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In this thesis, I explore how mothers with Fibromyalgia (FM) cope and manage invisible chronic 

illness. By addressing the invisible nature of FM, in combination with the social and cultural 

expectations of the idealized “good mother”, my research illustrates the multi-faceted ways FM 

is experienced. Intergrading perspectives from the anthropology of chronic illness and 

anthropology of mothering literature, I discuss topics of stigma, self-identity, and coping. 

Through an analysis of lived experiences of mothers with FM, I highlight the importance in 

recognizing how the process of diagnosis, the role of support, and the effects of stigmatization 

are both unique and complex. By providing nuanced accounts of mothering among those living 

with FM, my research explores effective strategies used to manage FM and promote more public 

awareness of the illness, while also offering suggestions on how to enhance the accessibility of 

information, resources, and services for those living with FM in Canada.  
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CHAPTER 1 – Mothering Through Chronic Illness  

In this thesis, I provide nuanced accounts of mothering with Fibromyalgia (FM), a chronic illness 

clinically known to involve the symptoms of pain, fatigue, concentration and memory loss, sleep 

difficulties and insomnia, anxiety and mood swings, difficulty regulating body temperate, as well 

as various gastrointestinal issues (Chakrabarty and Zoorob: 2007, Clauw: 2009, Clauw: 2014, 

Leskowitz: 2008, Mountz et al.: 1995, Neumann and Buskila: 2003, Wolfe et al.: 1995). 

Although between 80 to 90% of those dignosed with FM in Canada are women (Fitzcharles, 

2013; Neumann and Buskila, 2003), the relationship between women’s experiences of FM as an 

illness and their identities as mothers is poorly understood. To date, the majority of 

interdisciplinary research investigating FM has been conducted from a clinical perspective. In 

medical anthropology, a number of studies on illnesses feature the subjective experiences of 

those living with chronic illnesses, though they fail to focus on specific illnesses such as FM. 

Moreover, these anthropological studies rarely explore how the positions of patients as women 

and mothers shape their experiences of chronic illnesses. By drawing on the anthropological 

literature on mothering and examining the narratives and lived experiences of thirteen mothers 

diagnosed with FM in Canada, I provide an account of invividuals with this chronic illness while 

highlighting the physical, social, and emotional effects of FM on their lives as mothers. As a 

result, this thesis works to ‘re-write’ the illness experience by providing nuanced accounts of 

mothering with a specific chronic illness, which has yet to be a focus within the social science 

and anthropological literature on chronic illness.  

Throughout this thesis I argue that mothers with FM ‘re-negotiate’ their mothering role 

for the purpose of better coping and managing their illness, and to maintain a sense of ‘feeling 
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well’ despite being chronically ill. In order to move away from motherhood as an institution and 

value the individual experiences of mothering (Charles et al.: 2009, 182), my study works to 

acknowledge that the experiences of mothers are unqiue and do not fall under one categorical 

definition (i.e. motherhood). The accounts of mothers with FM represent the diversity in the 

experience of being a mother, which as a result, empowers and validates mothers’ experiences 

through encompassing a sense of positive identities as mothers. Ultimately, my research rebuts 

presumptions of mothering that consider there to be ‘good’ and ‘bad’ ways to mother, and brings 

forward the notion that there is no right way to be a ‘good mother’. In addition, my work also 

serves to enrich the current public discourse on FM by providing an anthropological account to 

the experiences with this invisible chronic illness. Furthermore, it is my hope that my research 

findings be used to simultaneously raise awareness of FM, and assist individuals who are 

diagnosed in creating effective coping and management techniques.   

Research Goals and Objectives  

Contemporary anthropological research investigating how mothering is affected by FM 

can contribute to exisiting social science understandings of how chronic illness and a mother’s 

sense of ‘self’ derive from both social and cultural forces. My research investigates the 

interactive relationship between mothers’ experiences of FM as an illness and their identities as 

mothers. I ask: (1) How can the telling of lived experiences with FM contribute to detailed  

understanding of the physical mental, and emotional implications of the illness?; (2) How do 

societal expectations of the ‘good mother’ shape an individual’s self-identity after being 

diagnosed with FM?; and (3) How do mothers achieve a sense of ‘feeling well’ despite living 

with FM? Accordingly, the goals of my research are:  
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1. To provide nuanced accounts of mothering among those living with FM.  

2. To explore the various coping and management strategies used by mothers with FM. 

3. To enrich both the academic and public discourse of this illness. 

 

Background: Clinical and Social Scientific Studies on FM  

Broadly speaking, FM is described as an ‘invisible illness’ that attacks the central 

nervous system of the body (Armentor, 2017). Biomedical research shows that FM occurs most 

frequently among middle-aged women, however the onset and cause of the illness is unknown. 

While there have been many efforts devoted to examining the peripheral and central factors 

associated with FM, considerable debate remains concerning the etiology of the illness (Mountz 

et al. 1995). Common symptoms of the illness include, but are not limited to: musculoskeletal 

pain, chronic fatigue, concentration and memory loss, sleep difficulties and insomnia, anxiety 

and mood swings, difficulty regulating body temperate, as well as various gastrointestinal issues 

(including Irritable Bowel Syndrome (IBS) and Colitis) (Chakrabarty and Zoorob: 2007, Clauw: 

2009, Clauw: 2014, Leskowitz: 2008, Mountz et al.: 1995, Neumann and Buskila: 2003, Wolfe 

et al.: 1995).  

Individuals are diagnosed with FM based on a series of physical examinations that look 

for at least 11 out of a possible 18 ‘trigger points’ of the illness, in addition to any combination 

of the symptoms listed above. The following figure illustrates the 18 ‘trigger-points’ used to 

diagnose individuals with FM:  
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Figure 1.1: Leskowitz, Eric (2008) Energy-Based Therapies for Chronic Pain. Integrative Pain 

Medicine, pp. 232 

 

Aside from physical examinations, individuals are often required to undergo several 

consultations with a variety of health care professionals before being officially diagnosed with 

FM. This often includes consultation with general physicians, rheumatologists, psychologists, 

and chiropractors. The period of diagnosis is largely determined by individual efforts and 

persistence in seeking consultation. A large quantity of social science research has focused on 

the process of diagnosis in hopes to improve the diagnostic criteria, and better support those at 

the time of initial diagnosis. The majority of contemporary social science studies reveal that 

individuals often suffer with FM-related symptoms for months, even years, priors to receiving an 

official diagnosis (Armentor: 2017, Honkasalo: 2001, Loewe: 1998, Sim and Madden: 2008, 

Undeland and Malterud: 2009). As a result, many individuals cite their initial responses to being 

diagnosed as a relief. However, for most, while the diagnosis legitimized their symptoms and 

validated their suffering, the process of adapting to the diagnosis and establishing support is a 

strenuous task (Undeland and Maltreud: 2009).  
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Rather than being a homogenous group, individuals with FM vary in terms of the 

symptoms they experience, as well as the various comorbidities they have. Moreover, the many 

different symptoms often interact to produce a constant unavoidable and unpredictable 

experience (Dennis et al.: 2013). As such, coping and management strategies are diverse and 

constantly change to fit the evolvement of an individual’s symptoms over their life course with 

the illness. FM, as yet incurable, must be managed as a chronic illness. Frequent treatment 

approaches include both pharmacological and non-pharmacological management of symptoms, 

and most importantly must include patient education of the nature and course of the illness itself 

(Clauw and Crofford: 2003).  

From the point of view of many individuals with FM, the illness is often something 

described as overwhelming and minimally understood by health-care professional, friends, 

family, and the general public (Lempp et al.: 2009). Current research in the social sciences 

argues that there be greater attention placed on the correlation between the explanatory models of 

patients and health care professionals, and most importantly the interrelationship between the 

complex physical, psychological, and social needs of individuals with FM. Furthermore, 

researchers suggest that taking a more holistic approach to the diagnostic and treatment criteria 

for FM may result in more effective coping and management among those diagnosed with the 

illness (Lempp et al.: 2009).  

 FM in Canada 

In Canada, FM has been recognized as a medical diagnosis for two decades (Quintner et 

al.: 2003), and only recently have researchers from a variety of disciplines begun to investigate 

what everyday life with the illness is like. Based on data collected from a series of Community 
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Health Survey’s conducted by Statistics Canada, the number of Canadians diagnosed with FM 

has steadily increased over the course of almost a decade. In 2005 there were approximately 

389,800 individuals diagnosed with FM in Canada, and by 2014 those numbers increased to 

518,800 (National ME/FM Action Network, Trends in the Canadian Community Health Survey 

Data 2005, 2010, 2014). Findings from these studies warrant multiple areas of further research, 

some of which include, examining lifestyle risk factors for the onset of chronic conditions, as 

well as understanding the factors that contribute to improved quality of life in people with CFS 

and/or FM (Rusu et al.: 2015).  

Overall, in Canada FM affects approximately 2% of the population and of those 

diagnosed, 80 to 90% are women (Fitzcharles, 2013; Neumann and Buskila, 2003). While 

research on the symptomatology of FM as well as the prevalence of FM among women is robust, 

the subjective experiences of individuals with the condition have not been made a priority. Thus, 

my research addresses a gap in current literature of FM which fails to give voice to the individual 

experience of the illness.  

Bridging the Gap: Mothering with Chronic Illness from an Anthropological Perspective 

In this thesis, I address various gaps in the anthropology of chronic illness and anthropolgy 

of mothering literature. Specifically, I emphasize the importance of studying the lived 

experiences of mothering with chronic illness. The exisiting social science and anthropological 

literature on chronic illness frequently generalizes experiences of chronic illness as the ‘illness 

experience’ (Armentor 2017, Charmaz 1983, Klienman 1992, Pierret 2003). While this is 

important in terms of understanding the subjectvie experience, it can also imply that individuals 

with chronic illness have a fairly homogenous experience, and face similar physical, social, and 
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emotional challenges from identifying as chronically ill. The lack of attention given to the 

experiences of specific chronic illnesses leaves room for considerable expansion on creating 

more comprehensive understandings of various chronic conditions and how individuals cope and 

manage their chronic symptoms. My study can contribute by providing an anthropological 

account to the individual experiences of FM. By providing subjective accounts of the 

experiences of FM, I expand on what is currently known as the ‘illness experience’, while also 

contributing to more detailed understandings of the illness itself and how individuals cope, 

manage, and ‘feel well’ when living with FM.  

In addition to the lack of specificity and ambiguity within the social science literature on 

chronic illness and the ‘illness experience’, research has also yet to address mother’s experiences 

with chronic illness, in particular those living with FM. To date, a number of studies that do 

focus on the intersection of mothering with chronic illness have the tendency to focus on the 

experiences of  mothering children with various physical and invisible disabilities, and well as 

the experiences of mothers with various physical disabilities. Within these studies, researchers 

have emphasized the importance of addressing how mothers create a sense of ‘feeling well’ and 

cope with the challenges associated with either their children’s or their own disability (Blum: 

2007, Landsman: 2009, Lyons and Meade: 1993, McKeever and Miller: 2004, Nicholas et al.: 

2016). While my investigation also adopts this approach, I expand on these studies by looking at 

how mothers with FM simultaneously create a sense of ‘feeling well’ despite being chronically 

ill, while also challenging the normative assumptions of ‘good mothering’. Ultimately, it is my 

hope that the exploration of these women’s experiences provide deeper insight into the nature of 
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invisible chronic illness as well as the various social barriers mothers encounter while coping and 

managing their chronic symptoms.  

Re-Writing the ‘Illness Experience’  

Kleinman (1992) writes that anthropological studies of illness allow for the investigating 

of social, psychological, and physiological factors of health and illness, while also giving access 

to aspects of suffering that are often obscured and distorted by standard biomedical studies (132). 

While medical professionals and clinicians have come to better understand the complex and 

multi-faceted symptoms of FM, as well as potential coping and management strategies,  limited 

attention has been given to the individual experiences of FM. As a result, individuals may feel 

inadequately represented by the voices of ‘experts’, and find the information regarding the illness 

itself, as well as potential supports, to be both inconsistent and ambiguous.  

To date, there are few studies being conducted on FM that lay outside the realm of 

biomedicine (but see – Armentor: 2017, Asbring and Narvanen:2002, Crooks: 2007, Sim and 

Madden: 2008, Van Uden Kraan et al.: 2008). While there have yet to be thorough investigations 

of the experiences of FM within the field of anthropology, there are components of the existing 

literature that are useful starting points. Anthropologists have made several contributions to 

understanding chronic pain and other invisible chronic symptoms. Specifically, anthropologists 

have examined how individuals with invisible chronic pain experience several challenges 

associated with the delegitimacy of their symptoms, which is often projected by friends, family, 

and even health care professionals (Asbring and Narvanen: 2002, Johnson and Johnson: 2006, 

Kool et al.: 2009, Oldfield: 2013,  Rogers and Maurizio: 2000). This is extremely important to 
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my investigation as experiences of stigma and delegitimization are documented as major 

components in both the process of being diagnosed with FM as well as the availability of 

information, services, and supports in helping those cope and manage their FM symptoms.  By 

addressing the invisible nature of FM, it is my hope that the individual stories shared in my thesis 

will demonstrate the need to 1) diversify the academic and public discourse on FM, and 2) 

establish effective information, services, and support for those diagnosed.  

 In order to explore the realities of those living with FM, I draw on the illness narratives 

of 13 mothers currently living with FM in Canada. To date, there are a growing number of 

autobiographical works which involve narratives of individuals coming to terms with chronic 

illness. Within these accounts, individuals often express adjusting their identities, reflecting and 

revisiting their illness experience, as well as altering plans for the future (Eaves et al.: 2014, 

159). While this is a useful advancement to contributing to more comprehensive and nuanced 

understandings of the experiences of chronic illness, researchers must also place precedence on 

representing other marginalized voices. By providing individuals with the opportunity to share 

their lived experiences, social science researchers, specifically medical anthropologists, have the 

opportunity to better understand the various social and cultural implications of invisible chronic 

illness (i.e. stigma, normalcy, support, and coping).  

By examining the subjective experiences of the intertwined nature of physical, mental, 

and emotional effects of FM, I focus on how mothers living with FM adjust their identities as 

mothers and manage their social roles while being chronically ill. My study contributes to the 

limited studies that focus on illness narratives of FM within anthropological and social science 



 

 

10 

 

literature on chronic illness. By listening to the narratives of individuals with FM it may be 

possible to gain a more detailed understanding of the condition, as well as strategies for the 

coping and managing of FM symptoms. Moreover, by looking at how an individual’s experience 

with FM evolves overtime, this study provides an opportunity to explore how chronic illness 

impacts mothers at different stages of motherhood. Comprehensively, my approach works to ‘re-

write’ the illness experience by providing chronological account to the experiences of a specific 

chronic illness, while also examining how living with a chronic illness impacts a mother’s ability 

to fulfill the idealized expectations of the ‘good mother’ role.  

Re-Negotiating the ‘Good Mother’ Ideal  

Douglas and Michaels (2007) express how easy it is to forget that motherhood is a 

collective experience (636). While each mother has her own individual story, her own failures, 

and her own goals, the idealization of ‘good mothering’ implies that mothering is an individual 

achievement (Caputo: 2007, Lapinske: 2018, Malacrida: 2009, Never and Bernardi: 2011, 

Vallido et al.: 2010). Moreover, the implication that mothering is seen as a central component of 

a women’s identity, disregards the many other identities woman may acquire in her lifetime. 

