 

2014). The analysis is thematically organised to explore the particular issues that emerged across the 

narratives (Lee and Poole, 2005). The themes that appeared included recognition and legitimacy, 

credibility, and diagnosis and practitioner encounters. These themes and the findings presented here 

are grounded in the context of SA, which has shaped the experiences of the participants in allowing 

the diagnosis to appear, gain traction as an illness experience, and afforded access to treatment and 



further care. The thematic analysis was assistive in linking the small stories of the individual narratives 

to the big stories of the context, broader debates, and explanations of fibromyalgia experience (Sools, 

2013). 

 

Limitations of the study 

While the type of data collected using qualitative methods is rich and descriptive in nature, there is a 

limitation in the representative capacity of the information. The findings may not be generalizable to 

the broader population, as is inherently the case in taking a snapshot or particular view of a social 

phenomenon (Barbour, 2008; Weiss, 1995). The use of individual narratives means that what is 

discovered in this process might not be able to account for a bigger set of questions related to health 

and illness experiences (Timmermans, 2013). However, exposing a specific set of stories offers a 

nuanced insight into the wider processes, actors and institutions that shape health and illness 

experiences in a specific context (Sools, 2013). 

 

Analysis of findings 

In this section, the findings of the study are discussed within the themes of recognition and legitimacy, 

credibility, and diagnosis and practitioner encounters. These themes are separated here for clarity, 

but within the data, elements are interwoven through each anecdote and explanation. Through an 

integration of literature, theory and data, explanations of patient experiences with fibromyalgia 

diagnosis in SA is presented. 

 

Recognition and legitimacy 

Werner et al. (2003) usefully describe the notion of a ‘recognising attitude’, which enables patients 

and practitioners to frame their experiences and interactions. Many of the symptoms found in chronic 

pain conditions (particularly the musculoskeletal varieties and fibromyalgia specifically) appear in 

ordinary existence, though to lesser degrees. This complicates what is seen as legitimate, real and in 

need of attention. Therefore, the legitimisation of the illness experience requires a recognising 

attitude from the following actors: the person going through the experience; the family, peers and 

support network surrounding them; the health care services and providers they can access; and the 

cultural understandings of pain and exhaustion that circulate in their social environment. An 

alignment of all these factors precedes an individual seeking a medical explanation for their 

exceptional and often overwhelming symptoms. 

 

Furthermore, having realised that something is amiss, finding a practitioner that will recognise the 

symptoms as characteristic of fibromyalgia is not a given. It often requires persistence and insistence 

on the part of the patient to discover a clinical account of their symptoms (Cunningham and Jillings, 

2006). This process is particularly difficult in SA where the number of diagnosed cases and awareness 

of fibromyalgia is relatively low. Fibromyalgia experience is distinguished by the individual’s 

description of symptoms, and insistence that they are present despite the absence of other biomedical 

indicators. 

 



Participants vividly described the character and form of their pain, and how they could distinguish it 

from discomfort caused by other conditions. Chloe2, a 23-year-old woman who was diagnosed with 

fibromyalgia in 2007, explained that 

 

There are all sorts of different types of pain; I get all sorts of flavours. A headache is one thing … but 

there’s nothing to say that’s directly linked to fibromyalgia. The most predominant one is just … it’s 

difficult to explain it. Sometimes it feels like it’s my flesh itself … or my bones are on fire. 

 

Chloe differentiates between pain caused by headaches, and the generalised, indistinct pain she 

connects to her fibromyalgia. While she struggles to describe it, she notes the multiplicity of the pain 

she experiences. For her and other participants, the exhaustion too was distinctive in being 

overwhelming, and sometimes this symptom was more difficult to cope with than the pain. Claire 

described how 

 

The symptoms really started to become quite difficult … when I used to go to doctors saying 

… because at that point I was still physically very active … um, so the pain was still quite 

contained, just headaches, but when I used to go to doctors and say to them … ‘this fatigue is 

unmanageable … I can’t, I can’t do the fatigue’. I think the worst thing that you could do to a 

doctor is walk into their room and say, ‘I’m tired’. [Chuckling]. 

 

Here, Claire has spoken about an important aspect of diagnosing fibromyalgia, in that the symptom of 

exhaustion is ubiquitous across many states of health. For Claire and other participants in this study, 

telling practitioners that they were ‘tired’ or fatigued served as the first obstacle in attaining diagnosis, 

and appeared as a tangible source of derision and delegitimation (May, 2005). 

