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Abstract

Uterine fibroids are benign tumours that form in or around the uterus. Though highly prevalent

among menstruating people, medical professionals do not know exactly what causes fibroids,

nor do they know why, according to health data, fibroids more frequently occur in Black patients

than in their white counterparts. Though this phenomenon remains unsolved, it is also

underserved and under-researched.

With the racial disparity being the motivation of my research, this thesis is underscored

by the contention that ‘race’ is a social construct; however, by considering the embodiment of

racial experience, constructed meanings of ‘race’ are rendered as having tangible and material

consequences for the person and their racialised body. In considering the materiality of ‘race’,

therefore, I attend to Black fibroid patients’ real, lived experiences of racial discrimination and

inequality. As such, I argue that ‘race’ cannot be deemed a fibroid risk factor, but that racism can

(Aina et al 2020). I also understand the meanings of ‘race’ to intersect with other identity

categories, namely gender. With this in mind, I take a Black feminist approach to ethnography,

which ‘has always meant putting Black women’s voices front and centre’ (Davis 2019:23). I

investigate Black fibroid patients in the UK’s experiences of illness, their interactions with the

healthcare system (mainly the NHS), how these two experiences relate to one another, and

finally, how these influence their (self-)care practices. To grapple with both the micro, everyday,

lived experiences of Black fibroid patients as well as the macro, social, and structural forces that

have constructed these experiences, I deploy a phenomenological lens diffracted by a prism of

intersectionality. I have, therefore, used two qualitative methods in my study – in-depth

interviews and photovoice. Both have been used with the aim of empowering my participants to

share the most meaningful aspects of their fibroid experiences and how their ‘race’ has played a

part in shaping them. To conclude, I make recommendations, informed by my participants and

an anti-racist approach, for policy and practice.
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Chapter 1: Introduction

1.1 Period Problems

“How do you get along with your uterus?”

“Well, not well. I have uterine fibroids, which

is something that a lot of women with African

heritage have [...] they’ve been trying to kill

me ever since I started getting my period.”

— Reni Eddo-Lodge on Episode 40 of “La

Poudre” Podcast

While attending the ‘Bloody Good Period x Gal-Dem’ event on “Period Problems” in January

2020, I listened as author and chair of that evening’s event, Reni Eddo-Lodge, talked about her

personal battle with uterine fibroids1. Prior to that evening, I had never come across fibroids – to

my knowledge, no one that I knew personally had ever suffered2 with the condition, and it had

certainly received no attention in any of the very limited sexual and reproductive health (SRH)

education that I had had in my life. Indeed, when I tell people about my research, I find that

almost none of them know what fibroids are. I wonder if you too, the reader, have just as little

awareness of this condition and its prevalence.

Yet, among the many frank discussions that were had on periods and the politics of pain

and racism that evening, fibroids took centre stage. The audience and panelists, most of whom

were people3 of colour, spoke about their battles to receive diagnosis for pain that had been

tormenting them for years. They were dismissed – told to take over the counter painkillers and

go home. Most of them waited months, often years, to be told that their pain was to do with the

fibroids in their uterus that were growing. Few of them had been able to find solutions to their

condition and were left in a state of purgatory, desperately waiting for someone to step up and

elevate them out of the pain-world that they had been trapped in for so long.

3 Some women do not have periods, and some people who menstruate are not women. In order to be intersectional
and gender inclusive in my language, I have chosen to refer to people with fibroids as people or patients, except when
I am using the terminology used in quoted literature.

2 I use the word “suffered” intentionally. That is not to say that people I know did not have fibroids unknowingly nor
that they did not have fibroids, but that they caused no obvious complications. I do not promote the idea that all
persons with fibroids do, in fact, “suffer”.

1 They are also known as uterine leiomyomata, myomas, or polyps. From here on out, I will refer to them as fibroids.
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I could not detach what I had heard that evening from what I had learnt in Eddo-Lodge’s

book Why I’m No Longer Speaking to White People About Race two years prior. In Eddo-Lodge’s

(2017:n.p.) own words: “not seeing ‘race’ does little to dismantle racist structures or improve

the lives of people of colour.” 'Race' is a power construct, used to assert “inferiority of

dark-skinned populations” (Cerdeña et al 2020:1125). Racism, therefore, is a white problem. It

functions to propel whiteness into power and privilege at the expense of non-whiteness. As

such, if we, white people, are to be anti-racist, then we must see 'race' – clearly – and we must

critically analyse the structures and systems that delineate whiteness as different to

non-whiteness.

With Eddo-Lodge’s words in mind, I began asking myself whether it is because of my

white privilege that, despite the awful stories I heard that evening being so widely shared in that

room, I have never been confronted by this condition. Is it the case that Black menstruating

people are more affected by this condition than their white counterparts and, if so, is the

National Health Service (NHS) treating Black patients and their reproductive pain differently to

me and my reproductive pain? When seeking answers to these questions, I became deeply

concerned by what I found. I discovered that this condition is highly common, with around 1 in 3

menstruating people being diagnosed in the UK, and yet medical professionals do not know its

exact cause (NHS 2019:n.p.). What is more, health data suggests that, compared to their white

counterparts, Black people are more likely to have fibroids and for them to be larger in size and

number, be more symptomatic, report severe pain and develop anaemia as a result, develop

fibroids at a younger age, but also receive diagnosis later in life, worsening the overall prognosis

(NHS 2019:n.p.)4. Yet, again, there is no consensus as to why this is the case. Upon these initial

discoveries, it became clear to me that this condition is greatly under-researched and the people

who live with it are grossly underserved. As such, I felt compelled to fill the dearth that I saw in

the literature by researching: how do Black fibroid patients experience illness and patienthood,

and how do these experiences shape how they manage their condition?

1.2 My positionality and purpose

Though few believe complete objectivity to be truly attainable (Upadhya 1999:3362), much of

the objectivity/subjectivity debate concludes that researchers ought to lay biases aside and

adopt a neutral stance (Hegelund 2005:653). As a researcher, therefore, I might be expected to

actively prevent my pre-held assumptions from obscuring the scientific endeavour of research in

order to present a balanced investigative position. However, from the inception of my research, I

have questioned whether the bias towards unbiased research incites qualitative researchers to

4 In the US, nearly 25% of Black women between 18 and 30 have fibroids compared to about 6% of white women.
Black women are also three times more likely to have recurring fibroids or be symptomatic (Marsh 2020:n.p.).
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apologise for the subjectivity that is supposedly the very strength of their work, and if so, for

whom does this serve? While deliberating this, it became clear to me that neutrality would not

be possible, and that putting biases to rest would be a fruitless task.

Addressing my positionality will help to explain this. I am a white, highly-educated

cis-gendered woman with no diagnosis of fibroids. I am also someone who started her

menstruating years visiting specialists in hospitals due to the excruciating pain and inexplicable

nausea my fourteen-year-old body endured each time I ovulated from my right ovary – now

enveloped in fourteen cysts. Today, I am still unsure what my precise diagnosis is, because no

doctor has ever given me a full assessment. Instead, I was kept on hormones as a quick-fix and

told countless times, in spite of my persistence, that coming off them was “not an option”. It is

upon these trying experiences that I come from the belief that navigating the NHS as someone

with a reproductive health issue is not an easy journey.

Furthermore, being white, I cannot and will not ever understand what it is like to be

Black. I have lived a life free from racism and racial discrimination, and my 'race' has never been

a barrier to my healthcare needs. Yet, I am also in a unique position (one propped up by my

white privilege) – as a student of Medical Anthropology and Sociology in the era of Covid-19 and

in the wake of the revived Black Lives Matter (BLM) movement – to focus my attention on the

racial disparities that exist in almost all health measures, including those to do with fibroids.

Therefore, I have decided that it is my ethical duty that my axiological assumptions, biases and

subjectivity (made up of both personal feelings and perceptions) are actively integrated into my

research (Geertz 1983; 1988). That being said, I have ensured that these do not overshadow my

findings, and that I do not misrepresent my participants’ heterogenous and unique lived

experiences of fibroids. I have, therefore, critically reflected on my assumptions and how they

might have influenced my attitude towards my investigation where necessary.

Moreover, to minimise the barriers of my positionality, I have continuously consulted

The Black Mamas Matter Alliance’s (BMMA) (2020) report on best practices for Black maternal

health research. One recommendation states that “there is nothing inherent about Black skin

that is physiologically different from any other type of skin except its capacity to overexpose

those who have it to racism” (Aina et al 2020:397). Therefore, while almost all health data

presents 'race' as an independent risk factor to fibroids, I contend that this is an epidemiological

misstep and that this research rests on the foundation that rather than 'race' being a risk factor,

racism is (Ibid.). Accordingly, this research has been borne out of an anti-racism approach, which

“is anything but objective” yet still “grounded in deep scholarly and vetted research and results”

(Yearwood n.d.:n.p.).
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Chapter 2: Contextualising the fibroid experience

2.1 What do we know about fibroids?

Though there is paucity in the research, what we do know about fibroids is that they are benign

tumours that form in or around the uterus (NHS 2019:n.p.). They range in number, size, and

location (Ibid.). Though oftentimes people are asymptomatic and do not require treatment,

around half of fibroid patients experience varying chronic symptoms (Stewart 2001; NHS 2019).

These range from heavy and painful periods to anaemia, pelvic, stomach and back pain,

increased need to urinate, constipation, and pain and discomfort during sex or reduced libido

(Ibid.). In more severe cases, fibroids can cause fertility problems and recurrent pregnancy loss

(Maekawa & Sugino 2018:4). The chronic nature of each and every one of these symptoms can

ultimately severely impact patients’ day-to-day activities, making it challenging for women to

maintain emotional and psychological wellbeing (Al-Hendy et al 2017:474). For example,

Nicholls et al’s (2004:295) UK-based psychological study on the experiences of women with

fibroids found that 22% of participants had clinical depression and 55% had clinical anxiety.

Similarly, through semi-structured interviews, demographic surveys and health literacy

assessments, Sengoba et al’s (2016) US-based study found that 100% participants reported

some type of psychological distress and 50% reported feeling helpless. Therefore, the symptoms

of fibroids do not occur in isolation, but rather, have powerful knock-on effects for patients’

physical and mental health.

2.2 What is 'race'?

As outlined in my introduction, health data suggests that there exists a racial disparity between

Black patients and their white counterparts in the fibroid experience. Before I delve into the

research around this, it is important that I outline how I conceive 'race'.

I take Linda Martin Alcoff’s (1999:17) contextualist approach to 'race' as my point of

departure. Against other approaches to 'race', the contextualist approach does not essentialise

'race', nor does it fail to encapsulate the tangibility of 'race'. That is not to say that 'race' is not “a

convenient fiction that serves to legitimate social hierarchies” – it is – but it is also a fiction “that

operates as a reality” (Riggs 2008:n.p.). As such, the contextualist approach foregrounds racial

experience, which is historically malleable, socially constructed, and culturally contextual (Alcoff

1999:17). It is produced through the lens of learned perceptual practice, revealing how humans

become cognizant of their bodily existence through the experience of seeing themselves as they

are seen by others (Tucker 2006:436; Crossley 2001:157-8). 'Race', therefore, is actually a
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“sociogenic” (Fanon 1952 in Mills 2014:26) experience produced through racialisation, the

process through which people are constructed based on assumptions and perceptions of 'race'

(Anderson 2006:11; Alcoff 2006:187 in Mills 2014:36). These perceptions are then embodied,

interiorised (or in the context of reproductive healthcare, epidermalised) and thus, lived (Al-Saji

2014:137; Bridges 2011:625). In sum, 'race' is neither solely constructed nor solely real; it is

both – where one follows the other.

The approach is divided into two lenses. One focuses on the macro-level social relations

where racial experience occurs, such as economic, political and cultural structures. Whereas the

other attends to “micro-interactions in which racialistion operates [and] is reproduced” (Alcoff

1999:17). Taking this approach to 'race', therefore, allows for an anti-racist agenda that sees

racism “as functioning in all aspects of subjectivity” (Riggs 2008:n.p.). It can evince certain

indicators, those that suggest 'race' to be a fixed, biological fibroid risk factor, as consequential of

other factors – most importantly, structural and institutionalised discrimination (Anderson

2006:12; Torres 2019:n.p.; Bridges 2008:612-614; Lock & Nguyen 2010:91).

It is also fundamental to understand that 'race' is not homogenous. As Alcoff (1999)

shows, 'race' is constructed through varying modes of perception and consequently materialises

in certain contexts in particular ways. As such, no one person’s experiences are the same and

'race' must be understood heterogeneously – as complex, intersectional phenomena that are

variously embodied (Torres & Torres Colon 2015:306). Moreover, each individual’s experiences

are complicated by other categories of identity such as ‘gender’ and class. Rooted in Black

feminism, the intersectional lens prevents plucking out one aspect of an individual’s identity and

presenting it “as the meaningful whole, eclipsing or denying the other parts of self” (Lorde 1980

in Lorde 1984:120-121). It illuminates how the identity categories interact and interlock,

forming the basis of a person’s position in a matrix of either advantage or disadvantage

(Mullings 2006:80). By taking both 'race' and ‘gender’ into account, for example,

intersectionality reveals how the violence inflicted upon Black bodies by the ‘white gaze’ of

medicine (which I will explain later on) is multiple for Black women (Yancy 2014:55).

2.3 Women’s health

Broadly defined by Bell and Green (2016:239), neoliberalism is a “post-welfare state model that

celebrates unhindered markets as the most effective means of achieving economic growth and

public welfare”. In healthcare, the neoliberal rationality envisions health as a “private, and thus

by logical inference, a self-funded affair” (Singleton 2003:64 in Seear 2009:195). This means

that actors – such as the NHS – that are traditionally independent of the market, are either

brought into its fold by introduction of market forces, such as privatisation or competition, or
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are dismantled5 (Glover & Maani 2021). Now, “for more than a decade, health and care [in the

UK] has been ruled by a brutal austerity logic”, occurring in the shape of marketisation,

“creeping privatisation”, and the underfunding of the NHS for over a decade6 (Ibid.; Various

Authors 2020a.).

These challenges have a gendered edge. According to the previous Minister of Health,

Matt Hancock MP, “for generations, women have lived with a health and care system that is

mostly designed by men, for men” (Gov.uk 2021). This ‘male-by-default’ design of the NHS

means that “women are disproportionately disadvantaged by public health cuts” consequential

of a neoliberal agenda, states Lesley Regan, President of the Royal College Of Gynaecologists

(RCOG) (Various Authors 2020c). Moreover, in a market-driven medical system, a disease-based

model of medicine becomes commonplace (Green et al 2002:140). Indeed, UK medical students

are only taught women’s health during specialist obstetrics and gynaecology modules, offering a

primarily disease-focused model (Reid & Johnston 2018:18), treating individuals as “cases” and

undervaluing the sociocultural aspects of patient care (Green et al 2002:141).

In the case of fibroids, patients are also confronted by a lack of informed choice when

attempting to plot treatment pathways. According to the All Party Parliamentary Group for

Women’s Health’s paper First, Do No Harm, fibroid patients in the UK are being urged towards

having a hysterectomy “as the only option” and are often not being told about alternative

treatments (Various Authors 2020b:16). 50% of fibroid patients were also not told about either

the short or long term complications from their treatment (Ibid.). Important to note also is that

during the start of Covid-19 outbreak, many of the UK’s SRH services were disrupted, preventing

many menstruating people from receiving urgent and essential care (McSorley 2020:n.p.),

ultimately making the fibroid experience even more burdensome.

2.4 Medical racism

When 'race' is used to define biological differences between groups, an excessive and erroneous

emphasis is placed on ‘genetics’, subsequently embedding biological and racial essentialism

within medical research and education (Pearce et al 2004:1070-1071; Samra & Hankivsky

2020:858). In actuality, these “biological differences” are not rooted in science – genetic

differences between ‘races’ are minor, and 'race' is a poor proxy for human variation (Pearce et

al 2004:1070-1071; Cerdeña et al 2020:1125; Samra & Hankivsky 2020:858). Moreover, as long

6 Although the NHS was protected against any direct budget cuts, a Health Foundation report has revealed that the
UK’s public health grant fell by £700m in real terms between 2014/15 and 2019/20 (Patterson 2020).

5 Nothing has forced the British public to reckon with these trends as forcefully as the Covid-19 pandemic – PPE
shortages, hospitals on the brink of overcrowding, and corrupt outsourcing of large swathes of the UK’s response
measures all enlightened us to what is often referred to as the NHS in crisis.
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as health data presents disease profiles as being different according to 'race' and use ‘race’ as an

independent risk factor, they fail to disentangle 'race' from systemic and structural inequalities

(Sheets et al 2011:1300) and “interfere with efforts to identify and remove causes of health

disparities” (Cerdeña et al 2020:1125). Furthermore, while health disparities are presented

without context, students of medicine might inadvertently develop harmful stereotypes towards

Black and people of colour on the basis of the belief that some populations are simply more

diseased than others (Ibid.).

According to Mundasad (2020:n.p.), the British medical education system has been

“designed by white middle-class men”, existing “to serve white patients above all others”. For

example, medical textbooks reinforce norms founded on whiteness by under-representing

non-white ethnic groups, forming a gaping knowledge deficit around their experiences of health

and disease (Samra & Hankivsky 2020:857)7. This, too, has plagued much of the current fibroid

research, which is mainly quantitative, from within the biomedical community, and primarily

represents white women (Murji et al 2019; Vines et al 2010), leaving racial disparity

insufficiently explored (Marsh et al 2018:561).