Comprehensively, the normalized expectations of ‘good mothering’ not only deny mothers with 

the opportunity for agency, but so too do they rebut the idea that the experience of mothering is 

diverse and self-defined. The findings of my study indicate that mothers with chronic illnesses 

work towards questioning the ‘good mother’ ideal as the ‘norm’ and re-negotiate the 

expectations of mothering all together.  
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 As such, my thesis makes contributions to the existing literature on mothering with 

chronic illness in several ways. Specifically, studying the experiences of mothering with FM 

provides further insight into how mothers who lay outside the ‘norms’ of ‘good mothering’ deal 

with feelings of guilt, blame, shame and inadequacy. Similar to the experiences of mothers with 

HIV/AIDS, mothers with FM also indicate the need for better comprehension of their condition 

and its various symptoms among clinicians and the general public, as well as potential services, 

information, and support that can assist them in the process of coping (Hackl et al.: 1997, 54). 

Moreover, the experiences of mothering with chronic illness continues to shed light on the 

continuous struggle mothers have in balancing their own health concerns with their family’s 

needs and the expectation that they are to assume the role as the primary caregiver, despite being 

chronically ill (Hunter: 2009, 267). My study illustrates that mothers living with chronic illness 

are unable to meet the idealized expectations of ‘good mothering’ because of their physical and 

emotional limitations, often resulting in feelings of guilt and inadequacy.  

  The literature on mothering with physical disability is also useful to understanding the 

experiences of mothers with FM. To date, only a small portion of feminist and disability research 

focuses on the intersection of women’s experiences as mothers who are disabled (Frederik: 2015, 

Lyons and Meade: 1993, Malacrida: 2009, McKeever and Miller: 2004). While my research 

begins to address this gap in the literature which has only begun to address the diverse, 

individual, and unique experiences of mothering with chronic illness, it is essential for future 

research within these areas to continue to confront and challenge the expectations of ‘good 

mothering’. My study illustrates that mothers with FM challenge the presumptions of ‘good 
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mothering’ by finding balance between their duties as mothers with the coping and managing of 

their FM.  

Aside from expanding on the existing research on mothering, this thesis also contributes 

to the literature which highlights the importance of fostering mutual support and understanding 

(Armentor: 2017, Blum et al.: 2012, Juuso et al.: 2013, Juuso et al.: 2014, Bell and Ristovski-

Slijepcevic: 2011).Pertinent to both the anthropology of chronic illness and anthropology of 

mothering literature, is the value placed on the sharing of lived experiences. Though literature 

does not specifically focus on the experiences of mothers diagnosed with FM, there are many 

studies that draw attention to how women make sense of their experiences of mothering as well 

as of coping and managing chronic illness. For example, Shambley-Ebron and Boyle (2006) 

discuss the experiences of mothering among those living with HIV/AIDS and express how 

maintaining supportive relationships with family and “other mothers” provided a network of 

support, comfort, and re-established meanings of mothering (54). Comparatively, Nicholas et al. 

(2016) provide accounts of the experiences of mothering among those with children diagnosed 

with the Autism Spectrum Disorder (ASD). In this case, mothers who shared their experiences of 

mothering reportedly forged or amplified a common understanding of mothering children with 

ASD (929).  

Within the literature that examines the experiences of mothers with HIV/AIDS, as well as 

mothers of children with disabilities, the fostering of mutual understanding and compassion is 

indisputable. The sharing of lived experiences and feelings of stigma, shame, inadequacy, and 

uncertainty that chronic illness and disability pose, often resulted in the distribution of invaluable 
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resources, information, and coping strategies. My research documents how support and mutual 

understanding are important to the experiences of mothering among those with FM. 

Consequently, my research presents opportunity for providing mothers with FM, as well as 

mothers with other invisible chronic illnesses, avenues for obtaining support amidst coping with 

their symptoms, as well as balancing the assumed responsibilities and expectations of mothering.  

Outline of Chapters  

In this Chapter, I begin by providing a definition of FM, the common symptoms associated 

with this chronic illness, as well as the prevalence of FM specifically within Canadian society 

through a synthesis of current clinical and social science information. Next, I have introduced my 

topic and described the research goals and objectives of this thesis. Followed by a description of 

how this study is situated within the current literature on FM.  

In Chapter Two, I provide an anthropological review of chronic illness and mothering 

and highlight how my research integrates key components of each of these bodies of literature. I 

begin by discussing the anthropology of chronic illness literature. In this section I discuss the 

concept of coping and ‘feeling well’, as well as the idea of re-negotiating identities amidst living 

with chronic illness. Furthermore, I examine anthropological understandings of invisible chronic 

illnesses and chronic pain, as well as the concept of normalcy. This section ends with a 

discussion of how the experiences of coping and managing chronic conditions are frequently 

documented in this literature. Following this, I discuss various aspects of the anthropology of 

mothering literature which consists of describing the ‘good mother’ ideal, as well as the concept 

of mother-blame and feelings of inadequacy. I argue that by discussing the intersection of 
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mothering with chronic illness my study fills a particular gap in the literature which does not 

focus on the intersection of the experiences of mothering with a specific chronic illness. 

Furthermore, I argue that this investigation adds to both social science and anthropological 

literature which has yet to fully examine the experiences of individuals living with FM.   

 In Chapter Three, I discuss the research methodology of this study. I begin by providing 

the rationale of conducting this research and the different components of the project. Next, I 

describe the involvement I had with the Toronto Fibromyalgia Network (TFN) and how this 

connection allowed me to perform naturalistic observation in the Spring 2019 semester. 

Following this, I discuss the process of recruitment for this project and briefly describe the 

thirteen participants of my study. I continue by outlining the interview process and the design 

and intent of my interview questions. I conclude this chapter by discussing the ethical 

considerations and limitations of this thesis.   

 In Chapter Four, I examine the experiences of mothering with FM, specifically 

highlighting the challenges in ‘coming to terms’ with the diagnosis and balancing the 

responsibilities of mothering with coping. I begin this chapter by discussing the experiences of 

discretization and stigma as described by the thirteen interviewees. Next, I discuss how 

participants experienced various challenges associated with their invisible chronic symptoms, as 

well as highlight the mind/body experiences of chronic pain. Following this, I discuss the ways 

in which participants intentionally or unintentionally mothered in ways that conformed to the 

‘good mother’ ideal, which were cited as: 1) feelings of guilt, inadequacy, and 

overcompensation, 2) prioritizing children and family over self-care and coping, and 3) feeling 

responsible for maintaining household order. I argue that examining and comparing personal 
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narratives, provides a deeper understanding of the ways in which participants deal with the 

challenges FM poses, and advocates for the enhancement of available information, services, and 

resources. Ultimately, the use of narratives in this study allows for insights into how both the 

struggles and triumphs of participants worked to re-shape their identities as mothers and work to 

create more comprehensive understandings of the illness.   

In Chapter Five, I argue that participants re-negotiate the ‘self-identity’ and work towards 

maintaining a sense of well-being (or ‘feeling well’) despite living with FM. I begin with a 

discussion of the coping and management techniques used among participants of this study, 

namely support from family, support through activity, and support through self-care. Next, I 

describe how mothers with FM re-define the expectations of the ‘good mother’ through the 

prioritization of their needs for coping and managing their FM. Specifically, this includes how 

participants paced themselves, set boundaries, changed their work/life balance, and altered career 

aspirations. I conclude this chapter with a discussion of the ways participants sought different 

opportunities for advocacy and empowerment, which includes helping themselves through 

helping others, as well as advocating for adequate and accurate representation of individuals with 

FM within the academic and public discourse.  

In Chapter Six, I summarize the various arguments made throughout the duration of this 

thesis. I provide a description of the significance of the study, which includes the public 

contributions and academic contributions of this investigation. I conclude by offering 

suggestions for future research based on the insight gathered from this study and various aspects 

of this issue that were beyond the scope of this project.   
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CHAPTER 2- An Anthropological Review of Chronic Illness and Mothering  

My research is informed by the anthropology of chronic illness and the anthropology of 

mothering. My project brings forward central points of inquiry presented in each of these bodies 

of literature by looking at the lived experiences of invisible chronic illness and the ways this 

shapes experiences of mothering. In this review, I provide an analysis of various concepts and 

perspectives imperative to the exploration of the lived experiences of mothers with Fibromyalgia 

(FM). By addressing the various gaps within the social science literature on both chronic illness 

and mothering, I highlight how the investigation of mother’s experiences with Fibromyalgia 

(FM) diversifies current understanding of invisible chronic illness, as well as how mothers re-

negotiate the ideal of the ‘good mother’.  

To begin this review, I discuss the anthropology of chronic illness literature. By 

highlighting the lack of attention given to individual chronic illnesses within the existing social 

science literature that discusses the ‘illness experience’, I describe how this thesis contributes to 

creating a new approach in understanding the individual experiences of chronic illness. In this 

section of the review, I describe how medical anthropology can provide more holistic 

understandings of health, disease, sickness, and illness. I focus on the anthropological 

understandings of illness, specifically those that are both invisible and chronic. Following this, I 

provide an analysis of anthropological understandings of chronic pain. Here, I discuss concepts 

of stigma, legitimacy, and ambiguity which often burden those who suffer from various invisible 

chronic illnesses, such as FM. Next, I discuss the concept of normalcy and the ‘healthy body’. 

Using anthropological literature that discusses disability and the idea of ‘normal’ bodies, I 

highlight how individuals with invisible chronic illnesses often feel their experiences are 
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delegitimized by others, resulting in feelings of stigma and shame. To conclude this section, I 

describe anthropological accounts of coping and managing chronic illness. This description 

includes the role of the individual in self-care and self-management, as well as the positive 

impact of establishing various supports. Comprehensively, I argue that by providing individual, 

subjective accounts of the experiences of a particular chronic illness, such as FM, researchers 

have the opportunity to provide more deatiled understandings of the illness itself and how 

individuals cope, manage, and ‘feel well’ when chronically ill in specific ways.  

The next section of this review discusses anthropological understandings of mothering. 

To begin, I analyze interdisciplinary literature on mothering to describe the practices of 

‘intensive mothering’ and the expectations of the idealized ‘good mother’. I highlight the ways in 

which the ‘good mother’ ideal negatively impacts the experience of mothering, especially for 

mothers who do not fit the ‘norm’, such as those who have chronic illnesses. Here, I discuss the 

concept of ‘mother-blame’ and the guilt and shame often associated with a mother’s inability to 

meet the demands of ‘intensive mothering’. To conclude this review, I discuss how my research 

draws on and integrates key components of each of these bodies of literature, as discussed above. 

Given the limitations of the existing literature on chronic illness and mothering , I highlight how 

it is necessary to provide individual and subjective understandings of the ways in which mothers 

with FM simultaneously experience the challenges of coping and coming to terms with chronic 

illness, as well as balancing the demands and expectations of mothering.   

Anthropology of Chronic Illness 

Medical anthropologists have the unique ability to conduct research that comprehensively 

describes and interprets experiences of health and illness. By placing both health and illness 
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within the broader context of culture, medical anthropology focuses on the various social, 

political, economic and historical processes that contribute to understandings of health (Wiley 

and Allen, 2017). More recently, there has been growing participation by medical 

anthropologists in studying phenomenon formerly exclusive to various medical fields and public 

health, and can offer unique contributions to understanding health, illness, and general well-

being (Lock and Nguyen: 2010). Increasingly, anthropologists and health professionals work 

hand-in-hand to construct interdisciplinary efforts to alleviate suffering and promote better health 

(Pool and Geissler: 2005). In addition, these anthropological studies contribute to understandings 

of the ‘illness experience’ within existing social science literature, which details how individuals 

cope, manage, and understand their illness.  

Pertinent to this investigation is the anthropological understanding of illness. Specifically, 

it is important to decipher the different between illness and disease. Illness is understood as an 

individual’s subjective experience of physical or mental states, whether based upon underlying 

disease pathology or not. Disease refers specifically to an objectively measurable pathological 

condition of the body (Pool and Geissler: 2005). Perhaps the most common differentiation 

between the two are the various social experiences associated with illness. Frequently cited as 

‘the second illness’ (Pool and Geissler: 2005) are the reactions of one’s social environment, 

including experiences of stigma, shame, and delegitimization. This additional dimension of 

suffering complicates the illness experience and is usually among the most debilitating factors 

associated with chronic illnesses.  

What is chronic illness? Huertin-Roberts and Becker (1993) define chronic illness as an 

ambiguous concept that is used within interdisciplinary work to describe illnesses that are life-
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long and continuous (282). Frequently discussed in the social science literature on chronic illness 

is the idea of the ‘loss of self’ which is a fundamental aspect of the suffering experienced by 

those who are chronically ill (Honkasalo: 2001).  FM is considered to be an invisible chronic 

illness; its etiology, symptoms, and treatment options are highly contested among health care 

professionals and interdisciplinary scholars. As a result, when individuals are diagnosed with 

FM, they begin the process of ‘coming to terms’ with their chronic illness as well as identifying 

as someone who is chronically unwell (LaChappelle et al.: 2008). An imperative component of 

the experience of ‘coming to terms’ with chronic illness is accepting the ‘loss of a previous self’ 

and promoting a sense of ‘feeling well’ despite living with chronic illness (Charmaz: 1983: Hay: 

2010). Ridson et al. (2003: 381) define this process as “re-defining normal” at which indviduals 

accept their condition by acknowledging their limitations, adjusting to necessary treatment 

interventions and self-management, as well as understanding that chronic illness is lifelong and 

often unpredictable . Comprehensively, creating a sense of ‘feeling well’ is a way chronically ill 

individuals establish wellbeing despite their chronic conditions and are able to re-negotiate their 

identities outside of their chronic condition.  

The ‘Illness Experience’: Coping and Managing Chronic Illness 

The existing anthropological literature on chronic illness has the tendency to generalize 

the experience of illness and lacks specificity, and this limitation calls for an inquiry to diversify 

the literature by offering subjective, individual accoutns of a variety of chronic illnesses. Within 

the field of medical anthropology chronic illness is represented more broadly in literature 

focusing on the ‘illness experience’ (Armentor 2017, Charmaz 1983, Klienman 1992, Pierret 

2003), and as a result, studies rarely account for the experiences of specific chronic illnesses, 



 

 

20 

 

such as FM. Moreover, the focus on women’s experiences with chronic illness has primarily 

been examined from a cross-cultural perspective of women living with HIV/AIDS (LeClerc-

Madlala: 2012, Levy and Storeng: 2007, McGrath et al.: 2014, Schoepf: 2001, Susser: 2010). 

Despite the growing interest among scholars to diversify this body of literature, there is limited 

research that has investigated the ways in which a woman’s identity intersects with the 

experiences of a variety of chronic illnesses, more specifically with the experience of mothering. 

Moreover, the somewhat homogenous representation of the ‘illness experience’ fails to 

adequately represent the experiences of a variety of illnesses from various contexts.  