 

Credibility 

Since fibromyalgia appears alongside and among various conditions, attaining the specific diagnosis is 

not straightforward, and many participants spoke about their frustration that resulted from 

unsatisfactory medical consultations. The findings clearly show that diagnosing fibromyalgia presents 

particular challenges, first in accessing the diagnosis, and then categorising the symptoms under that 

label. Mendelson’s (2009) study on lupus experience showed that the need to seek diagnosis came 

‘only after the symptoms progressed, were amplified, or repeatedly reoccurred’ (p. 398). 

 

Likewise, many of the interviewees had lived with chronic pain and repeating, but intermittent, illness 

for long periods before being diagnosed with fibromyalgia. Additionally, many of them spoke of the 

lack of permanency of their symptoms, and the fact that this often caused them to question their 

diagnosis, seek out new explanations, or move on from fibromyalgia as an illness identity. This could 

                                                           
2 All participant names used in this article are pseudonyms. 



be due to the receding severity of fibromyalgia symptoms as they learned to cope with the condition, 

or because other illnesses had become more overwhelming and pressing. 

 

Frances, a 59-year-old woman, was diagnosed in 1994 while seeking treatment for on-going back 

problems. At the time, she was told that the practitioners could find nothing else wrong with her. She 

was then offered antidepressants, implying to her that the problem was psychological in nature. 

Åsbring and Närvänen (2002) maintain that this is a common result of medical encounters when 

external, visible signs of illness cannot be found, and the problem is recast as mental illness. 

 

Frances related a later encounter with another health professional who was more helpful in 

legitimising her experience. She explained 

 

The rheumatologist came along and did a million and one tests and I can remember him 

walking in and saying ‘don’t let anyone tell you that it’s in your mind’, because I had an 

inflammation level [that] was screamingly high. 

 

Because of the stigma attached to mental illness, there is a well-documented tendency to distance 

oneself as a patient from a psychological diagnosis, and attempt to constantly reassert the 

physiological experience and reality of fibromyalgia and associated MUS (Cohen et al., 2011; Lonardi, 

2007; Werner and Malterud, 2003). It appears that practitioners are perceived to be dismissive of 

patients’ complaints that are not objectively visible, resulting either from a deliberate shift of 

responsibility, or from deficient ability (Åsbring and Närvänen, 2002; Mik-Meyer and Obling, 2012; 

Werner et al., 2004). 

 

Michelle, a 51-year-old woman, explained that she had been diagnosed in 1984 with ‘brain attacks’, 

or a severe form of migraines, which were physically disabling for her. Having undergone treatment, 

she had largely recovered. However, while under the care of a neurologist in 2004, she became 

convinced that her neurological problems were related to her menstrual cycle, and that the treatment 

she was receiving was not effective enough. In seeking a clearer answer, she saw an endocrinologist 

in 2006, who immediately told Michelle that she had fibromyalgia. Her narrative reflects the confusion 

around the cause of her symptoms, as she could not discern whether it was her neurological condition 

or her fibromyalgia that created exhaustion for her. The overlapping nature of symptoms, and the 

conditions that spark them, is a characteristic feature of contested chronic conditions and leads to a 

‘chaotic’ illness experience (Dennis et al., 2013; Meyer, 2006; Nettleton et al., 2004). 

 

In describing her experiences, Michelle also showed a clear sense of wanting more information, both 

at the point of consulting with the endocrinologist and her general practitioner (GP), as well as the 

reading she did about fibromyalgia once she had received the diagnosis (van Uden-Kraan et al., 2009). 

Michelle experienced direct delegitimation of her fibromyalgia diagnosis, as one of her practitioners 

simply stated that the condition did not exist and it should rather be labelled as depression. This led 

to Michelle feeling that she, as a fibromyalgia patient, had been discredited along with the label 



(Richardson, 2005). Her ability to call on that diagnosis and the associated positive benefits, such as 

access to care and treatment, the ‘sick role’, acceptance and support, were all lost in the face of the 

disbelief expressed by her practitioner (Aujoulat et al., 2007). 