While this “white gaze” (Staudigl 2011:32), which is mediated by certain racist norms

and values (Yancy 2014:55), is hard-wired into the institution of medicine, those who work in it

are “socialised from birth to discern ‘race’ [...] independent of [their] will and conscious intent”

(Mills 2014:37). For example, according to Beckley (2021:n.p.), a medical student in the NHS,

many aspects of delivering patient care are not learned through textbooks, but from joining

junior doctors on their wardrounds. When he started out on the wards, he was “like a sponge [...]

absorbing every interaction with doctors [he] was learning from”, very easily “unknowingly”

replicating their prejudices. Therefore, medical racism also manifests in more implicit ways than

previously described.

All of this, in some way, perpetuates dangerous myths around Black bodies, such as the

misconception that Black people feel less pain relative to white people (Hoffman et al 2016).

This pervasive trope has infected the collective consciousness of healthcare providers and

become embedded in cultural narratives of healthcare. It also has a gendered edge, as Black

women are often believed to be “an irrepressible spirit that is unbroken by a legacy of

oppression, poverty, and rejection” (Harris-Perry 2011:21), and as having “superhuman

strength” (Hoffman et al 2016). These stereotypes mean that healthcare providers often miss

crucial signs of Black women’s pain and ill-health, resulting in Black women being more likely to

7 This can be glaringly exemplified by when NHS medical student, Malone, attempted and failed to find any images in
medical textbooks of how a long list of skin conditions present on non-white skin, forcing him to create his own
inclusive resource.
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experience lower quality of healthcare than white women, experiencing poorer health outcomes

and worse experiences with the NHS (Various Authors 2020c:1). Indeed, Dr. Sowemimo, the

head of Decolonising Contraception8, contends that the fibroid disparity is partly due to how

stereotypes of Black womanhood such as the “strong Black woman” (SBW) trope form a barrier

to healthcare needs (Sowemimo 2018:n.p.).

2.5 The racial disparity of fibroids

Understanding the racial disparity for fibroids is not an easy task, primarily because research is

lacking. However, an increasing body of biomedical research on the aetiology of fibroids points

towards epigenetics, which shows that the multifactorial pathways through which fibroids

develop, grow, and shrink are dependent on genetic as well as environmental factors (Maekawa

& Sugino 2018). These pathways include exposure to chemicals and toxins9, vitamin D

deficiency, exercise and diet, smoking, obesity, and contraceptive use (Al-Hendy et al 2017:474).

By demonstrating how genes are shaped by the social relationships, inequalities and

environmental characteristics of individuals’ lives (Shilling 2016:2), epigenetics displays how

‘race’ often becomes mistakenly confused with biological differences (Lock & Nguyen 2010:91).

When this happens, structural factors in health disparities are not considered, rendering a

“systematic underestimation or misappraisal of Black Mamas’ clinical risk factors”, which in turn

increases said risks (Aina et al 2020:398).

Moreover, further US-focussed research investigates how Black patients are more likely

to experience symptoms for longer before seeking treatment10, that when they seek treatments

they have more concerns regarding the complications and consequences of treatment options,

and that they find it harder to get valid information on both risks and benefits for treatments

(Stewart et al 2013:813). For example, McClurg et al’s (2020) US-based literature review

exposes how racial minority women have a higher frequency of open hysterectomy11 compared

to white women, even after adjusting for uterine size. They suggest that the medical community

must address disparities through implicit bias education training, alluding to issues of medical

11 An abdominal (open) hysterectomy uses an incision on the tummy to remove the uterus. It is recommended when
fibroids make the uterus too large to be removed through the vagina (NHS 2019).

10 The treatment options for fibroids range from surgical therapies, such as hysterectomies or myomectomies, to
medical treatment, such as hormonal contraceptives. Hysterectomies are procedures that remove the uterus. A total
hysterectomy removes both the uterus and the cervix whereas a subtotal hysterectomy removes the uterus and leaves
the cervix intact. A myomectomy removes fibroids, but leaves the uterus and cervix intact. It is often the preferred
surgical option for patients (NHS 2019).

9 For example, some biomedical studies claim that the high usage of hair relaxers, which contain certain phthalates
(chemicals), among African-American women is a potential factor in the racial disparity (Wise et al 2012; Gaston et al
2019). This racial disparity has been recognised by The International Federation for Obstetrics and Gynaecology
(FIGO), who have recommended that reproductive health professionals acknowledge the disproportionate burdens to
toxic chemical exposures in certain patient populations (Zota & Shamasunder 2017:418).

8 A UK collective addressing the additional barriers some groups face to accessing health services and the idea that
some groups have more reproductive rights than others.
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racism. Echoing this, Katon et al’s (2019:934) US-based cross-sectional study12 revealed that

Black women’s higher rates of invasive hysterectomies versus white women remain

“unexplained” by uterine size. They suggest that this might reflect the biased treatment and

discrimination that Black women experience when seeking reproductive healthcare and that

anti-racism and implicit bias training must be incorporated into medical education to counter

such racial inequalities. VanNoy et al’s (2020:11) qualitative interview-based study also found

that the fibroid management decisions of Black women reflect their broader historical context of

inequity. Furthermore, many Black fibroid patients suffer with symptoms for a long time,

becoming “very sick” before receiving diagnosis and treatment (Marsh 2020a). According to Dr.

Neel Shah, Harvard medical school professor, this is partly because Black women are less

frequently believed when they express concerns over symptoms, especially those to do with

pain (Rosario 2018). Findings such as these reinforce the contention that 'race' cannot be

deemed a fibroid risk factor, but that racism can (Aina et al 2020:397).

Therefore, both Alcoff’s (1999) lenses will be relevant to my study, as racialisation not

only occurs in the micro-interactions of the clinical encounter (for example, through tacitly

reproducing myths of Black diseases), but is produced through the wider macro structures of

medicine and SRH (for example, the paucity of research on Black people’s experiences of

fibroids).

12 In medical research, a cross-sectional study is an observational study that analyses data from a population at a
specific point in time.
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Chapter 3: Conceptualising the fibroid experience

3.1 Grounding embodiment

Wanting to divert from theorising my participants’ lived experience to the point of abstraction

while also seeking a socially-imbued lens through which to observe the experiences of Black

fibroid patients in the UK, I turned to where the racial disparity begins – epigenetics. As

aforementioned, epigenetics disrupts dualisms between the social and the biological and instead

unveils the complex entanglement of environmental and biological factors in which the body is a

permeable and impressionable material, shaped by and incorporating social and ecological

circumstances (Meloni 2017:3; Non & Gravlee 2015:738; Skinner 2007; Lutz & Turecki 2014;

Krieger 2005). For example, Maekawa and Sugino’s (2018) study found that the regulatory roles

of microRNAs are responsible for the differences in incidence, size, and growth rate of fibroids

between ‘races’. This means that, according to their findings, the “unfavourable environmental

factors” that Black women are more exposed to can partly explain why fibroids tend to develop

more frequently, grow more rapidly, and are more symptomatic in African-Americans than in

other racial groups (Maekawa & Sugino 2018). Epigenetics, therefore, links to Alcoff’s (1999)

theory by showcasing that though meanings attached to ‘race’ are socially constructed, they

have real, lived, material and biological consequences for those who occupy racialised bodies.

3.2 Embodiment

In line with epigenetics, therefore, I regard the body as porous (Bridges 2008:627); it is not only

tied to the world (Merleau Ponty 1962:148 in Aho & Aho 2008:2) but also in a state of incessant

openness to it (Aho & Aho 2008:26). Therefore, the surroundings and environments in which

bodies are embedded condition their experiences of being and the very bodies themselves

(Argentieri 2018:136). As such, a human being is a body and has a body (Merleau-Ponty 1970 in

Wehrle 2016) and embodiment is, therefore, both lived as well as material (Plessner 1970:34 in

Ibid.). Again, this harkens back to Alcoff’s (1999) approach to ‘race’, which reveals how the ways

in which bodies are differentiated and categorised by type are preceded by racism, rather than

what causes it (Alcoff 1999), and how biology is, therefore, the outcome of racialisation rather

than the underpinning of ‘race’ (Meloni 2017). Indeed, Pavone et al (2018)13, Qin et al (2019)

and Wise et al’s (2007) studies alike revealed that perceived racial discrimination and chronic

pyschological stress can be considered cause for the increased risk of fibroids in Black women.

13 According to Pavone et al (2018:7), “stress influences hypothalamic-pituitary-adrenal (HPA) and gonadal axes thus
affecting the bioavailability of estrogen and increasing risk for fibroid development”. In laypeople’s terms, when
stressed, women’s brains may send signals to the ovaries that throw off hormone balance in the uterus, creating the
optimal environment for the development of fibroids.
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Moreover, phenomenological accounts of embodiment show how, when people

experience chronic illnesses such as fibroids, changes take place not only within their physical

bodies but in the ways they view the world through their bodies as well (Wilde 2003:170). In

other words, when ill, the body undergoes alterations (for example, heavy bloating), and

patients’ identity is “in flux” (for example, reduced self-esteem due to bloating) (Pounders &

Mason 2018:113). The ill person, therefore, must reckon with how their body no longer

functions as it once did in health (Wilde 1999) and illness requires sustained effort to adapt

practically and emotionally to the limitations it brings (Carel 2018). Phenomenology also

centres how variations in individual subjectivities – referring to one’s perceptions, affects and

thoughts and the social formations that shape these (Ortner 2005:31) – reflect the situated

lifeworlds in which embodiment occurs (Pitts-Taylor 2014; Toombs 1993:49; Pandolfi

(2007:456). This means that the sedimenting processes of embodiment might negatively impact

some bodies more than others (Weiss 2017:239). For example, Black fibroid patients’ pain might

be invalidated by tropes of the SBW. Embodiment, therefore, can aid me in amplifying the

marginalisation, invisibility, non-normativity, and oppression (Zeiler 2014:1; Ibid.) that might

define Black patients’ experiences of illness and patienthood, and how these can become

sources of the “unmet expectations resulting from chronic conditions” (Kaufman 1988:351).

To fully account for these variations, I take some inspiration from Foucault’s early work,

which envisions the body as an object that is moulded by forces of power and control (Foucault

1977:153 in Crossley 1996:104). In this work, the clinical encounter is considered a realm

where power operates in a disciplinary manner and patients are provided with guidelines about

how to regulate and experience their bodies (Lupton 1997:99). However, the phenomenological

body is more than a shell or a surface of social inscription (Wilson 1999 in Goldenburg 2010:61)

and so I take Foucault and phenomenology in tandem to show that the body is “both subject and

object” (Moran 2013:287). In adopting this approach to embodiment, therefore, I strike a

balance between perceiving racialised bodies as active and acted upon (Crossley 1996:105). In

doing so, I render the body a site and source of the will to power while accounts of bodily

objectification can be also invoked (Grosz 1994:159). More specifically, my brand of

embodiment explores how Black fibroid patients’ embodied knowledge can sometimes be

anchored in their relative racial vulnerabilities (Falu 2019:696). Thus, while the repeated

exposure to racial discrimination and racism can become embodied (West 2020:5; Sharma et al

2009), as evidenced in the epigenetic aeitology of fibroids, these negative affective experiences

can also be mediated through various strategies of resistance, which cannot be overlooked

(Torres & Torres Colon 2015:308). Indeed, Foucault himself contends that “where there is

power, there is always resistance” (Lupton 1997:102).
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3.3 Illness, patienthood and (self-)care

“Illness [is] an experiential event, grounded in subjectivity, as well as a biological and social
event, grounded in clinical and structural contexts” (Kaufman 1988:34).

The literature clearly shows that Black fibroid patients not only “have more objective indications

of severe disease” but “the disparities are compounded at every step” (Stewart et al 2013:294).

Therefore, I will explore how participants experientially respond to both illness and patienthood

and how these experiences inform their care. I separate these two terms heuristically to get at

the micro14 (illness) and macro15 (patienthood) level forces that inform the fibroid experience;

though, of course, these are always entwined. Taking this as my point of departure, therefore, my

overarching research question is:

How do Black fibroid patients’ experiences of illness and patienthood shape their (self-)care

practices?

I will explain what I mean by each of these terms. Firstly, while disease is the “problem

from the practitioner’s [biomedical] perspective”, which concerns biological functioning

(Kleinman 1988:5), illness refers to the “innately human experience of symptoms and suffering”,

which is shaped by how a person, their families and wider society, perceive, live with and deal

with disease (Kleinman et al 1978:252). Not only, then, is illness experienced as a disruption of

one’s biological body, “but also as a disruption of the sense of the self” (Marcum 2004:317).

Therefore, illness attends to the subjective, lived everyday, micro-level experience of fibroids. It

can refer to how the condition might interfere with patients’ ability to carry out their daily lives

– what the impacts are on their work, their relationships with friends and family, and their

intimate relationships with partners, for example.

I loosely define patienthood as the experience of being a patient. This experience

necessitates a level of engagement with the clinical or institutional expectations of the

biomedical healthcare world. In the UK, this can mean being a patient of the NHS, or (and as well

as), private healthcare; though I will mainly deal with the NHS. Though some frame patienthood

as demanding “adherence to certain clinical or institutional conformities and routines”

(Chochinov 2012:n.p.), I see engagement as either reluctant or willing (or both or neither).

Using this term helps me grapple with the “clinical and structural contexts” (Kaufman 1988:34)

that shape the fibroid experience as well as how my participants might resist such practices and

norms (Landzelius 2006 in Joyce et al 2020:186).

15 The large-scale interactions between patients and their social world, such as with the healthcare system.

14 The small-scale interactions between patients and their social world, such as with friends, family, and at work.
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(Self-)Care practices, therefore, encapsulate the rituals that Black fibroid patients might

adopt to cope with and manage their fibroids. Each of these concepts are intertwined, differ

from person to person, and are sometimes represented in competing but coexisting narratives.

For example, illness experiences may (further) alienate patients from the healthcare system,

though they might also urge them towards the healthcare system due to the “Western

expectation of biomedicine’s promise to transform the body” (Kaufman 1988:350). (Self-)Care,

therefore, might be either in tandem with or independent of medical intervention, or a

combination of both.

To aid my investigation, therefore, I have formulated three subquestions:

1. How do Black fibroid patients experience illness?

2. How do Black fibroid patients experience patienthood and what role does their

'race' play in this?

3. How do Black fibroid patients eschew adverse experiences of patienthood?
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Chapter 4: Research Design

4.1 Design

“Anthropology has been synonymous with ‘race’ and racism since its foundation [...] But
it has also been on the cutting edge of knowledge production to counter the voices of the
state and the powerful who have long sought to position their status as part of the
natural order of rule. Anthropology became both a tool to support and combat racism.”
(Yearwood n.d.:n.p.).

Designing my research necessitated deep contemplation due to my positionality. At first, I

thought it best to “study-up” and interview healthcare providers. This way, I could challenge

those “part of the natural order of rule” (Ibid.) and dodge reifying the colonial traits of

anthropology as outlined above16. However, after much deliberation, I decided that, instead, I

would use essences of Black feminist ethnography, which “has always meant putting Black

women’s voices front and centre” (Davis 2019:23). As such, I decided to speak to Black fibroid

patients directly as ultimately the “people who experience a health condition are the experts of

their own experience” (Ain et al 2020:397). I also chose the UK as my site of study as I have

first-hand experiential knowledge of being a patient of the NHS, and did not want to make

comparisons across different healthcare systems – particularly those that I am unfamiliar with.

4.2 Recruitment

My research is focussed on a group of people who share a health condition, not a single

community in a physical sense, which meant I never saw my “fieldsite” as an object, place, or

whole (Markham 2018:438). Therefore, despite Covid-19 and a world of seemingly unending

social distancing measures, my research was always well-suited to online methods. To locate

participants, I searched for online fibroid networks and found one group on Facebook that I was

drawn to, mainly due to it being UK-based and patient-led17. Before recruiting, I consulted with

the group's admins about my presence potentially interfering with the safe space that had been

created, especially as I have no experiences with fibroids myself. Together we agreed that by

clearly stating my role as a researcher, I could recruit in a sensitive manner. Leaving my

participation criteria intentionally broad, I asked to speak with Black menstruating people who

have had a diagnosis of fibroids, are living in the UK, and have had experience with the NHS.

17 I have chosen not to name this support group or the group’s admins because I want to keep their anonymity. My
research is also in no way affiliated with the forum.

16 Anthropology emerged amidst the wider symbolic field of the ‘Savage’ slot and colonialism, which codified certain
variations of humans into 'race' (Trouillot 2003:9; De L’estoile 2008:272). Along with its early connections to the
American and British Eugenics movements, colonialism and imperialism, anthropology has historically endorsed this
racial determinism, which has fed into many of our modern-day conceptions of the body and health (Yearwood:n.d.).
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The Facebook group states clearly that “any attempt to sell uncredited products or

"herbs" promising miracle cures for infertility or gynaecological problems is prohibited”.

Therefore, wanting to explore the care pathways (which may include herbal options) that

patients choose to adopt, I decided to look beyond the group as well. In the end, I recruited a

total of thirteen participants through Facebook, Twitter, my research-related Instagram account,

and via a friend (table 1). One participant was even recruited through snowballing after seeing a

tweet that another participant shared promoting my research.

4.3 In-depth interviews

I carried out in-depth semi-structured interviews with all participants, as this method is

appropriate for phenomenological investigations. Interviewing enables the researcher to collect

data from people who have experienced a phenomenon, and to develop this into a

comprehensive and composite description of “what” they experienced and “how” they

experienced it (Moustakas 1994 in Rafique 2020:n.p.).

Through video calling in real-time via Zoom, I felt that both my participants and I were

able to build an interpersonal connection, form trust, and promote natural and relaxed

conversation (Archibald et al 2019:4). I started each call with small talk; we discussed our

respective jobs and studies, the weather, and of course, the pandemic. I never recorded this part

of the conversation so I could establish a friendly and comfortable atmosphere before we veered

into research mode. Doing this meant that my participants quickly warmed to me and spoke

with animation and honesty. I then began each interview by asking broadly how my participants

came to realise they had fibroids, what this experience was like, and what impact it had on them.