Despite the lack of specificity and diversity within the current literature, a relevant aspect 

of the descriptions of the ‘illness experience’ is the process of establishing effective coping and 

management strategies. The literature demonstrates that managing chronic conditions that 

typically lack visible symptoms present numerous social barriers to obtaining adequate support 

and care for those diagnosed. Stigmatization and delegitimization of chronic conditions are 

documented as large contributors to such barriers. However, an abundance of studies have 

examined how individuals with invisible chronic illnesses have managed to establish effective 

supports, which in turn, has improved the capacity to cope with their condition (Asbring and 

Narvanen: 2002, Eaves et al.: 2014, Johnson and Johnson: 2006, Juuso et al.: 2014, Lyons and 

Meade: 1993, McInnes et al.: 2014, Nielson and Jensen: 2004). It is well documented that, in 

order to establish effective coping strategies, chronically ill patients often rely on a variety of 

resources and services that allow them to share their experiences and create their own self-care. 

Wagner et al. (2001) express that effective self- management support and community resources 

help inform those diagnosed to better cope with the challenges of living and treating chronic 
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conditions (69). Another commonality in the literature on coping is the fostering of community. 

Building social networks is of upmost priority to those managing chronic conditions such as FM. 

From an anthropological perspective, the essential criterion of a community is that people have a 

feeling of ‘belonging together’ (Obrist et al., 2003: 368).  

 It is important to note that the ‘illness experience’ and the process of coping and 

managing chronic illness is something that is lifelong and unique to each individual. While 

coping specifically with FM has not been well-documented in the social sciences, the process of 

adapting to and adjusting various strategies of coping among people with chronic illnesses, is 

something that has gained attention among scholars. More recently, anthropological research 

emphasizes the importance of individuals engaging in their own coping through the building and 

strengthening all resources (i.e. from practical and academic knowledge, experiences, and 

sufficient numbers and varied kinds of social contacts) (Hay: 2010, Kierans and Matnooth: 

2001).  

Learning effective coping and management strategies is essential in helping individuals 

live with chronic pain and regain a sense of control over their lives (LacChapelle et al., 2008, and 

Ridson et al., 2003). Literature assessing potential supports for the treatment of FM and similar 

chronic conditions highlight the importance of accepting one’s condition. The discourse of 

acceptance varies in form, typically including: ‘coping’, ‘coming to terms’ or ‘dealing’ with 

chronic symptoms, which are essential to maintaining an overall sense of ‘feeling well’ when 

chronically ill. (LaChapelle et al., 2008: 207).  
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Invisible Chronic Illness: Stigma and Normalcy  

Due to the sociocultural and biological implications of chronic illness, the experiences of 

chronic illness are multi-dimensional and diverse. The sociocultural course of chronic illness is 

often driven by stigma, and the managing of stigma and delegitimization chronically ill 

individuals experience (Turner: 1996).  Stigma is a major component of the existing literature on 

FM and is especially a focus within the anthropological literature on chronic illness. Social 

science research highlights how the invisible nature of chronic illnesses, such as FM, creates 

social challenges for those diagnosed, especially in terms of social support, social roles, 

responsibilities, and credibility. Goffman’s work on stigma, which he defines as the disapproval 

of, or discrimination against, a person based on perceivable social characteristics that serve to 

distinguish them from other members of a society, is frequently used in social science research 

regarding the body and self-identity. Goffman’s (1963) conceptualization of social identity aids 

in understanding the stigmatization of a person living with a chronic illness and/or disability. 

This conceptualization is understood in contrast to the concept of self-identity, which Charmaz 

(1983) defines as an inididvual’s sense-of-self comprised of valued images and expectations of 

themselves within various roles and through physical capabilities. Comprehensively, these 

arguments aid in understanding the role of individual practices in managing that stigma. 

Moreover, anthropological literature such as Honkasalo’s (2001) work on chronic pain, 

highlights how stigma implies that invisible chronic illnesses are conditions that are socially and 

culturally devalued, often discrediting them of ‘normal’ identities and resulting in some sort of 

social isolation or marginalization (Goffman: 1963). 
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 At large, the physical and social invisibility of many chronic conditions complicates an 

individual’s inability to meet both societal and personal expectations. Pierret (2003) asserts that 

the primary stigma from identifying as chronically ill stems from the disruption of everyday 

activities and responsibilities. Similarly, Hay (2010) describes how the experiences of those 

suffering from chronic ‘invisible’ conditions are often delegitimized by others and leave those 

individuals feeling tremendously handicapped due to their perceived and real inability to engage 

in everyday work, self-care, and social activities (267). In addition, many accounts reveal that 

those living with invisible chronic illness encounter scepticism and lack of comprehension by 

medical ‘experts’ and feel rejected, ignored, and belittled by family members and friends 

(Werner and Malterud, 2003: 1409). Okada (2011) discusses how both the stigmatization and 

delegitimization of ‘invisible’ illnesses are imperative to understanding, negotiating, and 

communicating the experiences of chronic illness. Specifically, Okada (2011) focuses on the 

experiences of women with chronic conditions and how the invisibility of their illnesses affects 

how they understand their illness (145).  

Interdisciplinary disability studies scholars analyze the many ways the invisibility of 

chronic illnesses complicates the relationship one has with identifying as chronically ill. This 

examination incorporates discussion of the standards of ‘normalcy’ and the degree to which 

these standards are burdensome for those incapable of meeting idealized expectations and 

constructions to fulfill everyday tasks as well as having certain physical capabilities (Davis: 

2005, 157). Normative assumptions are neither clear nor obvious, rather the standards of 

‘normalcy’ are deeply rooted in expectations and beliefs around who is ‘sick’ and who is ‘well’.  

Davis (2005) writes that judgments of invisibility are not just relational and context dependent, 
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but more deeply rooted in normative assumptions (156). Similarly, Lock and Nguyen (2010) 

discuss how concepts of ‘norms’ and ‘normals’ are often used interchangeably with the idea of 

being ‘healthy’, which is a fundamental source of tension between the social sciences and 

biomedicine. Lock and Nguyen (2010) emphasize that when the word ‘normal’ is used in place 

of ‘healthy’ (and vice versa) it creates a belief of both an existing average and state of perfection 

towards which individuals can either strive for or deviate from (Lock and Nguyen: 2010, 47). 

Consequently, those who deviate from normative statuses experience social stigma and often are 

burdened with feelings of guilt and inadequacy.  

Aside from feelings of inadequacy, individuals with invisible disabilities and illnesses are 

also put in the position of having to rebut the presumption of ‘normalcy’. Broom et al. (2015) 

discuss how chronic pain sufferers are neither properly well nor entirely sick thus placing them 

between the statuses of sick and well and ascribing them a semi-legitimate status of health and 

well-being. This liminal status offers these women a distinctly moral dilemma to position 

themselves as ill/sick or perform normalcy (Broom et al.: 2015, 727). However, it is still unclear 

how this moral dilemma is experienced by diverse groups of people with chronic illnesses, such 

as mothers with FM. This idea of performing normalcy will be further explored in the proceeding 

section of this review where I discuss the ways in which the ‘good mother’ ideal impacted the 

expectations mothers with FM held of themselves.  

Understanding Chronic Pain  

 Understanding chronic pain is another essential component to examining the lived 

experiences of FM. From an anthropological perspective, the most significant components of 

understanding chronic pain are its invisibility, ambiguity, and unpredictability. As many 
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individuals with chronic pain experience various ‘invisible’ symptoms, the legitimacy of their 

suffering may be questioned by friends, family, and health care professionals, all of whom are 

normally expected to be sympathetic, supportive, and caring (Jackson: 2005, 342). As detailed in 

the previous section, the invisibility of chronic illness is a large contributor to the stigma and 

delegitimization individuals experience. The most complex delegitimizing process focuses on the 

possibility that psychological factors are at play. When pain is invisible, the sufferer may be seen 

as not having a ‘real’ illness or ‘real’ pain. Jackson (2005) describes how ‘real’ pain is organic 

and physical and pain that is invisible is thus typically considered ‘all in your head’ and often 

assumed to be imaginary, mental, emotional or psychosomatic pain (340).   

 Similar to the challenges posed by the invisibility of chronic pain are the experiences 

with ambiguous symptoms. Throop (2012) discusses the growing body of work in anthropology 

which is devoted to studying the diverse ways that chronic pain is a complex phenomenon with 

many unknowns (409). The ambiguity of chronic pain results in many contentious reactions 

among preceptors. Literature highlights how individuals with invisible chronic pain describe 

experiences of having to prove their pain to others, and often are assumed to be faking or 

exaggerating their symptoms (Jackson: 2005, Okada: 2011, Werner and Malterud: 2003). As a 

result, individuals often feel compelled to conceal the intensity of their symptoms, which in turn, 

interferes with the ability to acknowledge and give meaning to the experiences of pain (Throop: 

2012, 409).  

Alongside the challenges associated with the invisibility and ambiguity of chronic pain is 

the constant and unpredictable nature of chronic pain. Similar to the experiences of mothers with 

FM, Broom et al. (2015) provide narratives of women with chronic illnesses and how they 
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describe being engaged in a series of moral dilemmas in relation to their health (719). Present in 

the literature describing chronic pain among women is the struggle they experience in terms of 

whether or not they give into or fight their pain. This challenge affects the individual’s ability to 

manage their chronic symptoms and is something that fluctuates on a day-to day basis depending 

on the severity of their symptoms (Broom et al.: 2015).  Eaves et al. (2014) discuss how coping 

with constant and unpredictable pain entails many life adjustments to facilitate the minimization 

of both physical and emotional risks (158). Arguably, one of the most difficult aspects of 

managing chronic pain is accepting that there are no stages, patterns, nor a temporal context to 

which one can predict their everyday experiences of pain. As a result, maintaining a sense of 

‘feeling well’when chronically ill is something many individuals express as an on-going and 

lifelong process.  

Anthropology of Mothering  

Within the anthropology of mothering literature, there are several re-occurring concepts 

that are frequently used to describe the experience of motherhood.  Contested within the 

interdisciplinary literature on mothering is the concept of the ‘good mother’ and practices of 

intensive mothering. These concepts go hand-in-hand when describing the normative and 

idealized expectations of mothering, which a large body of feminist scholarship claims have 

created unrealistic and unattainable expectations of mothering.  

To begin this section of the review, it is necessary to provide a description of the ‘good 

mother’ and the idealized expectations of intensive mothering. The ‘good mother’ is described as 

a normative construct to which women measure their role in maintaining their children’s and 

family’s well-being. Walks and McPherson (2011) write that ‘good mothers’ engage in intensive 
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mothering practice which holds them responsible to the management of everyday tasks such as 

being responsible for children's and household nutrition, health, education, spiritual development 

and language learning, while simultaneously distributing appropriate discipline and care (4). 

While this ideal is far removed from the reality of many women’s lives, the presentation of the 

ideal mother seen in mainstream media, advertising, and entertainment is nevertheless 

considered to be a legitimate standard to which mothers strive for and are compared to (Green: 

2004, 128). Douglas and Michaels (2007) describe the practices of intensive mothering as the 

ultimate female Olympics. They explain how all mothers are simultaneously in competition with 

themselves and each other, not only for who counts as a ‘good mother’, but who is the best, and 

who are situated outside the ideal (Douglas and Michaels: 2007, 621). Thus, the ideology of the 

‘good mother’ creates a constant internal tension between how a mother feels and behaves and 

how she is told she should feel and behave, often resulting in feelings of blame, guilt and 

inadequacy, which I discuss in detail in the next section of this review.  

Before proceeding to the discussion of blame, guilty, and inadequacy, it is necessary to 

provide a description of how the ‘good mother’ ideal is situated within social science literature 

on mothering. Broadly speaking, the ‘good mother’ ideal stems from the presumption of a 

women’s natural ability to mother and is something that has been examined by feminist scholars 

across multiple fields of study. Feminist work refutes the common assumption of motherhood as 

something innate to women and a part of a women’s ‘natural’ responsibility (Never and 

Bernardi: 2011, 165). The ‘good mother’ ideal, which implies the always-sacrificing, cheerful, 

loving, home-bound mother (Middleton: 2006), is something many scholars claim to be a 

paradigm by which mothers are judged and regulated to unobtainable and unrealistic standards. 
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Imperative to examining the lived experiences of mothering amidst invisible chronic illness, is 

the position of overtly mothering outside the societal standards of the ‘good mother’. Mothers 

who are chronically ill are among various groups of mothers who are situated as “other” 

(Middleton: 2006). Middleton (2006) writes that mothers who are labelled “poor”, “addicted”, 

“abused”, or “ill” do not simply occupy an objective position, but rather these labels often 

become configured into a sense-of-self, often pathologized as lacking, wrong, or bad (78).  

Mother-Blame and Feelings of Inadequacy  

The sentimentalized image of the ideal ‘good mother’ has the potential to cast a guilt-inducing 

shadow over the realistic lives of modern mothers. Thruer (2007) argues that the current 

standards for ‘good mothering’ are so formidable, self-denying, elusive, changeable, and 

contradicting that they are unattainable. She further explains that contemporary myths of the 

‘good mother’ lay upon the mother so many duties and expectations that to take it seriously 

would be hazardous to her mental health (Thrurer: 2007, 334). While many mothers disagree 

with and/or do not conform to the ideology of the ‘good mother’ they are nonetheless affected by 

it. Green (2005) claims that being labeled as “bad” or deviant for not adopting the idealized 

standards of ‘good mothering’ means living with very real consequences as women are subjected 

to adhere to external pressures to conform to the ideal (128).  

Feminist scholars have been particularly attuned to the ways in which conceptions of 

‘good mothering’ are integral to certain expectations of women, which in turn, have contributed 

to the phenomena known as mother-blame (Frederik: 2015, 1128). Caputo (2007) claims that 

mother-blame is about criticizing women for inadequate parenting, and holding them 

accountable for their children’s health, school performance and a variety of other developmental 
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outcomes (186). By clinging to the romanticized version of the ‘good mother’, mothers are 

constantly reminded of their own inadequacies and shortcomings.  

While the ‘good mother’ ideal is burdensome for all mothers, it is even further arduous 

for women who lie outside the ‘norm’. Within the anthropology of mothering literature, mother-

blame is examined through the analysis of mothers who do not conform to the standards of the 

‘good mother’ ideal. This typically comes from the perspective of mothers with children with 

physical, invisible and/or intellectual disabilities, as well as mothers who are themselves 

physically disabled. It is this component of the literature that I focus on within the following 

sections and is important to the final section of this review which discusses the ways in which 

this thesis addresses several gaps within these bodies of literature. 

Mothering Children with Disability  

Within the anthropology of mothering literature, descriptions of mother-blame frequently 

account for mothers’ experiences with children who are disabled or chronically ill. The 

undertone of the ‘good mother’ ideal consists of a mother’s expected responsibility for the 

growth and development of her children; therefore, mothers with children who are disabled 

frequently experience the guilt, stigma, and shame attached to labels of “otherness” (Williams 

and Murray: 2019, 162). For mothers of disabled children, the expectations of maternal care and 

culpability are greatly intensified. Research examining the concept of mother-blame emphasizes 

how mothers often feel there is an assumed superiority demonstrated by mothers of children 

without impairments, and as a result, mothers of disabled children feel their actions and abilities 

as a mother are constantly questioned (David et al.: 2016, 171). These feelings are largely 

associated with the assumptions of what ‘good mothering’ should encompass, as well as the 
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expectation that mothers are responsible for not only the success of their children’s development, 

but also any malfunction or challenges that may occur (Ruddick: 2007, 98).  