 

The fact that Michelle’s experience could so easily be discredited speaks to the limited currency that 

fibromyalgia holds in the medical discourse of SA. The lack of convincing elements (like clear 

biomedical indicators that make the condition objectively visible) leads to reduced credibility (Jutel, 

2010). Another contributing element to the insecurity of her diagnosis is that she experiences relative 

overall wellness, with her ‘flare-ups’ occurring sporadically and at a much lower level of intensity than 

she had experienced with her ‘brain attacks’. On the spectrum of severity, Michelle’s case is mild, in 

that she has high functionality and has largely adapted her life to accommodate the appearance of 

symptoms (Audulv et al., 2012). This also adds to her feelings of uncertainty regarding fibromyalgia as 

being ‘real’, because her experience is not ‘extraordinary’ in the context of the illnesses and disabling 

symptoms she had previously overcome (Richardson, 2005). 

 

Diagnosis and practitioner encounters 

To Frances, fibromyalgia as a diagnosis was 

 

A covering letter, so to speak, for … chronic pain. But … and of course [this is complicated by] 

the fact that there are no diagnostic tests … Ja3 … it is a difficult thing … I mean, having been 

in [a] medical [or] veterinary type [of] environment all my life … it’s really nice to have a blood 

test that says … ‘this is what it is’ … Vague things don’t sit well with one. 

 

Frances had the measurable symptom of inflammation, which let her practitioner anchor her 

experience in physiological terms, and allowed her to accept her condition more readily. The 

insistence that she not let her symptoms be reduced to a psychological issue, despite receiving 

antidepressants as a treatment, illustrated the overall discontinuity caused by attempting to explain 

fibromyalgia within a purely biomedical framework. This occurs mainly because these conditions are 

multi-faceted and require holistic approaches (Meyer, 2006). 

 

Frances’ case demonstrates the applicability of the label as an encompassing name for a range of 

symptoms that relate to chronic pain. In using the terminology and framework frequently drawn upon 

in the literature of fibromyalgia, she acknowledges the utility and frustration contained in the 

diagnosis (Gardner et al., 2011). Despite recognising the existence of conditions that are not easily 

categorised, Frances’ desire for pinpointed, objective explanations for her illnesses remains (Råheim 

and Håland, 2006; Richardson et al., 2006). 

 

                                                           
3 ‘Ja’ is Afrikaans for ‘yes’ and is commonplace in South African speech. 



There were two clear routes that the participants followed having received their diagnosis: either they 

cemented a relationship with their practitioner and continued consultation and help-seeking with 

them, or they left their doctors’ rooms with the label of fibromyalgia and carried on a quest for 

acceptance, explanation and relief elsewhere. Zainab reflected that 

 

Initially I really … I thought something … terrible [was] wrong with me. But you know, when 

the doctors say, ‘no [it’s] nothing, it’s just pain’, this and that … It took me a long time to realise 

that there wasn’t something seriously wrong with me … I sort of accepted that maybe this is 

… psychological … I was open to it … And I decided well, you know, it’s up to me; no one else 

can do anything [for me] but me. And if it’s a psychological thing, then it’s a matter of me 

deciding how to … live with it, or how to manage it. 

 

Inevitably, those who searched further for answers also had greater distrust and difficulty with 

practitioners than those who found comfort and treatment options that they could adapt to with their 

health care providers (Gilson, 2003). 

 

Most of the participants had spoken to family and peers, as well as their practitioners about their 

symptoms, and attempts to make sense of their experiences were explored in these spaces (Cooper 

and Gilbert, 2016). For many, diagnosis represented a significant turning point in their illness (Frank, 

2010). The presence of a ‘recognising attitude’ among family and friends was a critical resource for 

them in transforming their symptoms into an illness, and enabling access to diagnosis and treatment 

(Werner et al., 2003). 