This was a chance for them to start from the beginning of their fibroid story and allowed me to

probe on areas of investigatory interest (Rubin & Rubin 2005:88); these probes were mainly

fragments of my topic guide (table 2). In each interview, there were often light moments of

humour and laughter, matched also with pain and vulnerability.

4.4 Photovoice

To enrich the insights gained through interviewing, I used photovoice to showcase the daily lived

experiences of fibroids. Aiming to empower participants, photovoice is a participatory-based

research method, which reframes research so that it can be perceived through the lens of the

community in question (Lal et al 2012:182; Budig et al 2018:1). It enables participants to record

and reflect on their daily lives through photography, and in the context of health research, some

argue that it allows participants to provide “more meaningful representations” of the particular

health challenges, if any, that they encounter (Gill et al 2015). Essentially, it gives participants
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another means through which they can share experiences (Plunkett et al 2012:17; Nash

2014:243) – especially those as private and difficult to observe as menstruation related

symptoms. This is particularly useful in the absence of participant observation, (because of

Covid-19), because it instead puts the observation into the participants’ hands.

I gave my participants full creative range over the project, instructing them only to

photograph whatever they viewed as important to and symbolic of their fibroid experiences.

Though photovoice protocols usually confine participants to compose images explicitly for the

research purpose (Woodgate et al 2017), I have decided to include one participant’s photos from

2018 as she chose them to best represent her fibroid journey. I found that the immediacy of the

photos I was shown aided a shift from the academic world towards a more informal context to

discuss daily life concerns (Lal et al 2012:182; Cooper & Yarbrough 2010:645). Using the PHOTO

technique (table 3) as inspiration for designing my topic guide for the supplementary

photovoice interviews, I also felt that my participants and I co-created knowledge through

collective introspection and dialogue, situating the participant as “teacher” (Liebenberg 2018).

One participant even told me when sharing her photos: “in a way talking about it all has helped

me to process some of it too, which is great.” Hearing this makes me believe that the method has

had some greater purpose beyond my research.

4.5 Ethics

Considering the primary ethical focus of anthropology is to “do no harm”, prior to and

throughout the research process, I maintained a Black feminist ethic of caring – being

empathetic to each participants’ unique and valid emotions (Collins 1989). Each participant was

sent an information pack complete with informed consent forms (table 4) where they were

made aware that consent is a reciprocal, ongoing process, and that participation is voluntary,

and consent procedures for photovoice were explained. I wanted to avoid this process from

becoming formal and off-putting, so I made clear that participants were able to participate

however and as little or as much as they wanted, and that providing oral consent was also an

option if they preferred. During initial conversations I also forewarned them that some

questions would revolve around difficult topics, such as racism, and that they would be able to

stop the interview at any time if they were uncomfortable.

While interviewing participants from their homes, Zoom can blur the lines between

public and private (Archibald et al 2019:4). To make my participants feel as comfortable as

possible, therefore, I ensured that I had my camera turned on and my home environment visible

to minimise potential power imbalances. Furthermore, though unsurprising based on the

literature I had read, conversations sometimes became emotionally difficult. On one notable
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occasion, during my first (ever!) interview, Cara began to cry. Seeing the tears fill her eyes, I

decided against interrupting her to allow her to continue speaking on what was visibly

important yet difficult for her to share. Though not regretting this decision, I wondered if I could

have offered more tangible gestures of support in person. However, overall, I am pleased that I

conducted my research remotely because the flexibility of it was well-suited to my participants,

whose debilitating symptoms often make it difficult for them to leave the house.

Moreover, because online collected data is vulnerable to security attacks, I chose Zoom

because it securely records and stores sessions without recourse to a third-party software

(Archibald et al 2019:3). I also saved all data on a password-encrypted drive. Wanting to uphold

anonymity while also acknowledging the cultural importance of names, and because many of my

participants do not have Western/European/British names, I gave them the option to choose a

pseudonym18. Some participants chose to keep their names to “feel more real”.

Furthermore, Wang and Burris (1997) intended for the photovoice method to promote

social change through sharing results with policy-makers. Though I have applied ambitions for

my research and have made plans to disseminate it among influential stakeholders, the primary

purpose of this thesis is for the completion of my masters. Therefore, I have been cautious not to

overly-promote the “activist” capabilities of my research (yet) as I do not want to foster unmet

expectations for my participants (Budig et al 2018:7). Lastly, because not all menstruators have

access to a camera, phone or computer, my two online research methods are not wholly

inclusive of all Black fibroid patients.

4.6 Analysis

I made reflective memos throughout the research process and transcribed each interview to log

any emergent patterns early on. Next, I underwent manual thematic analysis (Galman 2013). On

printed transcriptions, I remained as open-minded as possible and colour-coded existing themes

already captured in field-notes as well as new ones. I coded all interviews twice in order to

enhance validity and to avoid missing important data. I then transferred codes into an Excel

spreadsheet by grouping higher order themes into illness experience, patienthood, care

practices, and intersectionality and sub-coding each of these with up to seven subcategories.

18 As Allen & Wiles (2016:162) write: “Thoughtful naming is a way of acknowledging a relationship with our
participants where there is ongoing contact; they are not simply another “Mary” or “P3” but someone who has
participated in their naming and will know themselves in the works that their words have helped to produce.”
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Chapter 5: Blood, Shame, Pain, and “Pregnant Bellies”

Fig. 1: Matimba’s photo she took of an artwork at the “Explore The Pain Museum, a virtual art
exhibition challenging the shame and stigma around women’s pain.”
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5.1 Introduction

In exploring the illness experience of fibroids, I have chosen to detail only a “snapshot” (Olu) of

the condition’s various symptoms, which can affect the patient’s “whole body system” (Ebby).

Beyond the heavy periods, fatigue and bloated stomachs that I elucidate, participants also told

me that they experience chronic pain in their pelvic region, abdomens, anuses, legs, and backs.

Many also experience extreme constipation, or the reverse – diarrhoea, which in some cases

combines with heavy rectal bleeding. Others have troubles with emptying their bladders despite

constantly having the urge to urinate, or they suffer from stress incontinence. Most have found

that their fibroids have caused them to experience pain during sex and even without the pain,

they “aren’t bothered” (Cara) because their libidos have been heavily suppressed. This list is not

exhaustive.

What I have found so illuminating in my research is how salient documenting the first

person, subjective, lived experience really is. Because the fibroid literature is primarily from the

biomedical sphere, it is overwhelmed by the voice of medicine (Mishler 1984). Mishler

(1984:104) contends that because this voice is one of science and technicality, it also manifests

as abstract and detached, serving “to decontextualise events, to remove them from particular

personal and social contexts”. I am instead uncovering the voice of the lifeworld (Mishler 1984),

attending to the contextual narration of the illness experience of fibroids. I do this by presenting

graphic descriptions and images of the major symptoms of fibroids, how these are embedded

within a context of stigma and shame, how fibroids become embodied in various sentient ways,

and the impacts these have on the patients’ sense of self.

5.2 Opening the floodgates of shame

Firstly, I found that each participant’s illness experiences fly in the face of accepted biomedical

doctrine – that fibroids are mainly asymptomatic. Every participant experienced the most

common symptom of fibroids – flooding (medically termed menorrhagia or hypermenorrhea),

meaning they experience heavy or painful periods that sometimes last longer than seven days

(Marino et al 2004; NHS 2019). Kimimila, Carina, Cara, Olu and Savannah all spoke on how they

adjust their sleeping patterns, sometimes setting hourly alarms to refresh their protective ware,

in order to avoid waking up “covered in blood” (Ebby). Carina, Kimimila and Olu, as shown in

figures 2 and 3, sleep on towels so as not to add to their amounting laundry piles and to avoid

spending more money on replacing stained bedsheets. Due to the inevitability of staining their

underwear, Carina wears two pairs while Tamara sees “no point in wearing nice underwear”

because she would just have to throw them away. These accounts tell a tale of how debilitating

symptomatic fibroids can be – often affecting the most seemingly mundane aspects of daily life.
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Figs. 2; 3: “Before and after 2 periods. I’ve bought
more pads this time (at least 2 packs). They’re on
a towel because I sleep on one to protect my
mattress.” – Olu

Figs. 4; 5; 6: “Leaked AGAIN! Early morning flooding and cup change. This is just life with
fibroids. You just bleed heavily and do what you can to try and get through the day.” – Carina
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For me, Carina’s photos (figs. 4, 5 and 6) showing her overflowing menstrual cup are the

most stark insight into the true nature of flooding, which is currently absent in the existing

biomedical research on fibroids. The photos are taken from Carina’s point of view at twenty past

five in the morning, during her fourth trip to the toilet to empty her cup that night. As I view the

photos, I am essentially peering over Carina’s crimson stained crotch. Being familiar with my

own cycle, maintained also by use of a cup, I am unused to witnessing such intense leaking. In

fact, I often wear my cup for up to twelve hours without any spillages. Therefore, when I

received these photos, I felt an immediate sense of shock, alarm, and, truth be told, uneasiness.

Not only did beholding such an intimate moment feel almost voyeuristic for me, sharing these

photos was also a “weird and unnerving” experience for Carina — but why?

5.2.1 Bad Blood

To understand these affective responses to Carina’s three photos, Goffman’s (1963) definition of

stigma can be deployed. For Goffman (1963), stigma refers to any mark or stain that

differentiates people from each other, which then communicates to the world that people have a

“defect of body or of character that spoils their appearance or identity” (Johnston-Robledo and

Chrisler 2011:9). This is separated into three categories: “abominations of the body”19,

“blemishes of individual character”20, and “tribal” identities or social markers associated with

marginalised groups21 (Goffman 1963:4 in Ibid.:10).

“As a Black woman, the way I was raised was very much: “you keep it a secret”. It’s not
something that you tell anyone, no one should know you’re on your period, so it’s always
a secret. I think that approach made me more secretive, I guess”. (Nina).

Nina’s quote supports Johnston-Robledo and Chrisler’s (2011) argument that menstrual

blood falls into these categories. First, the rituals and hygiene practices around menstruation

imply that menstrual blood is an abomination (Johnston-Robledo & Chrisler 2011:10). Bleeding

freely is scarcely considered an acceptable option in most “Western” cultures and it is

subsequently customary that menstruating people wear tampons, cups, pads, or pants during

the menses (Brantelid et al 2014). These devices absorb fluid and odours, lay invisible beneath

one’s clothes, and are pocket-sized so that they can be easily transported without attracting

attention (Kissling 2006). The industry that manufactures these technologies markets them as

hygiene products because bloodied crotches are considered dirty. Moreover, their inconspicuous

design reveals a double burden of menstrual etiquette – blood must be regulated/hidden, but

the infrastructure to make this so must also be regulated/hidden (Laws & Campling 1990).

21 For example, gender, ‘race’ or able-bodiedness.

20 For example, criminality or addictions.

19 For example, deformities, burns or scars.
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Next, I repeatedly heard about the methods patients use to conceal their leaks to avoid

embarrassment. It is common practice for Cara to take “extra underwear and extra garments to

work” because by the time her forty-five minute journey is over, she is already drenched in

blood. Ebby and Sarah’s handbags are always stocked with menstrual products. Olu, Cara,

Tamara and Kimimila each don an all black ‘fibroid uniform’, as I call it, every month to mask the

sight of red. Menstruators arguably adopt these practices because of a society-wide aversion to

menstrual blood. Showing menstrual blood in public can, therefore, be viewed as a blemish of

individual character (Johnston-Robledo & Chrisler 2011:10).

“It’s such a taboo because in certain religious contexts, any talk around your menstrual
cycle or your periods is interlinked to virginity. When you’re menstruating, it’s part of
you being a woman, which is linked to childbirth, therefore, it goes down that pathway of
being sexually active rather than just how your body’s functioning. So I definitely think
there’s a taboo on that side of it. But also, there’s a stigma psychologically around blood.
Some people just don’t like the sight of blood so they associate period blood with those
kinds of fears.” (Kimimila).

Lastly, Kimimila shared with me that some Black women’s cultural contexts might

exacerbate this stigma because of the connotations between the menses and sexuality. These

associations are made in part because of physiology (both sexuality and menstruation are linked

to the genitals), but also because both sexuality and menstruation evoke feelings of disgust,

according to Miller (1997 in Rempel & Baumgartner 2003:156). In patriarchal society, the

“female body” is positioned as “relational”, “other” while the “male body” is situated as “neutral”,

“normal” (Beauvoir 1989 in Karlsson 2019:114). Therefore, because cis-gendered men do not

menstruate, the “female body” and her bodily functions are regarded as deviant (Dolezal 2015 in

Ibid.). This makes menstruation an anomaly of normal experience and menstrual blood is the

tribal marking of “femaleness”, giving further cause to consider flooding within Goffman’s

(1963) frame of stigma. Indeed, these stigmatising attitudes might become “internalised shame”

as people think “shame on you”, “you have let this happen” (Matimba). This was shared by

Kimimila:

“It's been that secret that you don't mention, or you just feel embarrassed about
mentioning because you just feel that you should be able to manage your menstrual
cycle.” (Kimimila).

When the precautions taken to conceal menstrual blood fail, one is forced to disrupt the

societal expectations of privatising menstruation (Young 2005) and expose themselves –

publicly. My participants said that they felt “mortified”, “ashamed”, and “embarrassed” when

they flooded. Sarah told me that her periods, which would last for up to twenty-five days in a

month, were so heavy that the blood would forcibly push her tampon out of her. On one
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“terrible” occasion when sat on a London bus, she felt the waves of blood gush, leak out of her,

pour down the aisle, trail down the stairs, and even fill her shoes. She immediately ran off the

bus to find a toilet – a place to hide. Nina and Ebby shared similar stories of feeling desperate

and ashamed while being trapped in public toilets for hours, both having to wait for someone to

bring them a change of clothes to avoid publicly displaying their spoiled outfits.

Mary Douglas’ (1996) theorisation around purity and impurity can make sense of how

this transcendence from private to public evinces shame. She claims that “there is no such thing

as absolute dirt”, and instead dirt is disorder; it is “matter out of place”. Therefore, as long as

periods remain within the body and away from sight, they are regulated, clean. However, as soon

as they transgress bodily boundaries, they become deregulated, dirty; they appear where they

should not appear, disrupt the social order of things, and arouse feelings of disgust.

Menstruators, therefore, are expected to confine their “leaky” bodies to the private sphere

(Moffat & Pickering 2019:769). When they fail to do so, their bodies, as well as their periods, are

marked by society as out of place in the public realm (Ibid.:771), invoking mortification,

embarrassment, and shame.

5.2.2 “I was so ashamed”

Fig. 7: “The size of the maxi pads? I can
flood these in around 2 hours when
my flow is the heaviest.” – Olu
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Figs. 8; 9: “My
Wardrobe is a
lot darker too.”
– Olu

“I hate wearing all black but actually, just in case, let me wear black because at least you
can hide whatever is happening. So, yeah, if you know me, you can tell when it's that
time. Because literally, for days on end, you will just see me wear black, black, a little bit
more black. So it's definitely a time when I am more conscious, self conscious, and
probably worried.” (Olu).

Shame and stigma go hand in hand whereby one breeds and thrives off the other. Olu’s all black

fibroid uniform provides a prime example of this relationship. When discussing figure 8, she told

me that her flooding is too severe for menstrual cups or tampons, so she has to wear Always

Maxi night time 5s instead, which she soaks within two hours. Using her hand as a reference to

exhibit the size of these pads (fig. 7), she tells me that they’re “thick and bulky”, making her

“really conscious about what can be seen” when on her period. Therefore, she wears black

during her menses because “at least with black”, she has “got a bit of dignity” when “bleeding

everywhere”. Feeling dignified is an undesired trade off, however, for feeling like herself.

Wearing vibrant clothes, as shown in figure 9, is an “important” way of expressing her

personality, she tells me, and also helps her in her job at a school for children with special needs.

In Pia Kontos’ work on “embodied selfhood” and dementia, she challenges the traditional

theorisation of dementia as “a steady erosion of selfhood” and argues instead that selfhood

“continues to be enacted through habitual, embodied practices and gestures” (Kontos 2005:553;

Kontos 2004:837 in Buse & Twigg 2015:75). Clothing and dress are one example of these habits

and practices, and are widely associated with choice, agency and expressivity (Buse & Twigg

2015:71), forming an integral part of one’s embodied selfhood. It is certainly the case that
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clothing and appearance are significant to my participants’ embodied identities. However, unlike

Kontos’ work, I found that symptomatic fibroids more often inhibit my participants’ sense of self.

One feels ashamed when they are perceived (or believed to be perceived) by others as

doing, or being something considered “inadequate, inappropriate, untoward, deviant or

immoral” (Dolezal 2015:569). The object of shame is oneself, meaning shame is a deeply

subjective and embodied emotion (Ibid.). When on her period, Olu dresses in “black, black, a

little bit more black” to ensure that she “can hide whatever is happening” and “blend in”. Despite

taking this precaution, she still feels “more self-conscious” and “worried” when on her period

because the stigma surrounding periods indicates that a visible leakage is “deviant” or

“inappropriate”, or to use Olu’s words, “a worst nightmare”. Flooding, therefore, can be seen as a

cause of bodily shame – shame centred in the body – which can distort, thwart, and limit one’s

embodied selfhood. Unlike the vibrant colours (fig. 9) she opts to wear when not on her period,

Olu’s all black fibroid uniform is, to her, lifeless, soulless and wrong. Choosing to photograph

these outfits to showcase the seemingly mundane but in fact deeply “important” and “tough”

adaptations she has had to make due to her condition, these clothes represent to Olu a wearing

away of her sense of self. This example, therefore, points to how, when fibroids interact with

bodily shame, the condition can disturb the patient’s embodied selfhood in significant ways.