 The component of the mothering literature that discusses mothering children with 

disability claims that mothers of children with both physical or invisible disability share the 

stigma and ostracism often assigned with their child’s impairments (Blum: 2007, 206). 

Landsman (2009) examines how mothers of disabled children make sense of their motherhood 

by interpreting and negotiating the meaning of disability. Mothers of children with disabilities 

participate in the on-going process of re-adjusting their role as mothers which lies outside the 

normalized expectations of the ‘good mother’ ideal.   

To provide some context to this phenomenon are the well-documented experiences of 

mothers with children who are diagnosed with ASD (Autism Spectrum Disorder). Nicholas et al. 

(2016) provide commentary to the ongoing challenges mothers of children with ASD experience 

in related to their caregiving role. Specifically, they highlight how the experience of parenting a 

child with disability is extremely isolating due to the lack of understanding of the condition and 

having to deviate from “normal” ways of family life (Nicholas et al.: 2016, 922). Within the 

narratives of mothers of children with ASD, the literature emphasizes how mothers face rigid 

perceptions of what a ‘good mother’ is perceived to be in relation to the care of her children. Due 

to the presumption that children with disabilities are ‘abnormal’ mothers often feel guilt, shame 

and inadequacy in relation to mothers of ‘normal’ children. A relevant aspect of this portion of 

the mothering literature is the various management strategies mothers of disabled children adopt 

in order to cope with the expectations and responsibilities of the maternal role. Nicholas et al. 

(2016) describe how mothers strive to remain positive about their child’s future, often conveying 
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and brave face, seeking support, prioritizing the needs of their children, while also recognizing 

their children live in a state of constant uncertainty and life-long impairment (928).  

Physical Disability and Mothering  

Another experience that is well-documented within the anthropology of mothering 

literature and is relevant to this thesis are the accounts of mothering with physical disabilities 

(Frederik: 2015, Frisch: 2019, Kimura and Yamazaki: 2013, Landsman: 2009, Lyons and Meade: 

1993, Malacrida: 2009, Nelson: 2002).  Whilst the voices of disabled women have not been 

given precedence among researchers in the past, there is a growing body of literature that 

discusses women’s experiences of mothering with disability.  Malacrida (2009) emphasizes how 

despite attempts to denaturalize the ideals of maternal responsibility for intensive mothering 

practices, mothers continue to be held responsible for child rearing across the lifespan both in 

practices and in representations of what mothering should ‘look like’ (100).  Not only does the 

‘good mother’ ideal detail expectations and responsibilities that disabled mothers are unable to 

fulfill, but so too does it fail to give voice and representation to mothers who deviate from the 

‘norm’. Thus, while ideal motherhood is both unachievable and blaming for all women, it is a 

particularly challenging construct to negotiate for women with disabilities.  

 Frisch (2019) discusses the many challenges and barriers disabled mothers face in 

relation to the onerous expectations of the ‘good mother’. Because disability is so often 

associated with incompetency and lack, and because disabled mothers often require varying 

degrees of assistance, the inconsistencies in their ability to care for and support themselves and 

their children increases the vulnerability of mothers with disabilities to the charge of “bad 

parenting” (Frisch: 2019, 150). This literature reveals the persistent need that at least some 



 

 

32 

 

disabled mothers feel to demonstrate a better than ideal performance of mothering, in order to 

pass as socially acceptable and to appear equal to mothers without impairments. However, 

Malacrida (2009) claims that regardless of whether women with disabilities overcompensate, 

deny their differences, or worked around their disabilities, disabled mothers sought to 

accommodate and perform to the ideal of ‘good mothering’. She argues that by performing the 

ideal, to whatever extent possible, disabled mothers in turn reproduce themselves as good and 

deserving mothers, laying claim to an identity and dilemma shared by all mothers (Malacrida: 

2009, 113).  

The literature on mothering with disability differs from the approach of the social science 

research of chronic illness, which tends to concentrate on issues of identity and meaning 

associated with living with particular illnesses. Instead, narratives of mothering with disability 

illustrates how the experiences of disability impact mothers, and what are the social and cultural 

implications of identifying as a mother who is chronically ill. To date, these studies have failed 

to analyze how indviduals also reconceptualize the illness itself from the perspective of mothers.   

Conclusion  

Landsman (2009) writes that the process of parental adjustment may not be a matter of 

becoming immune to the stigma that surrounds chronic illness and disability, but rather focuses 

on challenging and re-defining pre-existing cultural understandings of what constitutes 

‘normality’, perfection, and personhood (11). Ultimately, my thesis documents how women give 

meaning to their role as mothers while living with a chronic illness. Straying from the current 

anthropology of chronic illness and anthropology of mothering literature, which has the tendency 

to homogenize the experiences of chronic illness as well as the experience of mothering, I 
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emphasize how an analysis of the individual experiences of chronic illness and mothering 

provides an opportunity to better understand the various social and cultural implications of 

invisible chronic illness (i.e. stigma, normalcy, support, and coping), and what types of 

information, resources, and services best support those diagnosed.  

In this literature review I began by discussing key components of the anthropology of 

chronic illness literature that informed this study. Specifically, I described the role of medical 

anthropology in better understanding the nature of the experiences of chronic illness, as well as 

the important role anthropologists have in the sharing of lived experiences. Next, I examined 

anthropological understandings of invisible chronic illness by focusing on the concepts of stigma 

and normalcy. I proceeded by analyzing the experiences of chronic pain from an anthropological 

perspective. I concluded this first section of the review by discussing a phenomenon known as 

the ‘illness experience’ and the ways in which social science research documents the processes 

of coping and managing chronic illness.  

In the second section of the review, I discussed the anthropology of mothering literature 

that is relevant to this investigation. I began by outlining the perpetuation of the ‘good mother’ 

ideal and practices of intensive mothering. Next, I discussed mother-blame, and highlighted the 

emphasis that is placed on mothers meeting the idealized and normalized expectations of ‘good 

mothering’, despite their unattainability. I then examined the literature that describes the 

experiences of mothering children with disability, followed with a discussion of the experiences 

of mothers who have physical disabilities.  

This review illustrates the two main gaps within the anthropology of chronic illness and 

anthropology of mothering literature that are addressed by this thesis. First, I note how 
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highlighting the individual nature of the experiences of mothers with FM is important to rebut 

the assumptions that chronic illness is a homogenous experience. It is equally as important to 

examine the intersection of the experiences with a specific chronic illness and the sick person’s 

gender role within the family. Second, I emphasize that how it is crucial for this study to 

highlight the ways in which mothers refute the idealized ‘good mothering’, and experience a 

sense of empowerment through re-negotiating their role as mothers living with FM. Next, I 

proceed into my methodology chapter, where I present the research design and research methods 

used to conduct this investigation.  
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CHAPTER 3- Methodology  

In order to address my research questions: (1) How can the telling of lived experiences 

with FM contribute to a comprehensive understanding of the condition?; (2) How do societal 

expectations of the ‘good mother’ shape an individual’s self-identity after being diagnosed with 

FM?; and, (3) How do mothers achieve a sense of ‘feeling well’ despite living with FM, I 

examined the detailed accounts of mothers who have been diagnosed with FM in Canada by 

conducting in-depth one-on-one interviews. Due to the sensitive nature of FM and limited 

accessibility of this targeted group, I did not focus on a narrow geographical location in order to 

facilitate the recruitment of participants. Rather, I developed research ties with patient support 

groups to recruit participants. Comprehensively, this study combined naturalistic observation 

during events hosted by a support group for people with FM with semi-structured interviews of 

mothers living with FM in Canada. My intent in including these qualitative research methods 

was to provide individual accounts of mothering with FM while also assessing what types of 

information, resources, and services are accessible for those diagnosed with FM in Canada. 

Research Design  

The qualitative research methods chosen for this project reflect my interest in the ways in 

which modern public anthropology can engage with chronic illness narratives. By focusing on 

the lived experiences of chronic illness, I sought to design my research in a way that accurately 

represented the experiences of mothers with FM and their accounts of coping, managing, and 

finding support. With this approach in mind, I contacted a number of support groups located 

within the GTA area. The administration of The Toronto Fibromyalgia Network (TFN) 

expressed the group’s interest in my research right away and encouraged me to stay in contact 
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with them as I further developed my project. This group is located in central Toronto and holds 

monthly ‘support group meetings’ where group participants can discuss their experiences with 

other group members. The purpose of these meetings, as outlined on their online webpage 

https://www.torontofibrosupport.com/, is for those living with FM to help support each other in 

learning to better cope and manage their FM symptoms. Specifically, this group’s focus is on the 

sharing of useful information, resources, and services, as well as the fostering of social support 

and a sense of community among those living with FM. 

An initial course of action in this research design was to have the opportunity to engage 

with this support group and to have the opportunity to oversee what types of information were 

being shared in the support group setting. Upon creating my research proposal and completing 

my Research Ethics Board application, I contacted the TFN again to discuss the project details 

and the possibility of engaging in group activities by conducting observation. It was at this time 

that I was made aware of a number of events that were happening within the months of May and 

June 2019, which I included as the naturalistic observation stage of this project. 

To recruit participants for semi-structured interviews, I connected with various support 

group administrators within the area who distributed my research recruitment message. I sought 

out mothers who were made aware of this project through the various support group listservs 

and/or who saw my post on social media to participate in a semi-structured interview discussing 

their experiences with diagnosis, coping, support and accessing information. The two 

requirements for participating in this study were that participants must be diagnosed with FM 

and are mothers (at any stage of motherhood). The participant pool for this study was diverse, as 

https://www.torontofibrosupport.com/
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participants ranged from a variety of locations across Canada based on their access to the project 

information that was distributed via the support group networks located in the GTA.  

 I intended to recruit 12-15 participants and conduct semi-structured interviews. This 

interview method was chosen as it provides a level of control required to accumulate specific 

data throughout the duration of the interview but allows for flexibility on the basis of participant 

responses (Bernard, 2011). The goal of 12-15 participants for semi-structured interviews was 

chosen based on previous qualitative research studies of similar subject matter. In one previous 

study on sex workers, data saturation and coherent patterns of informant responses occured by 

the time twelve interviews have been analyzed (Guest et al. 2006: 74). Guest and colleagues 

define data saturation as the point at which no new information or themes emerged in the data 

collection. Guest et al. (2006) suggest that 12 in-depth interviews with individuals from a social 

grouping will usually be sufficient for most themes to emerge. However, if there be greater 

variability within a study sample, the greater the total number of interviews required to reach 

data saturation will be (Bernard, 2011:150). Similar to the results of the study conducted by 

Guest et al. (2006), my investigation also consisted of a homogenous study population as all 

informants were mothers who are chronically ill with FM. As a result, I had specific and narrow 

research objectives which created the opportunity for precise and detailed accounts of mothering 

and allowed me to reach data saturation at 12 interviews. Data saturation can also be attributed to 

the way in which I designed the interview questions, as each participant was asked the same 

questions in the same order, a technique described by Fusch and Lawrence (2015). 
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My interview questions were composed in a way to facilitate the telling of lived 

experiences, as this approach is what I expected to be the most effective in understanding the 

experiences of mothering among those with FM. Specifically, my interview questions  

encouraged participants to describe their unique experiences of being diagnosed with FM, 

finding support, as well as coping and managing their FM symptoms. The questions did not 

focus on the challenges associated with mothering while coping and managing FM, rather they 

were aimed at identifying helpful resources that would allow for an assessment of coping and 

management skills that can help mothers with FM overcome psychosocial and/or structural 

barriers.  

In addition to the data retrieved from the semi-structured interviews, I intended to use an 

online content analysis of a variety of Canadian websites that offer support, resources, services, 

and information for individuals with FM. Research shows that the phenomenon of social media 

and the growing Internet culture have been advantageous to chronic illness management, and 

thus imperative to my research. Overall, the development of online resources has shifted health 

information seeking to a more user-centric, engaged and collaborative experience. Thus, the 

intent to provide an online content analysis in addition to the semi-structure interviews was to 

assess how individuals utilized these platforms to engage in process of coping and managing 

their FM. Howeover, this analysis was not included as a major component of my thesis, as I 

discovered participants discussed online resources as a minor component to their expereicee with 

FM.  As a result, I discuss the availability and accessibility of online resources within my second 

analysis chapter which discusses information seeking patterns for coping and managing FM, as 



 

 

39 

 

well as how the Internet can be used to support advocacy and empowerment efforts among those 

living with FM.  

Naturalistic Observation  

The observation period took place over the course of May to June 2019 within the GTA. I 

attended two Support Group sessions that the TFN hosted. First, was the May 7th session titled 

“Mindfulness Solutions to Pain”, which was facilitated by a guest speaker from a private 

mindfulness organization (Neurova) of the GTA. Second, was the June 4th session, which was an 

Open Forum, where the Support Group members and administrators shared resources and 

information with the group (i.e. specialists and doctors in the area, types of pain-management 

techniques, mindfulness practices etc.). 

It is important to note that all observations for this research were naturalistic as the events 

were open to the public. The observations did not contain any personal and/or unidentifiable 

information, and fieldnotes were hand-written and promptly transcribed onto my personal 

encrypted laptop. After the event, I was introduced to the group of attendees by the TFN 

coordinator, and I discussed the nature of my research when required to build my research 

connections. Adopting Bernard’s (2011) approach, I established rapport and acted in these spaces 

so that people would go about their “business as usual”.  

In addition to the group sessions, I attended the Fibromyalgia Health Fair, which was 

hosted by various support groups within the GTA, including: the TFN, The Mississauga 

Fibromyalgia Support Group, the North Toronto Fibromyalgia Support Group, the Scarborough 

Fibromyalgia Support Group, as well as the Brampton Fibromyalgia Support Group. There were 

three guest speakers who discussed a variety of FM-related topics at this years’ Fair. The first 
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was a representative from a Law Firm that specializes in filing for disability, as well as Canadian 

Pension Plan (CPP), Post-Retirement, and Children’s Benefits, that many individuals with FM 

may have to consider when taking short-term, long-term, or permanent leaves from work. The 

second speaker was a chiropractor who focuses on holistic and preventative practice, as well as 

brain/body responses to the environment, which are essential to managing symptoms of FM. The 

last speaker was a nutritionist who discussed the importance in maintaining balanced digestive 

health to avoid inflammation, she also described how certain foods can trigger changes to the 

auto-immune system and hormones of individuals with FM. Throughout the day, there were also 

opportunities to visit a number of information booths for a variety of services and resources 

available for individuals with FM within the GTA (i.e. naturopathy, physiotherapy, art therapy, 

mindfulness classes etc.).  