 

In the following narrative, Connie describes the influential role that the ‘experts’ around her play in 

suggesting practitioners for her to see, directing her actions and assisting her in taking control of her 

illness and treatment. In seeking credibility, she embodies the role and behaviours of what Mik-Meyer 

(2011) refers to as a ‘responsible patient’: 

 

One day I walked into the [doctors’] rooms, [and] he [the doctor] told me once again ‘there’s 

nothing wrong with you’, and I told him ‘but doctor, this is impossible. I can’t sleep, I can’t 

turn, I can’t get up from the bed. I have difficulty driving. And you tell me that there’s nothing 

wrong’. He says, ‘because there’s nothing wrong with you’. I said to him ‘fine, then … I’m going 

to find [myself] a doctor [who] knows what’s wrong with me’. And I managed to find a doctor 

… and I put the report [of my medical records] there [on the desk], but I said to the doctor 

straight away, ‘please, I’m going to tell you my problem and then you must tell me, just 

straight away, can you help me or can you not help me. Are you that doctor to see me?’ … 

And he looked at me, and he said to me ‘you’ve got what we call fibromyalgia’. I said ‘fibro my 

what?’ He says, ‘fibromyalgia’. That was the first time I heard fibromyalgia. 

 

Evident in her narrative are the challenges of the condition, in that projecting out a subjective 

experience was only productive in circumstances where a ‘recognising attitude’ was present. Having 



encountered contestation and confusion alongside overwhelming symptoms for ten years, Connie 

was finally offered a name, a label, and an explanation that contextualised her experience in 

biomedical terms. Obtaining this diagnosis was intrinsically linked to her access to care through private 

medical insurance, which afforded her multiple visits to a range of practitioners while seeking a 

satisfactory explanation for her symptoms (Namane, 2013). The diagnosis made her experience 

acceptable and recognised as a condition, and allowed her to embody the ‘sick role’ of a fibromyalgia 

patient (van Hal et al., 2013). 

 

Claire’s narrative highlights the role of peer group support and self-diagnosis in coming to the label of 

fibromyalgia as the explanatory mechanism for her symptoms (Gage, 2013). Having experienced 

disconfirmation and scepticism from many people in her life, particularly her family and her 

practitioners, she was cautious about discussing her perspectives of her symptoms and illness. A 

chance encounter with a peer led to her discovering the practitioner who eventually officially 

diagnosed her with fibromyalgia and who offered a tailored treatment regimen that was designed 

specifically for the condition. Claire discovered the same turning point in her fibromyalgia illness 

career that other participants described, despite having initially self-diagnosed. She expressed that 

finding a GP who accepted her condition proved to be a crucial element in shaping her illness 

experience and outcomes positively 

 

I think what made it safe for me to take the diagnosis to the doctor was the fact that I’d built 

up quite a solid relationship with him … And I just felt that he was very engaging and it felt … 

[as if] he took me seriously, [and he] regarded me as a person capable of making my own 

thoughts and reaching my own conclusions, and I think that’s what made it safe for me to take 

the diagnosis to him. I don’t think I would have done that with a lot of other doctors. 

 

Like Claire, Connie also received a clear explanation of the label of fibromyalgia when she was 

diagnosed, though a treatment route could not be dispensed by Connie’s practitioner (Rosenzweig 

and Thomas, 2009). What Connie’s doctor could do was to locate her current illness in the context of 

her life and medical history, and identify the interplay between her actions and symptom onset. He 

was also able to explain that particular activities would exacerbate her condition, and how she could 

avoid them. Her doctor described her pain in terms of muscles and the strain they felt. She relayed 

that 

 

[My doctor] says, ‘what this muscle is saying to you is, ‘ja right, you think you’re going to pull 

me while I’m already like this, I’m going to show you and I will make you pay for the stretch 

that you’ve just done here’’. And [he explained that] then ten minutes later when it becomes 

cold, that’s when the inflammation is there [in that muscle]. 

 

The narrative shows the complexity of a condition like fibromyalgia, in that it is so intricately tied to 

everyday living, and a bad movement or muscle pull appears unpredictably, making it difficult to avoid 

the action (May, 2005; Morris et al., 2012). As Chloe plainly stated, a flare-up can occur at any time, 

as ‘there is no fixed trigger. Whether you do something right or wrong, it can happen’. 



 

As discussed, fibromyalgia requires holistic and flexible approaches that respond to the condition as a 

complex entity, where the offer of effective treatment supersedes the need to account for the causes 

and manifestations in a rigid set of narrow categories (Eriksson, 2015). The biomedical establishment 

is a powerful bureaucratic institution in many societies, and SA is no exception. As the official source 

of health care and knowledge, it maintains its prominent position through its effectiveness in dealing 

with matters of health and illness. There are also disparities within the structure that produce 

differential outcomes in the experience of interacting with the institution, its facilities, practitioners, 

and support structures, such as medical aid schemes (Potter and McKinlay, 2005). 