According to Dolezal and Lyons (2017:258), bodily shame can act as an affective

determinant to health – the state of complete physical, mental, and social wellbeing. Indeed,

many of my participants felt “embarrassed” (Cara), “mortified” (Olu), “self-conscious” (Kimimila)

and ashamed of their heavy bleeding or responsible for “allowing what [their] body is doing to

take over” (Sarah). Due to this “self-imposed stigma” (Tamara), much of the time, they “play

down some of the symptoms in their head”, not recognising their severity, and hoping “that

everyone else is the same” (Carina). Matimba told me that despite “always having really terrible

periods”, she convinced herself that “it is what it is”. Tamara also shared that the stigma

surrounding periods has meant that she has “limited” herself from speaking about her condition

with friends and family. Many participants, therefore, “suffered in silence for a while” (Janine)

before getting treatment.

Black fibroid patients’ experiences of bodily shame is particularly complex as it is felt

amid “a gaze of difference [and] differentiation” (Story 2010:24 in Benard 2016:2). While

patriarchal society sees that the “male body” equals normal and the “female body” equals

deviant, white-centric society sees that the “white body” equals normal and the “Black body”

equals deviant. Systems of racism and sexism, therefore, engender stereotypes of the “Black,

female body” as “grotesque, animalistic, and unnatural” (Carroll 2000; Gilman 1985 in Mowatt et
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al 2013:650), which may contribute to a heightened felt menstruation stigma, especially in the

context of flooding. Moreover, although these stereotypes are socially constructed perceptions,

“race and gender consciousness produce habitual bodily mannerisms that feel natural and

become unconscious after long use” (Alcoff 2006:108). The racist and sexist stereotypes around

“Black female bodies”, thus, can become internalised, manifest bodily shame, distort the ways in

which Black fibroid patients see themselves (Hobson 2003:89), and ultimately impact health.

5.3 “Get on with it, you’ve still got a job to do”

“I'd say they probably haven't supported me, but equally, again, due to that taboo, it's
nothing that I've necessarily sort of brought up.” (Kimimila).

Indeed, Marsh (2020:n.p.), a US-based fibroid gynaecologist, found that a universal theme of

fibroids is that, when asked by doctors whether a patient’s periods are “normal”, many think that

bleeding heavily and painfully for 10 days is “normal” because they have “suffered in silence

with symptoms” (Nina) for so long that their fibroid symptoms become part and parcel of their

everyday existence. Therefore, by the time they get a diagnosis, they are already “anemic,

fatigued and very sick” (Marsh 2020:n.p.). This was the case for many of my informants. Carina,

Cara, Olu, Sarah, Savannah, Christiana, Ebby, Matimba, and Nina have all had to be medically

treated for their anaemia, which, despite wiping out their energy levels, many have had to

weather. Neither Nina, Tamara, Carina or Kimimila have ever taken sick days off work because

their employers “haven’t been supportive” (Carina). Sarah “wasn’t able to progress in anything”

as she had to spend all her time in bed. She subsequently had to stop her studies in accounting at

university. Ebby’s fibroids have also impeded her capacity for work:

“I was taking a sick day every month and my manager was being very difficult because
she just thought I was taking the piss. Because on the first day of my period, I will not be
able to get out of bed, I won’t be able to move, I won’t be able to drive because my
migraines were so bad. I can’t even describe how it has affected my life. It’s just been
awful. I didn't have a pattern, I couldn't predict anything. I’d plan a meeting and then I
would wake up that morning and I can’t get out of bed or I’m covered in blood, throwing
up, crying non-stop. Sometimes my period could go on for two, three weeks, a month, or
sometimes even three months nonstop. So, yeah, it has impacted my daily life. I couldn’t
do the things that I loved doing. I couldn’t do anything.”

According to Corbin and Strauss (1985), in an ideal world, in order for people to manage

chronic illness, influences of everyday life must be minimal (i.e. no domestic labour). However, in

reality, the demands of one’s condition and those of daily life must be balanced, presenting a

challenge for patients of chronic illness (Houtum et al 2015:1). In spite of these challenges,

Ebby’s employers claimed that her fibroid-related symptoms were “not an acceptable excuse”

for taking sick leave. She was once even forced to face a disciplinary panel. She found her
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employers’ response to her condition particularly unfair, as other illnesses such as the flu were

considered valid reasons to miss days of work. Olu has faced similar challenges. Despite taking

fewer sick days overall than her colleagues, she was once put on attendance watch because she

was missing work more regularly (coinciding with her monthly cycle).

As structures of ‘race’ and gender are inseparable from human experience (Goldenburg

2010:60), it is critical to assess how these might inform the double standards that Ebby and Olu

were subjected to at work. As already outlined, the menses are commonly associated with

uncleanliness, weakness and irrationality (Kristera 1982 in Ibid.) and period-related ill-health is

marked as fundamentally different from other illnesses (Grosz 1994:203). Thus, due to the

taboo around periods, period-related ill-health is scarcely granted the legitimacy through the

“sick role” (Parsons 1951). Menstruators are subsequently prohibited from being exempt from

carrying out “normal” social duties, such as work (Ibid). Moreover, when employers do not

legitimise their illness experiences, Black fibroid patients' pain can become masked in the

unproductive trope of the SBW (Winfield 2020:3), exemplified by my participants who have

never taken days off work. This further perpetuates the stigma and taboo around their

reproductive pain, further deterring them from seeking help (Ibid.).

5.4 “Pregnant belly”

Fig. 10: “May 2018 I had my first scan: In total the scan showed 4 fibroids:
1=11X10X9cm, 2=3.9X3.7X3.1cm, 3=3.1X3.8X2.3cm, 4 =1X0.9X0.7cm.” - Nadia
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Fibroids vary in size and number from person to person, and they are prone to shrink, grow, and

multiply over the course of the condition. When patients have large fibroids, as starkly exhibited

in Nadia’s MRI scan (fig. 10), they are oftentimes able to see their fibroids protruding out of their

abdomen, forming lumps. This can bring about all sorts of anxieties, as patients can often

mistake this “pelvic fullness” as a sign of cancer (Marino et al 2004). Nadia told me that seeing

her “pronounced tummy” made her feel “anxious, sad, a bit depressed”. Carina also shared with

me that:

“It's really scary, because although I know it's not sinister, I think, "is it specifically just
the fibroid that's causing that, or is there something else wrong?" So it sort of makes you
more anxious than you need to be, even though people say, "there's nothing wrong, it's
definitely a fibroid", there's still that thing in the back of my mind that's like, "but is it
definitely just a fibroid?" I even saw a post earlier today – it was about bowel cancer and
it was like, "do you have any visible lumps in your stomach?" And I'm just like, "it's a
fibroid, it is a fibroid". But there's that 1% that's just like, but what if it's not? And it's just
like, yeah, the anxiety that goes along with just having fibroids.”

Figs. 11; 12: “Fibroid alien has ruined my once flat stomach.” – Carina

When fibroids are severe, they can cause fertility issues (Maekawa & Sugino 2018).

However, Carina’s photos (figs. 11 and 12) of her “bloaty tummy” highlight how fibroids can

change bodily shape to form a protuberance emblematic of an (oftentimes heavily) pregnant

body. The embodiment of pregnancy is well-documented in phenomenological literature (for

example: Young 1984; Johnson 2000; Bornemark & Smith 2016), however, I take Neiterman’s

(2012) “doing pregnancy” to show how profoundly difficult the symptom of the pregnant belly

can be for fibroid patients who face fertility struggles. According to Neiterman (2012:372-373),

pregnancy is an experience which is embodied through constant and active “doing” of pregnancy
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wherein the pregnant person must “actively perform socially established practices that signify

the status of the body as pregnant”. Thus, “doing” pregnancy becomes complicated when people

are perceived to be pregnant but are in fact, not. Like Carina, many of my participants often have

to deal with friends, colleagues, even strangers, congratulating them on their perceived

pregnancy, which reminds them of their fertility issues and evinces sadness:

“I was at work and I was looking particularly round and my friend looked at me, and she
was like, "Oh my God, is there a baby in there?!" And I was like, "no, no, there really isn't."
[...] It's very emotional having to go through this knowing that I look pregnant, but yet
I'm not, and won't be for quite some time. Like when I look at that [bloated stomach], it
upsets me because I just think, "what, why? Why is this my life?"” (Carina).

Carina’s relationship with her ex-boyfriend broke down partly due to her fertility

struggles. She also could not speak to her sister for the duration of her pregnancy, and found it

so emotionally difficult when one of her closest friends became pregnant, that their relationship

broke down irreparably. Carina’s experiences show how the heavy, bloated feeling and

appearance of the “pregnant belly” (Carina) can become tied up in the feelings of anxiety,

depression, anger, betrayal, guilt and sadness that have been found to be associated with fertility

issues (Ezzell 2016). Janine shared that:

“It's not just me dealing with the fibroid. I'm dealing with that, but at the same time I'm
coming to terms with the fact that I am not going to be a mum, which is something I just
presumed was going to be part of my journey at some point. So, these two issues have
become conflated and everything's just a ball of *lets out a cry* "aaaahh!"”

Moreover, the symptom of bloatedness can also make the patient feel low in themselves

and therefore “dread” and “scared about intimacy” (Matimba) – a cruel irony. Matimba told me

that despite wanting children, her constant bloatedness has “knock[ed] [her] confidence” as

looking and feeling pregnant is “the opposite of all the things that make [her] body feel good and

sexy”. Thus, the fibroid symptom of bloating can impact the fibroid patient in diverse and

profound ways. It can stoke fears of cancer, serve as a reminder of fertility problems, and form a

barrier to intimacy. All of these complications impact patients’ daily life – for example, at work,

or on their relationships with friends, family and partners.

5.5 Conclusion

In this chapter, I have chronicled a rich account of how Black fibroid patients experience illness. I

have shown how fibroids can present with much more complex and burdensome symptoms

than is often acknowledged. When discussing with Matimba how ‘race’ plays a role in this, she

suggested that doctors give “zero fucks” about the weight of her illness experience because, as

white people are thought to suffer with fewer symptoms than their Black counterparts, health
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data presents fibroids as mainly symptomatic. Matimba’s comments made me question whether

Black patients’ pain is not being believed, understood, or helped in the same way that the pain of

white patients is? While I leave these considerations for my analysis of patienthood, what I have

aimed to do with this chapter is to elucidate some of the distinct and impactful ways that

fibroids are embodied in daily lived experiences, all of which occur in the context of period

stigma and shame. Uncovering these experiences is why sharing the photos of her flooding was

so important for Carina:

“I just felt that nobody sees pictures of moon cups and blood. It’s all hidden. It's all blue
liquids and everything looks clean and nice for the telly, and for the teenagers that are
growing up, so nobody sees that. So I just thought, it's nice to just see something real. I
was like, "oh, my God, am I really gonna take this picture?!" And I was like, "no, just do it
because, come on now, this is real life. This is what's going on. This is important. So just
take a picture."”
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Chapter 6: “Fobbed off”, “Palmed Off” and “Dismissed”

6.1 Introduction

During an online fibroid patient-led support group meeting that I was invited to attend, the

members and I were given the unique opportunity to hear from a specialist gynaecologist on the

subject of fibroids. Given the testimonies I had already gathered from my participants – that they

were scantily given much intel on the various treatment options available – I expected that this

opportunity might be used to gain insight into the condition itself. However, it was instead used

to ask how a patient might be able to advocate for themselves in the clinical encounter, and most

of the questions posed centred on what kind of questions fibroid patients should ask their

doctors. Her advice: “make sure you’ve always got a very good list of questions, that you’re really

prepared, and if you’re not happy then go back in to ask again. Be really proactive.” Surprised, I

was compelled to reflect on why the meeting centred around how best to navigate the

doctor-patient relationship, rather than on how to manage the very condition that birthed the

need for the meeting in the first place.

During my research, participants’ most widely shared issue was that patienthood had

been stripped of patient-centred care (PCC). Though PCC definitions vary, it can be defined as “a

model in which providers partner with patients [...] to identify and satisfy the full range of

patient needs and preferences” (Frampton & Guastello 2008:4). In this model, a biopsychosocial

perspective is championed wherein health and illness are viewed as having a social and

psychosocial dimension (Gardner 2016:1). Upon this, healthcare is approached through a

patient-as-a-person lens, whereby the subjective experiences of patients are taken into account

as the practitioner “tries to enter the patient’s world to see the illness through the patient’s

eyes” (McWhinney 1989 in Mead & Bower 2000). Patients are treated with compassion, respect

and responsiveness, and are subsequently given opportunities to be actively empowered to

choose their care (Cornwell & Goodrich 2011; Mead & Bower 2000).

PCC is (supposedly) firmly integrated into the NHS model (Gardner 2016:3). However,

stories of a “lack of care” (Cara), “negligence” (Jayne), and “neglect” (Carina) were recounted

regularly across my research. I propose that these often “terrible” (Janine), “really bad”

(Kimimila), “horrendous” (Carina) and “unacceptable” (Cara) patienthood experiences for Black

fibroid patients are shaped by a variety of factors related to their intersectional identities. As

such, in the previous chapter, I laid bare the value of the voice of the lifeworld (Mishler 1984). In

this chapter, however, you will see how patienthood, instead, tends to be overwhelmed by the

voice of medicine (Ibid.) while patients’ social experiences become diminished.
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6.2 “Not really getting to the bottom of it”

“I went in there with a folder, because I wanted to take notes, but nothing was said. Just a
bit more time. But then that's what we know the NHS to be. A sort of ‘ship them in, patch
them up, cure them, ship them out.’ [...] It's like you're in a factory on a conveyor-belt.
You're a number.” (Janine).

Though empathy is fundamental to PCC, which centres around a holistic approach to health and

illness, many of my participants felt as though their doctors were treating their appointments as

a depersonalised “tick-box exercise” (Cara). For Cara, this meant that I was the “first person” to

ever ask her how her fibroids affect her daily life. Likewise, in the ten plus years that she has

been dealing with her fibroids, Matimba can count just two doctors who have “explained what’s

going on in [her] body, why that might be happening and also listened and asked questions”.

These instances of patients’ illness experiences being ignored by their practitioners can be

explained by the clinical (medical) gaze (Foucault 1973 in Shaw 2012). Through this gaze,

providers focus on the diseased organs thus treating the patient as a mere bodily object, instead

of as a person with intricate social and personal realities (Holmes 2012:874). However, the life

of the patient and the life of the disease are embedded in one another (Shaw 2012:122) and as I

have shown, the illness experiences of fibroids can be truly awful. Therefore, when doctors

isolate fibroids from illness (i.e. not asking about a patient’s history), they become unable to

fully deploy a patient-as-a-person focus.

“I definitely think it's gone wrong in terms of not taking into account all of the different
impacts an ailment can have.” (Kimimila).

Kerasidou’s (2019) paper on empathy and efficiency in the NHS shows that the clinical

encounter has been steadily gripped by the clutches of neoliberal austerity measures. As such,

the time and resources which are rudimentary to healthcare professionals’ abilities to listen to

and empathise with their patients have been pushed to the periphery by policies that value

efficiency above all else (Kerasidou 2019:174). Accordingly, I heard repeated stories of

fragmented care22 where patients were “being bounced from pillar to pillar to post” (Matimba)

and doctors “were not listening to what [they were] telling them” (Savannah). Some perceived

this as doctors “just passing the buck until they could no longer pass it” (Ebby). I have not

spoken to doctors to hear their thoughts on these experiences. However, Kerasidou (2019:179)

revealed that NHS doctors and nurses feel that the system has become so concerned with

processing patients that they no longer care for them, subsequently detaching the humanity

22 One definition of continuity of care is “repeated contact between an individual patient and a doctor” (Gray et al
2018:1). From the patient’s perspective, an experience of continuity pertains to “providers know[ing] what has
happened before, that different providers agree on a management plan, and that a provider who knows them will care
for them in the future” (Haggerty et al 2003).
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from the therapeutic relationship and turning doctors and patients into “robots”, echoing what

Janine and Nadia described as being “treated like a number” (Nadia).

“I said, "look, would you mind if I start with the beginning of the story because I think it's
really important, and it would really help me?" And she was like, "absolutely, of course,
take your time, tell me the story." She was the first person who sort of treated me as a
patient with symptoms, like, listened to me.” (Matimba).

Indeed, like Matimba’s, the (very) few positive accounts of patienthood that I heard

centred around doctors “being able to listen and have a conversation with [patients] to find out a

bit about [them]” (Nadia) in order to “take a holistic interest” (Kimimila) in their condition.

Rather than adopting a clinical gaze, these doctors considered illness experiences to be

instrumental to the patients’ treatment “journey”, while giving them “choice” and seeing them

“as a person, not as a number” (Nadia).

6.3 “The white doctor that couldn’t be arsed?”

“... or is it the Black doctor that just knew his stuff? Because, just the sheer interest that
was missing from the white doctor makes me want someone of colour. Because for me to
feel comfortable and looked after, I need that. I need that reassurance. I need that care.
That someone that’s got that sort of background, that will know about these other things
that potentially could be affecting me, yeah.” (Cara).

Though I have proffered that the lack of PCC can be in part attributed to the wider economic

policies afflicting the NHS, analysing health disparities requires a multilayered approach (Rapp

2019:730) – one that hones in on the very many confluent factors that shape patienthood. As

such, Hamington’s (2015) paper on care ethics, intersectionality and embodiment offers a

salient vantage point from which to understand the impact of a lack of PCC for Black fibroid

patients. He contends that, because intersectional identities constitute “a depth of corporeal

particularity”, once the reality of the body is incorporated into ethics of care, a “colour blind”

approach is impossible (Hamington 2015:87). The result is that, when practitioners take into

account the dynamic and symbiotic impact that identity categories such as 'race' and ‘gender’

have on patients’ bodies, health and illness, they will be better equipped to employ empathetic

care practices.