The data retrieved from this stage of my research allowed me to: (1) assess the 

demographic attending these events (i.e. age, gender etc.), (2) observe whether or not individuals 

with FM were coming alone or with support (i.e. families, friends, support groups etc.), (3) 

examine what types of information, resources, and services are being promoted and/or 

distributed at the events, (4) the pattern of interactions among attendees, (5) the language used to 

describe FM or people with FM, (6) whether ‘invisibility’ and stigma are explicitly discussed 

during the events, (7) how the presentation and understandings of FM is gendered, and (8) if 

mothering/motherhood is something discussed during the events. My observations at these 

events contributed to my investigation of how individuals with FM are informed and receptive of 

support, services, resources, and information available to them.  
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Recruitment  

To recruit mothers with FM, communication with the TFN administration began months 

in advance of the observation period as well the interviews, in the spring of 2019. The TFN saw 

the value of this research and was eager to help with the recruitment process. Once my research 

proposal and REB application were approved by the university’s research ethics office, I sent a 

document to the TFN administration explaining the purpose of my research and provided my 

contact information, should any group members be interested in voluntarily participating in this 

study. The TFN administration then distributed it though its listserve, and put me in contact with 

other support group administrators located within the GTA (The Mississauga Fibromyalgia 

Support Group, The North Toronto Fibromyalgia Support Group, The Scarborough Fibromyalgia 

Support Group, The Brampton Fibromyalgia Support Group, Fibromyalgia London Group, and 

The ME/FM Action Network) who later distributed the information through their listserves.  

In addition, I submitted an amendment form to the university’s research ethics board to 

promote my study through the use of my personal social media account. Interested individuals 

who came across my research information on Facebook then contacted me via email to discuss 

the nature of participant involvement in this project, and from there the research information and 

consent forms were distributed. All recruitment for interviews took place during the summer of 

2019. 

Participants  

 A total of thirteen mothers with FM took part in this study through in-depth semi-

structured interviews. The mean age of participants was 53. The target population was 

geographically spread within varied locations across Canada. A total of six participants were 
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located within the GTA area, two participants were located within the Ottawa area, and three 

participants were located in Western Canada (Lower Mainland area of British Columbia, and 

Central Saskatchewan). All participants were formerly employed and identified as being 

currently un-employed, retired, and/or on permanent disability leave from various careers and 

employment. One participant discussed leaving her career and obtaining an alternative form of 

part-time employment after her diagnosis with FM, however the remaining participants described 

leaving their work to optimize their ability to cope and manage their FM, while also taking care 

of their children and family.  

 

It is important to note that participation in my research was strictly on a voluntary basis. 

It was completely up to the individual to use their own discretion in contacting me to participate 

in this study. Under these circumstances there are some limitations that can emerge from self-

selected participation that are worth noting, including the potential skew of the participant pool 

to represent those who feel comfortable with participating in this research. Notably, there are 

many barriers of this research that potential participants may have considered prior to 

committing to participate in my study. Some of such barriers could include the stigma associated 

with mothering with FM, as well as the physical challenges (i.e. fatigue, chronic pain) 

individuals with FM experience.  

In addition, the prospect of speaking about their experiences with mothering and FM to 

an unknown researcher who is not representative of the study population would, for many 

individuals, seem to be an intimidating affair. I expected that the mothers who would volunteer 

to participate in this study would be in the later stages of motherhood and would have been 

experienced in the managing and coping of FM related symptoms. These suspicions were 
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confirmed as the majority of the mothers interviewed were of middle to old-age (ranging from 

mid 40’s to early 60’s) and had been diagnosed with FM for over two decades. Consequently, 

mothers who may be most burdened by the stigma and feelings of shame associated with an FM 

diagnosis were likely discouraged form volunteering their time and as a result excluded from this 

study. An additional limitation of this recruitment strategy is that it was difficult to contain the 

participant pool due to the unpredictability of how many individuals would receive my project 

information and call for participants via the Support Group list serves and social media.  

Interviews  

To ensure the comfort of the informants of my study, a number of interview methods 

were offered at the time of recruitment. Participants had the choice to complete their interview 

in-person (if the geographical location of both myself and the interviewee permitted), over-the-

phone, or using Skype. Within the information and consent form, participants were made aware 

of the privacy concerns that come with using technology as a method of interview 

communication. Nonetheless, the majority of interviewees chose to complete their interview 

over-the-phone or using Skype. I speculate that these two options were the preferred method of 

communication for participants as there are many physical challenges individuals with FM 

experience that could make travel and meeting in-person difficult (i.e. fatigue, pain etc.), in 

addition to the fact that the geographical location of interviewees varied. 

During the interviews, three categories of questions were addressed. First, interviewees 

were asked about their experiences of being diagnosed with FM. Participants began by 

describing what the process of diagnosis was like. This included an approximate timeframe, their 

experiences with doctors and the medicalization of their symptoms, as well what they feel may 
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have triggered the on-set of FM symptoms. These women continued with descriptions of their 

experiences after being diagnosed. Specifically, interviewees were probed to discuss how family, 

friends, doctors, co-workers etc. perceived their diagnosis as well as the symptoms associated 

with FM. Interviewees also commented on how the FM diagnosis affected their day-to-day life 

as a mother, which included household responsibilities, changes in activities, and the responses 

of their children and partner at the time. This first category of questions allowed interviewees to 

discuss their diagnostic experience which reflected many themes within the literature on chronic 

“invisible” conditions. For example, many interviewees discussed their experiences with the 

delegitimization of symptoms, as well as feelings of being rejected, ignored and belittled by 

doctors, friends, and family members. Combined, these comments reflect how the stigmatization 

and delegitimization of ‘invisible’ illnesses are, what Okada (2011) discusses, imperative to 

understanding, negotiating, and communicating the experiences of chronic illness.   

Next, interviewees were asked to describe the role of support in coping and managing 

their FM. They first described the support they receive from other people (i.e. family, friends, 

doctors, support groups etc.) and how those supports affect the coping and managing of their 

symptoms. Following this, participants described the quality and accessibility of services, 

resources, and information available to them that offer support. Some of the examples given 

were; physiotherapy, chiropractic’s, specialists, online information etc.  To conclude this 

category, women were asked to comment on their current strategies of coping and how they have 

developed and/or changed over time. Essentially, these questions allowed women to comment on 

their overall satisfaction with the support they receive, as well as offer suggestions for other 
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supports they feel would be beneficial in their own coping and managing of FM, that they do not 

currently have access to.  

Last, interviewees were asked to speak of their experiences with the stigma associated 

with identifying as a mother who is chronically ill. This last category provided opportunity for 

participants to discuss the societal norms of mothering and how those norms impact their 

experience as a mother with FM. Generally speaking, these women described the “good mother” 

ideal as being unattainable to mothers who are chronically ill and felt that comparing their 

mothering to the mothering of ‘healthy’ and/or ‘normal’ mothers as a negative and pernicious 

exercise. Following this, interviewees described their views of the general public awareness of 

FM and its symptoms through the sharing of various encounters they have had with people when 

disclosing their condition. Participants proceeded by commenting on various strategies that could 

be used to better educate people of FM and FM-related symptoms. In closing, interviewees 

offered insightful comments on how more public awareness of FM could be achieved, many of 

whom suggesting an increase in advocacy efforts and government-funded initiatives to better 

support those diagnosed.  

 A total of thirteen semi-structured interviews of mothers with FM were completed for my 

project. The specificity of the interview questions avoided vague responses and encouraged 

participants to describe their unique experiences of being diagnosed with FM, finding support, as 

well as coping and managing their FM symptoms. In my study, some of the broad themes (i.e. 

negative opinions about professional care, performing the ‘good mother’ ideal, resisting the 

‘good mother’ ideal, opinions on support groups, resisting disclosure) emerged after four or five 

interviews. Similarly, some of the important coding themes (i.e. ‘surviving’ FM, 
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advocacy/empowerment, and day-to-day challenges with FM) were identified within the first few 

transcriptions. The remaining coded themes (i.e. factors that prevent coping/managing, helping 

yourself by helping others, pacing yourself, education, FM before mothering, FM while 

mothering, individualized experiences of FM, support from family, support through activities, 

support through self-care, and work and FM) emerged after a total of ten interviews were coded.  

 Following each interview, the audio-recording was promptly transcribed into a word 

processing document and the audio file deleted. Types of coping and management strategies 

were coded alongside participant descriptions of receiving both professional care and personal 

support, as well as accessing various resources, services and information. The coding categories 

were developed for this study to capture the broad range of experiences of mothering with FM in 

Canada. The interview questions were designed in a way to legitimize participant experiences 

with the day-to-day challenges of mothering with FM, while also empowering these women to 

discuss how they have developed effective practices of coping and managing their FM.  The 

interview questions used to conduct this research can be found in Appendix B.  

Ethical Considerations  

The inclusion of my positionality in my thesis is done with the intention of reducing the 

shame and stigma that surround conversations of “invisible’ chronic conditions. My in-direct 

connections with this study population, as my own mother has been diagnosed with FM for the 

majority of my childhood, was disclosed within the recruitment and interview stages of this 

project and were identified as being my motivation for conducting this research. The practice of 

including representations of impairment and disability by scholars who have direct and in-direct 

experience with the subject matter and study population of their research is familiar to a wide 
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range of disabilities studies. Similar to anthropologists such as Rapp and Ginsburg (2013), whose 

experience of having family members with disabilities has informed their research, my project 

allowed me to bring forward both insider and outsider perspectives into a dialogue that 

contributes to a de-medicalization of the experiences of invisible chronic illness.  

I clearly established my identity as University of Guelph graduate student researcher in 

my recruitment messages to ensure that participation in my project is voluntary, as initial 

contacts were made through the TFN and other support group administrators within the GTA and 

some participants may misunderstand that the study was being conducted by these groups. 

Participants were also made aware that the data collected was not being shared with the TFN 

and/or other support groups, although copies of my thesis with non-identifiable information can 

be distributed upon request. As participation in this research was completely voluntary, 

participants were also informed of their freedom to withdraw from this project at any time 

throughout the recruitment, interview, and data analysis stages of this research, however no 

participants of this study chose to do so.   

FM is often described as both a contested and invisible chronic illness (Armentor, 2017; 

Honkaslo, 2001; Swoboda, 2006), and as a result, the subject matter of the interview questions 

had the potential of posing minimal psychological and social risks to participants. The interview 

questions covered the experiences of stigma and/or being discredited as mothers, the negative 

perceptions of FM among family, friends, or the general public, as well as the challenges 

associated with managing the physical and physiological symptoms of FM. Measures were 

therefore taken to promote the comfort of interviewees and to offset the possibility of any 

emotional distress. First, rather than focusing on participants’ negative experiences of the illness, 
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the interview layout was created in a way to highlight the ways in which participants manage 

their illness, cultivate support, and reflect on the norms of the ‘good mother’. Participants were 

also told during the informed consent process and reminded throughout the duration of the 

interview that they could answer questions in any way they liked. Furthermore, participants were 

aware that they were not obligated to respond to any questions they were uncomfortable 

answering, and that they could withdraw from the interview at any time and have their data 

removed without any direct consequences to themselves or the study.  

 A number of participants became visibly emotional at the time of the interviews. When 

this happened, they were reminded that they did not have to give any more detail about the 

topic(s) that made them emotional and were not obligated to continue on with the interview. At 

this time, interviewees were also encouraged to take a moment to gather their thoughts and 

continue on with the content of the interview questions they felt comfortable with. In all cases, 

participants reassured me of their comfort and insisted on continuing on with our conversation.  

While the interviews were intended to focus on the process of coping, managing, and 

cultivating support, participants valued the inclusion of difficult-to-tell stories. Some of these 

stories included: the discreditization of symptoms by doctors, family, and friends, a lack of 

support within the family and workplace, as well as feelings of guilt, shame, and stigma 

associated with their limited ability to fulfill the expected role of the ‘good mother’. Interviewees 

stressed the importance in describing the reality of the day-to-day challenges of mothering with 

FM, as well as the negative experiences of being diagnosed with FM and finding support, as they 

were imperative to the telling of their stories. For these participants, describing both the negative 

and positive aspects of their experiences with FM provided an opportunity to reflect on their 
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progress and created opportunity to discuss what could be changed to better support those 

diagnosed with FM. 

Limitations of Study 

The majority of mothers interviewed were between their early 40s to early 60s. Because 

many of these women are familiar with one another via various support networks, as well as are 

fairly close in age, I chose not to indicate the approximate ages of my paritcipants to ensure the 

confidentiality and privacy of interviewees. However, it is important to point out the ages of 

participants, as the majority of these women are in the later stages of motherhood, and have been 

living with FM for many years and therefore have had time to develop their current coping and 

management strategies, following receiving a formal diagnosis. As a result, mothers who may be 

most burdened by FM (i.e. mothers with younger children, mothers who have been newly 

diagnosed, and mothers who are experiencing difficulty in coping, managing, and/or cultivating 

support), could have been discouraged from participating in this study.  

Another limitation of my study is that it was difficult to contain the participant pool 

within a specific geographical location due to the unpredictability of how many individuals 

would receive my project information and call for participants via the Support Group list serves 

and social media. As a result, the location of participants varied. The majority of participants 

were located within the GTA, however there were two participants who were located within 

Eastern Ontario and two participants who were located within Western Canada (Alberta, and 

British Columbia). Due to interviewees being located within a number of different geographical 

locations, the descriptions of access to services, resources, and information differed. However, I 

had anticipated that the location of interviewees may vary across-Canada, therefore participants 
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were asked open-ended questions regarding services, supports and information, as the quality 

and accessibility of such resources may be inconsistent.  

Now that I have outlined my methodological framework and the research methods used 

for this study, I proceed into my analysis of the data collected. Chapter 4 includes discussion of 

the challenges of mothering with FM, namely the experiences of discreditization and stigma that 

are associated with ‘invisible’ chronic illnesses. Correspondingly, I examine the ways in which 

participants either performed or resisted the ‘good mother’ ideal through their descriptions of 

household duties and responsibilities, family dynamics, coping and managing symptoms, self-

care, setting boundaries, and finding balance.  
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CHAPTER 4 – Mothering with Fibromyalgia (FM)  

In this chapter, I begin by discussing the challenges of mothering with FM. First, I detail 

participant experiences of discreditization and stigma, which was something all participants 

discussed experiencing during the period of initial diagnosis. Next, I discuss how the invisibility 

of FM resulted in the delegitimization of the illness and its related symptoms, as well as 

experiences of dismissal from health care professionals, family, friends, and co-workers. Last, I 

discuss participant descriptions of the integrative mind/body experiences of FM. This discussion 

is particularly important as the majority of previous work on FM discusses the physical 

symptoms of the illness, neglecting the emotional realities of living with FM.  Following this, I 

discuss the ways in which mothers intentionally or unintentionally mothered according to the 

expectations of the ‘good mother’ ideal, despite their daily challenges in living with FM. I 

discuss this in three ways, based on re-occurring themes within participant descriptions of 

mothering, which includes: (1) guilt, inadequacy, and overcompensation, (2) prioritizing children 

and family over self-care, and (3) maintaining household order. Comprehensively, I will show 

the multi-faceted ways invisible chronic illness impacts the ability to mother based on the 

idealized expectations of the ‘good mother’.  