 

The dissemination of knowledge and practice standards within the institution of biomedicine is also 

uneven and the consequence of this process is that approaches, information and treatments are 

applied in a scattered manner that often do not support the patient (Mik-Meyer and Obling, 2012; 

Raff et al., 2014). The patient increasingly becomes the ‘expert’ on their health and their condition 

(Madden and Sim, 2016). While biomedicine and its practitioners continue to play a supportive role in 

the process, much of the information, care and treatment for the patient is located outside of the 

institution (Wolfe et al., 2011). 

 

Some participants experienced rejection, or felt the diagnosis offered was not accurate, and in turn 

they distanced themselves from biomedicine as the primary source of knowledge and care for their 

condition. Helena commented that 

 

The pain was extremely debilitating. It was often intolerable. You start the cycle of painkillers 

and non-inflammatory [medications] and all those sorts of things. Nobody could help me. They 

then started to send me to the realms of the specialists. Incredibly expensive on every level. 

Physically expensive, emotionally expensive, psychologically [expensive]. You take a battering, 

because everywhere you turn, nobody finds anything, and yet you know that you’re 

experiencing this. And sadly they don’t … the medical profession is not a particularly 

empathetic profession. You find exceptions, and I had the opportunity to work with some very 

caring physicians, but they were still unable to give me answers, and [through a] process of 

elimination over three or four years, I eventually got to a rheumatologist at the Sandton Clinic 

who diagnosed me … [he] was particularly unhelpful and simply told me I should take an 

antidepressant because I was depressed. 

 

While the experience of pain, and associated medical conditions, are often poorly understood, there 

is partial acceptance and support offered within biomedical practice (Råheim and Håland, 2006). The 

difficulty becomes impactful in instances of illness where the person and their conditions are rejected 

in some aspect of their care and treatment, despite receiving initial accommodation (Madden and 

Sim, 2016). This emerged in the narratives collected through this research process, as people with 

fibromyalgia encountered legitimacy when they were offered a diagnosis. However, the participants 

subsequently felt that their experience was allocated diminished credibility when their practitioners, 

and the biomedical knowledge and practice drawn upon in their interaction, did not result in curative 



treatment, or even reduced symptom severity, or when they were offered psychological diagnosis and 

treatments (Kirmayer et al., 2004). 

 

This is further exacerbated when the patient re-enters society after these interactions and finds that 

they are unable to draw on care and support from other institutions (Ell, 1996; Eriksson, 2015). These 

include workplaces, family and peers, and the medical aids that play a critical role in accessing and 

financially supplementing consultation and treatment in SA (Cooper and Gilbert, 2016). Fibromyalgia 

requires belief, which is effected through a recognising practitioner and an articulate patient. The 

interaction has to take place in an environment that accepts the diagnosis for its nuance, complexity 

and multiplicity if it is to be productive (Campbell et al., 2011; Ong et al., 1995; Raff et al., 2014). 

 

Discussion and conclusion 

This study explored the complexity of attaining a diagnosis of fibromyalgia in SA through the narratives 

of people living with the condition. Indeed, for the people in this study, the additional complication of 

variable access to health care shaped the ability to pursue diagnosis and continue treatment. By 

focusing on the participants’ individual experiences of the disease trajectory, this study offers a 

comprehensive and nuanced understanding of this taxing process in an unaccommodating 

environment. The findings illuminate the multi-layered contestations experienced by those living with 

fibromyalgia. 

 

It becomes immensely difficult for the patient to articulate and separate what is usually a multitude 

of symptoms into different experiences and conditions, each of which come with their own names, 

expectations, outcomes and treatments (Madden and Sim, 2016). As Cunningham and Jillings (2006) 

note in their study of fibromyalgia experience, there are many complications that result from a 

‘constellation of interacting factors … [and their participants] continued to encounter scepticism and 

lack of support from friends, colleagues, and health professionals, due to the invisibility of FM and its 

questionable legitimacy in the minds of some health care providers’ (pp. 267–268). The findings of this 

study confirm Cunningham and Jillings’ (2006) assessment of fibromyalgia as a challenging diagnosis 

and illness experience. The fact that it is only available to people who have access to private resources 

beyond the public health system confounds the process and adds a level of complexity related to 

diagnosis and treatment in the South African context that calls for further research. 
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