“"Yeah, well, you're Black, you know, I'm pleased to be able to tell you it's nothing
serious" were his words, "it's nothing serious but it is to be expected among African and
African Caribbean women, but at least it's not cancer. So we'll refer you onto the next
guy."” (Janine).

In the same way that the medical gaze equates the patient with their disease and

estranges them from their lifeworld, the “white gaze” means that a Black person’s “being” (of
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perceived ‘Blackness’) precedes their existence (Yancy 2008). The “white gaze” takes a person’s

“corporeal schema”23 as a marker of phenotypic Black ‘race’ (Fanon 1967) and then allows

preconceived ideas of Black ‘race’ to interfere with considerations of said person’s unique social

setting and lived experiences (Yancy 2008). Here, by deeming her ‘race’ a cause for her

condition, Janine’s provider works off “false notions” of the biology of “Black and brown

diseases” (Cerdeña et al 2020:1125). In doing so, he fails to interrogate the reality of her body

(Hamington 2015), which would mean providing her with proper consolation, consultation, and

consolidation – all of which are integral to PCC. Thus, because I deem it racist to take a biological

approach to ‘race’ and to consider it a risk factor for fibroids, Janine’s excerpt exemplifies how

medical racism – the macro system that feeds off of the essentialisation of 'race' – trickles down

and is tacitly reproduced in the micro practices and interactions of the clinical encounter

(Stuadigl 2011; Lock and Kaufert 1998:6). In this instance, the “white gaze” has been distilled

into the (possibly/probably unconscious) belief that Janine’s fibroids are “expected” because of

her 'race'.

Though Janine’s immediate response was: “so that's another thing to add to the mix of

the Black journey”, in the cab home, she began to cry through frustration that there was no

apparent will to understand the “trend” between the Black ‘race’ and fibroids, or how her illness

affects her personally. Moreover, Olu has been equally disheartened by her practitioners’

disinterest in the seriousness of her condition and suspects this is because of her ‘race’. Despite

discovering that she “could have been walking down the street and had a heart attack and just

dropped dead, all from fibroids” (because her “large” undiagnosed fibroids caused blood clots in

her lungs and legs), “it’s always "most Black women have fibroids. It’s nothing major. It's just

fibroids."” Therefore, as the “white gaze” also drives racialised hierarchies and inferiorisation

through the body (Rabelo et al 2020; Stuadigl 2011), Olu’s experiences further exhibit how the

“white gaze” can interfere with a PCC approach, wherein practitioners should respectfully and

compassionately respond to a patients’ unique illness experiences.

6.4 “So we’re treated like outliers”

“It is different according to ‘race’. That's what it is. So we are asking for our care to be
differentiated because of our ‘race’.” (Tamara).

Tamara’s experience further elucidates how profound a lack of PCC can be in patienthood when

'race' plays a role. When Tamara became pregnant with her son, the outside of her uterus was

engulfed by “massive” fibroids. As a paediatrician, she foresaw that her condition would

23 Merleau-Ponty uses this term to refer to how a person conducts themselves in accordance with their surrounding
world. Fanon uses it to classify the bodily embodiment of racial oppression.
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complicate her birth and believed she “should be allowed to ask for the kind of delivery [she]

wanted”, which was a C-section. However, this was not so simple. When she attempted to

“negotiate” her delivery, she was not listened to and was treated “like a difficult mum”, making

the negotiation “very tough and difficult”. Her birthing experience was so scarring that she is

now hesitant to have a second child. For her, this was the denouement of being passed “back and

forth” between different members of the obstetrics team and the culmination of being

persistently “palmed off” when attempting to collaborate on her delivery plan. In the end, the

person who saved Tamara’s life when giving birth “was a Black gentleman. He wasn’t a

consultant. He was a staff grade” (Tamara)24. After her surgery, he told her that because he had

“operated on lots of African women”, he knew “how to do this” but that she should never “let

anyone else operate on [her] who hasn't operated on someone with fibroids.” Due to this, the

'race' of her practitioner now matters more to her than the grade, as it also does with Cara.

Tamara’s preference is perhaps because care can be thought of as a combination of

attentiveness (what are the care needs?); responsibility (who should meet the needs for care?);

responsiveness (how well does the care meet the care needs?); and competence (is the carer

appropriately skilled to care?) (White & Tronto 2004 in Raghuram 2019). While each element is

context specific, they fluctuate depending on a person’s intersectional identities. For example,

for Tamara and Cara, the competence of their care-providers comes not from their grade but

from their ability to see them as more than an “outlier”, as patients-as-people. In their particular

experiences, their individual needs were more readily “calibrated and understood” (Raghuram

2019) when they were being treated by someone of their same 'race'. I am not suggesting that

this is universally the case, nor do I believe it to be25. However, I suggest that people who

experience racialisation are perhaps more capable of averting a “colour-blind” approach to care

than those who do not. After all, our habits of seeing owe to the social, cultural, historical field

that we are in (Al-Saji 2014:138) and as such, we continuously draw upon these

(shared/common) intersubjective horizons in order to make sense of others (and ourselves)

(Weiss 2017:238; Crossley 1995).

Furthermore, because the body is a site of inscribed differences, authentic care

necessitates listening in order to be responsive and respectful towards the one cared for

(Hamington 2015). However, whenever Tamara tried to express concerns, she was “shut down”

and rather than listening, her practitioners instead stuck closely to guidelines. Though, in line

25 For example, Janine told me that when she had a termination aged 21, “the doctor was this African guy, and the way
that he dealt with [her] was just horrendous. It was dismissive, his manner was judgey”, and she remembers thinking,
“"how is that fair?! Black on Black crime?! You don't expect your own people to make you feel like shit!"”

24 A consultant is a senior doctor that has completed full medical training in a specialised area of medicine. They have
clinical responsibilities and administrative responsibilities in managing staff grades (now called SAS) and junior
doctors. SAS doctors are experienced and senior doctors working in hospitals with a very ‘hands on’ role.
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with my comments on the white-centricity of health research, Tamara tells me that guidelines

are “informed by non-Black and non-Brown women”. Therefore, this example suggests that

when practitioners champion the voice of medicine over the voice of the lifeworld (Mishler

1984), they become unable to treat patients, whose experiences of illness are left out of

guidelines, with the compassion integral to PCC. In Tamara’s case, this resulted in her watching a

team of confused, panicked, frantic consultants rush around to “try to figure out” how to

perform a C-section on someone with fibroids. To her, although “not intentional and not

malicious”, being treated like an outlier “is racism”.

6.5 “They just want to give you the pill and send you away”

“Up here, it always has been white male, and they’re the ones that were just like, “here’s
the mini pill.” (Olu).

Many of my participants found that their doctors’ go-to response to their fibroids was a directive

to “take the pill” (Carina). However, this response often comes with “no information or

literature” (Kimimila), removing the tools that patients need to make decisions about their own

treatment options and accordingly not owing to the “empowerment” aspect intrinsic to PCC. Of

course, as already mentioned, these doctors are bound by the time constraints of the NHS and

are often “completely swamped” (Kimimila). However, many participants felt that there is still

unmet “need for them to be more engaged with individual experiences” (Kimimila) – to be

“viewed in their ‘wholeness’” (Kaufman 1988:339) – so that they are able to discuss alternative

treatment options instead of being offered a blanket “one glove fits all” (Cara) approach.

“I think the Mirena coil is like putting a plaster on a bullet wound. I was merrily under
the impression that the coil was managing my fibroids because no one's telling you that
it's just managing your periods!” (Matimba)

These frustrations are exacerbated when the doctor is “male” and the patient “female”, as

the patient becomes “doubly silenced and subordinated, first in the hierarchy of science and

then again in the hierarchy of gender” (Greenhalgh 2001:37). For example, though

contraceptives reconstruct the body in significant ways (O’Leary 2019:n.p.), many male doctors

offered contraceptives without supplementary information that they would not treat their

fibroids. This withholding of information can be particularly influential in the illness

experiences of fibroids as some hormonal contraceptives that use high doses of oestrogen can

trigger the development of fibroids or cause them to grow. In Matimba’s case, the coil concealed

her fibroids by managing her periods, subsequently disconnecting her from her condition (as

she no longer thought it was an issue), all the while her health was actually slowly and silently
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deteriorating26. Therefore, as “gender dynamics influence who has voice and power in the

medical encounter” (Greenhalgh 2001:21), when male doctors do not explain these effects, the

fibroid patient might become voiceless instead of being treated as a reciprocal partner in the

care provision, which is rudimentary to PCC.

6.6 “They've always made out that fibroids aren't a big deal”

“Being a Black woman is like, you’re born, you wake up and you’re Black and you're
disadvantaged? So that's minus 100. And you're a Black woman. So you're at minus
1000. So you're, like, doubly disadvantaged; you are at the very bottom of the pyramid.
There's no win for us, right? Because it's just too many things, too many things making it
hard. I mean, healthcare is just one of many, you know, so I wish they would just get it
right. I wish they would just have more open minds, more people that actually
understand the issues that we deal with [...] It's just "oh, take the pill, take these
painkillers, oh take that. Take that. Take that." And that's it. The pill doesn't solve any
problems.” (Ebby)

Labelling and diagnosis of physical states can provide a pathway towards obtaining therapeutic

regimens to relieve pain and misery (Lock & Kaufert 1998:7). Thus, when a patient is not

granted legitimacy to their claims of illness, the medical encounter can turn into a contest

(Braksmajer 2018:419). This contest might exacerbate the relative powerlessness of science and

gender as male providers tend to treat women “in a more dehumanising fashion than they treat

men” (Greenhalgh 2001:38) and frequently take women’s pain to be psychological, while they

investigate and treat men's pain more rigorously (Hamberg 2008 in Braksmajer 2018:421). Of

course, this is enmeshed in other identity categories, such as 'race' and class, too. Like Ebby,

Kimimila’s ‘race’ has made patienthood particularly challenging. She told me that doctors

“underplay” her “pain” because “nobody’s taking [fibroids] seriously” as they “affect Black

women more predominantly” thus are “the lowest [SRH issue] of the pecking order”. She added

that “if it was white men that were having fibroids, it would be a completely different

conversation and approach.”

“I read a lot about medical gaslighting, which I think, "God, that’s actually happened to
me!" Every time I try to tell my doctors what I know, they speak to me like I’m some sort
of massive conspiracy theorist [...] they make me feel like I should have a tinfoil hat and
be sat in a room, rocking! They do make me feel like I’m crazy. So, yeah, I don’t like to
speak to my doctors anymore, because I just don’t think they’re helpful.” (Carina).

“When I said to the doctor, ''is there any way of looking at this [gastro and reproductive
health concerns] altogether?" She said, "no", but she also kind of presented it as if I was a
mad professor who'd just come up with this.” (Matimba).

26 The Mirena coil contains the progesterone hormone levonorgesterol, not oestrogen.
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Within this doctor-patient contest, medical gaslighting featured prominently for many

participants. To offer a definition, medical gaslighting is when healthcare professionals

downplay or dismiss what a patient is telling them, or undermine their symptoms (Hand

2021:n.p.). For example, Janine was made to feel as though her pain falls on the lesser end of a

“continuum of seriousness” (Janine) and Christiana was diagnosed with adenomyosis27 by one

doctor and told by another that this was an “alarmist diagnosis” (Christiana). Moreover, like

Matimba and Carina, when many of my participants attempted to engage their doctors in

discussions about “the issues that [they] deal with” (Ebby) or potential treatment options, they

were made to feel “crazy”/“mad”. Therefore, PCC is thwarted by medical gaslighting to the extent

that patients become unable to collaborate with providers on fulfilling their various needs

(Frampton & Guastello 2008).

6.7 “A personalised, quick, reliable service”

“I think the first place to start would simply be being listened to.” (Ebby)

At the end of each of my interviews I asked my participants what the ideal healthcare experience

would look like for them as Black fibroid patients. The most recurrent response, despite being a

basic principle of PCC, was that healthcare professionals should simply “listen to women”

(Kimimila) “on a human level” (Nadia). Most also wanted their practitioners to look “at the

bigger picture” (Matimba) and for their care to be more “holistic” (Kimimila, Matimba). Many of

them long for a system that questions “why [they] have that pain rather than just prescribing a

pill” (Carina). To achieve this, they suggest that practitioners spend more time with them to ask

questions, as I did with my interviews, about how they feel emotionally, how fibroids impact

their daily lives, and what they do to manage their condition. Upon this, they want more

“guidance, in cooperation” (Ebby) whereby they are pointed to sources that they can “go and

read” (Nina) to “arm” themselves with “all the knowledge” (Carina) to make decisions on their

treatment plans. Ultimately, they “need someone to be on [their] side, fighting [their] corner,

saying "this isn’t right for you and this is why"”, thinking of their “health first” (Cara). I must

note, however, that some of these issues are due to reasons beyond the practitioners’ control.

6.8 Conclusion

Phoebe  1:20:55

So, what would the ideal healthcare experience look like for you?

27 Adenomyosis is a condition where the cells of the lining of the womb are found in the muscle wall of the womb. The
most common symptoms are heavy, painful or irregular periods, pre-menstrual pelvic pain and feelings of
heaviness/discomfort in the pelvis.
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Christiana  1:21:20

I think more discussion and solution based. I think that would be helpful. [...] And then
actually being believed about things. That makes a big difference. Because once you feel
that somebody is listening and actually taking on board your experience, your lived
experience, then that's almost part of the battle. It's a big relief.

Throughout this chapter I have addressed my second subquestion to showcase how Black

fibroid patients experience patienthood. Taking PCC as my point of departure, I have situated

patienthood within the wider structures of neoliberalism, racism, and sexism thus exploring

how patienthood is diffracted through intersectional gazes. In my findings, through the clinical

gaze, the patient becomes detached from their lifeworld and their lived, subjective experiences

of illness are subsequently neglected. In some cases, this becomes meddled up in the white gaze,

which reduces Black fibroid patients to their 'race', further isolating them from their lifeworlds.

The impact of these gazes can be intensified by situations of medical gaslighting, which

exacerbate power imbalances between doctor and patient and devalues the patients’ ability to

make decisions for their own care. Harkening back to my reflections on the patient support

group meeting, patienthood can thus be considered “a struggle for dominance” (George

2010:164) in which the fibroid patient battles to have their voice heard. In the next chapter,

however, I will showcase how many patients, in many ways, resist, advocate for themselves and

write their own fibroid stories – sometimes independent of patienthood altogether.
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Chapter 7: “Advocating for yourself is quite important”
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7.1 Introduction

“Individuals are not inevitably made into victims of medical ascendancy (although this
clearly happens at times) but act most often on what is perceived by them to be in their
own best interests.” (Lock 2001:481).

As outlined throughout my participants' accounts, fibroids are an innately embodied disease.

They can upend patients’ “homelikeness” being in the world (Svenaeus 2019) by thrusting them

into a sphere of stigma and shame, for example. These experiences can, ultimately, disrupt the

lived body as it was once known and, as a result, shake the core of one’s embodied selfhood

(Jonsson & Hedelin 2018). According to Carel (2008:10), “such an event challenges the ill person

to reflect on her life and search for ways of regaining its meaningfulness.” In the previous

chapter I also conveyed how, in patienthood, the clinical gaze works to objectify the body,

associating it with disease and estranging it from illness (using Kleinman’s (1988)

categorisation) (Pounders & Mason 2018:113). The question, therefore, centres on how do Black

fibroid patients come to terms with their illness and altered body, and what they do with these

experiences (Ibid.).

“I started to listen to my body, very closely. I started to examine everyday what my body
is saying to me. How are things happening? How do I deal with it? How do I feel? Did I
allow what my body is doing to take over? I think inwardly. It's not an easy journey. It
takes so much out of one's life but I thought, “I know I am going to get better.”” (Sarah).

As Sarah’s quote shows, I found that my participants’ stories of illness were told “not just

about the body but through it” (Frank 1995:3). In other words, care, to them, was about bringing

their bodies to the fore to “make sense” of their illness (Csordas 1990:10). In some cases this

meant medically or surgically treating their condition, seeking to transcend the clinical gaze and

have their healthcare providers recognise and legitimise their illness experiences, seeing them

as patient-as-a-person. It also manifested in the more holistic ritualistic practices they adopted,

choosing (instead of and as well as medication) ‘non-medical’ options, such as vitamin

supplements and herbal remedies, specific diets, exercise, acupuncture, meditation and period

tracking apps. Ultimately, what I discovered is that “getting well” “became the battleground on

which patients fought to restore the unification of body and self” (Kaufman 1988:346) but that

this battleground is often mediated through strategies of pragmatism (Lock & Kaufert 1998).

7.2 “A common empathy”

“What I’ve started to do is find out what I want. Rather than asking them what they can
do to help me, I say, “this is what I want. Can you do this?.” (Carina).
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As shown in the previous chapter, doctors rarely listened to patients or “really told [them] what

was going on” (Matimba) and very few patients found they were given sufficient information

resources on how to manage their condition independently. Therefore, almost all of my

participants have “had to do a lot more digging” (Matimba) via various sources – most do their

own research by watching Youtube videos or even attending lectures, while others get friends to

research on their behalf or take advice from fellow patients. One of the most “useful” (Tamara)

resources they have used, however, are online forums28. Advice is shared and sought on a range

of therapies from recommended myomectomy specialists to herbal supplements for managing

hormone levels. For some, these groups – a midground between the “unfathomable” medical

literature and “basic” (Janine) information available on fibroids – give greater access to “more

informed choice” (Carina).