The Challenges of Mothering with FM  

Mothering with FM is described as a demanding role, which involves constant learning 

and adapting. The women interviewed for my study described similar day-to-day challenges they 

face amidst the coping and managing of their FM. Notably, these challenges included: 

experiencing discretization and stigma related to their FM, questioning their ability to mother 

with FM, as well as an overall sense of uncertainty and disheartenment regarding the condition 
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itself. The majority of women described these feelings as being a part of their everyday lives, and 

all thirteen participants revealed these to be most challenging during (and shortly after) the 

period of diagnosis. Despite the growing bodies of clinical and biomedical literature on FM, FM 

remains a poorly understood condition. Clauw et al. (2018) write that many current healthcare 

professionals remain skeptical about the legitimacy of FM and are inexperienced in finding 

proper individualized treatment of its symptoms. As a result, many individuals feel that health 

care professionals are unable to provide them with adequate support and care (Clauw et al., 

2018: 10).  

 Discreditization and Stigma  

When asked to describe the process of being diagnosed with FM, most of my participants 

found it to be a difficult topic to reflect on and discuss. While the majority of participants had 

been diagnosed for over a decade, opening up to the hardship associated with that period of their 

experience with FM remained challenging. When beginning the conversation around diagnosis, 

participants first described their experiences with disclosing various FM-related symptoms to 

doctors and medical professionals. While some participants did not describe this to be an overly 

negative process, the majority of interviewees did. Specifically, interviewees discussed often 

being disbelieved, belittled, and misunderstood by numerous doctors prior to receiving their 

diagnosis. For example, Kelly touched on these feelings in her description of presenting her 

symptoms to doctors in the initial stages of being diagnosed, she said:  

"My experiences with doctors, although I have had some positive ones, have been mostly 

negative. I have had experiences with doctors completely dismissing my symptoms, 

telling me it was in my head, calling me overweight, and accusing me of being 

exaggerative of my pain and fatigue. This was particularly challenging in the early years 

of being diagnosed, because I almost felt like there was nowhere to turn to for help. I felt 

very alone.”  
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Similarly, Sophia described how: 

“Honestly, for the longest time I felt like I was a hypochondriac. I kept going to different 

doctors to explain what I was feeling, and they never really had any solid explanations for 

me… For me, eventually getting a diagnosis was a relief, because I had spent 11 years 

believing that I was crazy.” 

 

 

These experiences discussed by participants have been well documented in social science 

research on chronic illness, as many accounts of chronic illness reveal the skepticism and lack of 

comprehension by medical ‘experts’, as well as feelings of being rejected, ignored, and belittled 

(Werner and Malterud, 2003: 1409). Ware (1992) writes that many individuals express that the 

delegitimization of these experiences has resulted in: delayed diagnoses, being disbelieved and 

not taken seriously by doctors, as well as contributing to feelings of hopelessness and depression 

(351).  While participants mention these experiences as being debilitating, especially in their 

early years with FM, they also described these feelings as continuing at the time of their 

diagnosis and shortly after. Sarah, described this experience, saying: 

“My first doctor truly did believe that what I was experiencing was all in my head. He 

really didn’t have any sympathy for me. And I was only 35 at the time, so I really was 

completely devastated. I had two little ones, so it was definitely a difficult time for me. 

But I ended up getting in to see a new doctor, who had recently graduated from medical 

school, he believed that the symptoms I was presenting were FM, but he sent me to the 

rheumatologist to be sure. When I did get the diagnosis, I was basically handed a piece of 

paper explaining what it is and told ‘deal with it’ while being prescribed a bunch of 

different medications. There was no empathy, no sympathy, no discussion, and no 

understanding.” 

 

 At large, experiencing resistance to acknowledge FM as a legitimate illness from health 

care professionals posed significant challenges for the majority of participants. Participants 

described how ‘alone’ they felt due to inadequate levels of initial support, as well as how the lack 
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of information and understanding of FM caused a considerable amount of uncertainty and 

hopelessness surrounding the outcome of their condition. This finding corresponds with the 

social science literature that highlights how the lack of understanding of FM and how to live with 

it often undermines the foundations of self-management and compromises the quality of life 

among those diagnosed (Chen: 2012, Daraz et al.: 2011, and Rogers and Maurizio: 2000).  

The Nature of ‘Invisible’ Chronic Symptoms  

The descriptions of the negative experiences around the time of diagnosis and shortly 

after, were frequently described in combination with the ‘invisible’ nature of FM. Social science 

literature demonstrates that managing chronic conditions that typically lack visible symptoms, 

such as FM, presents numerous barriers to obtaining adequate support and care for those 

diagnosed (Asbring and Narvanen: 2002, Hay: 2010, Okada: 2011, Swoboda: 2006). 

Stigmatization and delegitimization of chronic conditions are documented as contributors to such 

barriers. Okada (2011) discusses how both the stigmatization and delegitimization of ‘invisible’ 

illnesses are imperative to understanding, negotiating, and communicating the experiences of 

chronic illness.  

One of the re-occurring comments regarding the invisibility of FM was that people often 

forget that individuals with FM are ‘sick’, due to the lack of visible symptoms. Participants Katie 

and Julie describe what this experience is like for them. Katie said:“I think because it is invisible, 

and I appeared to be coping really well, everyone around me, including my doctor was honestly 

surprised when I was diagnosed with FM.”Julie described how: “People roll their eyes 

sometimes, you know it’s not a broken leg, it’s not a cut that is visible and people can see… and 
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on a good day people look at you and go ‘oh you look good!’…people just generally don’t get 

it.” 

 Chronic illnesses that lack visible symptoms are highly stigmatized, as indicated in the 

chronic illness literature and congruent with participant descriptions of the ‘invisible’ nature of 

FM. Apart from the descriptions of the invisibility presented above, interviewees described 

another challenge related to the ‘invisible’ nature of FM, which was having to explain why they 

are unable to fulfill certain expected roles as a mother. Taylor described how “when the chronic 

illness is invisible, people assume that we are all the same. I find that I am always having to 

explain in detail to people why I can’t do some things, like why I don’t work full time, or why I 

can’t exercise a lot etc.” Similarly, Vivienne stated that:  

“People forget about your FM, so you do have to do the expected things, and take on the 

expected role in the family. Like for me, when my mother would come visit, I would 

spend all my energy cleaning the house, cooking, entertaining etc. and by the time her 

visit was over I was exhausted. It’s just those little things that seem so normal that really 

take everything in you to complete.” 

 

 

 The invisibility of FM is described as being a major challenge to the day-to-day lives of 

individuals with FM. However, participants also emphasized the impact of that invisibility within 

the mothering role, which I discuss later in this analysis section.    

The Mind-Body Integration and the Experiences of FM  

Rogers and Maurizio (2000) write how clinical research has neglected to ask individuals 

about their own perceptions of symptoms and the effectiveness of treatments (75). It was 

important that this be discussed by my interviewees, so that recommendations could be made 

regarding the current availability and accessibility of information related to FM and FM 

management. Jane said:  
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“When I was first diagnosed, I did a lot of research and information-seeking myself. I had 

to do the searching because information wasn’t really given to me. I have stayed on-top 

of researching about FM, and I have noticed that there is still a need for an increase in 

educational initiatives … I mean also, academically, there is definitely a gap in the 

understanding of the day-to-day effects of FM and effective treatment options… so in 

general I think the more research being done on the subject the better.”   

 

Along with descriptions of the many physical challenges FM poses to a mothers’ ability 

to fulfill the expected mothering role as well as cope with her FM, participants illustrated the 

significance of the emotional effects of the illness and the intertwined nature of their physical 

and emotional experiences of their FM symptoms. Participants emphasized that there are 

significant emotional implications of the illness that are not well illustrated nor effectively 

acknowledged within the current public and academic discourses of FM. Notably, participants 

advocated for the need to prioritize coping and managing for both the physical and emotional 

symptoms associated with FM. Taylor captured this sentiment as she said:  

“I think one of the major things that is not as well illustrated are the emotional impacts of 

FM and the mental health issues that tend to burden those who are chronically ill. I think 

there is more knowledge and understanding about the physical symptoms, but often the 

emotional symptoms are not as understood. I know there are many of us who suffer from 

anxiety and depression, which are all connected to us being chronically ill… I think this 

is something that needs more awareness for sure.”  

 

  

 Similar to Taylor, many participants discussed the significance of defining the symptoms 

of FM by taking both physical and emotional symptoms into account. Similar to experiences 

with the discreditization, stigma, and invisibility associated with FM, participants emphasized 

how the dismissal of their symptoms impacted the emotional effects of their FM, Hannah 

described how when she was being diagnosed with FM, medical professionals, as well as those 

around her, assumed that there were psychological explanations for the manifestation of her 
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chronic pain and other symptoms, thereby dismissing the physical nature of the pain. Hannah 

explained: 

“A lot of the doctors and other people are insinuating that the pain and the symptoms you 

are experiencing are all in your head. For me, that really discouraged me from pushing to 

get a diagnosis or explanation for what I was experiencing…because in the back of your 

mind you are thinking ‘oh geez, maybe I am depressed, and that’s what is causing me to 

experience these symptoms’… ‘maybe I can just cheer up ad it’ll all get better’… but that 

obviously wasn’t the case. I guess there is a sort of disconnect between what you are 

dealing with both physically and emotionally when you have FM.”  

 

 

Here, Hannah describes her experience with FM and the difficultly in managing both the 

physical and emotional symptoms of the illness. Specifically, she highlights how challenging this 

was at the time of being diagnosed with FM. Scheper-Hughes and Lock (1987) discuss this as 

the ‘sickness experience’, which they write has been both medicalized and individualized (10). 

What Scheper-Hughes and Lock (1987) emphasize is that when an illness is medicalized, the 

body is often treated separately from the mind, rather than emphasizing the mind-body 

intregration present when living with chronic illness. Since FM is an illness that lacks visible 

symptoms, and is a unique and individual experience, before they obtain a diagnosis, it can often 

be difficult for those experiencing the symptoms of FM to understand the integration between the 

physical and emotional implications of their FM. Smilarly, their peers and doctors may also fail 

to see this integration when those with FM attempt to describe their challenges and feelings.  

Participants also struggled with accepting their FM partly because living with FM failed 

to fit in the conventional categories of ‘being ill’ and ‘being well’. Because FM is a chronic 

illness, the experience is life-long and something that impacts an individual’s daily habits and 

practices. Jackson (2005) describes how chronic pain sufferers threaten the logic of the ‘sick 

role’. Using Parson’s (1958) theory, Jackson (2005) explains how the ‘sick role’ offers only 
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conditional, time-constrained legitimacy. As a result, individuals with chronic illness are 

relegated to a semi-legitimate status, straddling the mind-body boundaries of ‘sickness’ (345). 

Jackson (2005) uses the concept of liminality to describe how individuals with chronic illnesses, 

such as FM, are neither properly well nor properly sick which puts them between the statuses of 

‘sick’ and ‘well’ (345). This ‘liminal’ position explains why individuals with FM express 

difficulty in achieving a sense of ‘feeling well’, developing effective coping and management 

strategies, as well as altering their perceptions and expectations they have of themselves as 

mothers. Because they do not have the full-fledged status as a sick person, they attempt to 

manage everyday tasks while easily becoming exhausted, which affected both their bodies and 

minds. Julie captured this experience, as she said:  

“They say to read your body, and I find that hard. Because on a good day I’ll try to do too 

much and come bedtime or when I start to rest, I notice how physically tired I am…and 

that’s when I notice my pain as well. I think the hardest part of my journey has been 

developing an understanding of my body and going about my everyday life in ways that 

prevents both emotional and bodily distress.”   

 

 

Julie describes the difficultly in managing tasks within the mother role and being able to 

recognize her physical and emotional limitations. For most participants, being able to recognize 

these limitations was something that happened overtime and impacted how they constructed and 

communicated their identities as chronically ill mothers.  

Ultimately, highlighting the mind/body experiences of FM is important to capturing how 

participants came to understand the intertwined physical and emotional impacts of their illness. 

Mind/body experiences of chronic pain is a phenomenon that has been studied by many 

anthropologists within the field of medical anthropology (Good et al.:1992, Janzen: 2001). 

Specifically, past studies have investigated the ways in which individuals experience both illness 
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and suffering (Green, 1998). Understanding the integration between the mind and the body stems 

from conversations about the individual and society, description of human experiences of illness 

and suffering, as well as the social realities of ‘sickness’ (Scheper-Hughes and Lock 1987: 10).  

Essentially, Scheper-Hughes and Lock (1987) argue how an anthropology of the body 

incorporates emotions and how they affect the ways in which the body, illness, and pain are 

experienced. My participants’ accounts indicate that understanding the connection between the 

mind and body was important not only to participant’s experiences of FM, but also its 

implication on their expectations and responsibilities as mothers.  

Performing the ‘Good Mother’ Ideal  

            Malacrida (2009) describes how women are expected to aspire to norms of femininity 

which includes ideal motherhood, where mothers are positioned as ever available, ever nurturing 

providers. The ‘good mother’ is often a term used to represent such mothering expectations, as 

emphasized in Chapter Two. While the ‘good mother’ ideal affects all mothers, mothers who are 

‘disabled’ can have much more complicated relationships to ideal motherhood than others. 

Malacrida (2009) writes that, in sum, there are a variety of social and structural barriers relating 

to disability that make the performance of ideal motherhood particularly difficult for women 

with various impairments (101). Taylor described this:  

“I think in terms of mothering, we feel the same pressure that any ‘healthy’ or ‘normal’ 

mother does. For example, the pressure to be able to take your kids to mommy and me 

activities when they’re younger, go to the park, go for walks, play with them etc. … I 

would say that those expectations are still there…it’s just extra difficult for mothers who 

are chronically ill because those tasks are much harder for us to do.” 

 

Discreditization and stigma not only played a role in characterizing my participants’ 

expierences of communicating their symptoms to doctors and peers, but they also played a role 
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in how participants came to reflect upon their ability to fulfill the mother role. For some 

participants, being diagnosed with FM prior to becoming a mother greatly impacted their outlook 

on motherhood. Taylor described how being diagnosed with FM before having children, and 

knowing that she wanted to have children, was something she struggled with. Taylor stated how 

after her diagnosis she “was constantly questioning whether or not I would be able to be a good 

enough mother. I would ask myself, ‘how am I able to keep up with kids? How am I going to be 

able to take care of them? How am I going to be able to work to provide for them?” This is 

something Werner and Malterud (2003) describe, as they state how patients with chronic 

conditions experience the illness as delegitimizing and stigmatizing because; first their moral 

characters are called into question, and second, they experience mental and physical distress 

from a psychosomatic diagnosis (1416). For mothers with FM, those diagnosed at the time of 

motherhood, as well as those diagnosed prior, the discreditization and delegitimization of FM 

and FM-related symptoms posed significant challenges, as the expectations of ‘good mothering’ 

often took priority over the coping and managing of their FM.   

Throughout the thirteen interviews conducted, all participants either directly or indirectly 

referred to the ‘good mother’ ideal. Regardless of whether they overcompensated, denied their 

differences, or worked around their disabilities, the participants of this study emphasized ways 

they either conformed to or resisted the ideal. For the purpose of this analysis, I first describe the 

ways in which interviewees discussed the many practices and beliefs that correspond with the 

idealized expectations of the ‘good mother’. The re-occurring descriptions included feelings of 

guilt, inadequacy, and the need for overcompensation within the mother role. In addition, many 

participants expressed prioritizing their families and children over self-care, as well as assuming 
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the responsibility of maintaining household order. All of these participants described how their 

focus on mothering limited their ability to cope with and manage their FM but being a mother 

also remained important aspects of their role within the family.  

Guilt, Inadequacy, and Overcompensation  

The thirteen mothers who participated in my study used a variety of examples from their 

everyday lives to capture their experiences of mothering with FM. Participants frequently cited 

ways in which the ‘good mother’ ideal was challenging for them due to various emotional and 

physical barriers associated with their FM. They all described feelings of guilt and inadequacy 

when unable to fulfill certain expected motherly roles, or when those roles were extremely 

challenging. This was especially true after the time of initial diagnosis. Participant Vivienne, 

captured this by saying:  

"Unfortunately, with diagnosis, comes a lot of grief. I mean in a sense you have to come 

to terms that you may not be able to advance in your career like you planned, you may 

not be able to be the mother you wanted to be, or have the social life you wanted to have 

etc. So that constant physical and mental battle with FM and its symptoms is always 

there.” 

 

 

 Malacrida (2009) describes how feelings of grief or guilt, as expressed by Vivienne 

above, are a direct reflection of how ideal motherhood is closely attached to a persistent culture 

of mother-blame. She describes how in this culture of mother-blame, women’s presumed natural 

ability and overwhelming responsibility to mother selflessly and without limits, means that any 

failure to fulfill idealized expectations is often seen as a personal, unnatural, and moral failing 

(Malacrida, 2009: 100).  Participant, Kelly, also described feelings of guilt around her ability to 

mother, as she expressed: 
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“...I guess I have to take some responsibility as well, because at the times when I wasn’t 

able to manage myself and my symptoms well, I also wasn’t able to manage my children 

very well... I mean I remember always thinking later on (often before I went to bed) ‘a 

good mother wouldn’t have yelled at her kids because of that or a good mother wouldn’t 

have gotten so upset over that’ but because I was in so much pain and was struggling so 

much, I wasn’t able to process stuff as quickly or calmly. So that is something I do regret 

not being able to do.” 

 

 

The complexity surrounding mothers’ abilities to cope with FM while also fulfilling 

expected motherly roles was also something mentioned by all participants. Specifically, 

participants described how often they have to ‘push through’ pain and fatigue to be able to do 

certain things within the mother role, which frequently corresponded with the notion of 

overcompensation. Participants Sarah and Lindsay described how overcompensating on ‘good 

days’ is something they do often and this can have repercussions for the managing and coping of 

their FM. They said:  

Sarah: “When my FM symptoms started getting really bad people just thought I was lazy. 

It was really hurtful. Because everybody used to say ‘You’re Wonder Woman, you can 

do 100 things at once’… but unfortunately that isn’t a reality and with the FM it takes a 

toll on your body. So, when I wasn’t able to do everything all the time like I used to, I 

was judged.  And when I was having a good day, I would take on more, but then I was 

judged again. It was a bit of a double-edged sword in a sense, you were doomed if you 

did it and you were doomed if you couldn’t do it.” 

  

Lindsay: “Sometimes you really have to push through your pain… because there's things 

that you want to be able to do with your kids. Like for example, my daughter asked me to 

go on a weekend trip to Chicago with her. There was a concert she wanted to go to. I was 

so excited that she wanted me to come with her, so I went, and it was awesome, we had 

so much fun! But I paid for it after… because the walking and the travelling takes such a 

toll on my body. I remember not being able to do anything for days after.” 

  

 

These descriptive accounts of overcompensation within the mother role were mentioned 

alongside participant discussions of the expected duties of mothering. The majority of 

participants went into great detail when discussing how the expectations they felt surrounding 
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their role as a mother were often prioritized over practices of self-care, which resultantly limited 

their ability to manage FM.  

Prioritizing Children and Family Over Self-Care  

The ‘good mother’ ideal was reflected in participant descriptions of their roles within the 

family. Specifically, mothers discussed how they often prioritize the health and wellbeing of 

their children and families over their own. This corresponds with the literature that emphasizes 

the ‘good mother’ as being responsible for maintaining the well-being of their families, through 

the managing of everyday tasks such as: household nutrition, health, education, learning, care 

etc. (Walks and McPherson: 2011: 4). These expectations can be particularly challenging for 

mothers with FM, as the pressure to fill expected roles within the household prevent her from 

practicing self-care and thus coping with FM all together.  

Participant descriptions of prioritizing their families and children over self-care were 

illustrated using a variety of different contexts. The examples used by participants revealed the 

difficulty in attempting to fulfill the expected roles of the ‘good mother’ ideal while suffering 

from FM. Participant Vivienne described how challenging it is to be involved in ‘normal’ 

motherly tasks. Vivienne used the examples of taking her children Trick-or-Treating, and the 

responsibility of making dinner for her family to emphasize this, she said:  

“I guess for me it’s sometimes the smallest things. I remember one Halloween going out 

with my children and I couldn’t even press the doorbell strong enough for it to ring. I 

kept thinking to myself ‘why isn’t anyone coming to the door?’…I also remember how 

difficult it was to make my family meals. I remember how hard it would be to move a pot 

full of water to the stove, or things a simple as using the microwave, or opening 

containers… I would always push myself to be involved and to do those tasks regardless 

of how I was feeling. But it came to the point where, at times, I couldn’t do some of the 

basics because of how much pain I was in and how much fatigue I was experiencing at 

the time, and with that came a lot of guilt because as a mother you’re expected to be able 

to do these things so easily and so naturally.”  
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 Another re-occurring theme within interviewee descriptions of mothering with FM was 

the idea of sacrifice. Sacrificing was mentioned with participant discussions of prioritizing the 

wellbeing of their children and families over their own. Participant Jane discussed how it was 

only until her children were teenagers that she began to focus on her own health along with the 

health and wellbeing of her family. Jane described how in the early years of being diagnosed 

with FM, her children were young, and she chose not to put much effort into the coping and 

managing of her FM, and instead focused on being ‘the best mother she could be’ for her 

children. Jane said:  

“Basically, for me, it was taking care of the children…that was my main priority. I 

became hyper vigilant about being a mother, more so than taking care and managing my 

fibromyalgia symptoms. They became primary and I was secondary... so everything I 

tried to do for myself was done in between other motherly duties... I would do chores, 

and I was super organized and structured… my duties as a mother came before any other 

responsibilities, which included taking care of my own health.”   

 

 

Similar to Jane’s description of prioritizing the duties and responsibilities of mothering, 

Kelly described having to ignore her own pain and symptoms in order be able to mother to her 

greatest capacity. In discussing how she feels the ‘good mother’ ideal impacts her experience of 

mothering with FM, she said:  

“Honestly, I would say it’s really difficult to be a mother who is chronically ill. Like it 

almost feels like a chore to get yourself out of bed every morning and make your kids 

breakfast. But as a mother, your natural maternal instinct takes over and you do whatever 

you have to do to get the job done and suffer the consequences later. That is just how it 

goes for me.”  

 

 

Participant descriptions regarding the lack of prioritization of their own health and 

wellbeing highlight many aspects of the ‘good mother’ ideal. Mothers frequently express 
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choosing to focus more on their responsibilities as mothers than to cope with their FM and FM-

related symptoms.   

Maintaining Household Order  

Along with descriptions of prioritizing children and family over self-care, mothers 

frequently highlighted the pressure to fulfill certain roles within the household. While most 

participants described having help from other family members (e.g. husbands, parents, 

grandparents), the majority of women interviewed disclosed that they remained responsible for 

the majority of household tasks, despite the FM diagnosis and symptoms. Taylor described that 

despite her FM, she remains responsible for performing the majority of the housework, which 

includes cleaning, cooking, and organizing as they are all duties mothers are typically expected 

to do. She said:  

“I think for me people expect me to be like anybody else. Just because you have this 

condition doesn’t really change the expectations people have for you, you know. I think 

also because I am the type of person who is determined to get things done, and I don’t 

like having it hold me back, I can come across as being high-functioning or ‘normal’ 

despite being in constant pain and fatigue. I mean my husband is really good for the times 

when I can’t do stuff around the house, and I need to rest or lie down…but I would say 

that I am still always there for my daughter, so as a mother I don’t think the condition 

impacts my ability to parent.” 

 

 

Participants described maintaining the responsibility of household duties in a number of 

different ways, most of which included aspects of the day-to-day challenges with FM, such as its 

invisible nature and the symptoms of chronic pain and fatigue. Jane captured this in great detail, 

she said:   

“I can tell you that no one around you really understands. Especially if you appear 

‘normal’ or consider yourself to be high functioning... And so, my children especially 

didn’t understand why I could function in some ways so ‘normally’, such as doing chores 

around the home, and parenting... but wasn’t able to join them in things like exercising, 
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sports, going to the movies etc.…I couldn’t do a lot of things outside of my mothering 

role, it was very restricted... but in that role I looked fine. So, it was difficult to feel as if I 

wasn’t able to be there as a mother for them in other ways, but I just couldn’t do it all.” 

 

  

Overall, participants were reluctant to ignore the expectations of the ‘good mother’ ideal. 

As demonstrated, many interviewees described ways in which they attempt to fulfill certain 

duties and responsibilities within the ‘good mother’ role, which often were held in priority to 

their own health and wellbeing.  

Discussion and Conclusion 

In this chapter, I have discussed the challenges of mothering with FM as described by the 

thirteen mothers interviewed for this study. To begin, I provided descriptions of the ways in 

which participants experienced processes of delegitimization. Participants experienced 

delegitimization medically, socially, and personally. First, the mothers interviewed expressed 

dissatisfaction with the ways in which health care professionals interpreted their symptoms 

(particularly within the process of diagnosis).  Next, mothers described how frequently peers, 

family, and friends dismissed their symptoms often resulting in feelings of being disbelieved and 

unsupported. Last, mothers described questioning their abilities to mother, both in their own 

mind and their daily life as they attempt to perform the mother role and meet the expectations of 

the ‘good mother’ ideal.   

Next, I analyzed the ways in which participants made sense of the identities as mothers 

who were chronically ill. Specifically, I emphasized the realities of the contradictions and 

ambiguities associated with living with FM, which were addressed in three ways. First, is the 

process of realization and acceptance of not fitting neatly within a socially established category. 

Mothers with FM discuss the temporal component of FM and the process of coming to terms 
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with the fact that they will never be considered ‘healthy’ or ‘normal’ resulting in times of doubt, 

guilty, and uncertainty, both over the progression of their FM as well as their ability to mother.  

Next, is the intregrative mindy/body experience of chronic illness. While typically clinical and 

social science literature tend to sort illnesses as either physical or mental (Armentor: 2017, 

Asbring and Narvanen: 2002, Honkasalo: 2001, Kool et al.: 2009), participants highlighted the 

importance of understanding the intregration of physical and mental components of the 

experience with FM. Last, is the liminal status individuals with invisible chronic illnesses 

assume. Specifically, mothers with FM describe feelings of not being fully sick nor fully well, 

due to the chronic and widespread pain and fatigue caused by the illness, as well as the impact 

these symptoms have on their mental health and overall well-being. To illustrate this, 

participants described how the invisibility of FM caused them to appear well even though they 

were in pain, which in turn impacted their ability to perform tasks within the mother role. For 

example, participants described how they were able to still perform expected tasks within the 

‘good mother’ role by ignoring their pain, which often resulted in periods of extreme pain and 

fatigue shortly after.  

These components of participant descriptions of their FM and the impact the illness has 

on their roles as mothers contributes to the anthropological and social science literature on 

chronic illness, which fail to systemically explore the impact of gender-specific family roles and 

the experience of those living with chronic illnesses. I argue that one cannot truly understand the 

impact of chronic illness without considering the gendered role in a family. The accounts of 

mothering with FM provide insight into the intregrative experience of chronic illness and how 

FM impacted their daily life and their expectations as mothers. Furthermore, the anthropological 
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literature on chronic illness has the tendency to lack specificity and focus on chronic illness as a 

broad category (Buchbinder: 2011, Heurtin-Roberts and Becker: 1993, Honkasalo: 2001, Moore: 

2012, Ridson et al.: 2003), and as such, there is the need for more studies to focus specifically on 

one type of chronic illness, which I have done in this investigation. By providing specific 

subjective accounts of chronic illness, my findings provide a more comprehensive understanding 

of a specific chronic illness, and the multi-faceted ways it is experienced by people who are 

positioned differently according to their gender and family role. Moreover, by focusing narrowly 

on a particular chronic illness there is also opportunity to investigate and explore treatment and 

coping strategies, expressed by participants who have experienced success in coping and 

managing their symptoms.   

As many of the participants of this study are now in the later stages of motherhood, their 

descriptions of mothering have changed as their children and families have grown.  In the next 

chapter, I discuss how through reflecting upon their experiences of mothering, participants 

revealed a number of ways in which they have resisted the ‘good mother’ expectations over time, 

which has benefited their ability to cope and manage FM. 
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CHAPTER 5- ‘Surviving’ Fibromyalgia (FM) 

In this chapter, I discuss how participants re-negotiate their ‘self-identity’ and work 

towards developing and maintaining a sense of well-being despite living with their FM. I begin 

by describing the various coping and management techniques used by participants of my study. 

Specifically, this includes social supports and well as support through self-care. Next, I discuss 

how participants re-define the expectations of the ‘good mother’ as they learned to pace 

themselves, set boundaries, embrace imperfections, change their work/life balance and alter 

career aspirations, in order to achieve a sense of ‘feeling well’ despite living with FM. I conclude 

this chapter by describing how participants sought different opportunities for advocacy and 

empowerment by helping others, as well as advocating the need for agency and adequate 

representation within both the academic and public discourse on FM.   

Coping and Managing FM   

Qualitative studies emphasize the many complex challenges individuals experience while 

living with FM. These include (but are not limited to); managing family life, work conditions, 

psychological issues, as well as lack of support from healthcare providers, family members and 

society at large (Daraz et al., 2011: 26). However, limited research has highlighted the subjective 

individual experiences of FM, and the ways in which individuals may adopt effective coping and 

management strategies to address their complex challenges and the invisibility of FM. All 

participants of my research highlighted the difficulty of living with such challenges on a day-to-

day basis, and how the invisibility of FM makes the managing and coping of their symptoms a 

strenuous task. Individuals with FM vary in terms of the symptoms they experience, the 

comorbidities they have, and the various coping strategies they develop (Dennis et al., 2013: 
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778). Though my participants’ experiences of FM were also diverse, a commonality among my 

participants who described effectively managing their FM was the importance in engaging with 

and supporting their own individualized treatment plan. This enriches exisiting qualitative 

studies on FM, as my study suggests that individuals who participate in the creation of their 

treatment were more satisfied with their ability to cope and manage their symptoms.   

For most, this process of developing their own treatment plan began by creating a change 

in perspective regarding the nature of the condition itself. Taylor described this process, she said:   

“For me, it’s about perspective. You know, I don’t want FM to be the source of my 

identity, like… I am my own person, I am a wife, I am a mother, I am a daughter etc. I 

am more than just my FM. I think being able to acknowledge that and work towards 

believing that it super important.”  