“Just knowing that somebody else is going through that and knowing that you’re not
going out of your mind.” (Cara)

Not only are these groups an “information-exchanging tool” (Nadia) or a place to “share

tips” (Christiana) they are also a “community” (Sarah) and “support group” (Christiana) where

“a lot of fears and worries” (Cara) are legitimised through a reciprocal “impart[ment] [of]

knowledge” (Christiana). This comes primarily in response to patienthood, where patients can

be made to feel like “some silly little woman” who needs to “get over it” (Cara). This legitimation

occurs because pain is a quintessentially private experience that in part depends on social action

to make it ‘real’ (Jackson 1994:217). On these platforms, people share “real stories” (Nadia) of

the “same horrible experiences” through “photos of blood clots, stitches, everything” (Cara).

When seeing that they are “not alone, [they] are less ashamed” (Sarah), helping to overcome “the

self-loathing and hatred” (Cara) that is so often embodied in illness. Thus, because fibroids

threaten the everyday worlds (Jackson 1994:218) of patients in all sorts of meaningful ways, as

exhibited in Chapter 5, these spaces help patients to cope with their illness. They do this by

validating illness experiences through mechanising shared feelings, experiences and embodied

know-how into forms of practical reasoning and concrete knowledge (Benner et al 1994:227).

Fibroid forums, therefore, may empower some patients to choose care practices (medical or not)

in pursuit of their own goals (Lock & Kaufert 1998:7) through a realm of “common empathy”

(Christiana), which is often lost in patienthood.

28 Most of my participants are members of forums, which is unsurprising considering this was my primary site of
recruitment.
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“When you open the calendar and you see those five little days of bleeding, you think,
"oh, that's alright, isn't it?" And then, obviously, you open the diary, and then you just see
all of those changes, and then it becomes apparent what's actually going on, which is
really important.” (Carina).

Furthermore, chronic illness modifies people’s embodied experiences with “bodily

doubt” (Carel 2016 in Fernandez 2020:4407). This is because, as Jackson (1994:213) suggests,

pain is invisible, difficult to articulate, and cannot be measured, yet is omnipresent. To overcome

this “bodily doubt”, therefore, (among other participants) Carina uses an app to “track” the

changes she has to make due to flooding; as you can see in figures 15 and 16, this is at times on

an hourly rotation and persists throughout the night. Accordingly, the app serves as a

microscope, illuminating, documenting, and quantifying the hidden challenges that fibroid

patients face on a daily basis. It reminds Carina that what she goes through is “not normal”

(Carina) and is worthy of attention. Therefore, just as forums offer fibroid patients collectivity

and validation as well as advice, this particular care practice is both a practical and symbolic

tool, granting legitimacy to patients’ symptoms, which they can act upon. Apps can use

algorithmic predictions to help patients make sense of everyday life, subsequently helping

patients to better control their pain through a process of “reclaiming the body” (Jackson

1994:224; Karlsson 2019:120). When I asked what opportunities her photos provide for

improving the situation for Black fibroid patients, Carina told me:
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“This is the opportunity where, rather than asking if your periods are heavy, healthcare
professionals can say, "how heavy are your periods? Show me how heavy your periods
are." Because, it's important to know how much blood you're actually losing, rather than
just saying, "I'm losing a lot of blood". It's important to ask about how much is being lost.”
(Carina).

7.3 “Wow, I didn’t know my body was this powerful”

As exhibited in Chapter 5, the fibroid illness experience can become intimately tied up with

bodily shame, which may create feelings of undesirability, inadequacy or unattractiveness,

causing the subject to believe they fall “short of social depictions of the ‘normal’, the ideal or the

socially acceptable body” (Dolezal 2015:269). For example, for some fibroid patients, their “baby

looking-like stomach[s]” are “soul destroying” (Cara), “horrendous” (Carina), and cause them to

feel “very unpretty, heavy and completely unattractive”, “compounding” existing “confidence

issues” (Kimimila). Therefore, as shown in figures 17, 18, and 19, making adjustments in diet is

an important way for patients to act upon bodily shame in order to regain a sense of control over

their bodies. For Nadia, this has made her “accept [her] body more”, as too for Nina:
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“I'm more aware that actually I need to fuel my body. I've never really had that best of a
positive image of myself, so I think the process of being nicer to myself and looking after
myself more, by being more aware of my health and my body, has actually made me
accept myself more and be happier with myself because I'm a bit more confident with
the person I am today as opposed to how I was before. And I now don't have any of the
symptoms that I used to, so no heavy flooding.” (Nina)

Like Nina, in combination with natural remedies and exercise, managing her fibroids

through adjustments in her diet has been so positive for Ebby that she now lives “pain-free”,

looks forward to the future, and is even contemplating retraining as a nutritionist. However,

despite being “proof that these things actually work”, her self-care successes have not been

validated by her doctors. Instead, patienthood for Ebby became steeped in struggle when she

tried to express to her doctor how she chooses to promote health and prevent illness (Segall &

Fries 2011:254):

“We got into a bit of an argument. He kept going back and forth saying that he doesn't
know why people “read all these random things off the internet”, that “these things don't
work”, and that “I need to actually listen to my gynecologist and get a surgery and get it
sorted out once and for all”. And I'm like, "I don't need to do that, because already just
cutting dairy out of my diet made a huge difference, like, it was already shrinking." [...]
And he was being so negative, and it was really awkward, because I'm like, "I know
you're the professional and no disregard to your profession, but your profession hasn't
helped me in any way and the solutions that you're providing for me are not very helpful,
so if I find something else that works, be supportive", you know, "why are you still trying
to bash what I'm saying is working for me, you know?"”

This experience is not standalone as many others also recounted how healthcare

professionals disregarded their dietary changes, deeming them as inferior or ineffective care

practices, which “don’t make a difference” (Olu). Cases of medical gaslighting such as these

indicate the authority of the clinical gaze, and how patients’ lived experiences can be

undermined as a result. Moreover, the embodiment of fibroids is often infused with

self-perceptions of fatness and subsequent feelings of body shame. Driven by a discourse that

advocates that people’s weight is a “a direct result of their commitment (or lack thereof) to

health and health behaviours” (Ward & McPhail 2019:226-227), fat-shame presents those

(predominantly women29) who stand on the periphery of the “ideal” body weight or shape as

undisciplined, lazy and lacking in motivation (Farrell 2011; Lupton 2018 in Ibid.:227). Some

studies have shown how healthcare professionals resignify these tropes, resulting in care that is

substandard and stigmatising (Chrisler & Barney 2017; Ferrante et al 2009; Huizinga et al 2009;

Poon & Tarrant 2009; Puhl et al 2013 in Ibid.):

29 “Fat is a feminist issue” (Saguy 2011:600) because “women” are held to account for not only maintaining “an
acceptable body mass” but also “ensuring that they do not create fat children” (Harper & Rail 2012; Parker 2014 in
Ward & McPhail 2019:229).
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“"You should just lose weight, just lose weight" is actually the first thing he said [...] So it's
almost as if, "well, first of all, you're fat, and also, you're Black, so..." So, yeah, as well as
my ‘race’, it is the weight thing, definitely, because those two things go hand in hand. I
feel there’s a medical stereotype about overweight Black women, a feeling of "wow, you
brought it on yourself". So, it’s almost as if you don’t deserve the same level of care.”
(Matimba).

Here, by being told that she is both “fat” and “Black”, Matimba felt as though she was

being held responsible and thus blamed for her own ill-health – an occurrence common in the

clinical encounter, according to Dolezal (2015:572)30. This might be considered an example of

discipline, which, according to Foucault (1980 in McNay 1999), is one form of power that

inscribes the body, upon which the struggle between different power relations converge.

Through disciplinary practices, such as diet and exercise, “docile” bodies seek to embody norms

of beauty and attractiveness through weight-loss motivated eating practices (or disorders)

(Bordo 1993; Grosz 1994; Bartky 1988 in Tate 2015:6). However, wishing not to repeat the

male-centric/white-centric shortcomings of conceiving of all bodies as “docile” and thus in a

“position of passivity and silence” (McNay 1991:137; Stoler 1995), I argue that though

fat-shaming and medical gaslighting can impede a Black fibroid patient’s willingness to seek

medical interventions, the inscribed body is also one that can be empowered, “to exhibit

intentionality, to act” (Dudrick 2005:241):

“As a fat woman, I've never had disordered eating – I've never binge eaten, I don't have
anorexia, I don't have any of those sorts of issues with food. But I've always lived in a
body that, from when I was young, I’ve always been told is not okay. So, I've always had to
do a lot of work to go, "well, actually what does having an okay body mean to me?" That's
why three years ago I got a trainer because actually I want to be strong, I want to be
healthy.” (Matimba).

Rather than being disciplined, therefore, Matimba actively resists surrendering to bodily

shame and is driven instead to become “strong” and “healthy”. Thus, although sometimes body

shame can act as an affective deterrent to seeking medical attention, when experienced in

patienthood it can also spur fibroid patients to choose self-care practices, such as diet

adaptations and exercise. However, empowering as this is, in the current wellness movement,

“suffering with a chronic illness is further compounded by the heightened sense of

responsibility” (Benner et al 1994:227) where the ill person is blamed not only for getting ill but

for not getting better (Greenhalgh 2001:49). Indeed, while Nadia finds dieting “easy”, when

discussing figure 21, Olu told me that she was “really struggling” with her “boring” new diet and

has “slipped” on various occasions. This is made especially difficult because she lives with her

30 While gendered, weight stigma is also racialised through practices such as the body mass index (BMI). The BMI is
based on “the ideal” human body, which is a calculation of weight-to-height ratio of a white European man and is thus
racist and sexist at its core.
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family who want to eat different things. Tamara told me when she attempted veganism, she had

“the worst period [she’s] ever had”. Moreover, Matimba and Carina both often lack the energy to

exercise because of “all the blood loss” (Carina) and “physical pain” (Matimba). Therefore, in not

wishing to breed dangerous narratives of the SBW, I caution against overly-stressing the role of

the responsible self in the maintenance of one’s health through (self-)care practices such as diet

and exercise, and do not wish to promote these as a solve-all remedy (Nicholls et al 2015:183;

O’Sullivan & Stakelum 2004:41).

7.4 “I've been trying to experiment”
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“As much as I'm looking at medicine, I'm also willing to look at other treatments that are
available. Like, I'm willing to take tablets to help ease it, but I don't want to be on tablets
for the rest of my life. So, like I'm taking milk thistle at the moment, because I was told
that might be helpful. I still need to check how that works with the Esmya because all of
these things *laughs*, they balance. Yeah, I just, I don't know. I don’t know how much
trust I have in [the Esmya] because I haven't really trusted my doctors.” (Olu)

As Lock and Kaufert (1998:16) contend, attitudes towards medicalisation are often mixed: they

“can be positive, negative, or ambivalent”. As such, Black fibroid patients' (self-)care practices

are often a case of “trial and error” (Olu), which they approach pragmatically, and in response to

their perceptions of how medical surveillance and interventions might enhance, or worsen, their

daily lives (Ibid). For example, Olu’s (self-)care approach is situated within the wider historical

frame of a “woman’s” embodied selfhood and its connection to the uterus (Solbraekke 2015:7).

Despite not really trusting the system, she is open-minded to some medical interventions. She

will try anything that will keep her uterus intact, as having the option to naturally have children

removed will “mess up [her] head”, and she would rather be left to “bleed out on the table”.

Therefore, she wants to find a balance (between medical and non-medical approaches).

Throughout her fibroid journey, Christiana has felt “almost let down by her body”. Over

the past twelve years, she has had five operations31, been medicated on a Zoladex32 among other

hormonal therapies, and spent a period of time at a Herbal Hospital in Ghana undergoing a

herbal detox treatment. Much of patienthood has involved her having to “fight” for her care,

though she knows she “shouldn’t have to”. Her (very large) file has gone missing on two

occasions. She was also “left without painkillers for four hours” after her last embolisation

surgery, leaving her “in tears”. Each of these experiences she considers to be “unfortunately”

ones of medical racism. She told me that her best treatment experience was in Ghana and that

she is an “advocate for alternative medicine”. However, she is now looking to become pregnant,

which she knows will require medical assistance because of her fibroids. Therefore, “despite

everything”, Christiana’s current attitudes towards patienthood remain “hopeful”, positive.

Conversely, for Ebby, who has felt “sad, disappointed, mistrusting of the system”,

patienthood has been so adverse that she has now “given up on the medical profession” entirely.

Longing for “a solution that doesn’t involve putting more harmful substances [pills and

injections] into [her] body”, she pursued an insatiable “hunger to find more answers”. Having

already “experimented” on herself with complementary and alternative therapies and “paid

32 Zoladex is a hormonal therapy medication. It is typically a cancer medication and has been used to shrink fibroids,
though it is not widely approved of.

31 In 2009, she had an abdominal myomectomy. Then in 2011, she had a transcervical resection of fibroids (TCRF) and
in 2013 she had another TCRF. Then in 2017 she had an embolisation, which was the most painful operation to date.
Finally, in 2019 she had another abdominal myomectomy.

58



attention to the trends”, she is now “so in tune with [her] body”. She is even writing a book on

natural approaches to fibroids “to prevent other Black women with fibroids from having to go

through” what she went through. Her stance against medicine comes not only from her failed

attempts at having her fibroids treated through medical intervention but also due to her

successful experiences of treating her health “holistically”.

Matimba’s assessment differs further still. Warning me first that she was not using the

term “lightly”, she said that medical racism had “110%” formed part of her patienthood

experience. “At breaking point” after years of being gaslit and having to “ramp up [her] pain”, she

looks to patienthood with ambivalence. She is now so “physically and emotionally exhausted,

drained”, that she “[doesn’t] feel like coming out fighting”. Her fibroids to her are “an alien

invasion” that make her feel “trapped in [her] body”. Hence, she wants “someone to be on side

and help [her] find the healthiest approach” to manage them. Her ambivalence is consequential

to the various ways that the system has neglected and fatigued her but also to her experiences of

embodiment. Therefore, as these three divergent, mixed approaches to patienthood show, Black

fibroid patients’ (self-)care practices are informed by their pragmatism. Not always being solely

reliant upon the expertise of biomedicine (Segall & Fries 2011:250) nor being solely averse to it,

fibroid patients’ (self-)care is complex. They calculate and blend which practices are best

catered to their needs, with “maintaining the body” (Sarah) being the ultimate goal.

As pragmatism is so prevalent in my findings, it is also necessary to interrogate what

shapes it. In the previous chapter, I communicated how the challenges of patienthood can be

partly attributed to the funding issues plaguing the NHS. Indeed, alongside increasing

marketisation, privatisation and underfunding, the NHS has also witnessed a proliferation of

medical consumerism – often cited as one of the most contentious aspects of the doctor-patient

relationship in the UK (Mold 2015:1286). Originally defined as patients’ challenges to physician

authority, medical consumerism has conventionally been thought to worsen relationships

between patient and doctor (Manthorpe & Iliffe 2021:2). However, the hostility towards the

notion of patients as consumers is not so clear-cut, as the patient-consumer role actually takes

on various forms – as “chooser, rebel, identity seeker, hedonist/artist, victim, activist, and

explorer” (Mold 2015:1286; Manthorpe & Iliffe 2021:2). Therefore, though the role of

consumerism in the NHS is a controversial concept “precisely because it combines so many,

sometimes conflicting, goals” (Mold 2015:1287), it is crucial to attend to how it has, in some

ways, positively influenced fibroid patients’ ability to practice (self-)care that suit said goals.

Indeed, many of my participants’ attitudes to their care is “exploratory” and “chosen”. In some

cases, they are also “rebellious” and “activist”, as beautifully exemplified by Ebby’s advocating for

other Black fibroid patients to take more natural approaches to their fibroid management.
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7.5 “Our bodies aren’t supposed to go through certain things”

“Well not only the stress, the racial discrimination, it's the stress that we face that
Caucasian people would never face. You see, I can personally subscribe to that view that
a causal link is stress.” (Savannah).

Stress has “definitely been a huge factor” (Cara) in the fibroid journey of many of my

participants and for some, this is acutely linked to racism. Matimba sees the “loop” between

racism, stress and fibroids as “spot on”. She “can draw a direct line in terms of how [she] deal[s]

with stress and how [she] feel[s] stress, and also where [she] hold[s] stress”, which is always in

her stomach. Like Savannah and Christiana, her experiences of racism are not isolated to the

medical arena but have been mainly “at large in [her] career”, where “in terms of glass ceilings”,

she has “had to work a lot harder in order to get where [she is]”. Feeling an added pressure and

responsibility as one of the few Black women in her sector, Kimimila also told me that she “very

rarely, if ever, take[s] a day off work because of bleeding or pain” for fear of having “that as a

mark against [her]”. Moreover, recently “confronting” the way that racial discrimination has had

an impact on her life has been “really stressful” for Janine.

Upon these experiences, patients see their fibroids as “a sort of pulsating hormone” that

develops, grows and shrinks in response to their “emotional hormonal swings” (Janine).

Therefore, by recognising these relationships, some patients’ (self-)care practices follow the lead

of their experiences of stress. For example, Christiana makes sure not to do anything that is

“going to cause [her] undue stress because when [she’s] stressed, then [she] gets additional

pain, and bleed[s] more”. Likewise, Ebby takes warning signs from her body, such as headaches,

and “slow[s] down” in response. Nadia also tries to “be more aware” of changes in her body and

ensures she is “more relaxed”. Like many others, being able to work from home due to the

pandemic has been vitally important in enabling her to do this.
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Phenomenology investigates how lived pain and suffering do not emerge from corporeal

dysfunctions alone, but are constituted in part by how one is meaningfully engaged in the world

(Aho and Aho 2008:162). Thus, these accounts of stress relate to the wider literature on

epigenetics and to my theoretical conception of embodiment. When considering that these

participants’ locally situated lifeworlds are “defined along lines of constructed and socially

imposed racial identities”, these accounts show how experiences of racism can become

biologically embodied (Lock 2015:154; Pitts-Taylor 2014:21; Kuzawa & Sweet 2009:11).

It is also crucial to note, however, that care practices such as Ebby’s and Christiana’s are

not always obtainable. According to Newheiser (2016), Foucault proposes that through its

promotion of “self-regulation”, (neo)liberalism remains a technique whereby the state can

manage human behaviour, making it paradigmatically biopolitical33. While capitalistic, neoliberal

society sees productivity as synonymous with success, care, then, corresponds on some level to

how well-improved the care-receiver becomes (Casalini 2019:135). When people care for

themselves, therefore, they are the subject of this achievement assessment (Ibid.). As such,

self-care can be deemed a “pervasive order of individualised biopolitical morality” (Puig de la

Bellacasa 2017). Therefore, “slowing down” might be considered “rebellious” but it might also

be “hedonistic” and those — “victims” of medical consumerism — who cannot afford to do so

should not be held responsible for not adopting similar (self-)care practices (Harris-Perry 2017

in Martinez 2019). As shown in figure 29, (self-)care practices such as taking vitamins and

supplements are costly and hence only represent the “chooser” for those who can afford them.

33 Biopower is “the set of mechanisms through which the basic biological features of the human species became the
object of [...] a general strategy of power” (Foucault 2007:1 in Newheiser 2016).
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7.6 Conclusion

“I think it's important for us to collaborate with healthcare professionals, I mean, some
of them are sack, but you know, some of them do actually want to help.” (Carina).

Throughout this chapter I have consolidated the previous two chapters by showcasing how my

participants’ patienthood and illness experiences weave in and out of one another to form a web

of experiential knowledge. Not only is this experiential knowledge tied to their embodied

experiences of the condition itself, these embodied experiences are also sculpted and

manipulated by the existential forces of illness and patienthood. In some cases, patients learnt to

“read the body” by altering aspects of their lives to establish control over their symptoms

(Chasse 1991:99). Ebby, for example, was able to “actually heal [her] body by [her]self”. “Twenty

plus years of pain” and relentlessly difficult experiences of healthcare gave her a “whole new

world”, in which she decided to eschew medical intervention in full. Other participants, however,

continue with medical intervention to help them get to grips with their altered body. Thus, as

well as recognising the pragmatism of my participants’ (self-)care approaches, it is also crucial

to recognise their plurality. According to Carina, this recognition is much needed on the behalf of

healthcare professionals, who should take a more vested interest in how patients’ situated

lifeworlds inform their sense-making attitudes towards their care.

Overall, I contend that patienthood, illness and (self-)care are all interconnected, with

each one simultaneously moulding the other. Threading this experiential knowledge together

with experimental knowledge – encompassing a broad range of medical and/or non-medical

treatment options – my participants in the end “make [their] own judgments” (Sarah) on what

best (self-)care practices suit their pursuit of “getting well” (Kaufman 1988; Keyes et al 2015).
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Chapter 8: Discussion

8.1 Introduction

“Everyone's complaining about the NHS, but I think Black people have it 10 times worse. I
can't think of anything else apart from just spreading the word, information and
awareness.” (Ebby).

As I stipulated at the beginning of my thesis, in the current literature on fibroids, ‘race’ is

conceived as a risk factor, which in turn essentialises ‘race’ as a biological fact. As long as this is

the case, there lacks interrogation into what makes ‘race’ a risk factor for fibroids, widening the

existing dearth in literature on Black patients’ experiences of the condition. Therefore, this

research has been consistently underscored by the acknowledgement that ‘race’ is actually the

product of racialisation; it does not belong to certain bodies but is contextualised by one’s

surrounding (sociocultural/economic/political) dimensions (Al-Saji 2014:39). In addressing my

first two sub-questions, I have shown that, in the case of fibroids, racialisation does not

permeate patienthood and illness alone but intersects with other power dynamics such as

neoliberalism and sexism. For example, funding pressures of the NHS (which impact the time a

practitioner can spend on “getting to the bottom” of illness experiences) and gendered

doctor-patient relationships (which contribute to the pharmaceuticalisation of reproductive

health through an over-reliance on contraception) collide with each other and are exacerbated

by racialised stereotypes, such as the SBW trope.

With this in mind, I contend that Ebby’s quote above acutely illustrates my final

argument – that “‘race’ is irrelevant, but all is ‘race’” (Goldberg 1993:36). Though there are other

contributory factors beyond ‘race’ that shore up the challenges that Black fibroid patients face in

both illness and patienthood, ‘race’ is inextricable in these experiences. Moreover, though ‘race’

is a power construct, racial embodiment sees that ‘race’ has real, lived consequences for those

that inhabit racialised bodies, which are the site for the projection of ideological meanings and

symbolic and discursive structures (Vitus 2014:2). Indeed, it is structures such as these that

enable biomedical research to uphold ‘race’ as a risk factor which, according Aina et al

(2020:397), is a “methodological problem”. In order to undo the essentialisation of ‘race’,

therefore, we must go beyond biology and ask what makes ‘race’ a risk factor.

8.2 Contributions to wider literature

To combat this methodological problem and because the current fibroid literature is devoid of

subjective realities, I chose to deploy rigorous qualitative research methods – interviewing and

photovoice – to foreground stories and emotions. By drawing on data collected through

63



interviews, I centred autobiographical narratives and affective responses, revealing “the

complexity, ambiguity, and nuances of lived experience” while furthering the understanding of

what it means to be a patient (Richards 2016:235). Photovoice also enabled me to elicit some

added nuances of lived experience that are not easily expressed by verbal means alone

(Donnelly et al 20121:3). For example, alongside rich descriptions, I displayed photos which not

only “really take into account what the journey is like” (Carina) for a fibroid patient, but also lay

bare what is so often hidden out of sight. Therefore, in my study, photovoice served as an x-ray,

shining a light on the everyday challenges that a fibroid patient deals with beneath the surface.

Moreover, the menstrual stigma that I found holds menstruators as “unclean, deficient”,

“unspeakable bodies” (McHugh 2020:413; Ussher 2006). Hence, it renders a “concealment

imperative” – a form of social control akin to Foucault’s biopower, whereby menstruators

internalise feelings of shame and self-loathing and work to keep their periods invisible and

silent through self-surveillance and self-objectification (Wood 2020:320). These

self-disciplinary practices may contribute to a sense of disembodiment in which menstruators’

sense of self is replaced by an outsider’s gaze, according to Roberts and Waters (2004:13).

However, acting against the silence and invisibility of menstrual stigma and deeming it

“important to know what’s in your body”, Carina chose to photograph her “full to the brim”,

“spilling cup”, partaking instead in menstrual “talk” and activism (McHugh 2020; Bobel and Fahs

2020:958). Activism such as this is especially powerful when it is in the hands of Black

menstruators, who experience menstrual stigma at the intersection of racism and gender

oppression (among other social and power structures). I propose, therefore, that my findings

add to the literature on menstrual stigma by showing that menstruators are not merely

“self-disciplined” and “docile” but resistant and resilient, and – by sharing intimate photos of

flooding – breakers of taboo. Furthermore, because the hiddenness of some symptoms makes

the lived experiences of fibroids generally subjective, difficult for others to understand and

empathise with, and hard to clinically measure, these findings show how photovoice is a

particularly beneficial method for representing the more private experiences of chronic illness

(Donnelly et al 2021:3).

Furthermore, I posit that my choice in visual methods helped my anthropological study

to traverse a wider interdisciplinary framework (Pink 2007). PCC literature generally does not

attend to positionality or structural inequalities. It is also primarily from the public health field.

I, however, used it to show how the shame and stigma surrounding fibroids bleed into

patienthood by corresponding my findings to what PCC should look like. My findings

demonstrated that through the clinical gaze, practitioners might extract the fibroid patient from

their lifeworld, pay little attention to illness experiences, and make the clinical encounter
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value-laden, in which moral judgments are tied to the notion of responsibility (Olin 2017).

Indeed, patients often felt that their doctors were holding them accountable for their illness,

reinforcing and catalysing experiences of bodily shame. Viewing these experiences through an

intersectional lens proved integral, as some patients recounted that these instances of medical

gaslighting were inflamed by their ‘race’ and gender. My study has, therefore, conveyed how

phenomenology, in its articulation of health and illness as “lived”, can help to politicise PCC,

which would ultimately benefit patients who experience illness at the intersection of multiple

structural inequalities. As such, I suggest that, to uphold its promise of engaging the person as

an active partner in care decisions, PCC must recognise, value and endorse patients’ unique

views and embodied experiences, which can be meaningfully elicited through phenomenological

approaches and visual, participatory-based methods (Balbale et al 2014; Dahlberg 2019). Hence,

my research has shown that photovoice has applied purposes that can synergise disciplines and

enhance interdisciplinary research (Cremers et al 2016:10).

Therefore, in using this thesis as a means of breaching the voice of medicine and instead

advancing the voice of the lifeworld (Mishler 1984) through use of photos and narratives, my

findings ultimately contribute to the medical phenomenology field. This literature mainly

reflects on and intersects with the everyday objects, events and social surroundings that

comprise health and illness (Goldenburg 2010:49; Fisher 2014:28). I have shown that, in the

case of fibroids, these everyday events are constituted by “mundane materialities” (Brownlie &

Spandler 2018:257), such as sleeping on towels or stocking up on sanitary ware. While these

acts seem ordinary, I have argued that they are achievements to the extent that they reflect how

Black fibroid patients balance requiring (self-)help and retaining dignity amidst menstrual

stigma (Breheny & Stephens 2009 in Ibid.; Anderson et al 2015). Reflecting on the social

surroundings of illness, my study also reveals how fibroids are an innately embodied disease. I

have demonstrated how social processes are embodied within the very physiological nature of

the disease itself (Argentieri 2018:143), exhibited through the way in which stress and racial

discrimination has played a principal role in the fibroid pathogenesis for many of my

participants. This enabled me to stay true to my contextualist approach to ‘race’, by avoiding any

sense of biological determinism, while also allowing for acknowledgement of the concrete,

biological dimension of fibroids and the condition’s real, lived illness experiences (Ibid.) My

findings also convey how fibroids may interfere with patients’ embodied selfhood – from

influencing how they dress and what they eat, to making them confront (in)fertility struggles.

Furthermore, in addressing my third sub-question, I considered how patients’

(self-)care practices – chosen sometimes to eschew averse patienthood experiences – can be

tied to their embodied know-how of their condition. Therefore, my findings also advance
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phenomenological accounts of embodiment. I have demonstrated how, on the whole, though

adapting to life with fibroids is by no means easy or swift (Hoppe 2013:275), unlike the

early-Foucauldian “docile body”, Black fibroid patients “refuse to be scripted” (Hekman 2013 in

Greenhalgh 2001) by their oftentimes adverse illness and patienthood experiences. Instead, they

find many different, poignant meanings in these experiences (Toombs 1993) and accordingly

and pragmatically construct (medical, non-medical, or both) (self-)care practices that are in

their best interests. Moreover, because my study is on Black fibroid patients’ experiences in

particular, I have also invoked a wider intersectional, Black feminist tradition that sees self-care

as “self-preservation” (Lorde 1988), which is both a symbolic and physical means of resistance

to oppression (Martinez 2019:9). This resistant subject that I have presented should not,

however, depreciate recognition of how Black fibroid patients’ wishes are not being fully

incorporated into treatment decisions, and how their resources for self-healing are not wholly

called into play by their practitioners (Goldenburg 2010:49). Overall, therefore, my findings

provide further insight to medical phenomenology by promoting how practitioners might

benefit from acknowledging that living with chronic illness is a profound and subtle, ongoing

and continually shifting process (Meide et al 2018; Carcel 2011:70 in Woods 2012:14; Lambert

2002), maintained by transient and versatile (self-)care practices, which reflect the patient’s

unique needs and wants.

Lastly, due to an awakened interest in racial health disparities in the UK because of

Covid-19 and BLM, my research is a timely addition to literature on medical racism and health

inequalities. My study reflects how insidious medical racism can be. For example, medical racism

is how the illness experiences of Black patients are largely disregarded in research, which is

what provoked the need for my thesis to begin with. Yet it is also how practitioners might tacitly

reproduce the learned perceptual practice of racialisation and “deal” with patients with

non-English names “in a different way” (Christiana). Whichever way it is, anti-racist health

practitioners and social scientists alike should focus their attention to the profound impacts

medical racism can have on the experiences of health and illness for racialised persons.

8.3 Additional reflections

When analysing my findings, I became surprised that many of them were anchored in period

shame and stigma. Upon reflection, I suggest that I held preconceived notions on menstrual

stigma as being primarily an issue in the Global South, because most of the academic literature

centres on stigmatising practices in this region34. Of course, this literature is crucial and these

practices warrant much attention. However, it bears reminding that the UK, like other settings in

34 For example, rituals in Hindu-practicing cultures in South Asia such as the Chhaupadi practice# in remote
mid-western regions of Nepal (Limbu 2017:n.p.).
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the Global North, is not isolated from stigmatising attitudes, which can play a pivotal role in the

illness experience of fibroids, as I have shown.

Furthermore, I did not predict the many ways that Black fibroid patients exercise their

pragmatism (Lock & Kaufert 1998) in their fibroid care. Therefore, while being mindful not to

breed harmful narratives of the SBW, I proffer that I possibly cultivated expectations of

victimhood and suffering instead. These expectations were constituted by my own experiences

of not being listened to when seeking reproductive healthcare and subsequently feeling like one

of the NHS’ many helpless and faceless clients within its context of austerity and marketisation.

Now, I am not denying that feelings of helplessness and invisibility formed some part of my

participants’ experiences. Indeed, in certain cases, this was very much apparent. However, I

illustrated how Black fibroid patients’ relative racial vulnerabilities might also contribute to acts

of resistance (Falu 2019:696).

8.4 Limitations and recommendations for further research

Like most other anthropological studies, my research has been focussed on a small sample size

of thirteen people of similar demographics35. Accordingly, I do not claim generalisability and

instead offer this research as an overview of some of the challenges faced by Black fibroid

patients in the UK. If this snapshot sparks interest into future research, I would recommend

examining (separately) Black non-binary and trans men’s experiences of fibroids, as the shame

and stigma surrounding menstruation that I have examined is felt more intensely for these

groups (Frank 2020) yet is unresearched. I also acknowledge that neither biomedicine nor the

NHS can be thought of as a monolithic enterprise (Lock & Kaufert 1998:16) so do not claim that

my comments on patienthood can be generalised for the NHS or translated into other contexts. I

would recommend future inquiries to delineate differences between NHS services and trusts, or

investigate other healthcare systems. Moreover, data collection was limited to first-hand

accounts of Black fibroid patients. Though this was a purposeful choice, following Black feminist

ethnography, future studies could add to the data by carrying out clinical observations and/or

gathering accounts from practitioners.

Moreover, my findings are largely based on a cohort of people in stable employment

(table 1). Some participants also referred to themselves as “middle class”. Due to space

limitations, class rarely featured in my analysis. Unlike other more privatised healthcare

systems, which rely on marketised insurance schemes (such as the US), the NHS is a universal

35
All of my participants are women, mostly between the ages of thirty-five and forty-five (with the exception of

Sarah and Jayne who are sixty and sixty-three respectively), live in England (with the exception of Carina who

lives in Wales), and are all in full-time employment.
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healthcare system that is (supposedly) accessible to all people living in all four corners of the

UK. Therefore, income level should not determine one’s healthcare access. However, because

private healthcare is also an option in the UK, I would recommend that similar investigations

pay greater attention to class and how it intersects with ‘race’ and gender. Though a vast topic, I

also only touched on (in)fertility, which featured frequently in my interviews. Therefore, future

fibroid research could further explore how the condition impacts the embodied sense of self

through the threat – both due to the condition itself and some treatment options – of infertility.

I must also confess that I did not whole-heartedly incorporate the recommendations of

the BMMA report, which clearly states that health research must be carried out specifically with,

for, and by Black Mamas. Therefore, though I deem it critical that white people do not leave the

burden of researching issues of 'race' and racism to those who these systems affect, I am

compelled to recommend that any future research on fibroids and 'race' is not done by white

researchers, such as me, or if it is, that the with aspect is more fully integrated. That being said,

in my research process, I was never queried over why I (a white researcher) was carrying out

this research. This might be because I was transparent that I do not nor will ever claim to

understand a Black person’s lived experiences of fibroids. It is also important to acknowledge

that this transparency could have led to selection bias. It is possible that I was attracting

participants whose motivation to tell their stories was anchored in their discontent (of illness

and patienthood). Even so, selection bias does not undermine the value of each of their accounts.

8.5 Policy recommendations

To inform my anti-racist agenda, I am sharing two key recommendations for policy and practice:

1. At present, race-based medicine – the system by which research characterising race as a

disease risk factor translates into clinical practice – is leading to inequitable care for

Black fibroid patients. Therefore, the NHS must move towards race-conscious medicine

whereby racism, rather than race, is emphasised as a key determinant of illness and

health (Cerdeña et al 2020).

2. Fibroid care must move towards a fully intersectional PCC approach. To achieve this,

providers must be given greater time to evaluate and integrate Black patients’ lived

illness experiences into their care. Accordingly, medical and health research must be

carried out with, for and by Black fibroid patients. For example, information on Black and

other people of colour’s patient histories must be qualitatively collected regularly to find

out i.e. what was the continuity of care, what treatments were offered, what treatments

were taken up (un-/successfully) etc.
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8.6 Conclusion

In my introduction, I confessed that it was not until the Period Problems event that I first

encountered fibroids. I also questioned whether, by reading this thesis, you, too, were embarking

upon entirely new ground. Indeed, whatever prior knowledge you had, I hope that you have, in

some way, been enlightened to the hidden challenges that Black fibroid patients face in the UK.

On that note, I have chosen to leave you with this quote, as it not only accurately illustrates the

invisibility that the experiences of Black fibroid patients are cloaked in, but also what I have

aimed to achieve with my research:

“I've spent most of the last decade living in pain and it's only now that I've started to
realise that that's not normal. It's not okay and it's not necessary. And for me to be in
pain, most of the time, it's almost as if the doctors have sort of given up. And I think that
work like yours is really going to be fundamental to people understanding that, so good
luck with it. And thank you.” (Matimba).
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Appendix
 
Table 1. List of interview participants and demographics
  

Participant Recruitment
Access

Photovoice? Length of
Interview 1

Length of
Interview 2

Cara
Age: 44
Ethnic Group: Black Caribbean
Gender: Female
From: Nottinghamshire
Employment: Employed full time,
Store manager
Children: Yes, three
Currently has fibroids? Yes

Fibroid Forum
UK, Facebook

No 57 minutes -

Olu
Age: 37
Ethnic group: Black
British-Caribbean
Gender: Female
From: Leeds
Employment: Employed full time,
Supply teacher
Children: None
Currently has fibroids? Yes

Fibroid Forum
UK, Facebook

Yes 1 hour 10
minutes

1 hour 32
minutes

Carina
Age: 37
Ethnic Group: Black British 
Gender: Female
From: Northampton, England /live in
Cardiff, South Wales. 
Employment: Employed full time,
HR 
Children: None
Currently has fibroids? Yes

Fibroid Forum
UK, Facebook

Yes 1 hour 12
minutes

1 hour 42
minutes

Kimimila
Age: 41
Ethnic Group: African
Gender: Female
From: London
Employment: Employed full time,
Accountant
Children: None

Fibroid Forum
UK, Facebook

No 58 minutes -

Savannah
Age: 62
Gender: Female
Ethnic group: African
Employment: Employed full time,
Lawyer
Children: None
From: South London/ Sierra Leone
Currently has fibroids? No

Friend No 1 hour 7
minutes

-

Sarah
Age: 61

Friend of Janet No 56 minutes -
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Gender: Female
Ethnic group: Black-African
Employment: Employed full time,
Secondary Education
From: South London
Children: Yes, one
Currently has fibroids? No

Nina 
Age: 36
Gender: Female
Ethnic Group: Black African
From: Woolich, South East London
Employment: Network Marketing
Professional
Children: Yes, two
Currently has fibroids? Yes

Instagram No 37 minutes -

Nadia
Age: 36
Gender: Female
Ethnic Group: Black-Portugese
From: London
Employment: Researcher
Children: Pregnant
Currently has fibroids? Yes

Instagram No 56 minutes -

Ebby
Age:
Gender: Female
Ethnic Group: Black-African
From: Nigeria/ London
Employment: Civil Servant, Ministry
of Defense
Children: Yes, twins
Currently has fibroids? Yes

Instagram No 1 hour 37
minutes

-

Tamara
Age:
Gender: Female
Ethnic Group: Black-African
From: London
Employment: Employed full time,
NHS Pediatrician
Children: Yes, one
Currently has fibroids? Yes

Twitter No 56 minutes -

Matimba
Age: 35
Gender: Female
Ethnic group: Black British
Employment: Employed full time,
Business owner and agent/producer 
From: London
Children: None
Currently has fibroids? Yes, 10

Twitter Yes 1 hour 24
minutes

-

Christiana
Age: 42
Gender: Female
Ethnic group: Black British - African

Twitter No 1 hour 45
minutes

-
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Employment: Employed full time,
Administrator in the NHS and runs 2
businesses
From: Surrey/ London
Children: None
Currently has fibroids? Yes

Janine
Age: 41
Gender: Female
Ethnic group:
Black-Caribbean-British
Employment: Employed full-time,
Secondary teacher
From: East Sussex/ London
Children: No
Fibroids: Yes - a recent examination
confirmed an '18-week sized fibroid
uterus’

Twitter No 1 hour 24
minutes

-

 
 

86



Table 2. Interview topic guide
 

How do Black fibroid patients experience illness?

How did you come to realise you had fibroids? Please tell me about this experience, and what
impact it had on you? Was there a long time that you were enduring symptoms before you got
a diagnosis?

How do your fibroids affect you on a daily basis, and how do they affect you over the month?

To what extent do you feel that your condition influences how you generally feel, emotionally,
as well as physically?

What are the effects on your everyday life? For example, in your work, social life, everyday
activities, relationships with family, friends, partners?

How has having fibroids impacted your intimate relationships, or your sexual experiences?

How has it affected your ability or desire to have children, if at all?

Has having fibroids changed how you feel about your body? In what ways?

What is the most difficult aspect of having fibroids for you?

Do any of your family members have fibroids, and if so, please could you speak on how their
experiences may have influenced your fibroid experience, if at all?

Did you know that Black women are 2-3 times more likely to have fibroids? What are your
thoughts on this disparity? Why do you think this disparity exists?

Are you aware of studies that suggest that being exposed to racial discrimination can increase
your likelihood of having fibroids, due to the stress it causes? How do you feel about these
findings in relation to your own experience?

How do Black fibroid patients experience patienthood and what role does their 'race'

play in this?

Are you currently under the care of a gynaecologist or doctor for your fibroids?

What has your experience with healthcare professionals been like in general?

Can you please tell me about the role that healthcare providers have played in your life since
your diagnosis? What resources, if any did they provide you with or direct you to?

If you have received care from a clinical setting, how do you feel about the care you’ve
received?

Do you feel as though being Black has had an impact on how you receive care for your
fibroids?
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If you have sought/ were to seek medical intervention through the NHS, is the ‘race’ of your
gynaecologist/ doctor important to you? If yes, why? If no, why not?

Have you ever experienced racism when seeking care in the NHS? If yes, how so, how did this
make you feel, and how did it influence your illness experience?

How do Black fibroid patients eschew adverse experiences of patienthood?

How are you managing your fibroids?

Have you had experiences with any treatment options? Which options? How did you come to
this decision (or these decisions)? Were you satisfied with your decision or the outcome? Why
or why not?

Do you feel as though you have autonomy over your treatment options for your fibroids?

How does the Fibroid Forum UK, or any other fibroid peer-support networks that you are a
part of, help you?

What does the ideal healthcare experience look like for Black fibroid patients?

If you have had adverse experiences with the NHS during your fibroid experience, could you
pinpoint where things have gone wrong?

What would make the situation better for you? What would you like to change?

What would the ideal healthcare experience look like for you?

If you could consider going privately for your fibroid care, would you?

How do you feel about the future?
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Table 3. Photovoice PHOTO interview technique
 
 

PHOTO Technique

P Please describe your photo.

H What is Happening in your photo?

O Why did you take a photo Of this?

T What does this photo Tell us about the lived experiences of fibroids for Black women in
the UK?

O How does this photo provide us with Opportunities to improve the situation of having
fibroids as a Black woman in the UK?
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Table 4. Information sheets and informed consent forms

Interview Information Sheet

This research has been reviewed and approved by the University of Amsterdam Ethics Board.

Research Title:

The fibroid experience of Black women36 in the UK.

Researcher’s Name:

Phoebe Hanson-Lowe

Programme and University:

MSc Medical Anthropology and Sociology, the University of Amsterdam

Overview of the Research:

As you may know, it is thought that Black women are three times more likely to have larger

fibroids, be more symptomatic, and develop them at a younger age compared to their white

counterparts.

The urgency of this research, therefore, stems from the ways in which Black women have been

disproportionately affected by fibroids in the UK and how these experiences have been

neglected in health research. Thus, I will investigate accounts of how Black women experience

and manage their fibroids, how their interactions with the healthcare system have influenced

these experiences, and what the ideal healthcare experience for a fibroid patient looks like. I will

use two qualitative methods in my study - in-depth interviews and photovoice. Both will be used

with the aim of empowering my participants to share the most meaningful aspects of their

fibroid experiences and how their ‘race’ may, or may not have, played a part in them.

Your Participation:

Thank you so much for your expressed interest in my research; I am so appreciative.

As an interview participant, you will be asked a series of questions in an informal and

conversational style over Zoom at a time of your choosing. This will be an opportunity for you to

share with me your unique fibroid experience. I will ask you questions related to my research

36 I used the words “women” and “woman” upon recommendation by one of the fibroid forum’s admins.
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topic, so I will give you space to disclose any information about your personal experiences with

fibroids – how they have impacted your everyday life, including on your work, social life,

everyday activities, and relationships with family, friends, and partners. I will also ask you about

your experiences with the NHS, and your experiences with racism within the NHS.

I have written up a series of guiding interview questions, which I am happy to share with you

prior to the interview, if you would like.

You will be interviewed one time for around an hour to an hour and a half but if you would like

to speak for longer, or you would like to schedule a second interview, please let me know.

Consent:

If you would like to pursue your participation, please view and sign the attached consent form

provided that you are comfortable with all of the information presented to you.

Thank you so much for your interest in this research,

Phoebe Hanson-Lowe.
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Interview Informed Consent Form

This research has been reviewed and approved by the University of Amsterdam Ethics Board.

Thank you so much for agreeing to be interviewed as part of the research project: “The fibroid

experience of Black women in the UK”; your contribution is so appreciated.

Gaining consent is a necessary process for my research project as I am a Masters student at the

University of Amsterdam. It is also so that you are aware of the purpose of your voluntary

involvement in the project.

The interview should take up to around an hour to an hour and a half but please let me know if

you are uncomfortable at any time and would like to stop the interview early. Likewise, if you

feel like the conversation is going well and would like to continue past an hour, please let me

know and that can be potentially arranged.

I don’t anticipate that there are any likely risks associated with your participation. However, as

with all online platforms, it is possible that during your online interview on Zoom there could be

a security threat, though this is unlikely.

I would like to record all interviews with your permission so that I can transcribe our

conversation afterwards. All recordings will be downloaded via Zoom’s in-built programming,

without the need to use a third-party database, and then securely stored on a

password-encrypted drive. The interview recordings will only ever be reviewed by me.

When transcribing our interviews, I will take great care to ensure that you are not identifiable,

by use of a pseudonym, (unless you would prefer that I use your real name). Once I have finished

transcribing our interview, you will be able to review the transcription and check that I have

correctly reflected our conversation. If there is anything that you would prefer to be removed,

please let me know and I will do that for you.

The transcriptions will only ever be reviewed by me, Bregje De Kok (my supervisor), and you.

While writing my thesis, I will potentially include direct quotes from our interview(s), so please

let me know if you are comfortable with this by ticking either Yes, or No.

Yes (I am comfortable with my words being quoted directly, using a pseudonym)

No (I am not comfortable with my words being quoted directly, using a pseudonym)
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Finally, your safety and comfort are my key priority, so please let me know if, at any stage of the

research process, you are ever uncomfortable with how things are going and if you would like to

make any changes.

Your participation in this project is completely voluntary and you are free and able to withdraw

your participation at any stage.

If you are happy with all of the information that I have presented to you here, please sign below.

Please also let me know if you would prefer to use a pseudonym to sign this form.

Name ___________________________________________________________

Participant Signature_________________________________________________

Date ____________________________________________________________

Researcher Signature_________________________________________________

Date ____________________________________________________________

If you have any further questions or concerns about this study, please contact:

Name: Phoebe Hanson-Lowe,

Email: phoebe.hanson-lowe@student.uva.nl

If you are worried about this research, or if you are concerned about how it is being conducted

and do not want to speak to me (Phoebe), you can contact Bregje De Kok at b.c.dekok@uva.nl,

the head of the Medical Anthropology and Sociology Master Research Design course at

University of Amsterdam.
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Photovoice Information Sheet

This research has been reviewed and approved by the University of Amsterdam Ethics Board.

Research Title:

The fibroid experience of Black women in the UK.

Researcher’s Name:

Phoebe Hanson-Lowe

Programme and University:

MSc Medical Anthropology and Sociology, the University of Amsterdam

Overview of the Research:

As you may know, it is thought that Black womxn are three times more likely to have larger

fibroids, be more symptomatic, and develop them at a younger age compared to their white

counterparts.

The urgency of this research, therefore, stems from the ways in which Black women have been

disproportionately affected by fibroids in the UK and how these experiences have been

neglected in health research. Thus, I will investigate accounts of how Black womxn experience

and manage their fibroids, how their interactions with the healthcare system have influenced

these experiences, and what the ideal healthcare experience for a fibroid patient looks like. I will

use two qualitative methods in my study - in-depth interviews and photovoice. Both will be used

with the aim of empowering my participants to share the most meaningful aspects of their

fibroid experiences and how their ‘race’ may, or may not have, played a part in them.

Your Participation:

Thank you so much for your expressed interest in my research; I am so appreciative.

Photovoice is a participatory-based research method intended to empower the research

participant. As a photovoice participant, you will be given the opportunity to explore and

document your unique fibroid experience through the medium of photography. The intention is

that you can provide more meaningful and accurate representations of the health challenges, if

any, that you encounter, and then we can critically reflect on them together.

The subject matter of the photos is completely up to you - you have full creative range to

photograph whatever you view as important to and symbolic of your experience with fibroids.
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I've left this intentionally vague so that you have the freedom to photograph whatever you feel

represents your fibroid experience, especially the elements of your experience that might not be

best represented through words alone. Essentially, photographs can give you another means of

expressing your fibroid experience.

After you have taken your photos, I will ask for you to share your photos with me. We will then

critically reflect on the meanings of these photos together, using the PHOTO technique, (please

see below). You will be able to tell me about the significance of these photos and what they mean

to you. This might be followed up by an interview if we both feel like that is an appropriate next

step. In this interview I will ask you questions related to my research topic, so I will give you

space to disclose any information about your personal experiences with fibroids - how they have

impacted your everyday life, including on your work, social life, everyday activities, and

relationships with family, friends, and partners. I will also ask you about your experiences with

the NHS, and your experiences with racism within the NHS.

I'm flexible about how long you participate in this part of the research. You can participate for up

to 6 weeks, for as little or as long as you like within this time.

PHOTO Technique:

PHOTO Technique

P Please describe your photo.

H What is Happening in your photo?

O Why did you take a photo Of this?

T What does this photo Tell us about the lived experiences of fibroids for Black women in
the UK?

O How does this photo provide us with Opportunities to improve the situation of having
fibroids as a Black woman in the UK?

Consent:

If you would like to pursue your participation, please view and sign the attached consent form

provided that you are comfortable with all of the information presented to you.

Thank you so much for your interest in this research,

Phoebe Hanson-Lowe

95



Photovoice Informed Consent Form

This research has been reviewed and approved by the University of Amsterdam Ethics Board.

Thank you so much for agreeing to be a photovoice participant as part of the research project:

“The fibroid experience of Black women in the UK”; your contribution is so appreciated.

Gaining consent is a necessary process for my research project as I am a Masters student at the

University of Amsterdam. It is also so that you are aware of the purpose of your voluntary

involvement in the project.

The photovoice project could take up to 8 weeks but please let me know if you are

uncomfortable at any time and would like to stop the project early. Likewise, if you feel like the

project is going well but would like to share your photos earlier, please let me know and that can

potentially be arranged.

As you have read in the information sheet, the photos that you take will be of your choosing.

However, if you are taking a photo of a person, please inform them what the purpose of the

photo is.

I will potentially use one or more of the photos that you share with me in the final write up of

my thesis project. However, if you are uncomfortable with this, please let me know. Likewise, if

you have shared a photo of a person with me and they do not wish to be identifiable, I can either

not use their photo, or blur out their face, so that they are not recognisable.

I don’t anticipate that there are any likely risks associated with your participation. However,

when we meet up to discuss the photos via Zoom, as with all online platforms, it is possible that

there could be a security threat, though this is unlikely.

I would like to record all our discussions with your permission so that I can transcribe our

conversations afterwards. All recordings will be downloaded via Zoom’s in-built programming,

without the need to use a third-party database, and then securely stored on a

password-encrypted drive. The recordings will only ever be reviewed by me.

When transcribing our conversations, I will take great care to ensure that you are not

identifiable, by use of a pseudonym, (unless you would prefer that I use your real name). Once I

have finished transcribing our conversations, you will be able to review the transcription and

check that I have correctly reflected our conversation(s). If there is anything that you would

prefer to be removed, please let me know and I will do that for you.

The transcriptions will only ever be reviewed by me, Bregje De Kok (my supervisor), and you.
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While writing my thesis, I will potentially include direct quotes from our conversation(s), so

please let me know if you are comfortable with this by ticking either Yes, or No.

Yes (I am comfortable with my words being quoted directly, using a pseudonym)

No (I am not comfortable with my words being quoted directly, using a pseudonym)

Finally, your safety and comfort are my key priority, so please let me know if, at any stage of the

research process, you are ever uncomfortable with how things are going and if you would like to

make any changes.

Your participation in this project is completely voluntary and you are free and able to withdraw

your participation at any stage.

If you are happy with all of the information that I have presented to you here, please sign below.

Please also let me know if you would prefer to use a pseudonym to sign this form.

Name ___________________________________________________________

Participant Signature_________________________________________________

Date ____________________________________________________________

Researcher Signature_________________________________________________

Date ____________________________________________________________

If you have any further questions or concerns about this study, please contact:

Name: Phoebe Hanson-Lowe,

Email: phoebe.hanson-lowe@student.uva.nl

If you are worried about this research, or if you are concerned about how it is being conducted

and do not want to speak to me (Phoebe), you can contact Bregje De Kok at b.c.dekok@uva.nl,

the head of the Medical Anthropology and Sociology Master Research Design course at

University of Amsterdam.
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