 

 Being able to detach from their FM diagnosis played an important role in how participants 

established an identity outside of their illness. Specifically, participants discussed using the 

notion of “not letting the illness define you” as a coping strategy which helped them better 

manage their FM over time. This notion of detaching from chronic illness as the only source of 

self-identity corresponds with social science literature that examines how individuals reconfigure 

their identities outside of their chronic illness (Aujoulat et al.: 2008, Charmaz: 2002, Heaton et 

al.: 2016, Ironside et al.: 2003).  

On the topic of changing perspective, participants also discussed the notion of moving 

from being a ‘victim’ of their illness to becoming a ‘survivor’. One participant, Kelly described 

how survival can be used as a way of coping with the physical challenges of FM. Kelly said:  

“Ultimately, we have to survive our bodies. We have to survive our brain fog, survive our 

flare ups... really the way we have to deal with the pain is through survival. Having this 

mindset is important and helps better manage the day-to-day challenges.”  
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Surviving the pain associated with the physical symptoms of FM was seen to have positively 

impacted one’s ability to manage the condition. This persistence to ‘survive’ was also articulated 

by participant Laura, who described the process of choosing to be a survivor, rather than a 

victim, of the illness. Laura found that refusing to identify as a victim of her FM created a source 

of empowerment and hope. Laura suggested:  

“In order to gain a sense of control over the condition, it’s really about saying I can, I 

will, and I am… rather than seeing yourself as a victim, you need to see yourself as a 

survivor. Being the victim is easy… you know you’re told to believe that you are 

worthless, you are helpless, and you are broken… but [people with FM] need to be 

empowered to believe that [they] are capable of living a fulfilling life…and need to build 

the courage and strength it takes to stand up to those labels that make [people with FM] 

feel so helpless…and refuse to be a victim to the illness”.  

 

 

Sterling and Nelson’s (2011) study on women with primary ovarian insufficiency (POI) 

highlighted how women who are chronically ill are able to transition from seeing themselves as 

victims, to survivors, to someone who is thriving when efficient self-management is built (358). 

Part of building effective individualized treatment plans required a change in perspective 

regarding the outcome of the condition. By redefining themselves as survivors and what it means 

to live with FM, participants actively engage in the development of care practices. When 

individuals with FM participated in the designing of their own treatment plans they experienced 

more success in coping and managing their FM.  

 Seeking Useful Health Information on FM and Developing Support Through Self-Care  

Although considerable amounts of research address the on-set and symptoms of FM, 

limited studies have focused on how individuals with FM utilize health information and develop 

their own strategies to manage to live with FM. In this study, the topic of information-seeking 
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was discussed by a number of participants who emphasized the importance of having adequate 

information at the time of diagnosis.  

Participants Sophia and Jane discussed the inadequate amounts of information they 

received from health-care professionals:  

Sophia: “For me the diagnosis was a relief, because I had spent 11 years believing that I 

was crazy before I was formally diagnosed. In terms of the doctors I encountered 

throughout that process, it was honestly like they didn’t really know what to do about it. 

And when I was diagnosed, there was very little support from doctors and the medical 

community in general.”  

 

Jane: “When I was diagnosed… the doctor didn’t have much information for me, he 

didn’t know what it was, and he basically said he couldn’t do anything about it. So, I 

went home, I googled it, and literally locked myself in the basement and curled up in a 

ball an cried my eyes out. Ultimately, there was a lot of confusion at first because there 

weren’t a lot of services and stuff out there on FM, so I felt like no one knew much about 

it…and because there were no known cures or treatment plans at that time... it was a very 

scary time. In my opinion, the health-care professionals I encountered (when first 

diagnosed) were very matter of fact and basically told me I was go to have to learn to live 

with it”.  

 

 

 Many participants, like Sophia and Jane, expressed an overall lack of sufficient 

information at the time of diagnosis. Presumably, if the current information health-care 

professionals have regarding the condition itself, as well as potential support and management 

services, resources and strategies, the more likely it is that individuals who are diagnosed with 

FM will have the means to better manage and cope with the condition at the earlier stages of 

their illness experience.  

Due to the unique and individual nature of FM, creating an effective treatment plan is 

cited as a very difficult and timely challenge. Namely, individuals living with FM are often 

burdened with having to find coping and management strategies that work best for them, as FM 

is still a relatively new illness and effective treatments vary based on individual symptoms and 
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needs. Participants of my study emphasized this challenge, and shared their experiences with 

discovering which strategies and techniques work best for the management of their FM. 

Participants highlighted how establishing effective individualized treatment required medical, 

physical, holistic, and self-care strategies that differ depending on individual symptoms. 

When initiating the conversation on this topic, interviewees revealed the quality of 

support they received within a clinical setting, which often lacked feasibility. Participants 

discussed a variety of medical encounters they had with physicians, physiotherapists, and 

personal trainers who prescribed a variety of treatment plans that were ineffective in helping 

them foster adequate coping and management strategies. So too did participants emphasize the 

pressure they felt to manage their FM through pharmacological intervention. Pharmacological 

intervention is well documented in clinical research regarding the management of FM and is 

often cited as being the primary source of treatment for FM patients (Clauw: 2014, Fitzcharles et 

al: 2012, Hauser et al: 2010, Peterson: 2007). However, the majority of the participants in my 

study revealed that medication was not the most effective mode of treatment, and many revealed 

that they chose not to follow pharmacological therapies in the coping and managing of their FM. 

Instead, participants revealed a number of alternative activities and programs they feel were most 

effective in helping alleviate the pain and fatigue associated with FM, and cited any 

pharmacological intervention as supplementary to their pain-management.  

 First, many participants emphasized the importance of movement in their daily lives. 

While the chronic and widespread pain of FM is often extremely debilitating, interviewees 

stressed the importance of keeping your body moving at a pace and level that is comfortable for 
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their bodies. Taylor described her experience with finding yoga, and the role it has played in the 

managing of her FM. Taylor said:  

“When I was first diagnosed, I started doing yoga. There was a four-week long program 

in my community for people who were diagnosed with FM. This was amazing for me 

when I was first diagnosed, I learned things like the importance of stretching and 

movement. I continued on with it and it has really been such a huge part of my coping 

and managing of FM. I found it really allowed me to be in-touch with my body, I am able 

to notice the day-to-day changes in my body, and when I am having a good day or a bad 

day. Ultimately, it showed me the importance of being kind to myself and my body.” 

 

 

Second,  participants also mentioned similar experiences to those of Taylor, by describing 

how the building of connections with other organizations helped them better manage their FM 

symptoms. These connections helped them become aware of different programs centred around 

pain-management. One participant, Hannah, discovered yoga after being diagnosed with Cancer 

well after the time of her FM diagnosis. Another participant, Laura, discovered different services 

through her connection with the arthritis society. They said:  

Hannah: “Because of the cancer I got into a meditation and yoga class and it’s of such 

superior quality that I learned how to actually meditate properly, and I’ve taken a tonne 

of classes before that were literally like, ‘Okay, go sit in the corner and don’t think.’ But 

the quality of the instructors and the quality of what you’re offered through this 

specialized program is so huge for anyone living in chronic pain.”  

 

Laura: “Through the arthritis society, I had access to physiotherapy, pain-management 

courses etc.…honestly, the services I had access to helped me to re-shape how I lived my 

day-to-day life and were where I began to develop my coping strategies.”  

 

 

These types of resources and participation in various programs allowed participants to  

 

develop several strategies for dealing with the various challenges associated with their FM.  

 

Third, were participant descriptions of various self-management programs that do not 

focus solely on pharmacological therapies. Participants expressed that these programs are not 
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always easily accessible to individuals with FM, especially participants who were located in rural 

areas, however those that did have access to them spoke highly of their effectiveness. One 

Participant, Katie, discussed the “Maximize Your Health” program that is based out of the GTA. 

Katie said:  

“As of right now, I am attending a chronic pain clinic…it runs for 6 weeks and it is 

excellent. It is also free! I really feel like this program should be something that is 

definitely more well-known! It’s not just for fibro people but for anyone with chronic 

pain. Currently about 1/3-1/2 of the class I am with has Fibro. This program itself is 

called “Maximize Your Health”, Mississauga Halton Self-Management Program and it is 

exactly what I needed. The information (a thorough textbook for each person to keep), 

additional references (websites, authors, YouTube recommendations etc.) and the two 

instructors are very good. If you are making recommendations with your research, I 

suggest giving attention to this program and others like it and possibly emphasizing the 

need to expand the program as well.”  

 

 

The “Maximize Your Health” program is an example of a self-management program 

individuals with FM can use to create effective treatment strategies. For Katie, the many 

components of this particular program contributed to her gaining effective coping strategies and 

accessing useful information related to her FM. Notably, this program provides free workshops 

for both individuals and health care providers within the community to improve self-

management skills and increase collaboration between patients and clinicians. Moreover, this 

program also provides mentorship and leadership opportunities for individuals with various 

chronic illnesses. This atmosphere works to create a sense of community and social support for 

those living with chronic illness, which is regarded as a major contributor to developing effective 

coping and managing of symptoms and a sense of ‘feeling well’ among the chronically ill.  

Pain-management techniques were considered one of the most crucial components of 

coping with FM. Interviewees detailed how access to various programs and activities contributed 
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to an improved sense of overall wellbeing, as well as heightened inclinations to prioritizing 

practices of self-care.  Participants articulated the importance of developing practices of self-care 

for the coping and managing of their FM. This was something most participants expressed as 

happening over time, often during periods where they were able to cope with the emotional 

symptoms associated with FM, as well as balance their motherly responsibilities.  

In addition to the strategies and resources described above, participants stressed the 

importance of practicing self-care to maintaining a sense of ‘feeling well’ with FM. Many 

participants highlighted the vital role therapy and counselling has played throughout their 

journey of living with FM. Specifically, therapy and counselling were deemed important by 

participants for the managing of the strong emotions often exacerbated by chronic illness. This 

contributes to current clinical research that assesses the effectiveness of cognitive-behaviour 

treatments in treating FM, as participants were able to discuss the intregrative experiences of 

physical and emotional challenges associated with their FM. Moreover, participants highlighted 

how establishing an active role in their treatment contributed to a greater sense of control over 

their own well-being. Nielson and Jensen (2004) write that cognitive-behaviour treatment is most 

effective in altering patient perception and behaviour responses to their pain/illness (233). In 

their study, cognitive- behavioural programs had many benefits to patients diagnosed with FM, 

the strongest and most consistent associations involved the following beliefs and coping 

strategies: (1) an increased sense of control over pain, (2) a belief that one is not necessarily 

disabled by FM, (3) a belief that pain is not necessarily a sign of damage, (4) decreased guarding, 

(5) increased use of exercise, (6) seeking support from others, (7) activity pacing, and (8) use of 

coping self-statements (Nielson and Jensen, 2004: 239).  
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Participants Sarah and Taylor discussed their experience with finding cognitive-

behavioural therapies that benefited the coping and management strategies of their FM. They 

said: 

Sarah: “I actually went into therapy pretty soon after I was diagnosed… I was lucky 

enough to get onto a consultation list, and the hospital I went to actually had counselling 

that guided people on specific issues, so it really allowed me to deal with the emotions 

that I was experiencing specific to my FM and FM-related symptoms.”  

 

Taylor: “I think that there is efficient support out there… sometimes it takes trial and 

error, but eventually you will find what works best for you. Like I find counselling has 

really helped me along the way, no matter what issue I am having, my FM always gets 

brought into the conversation because of the extent to which it impacts my day to day life 

you know? I think recognizing the role it plays has helped me through a lot of difficult 

emotions over the years.”  

 

 

Similar to Sarah and Taylor, Sophia also described the impact counselling has had on her own 

self-care strategies. Specifically, Sophia discusses the ways in which, since attending 

counselling, she has begun to practice mindfulness, as well as low-impact exercises that help her 

manage the physical and emotional impacts of her FM. Sophia expressed:  

“Counselling and personal development courses have definitely allowed me to look at 

more emotional based traumas (that you might not think really relate to FM), but 

addressing those has made managing my FM much easier. What I have found that has 

been working really well is focusing on the mindfulness and being present as well as low 

impact exercise. These were things I have practiced overtime and have really helped me”.  

 

 

Besides cognitive behavioral therapies, participants mentioned several positive habits and 

affirmations they considered part of their own self-care, which have contributed to the coping 

and managing of their FM. One participant, Hannah, described how she works to achieve a 

certain level of self-acceptance through brain-retraining and meditation. Hannah said:  

“Well, the Brain Retraining program has undoubtedly had the most impact, and I still 

keep going back to that. The meditation would be second. Maintaining your calm, and 
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that brings out joy in your life, and that’s something that is very often missing when 

you’re tired and confused, as well as when your pain/condition often being scrutinized. 

So, finding joy in your life and learning to accept yourself better, and to just be happy in 

your day-to-day seem to be the biggest coping mechanisms, I feel. I’m not taking any sort 

of fibromyalgia drugs because I react so poorly to them. I have trouble taking just 

painkillers like Tylenol, so I find those sorts of things very valuable”.  

 

 

Another participant, Sophia, discussed the combination of habits and services she 

accesses that have helped her develop proper self-care over time. Sophia stressed how this 

process is ongoing and how she has constantly modified what types of strategies she uses to best 

manage and cope with her FM symptoms. Sophia described how:  

“For me, I have been on an active journey of becoming better. I have tried a number of 

different activities and things that have helped me become better at managing my FM. I 

had FM for 25 years now, so since my diagnosis I have been doing more mindfulness, 

chiropractor care, massage therapy, osteopathy, a little bit of exercise (like walking or 

yoga). I think my understanding of self-care comes from the perspective of trying to 

reduce the pain, and I have kind of shifted my habits over the years to accommodate the 

goal. By incorporating these activities and managing strategies into my everyday life I 

realized how important they are they have really become a huge part of my self-care”.  

 

 

Social science research claims that learning effective coping and management strategies 

is essential in helping individuals live with chronic pain and regain a sense of control over their 

lives (LacChapelle et al., 2008, and Ridson et al., 2003). Literature assessing potential supports 

for the treatment of FM and similar chronic conditions highlight the importance of accepting 

one’s condition. The discourse of acceptance varies in form, typically including: ‘coping’, 

‘coming to terms’ or ‘dealing’ with chronic symptoms (LaChapelle et al., 2008: 207). Self-care 

plays an important role in this process as it requires both self-awareness and self-management, 

which are essential to maintaining an overall sense of ‘feeling well’ when chronically ill. 
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It is important that self-care practices used to cope and manage FM focus on the both the 

physical and emotional impact of the illness, rather than focusing on one or the other. While 

pharamacological intervention is necessary to treat the physical symptoms of FM, especially pain 

and fatigue, it is important to note that the treatment for FM is most effective when taking a 

holisitic and multi-disciplinary approach using pharamacological and non-pharmalogical 

interventions (Lawson, 2008). This anthropological study contributes to the social science and 

medical literature that describe coping strategies and treatment options for FM as it highlights the 

significance of developing support. While I have described how mothers with FM developed 

self-management techniques and practice self-care, participants also emphasized the importance  

of social support in helping cope and manage their FM.  

Social Support  

Anthropology of chronic illness research suggests that social support is positively 

associated with subjective well-being and functional health status in people with chronic 

conditions. Researchers highlight how managing the physical and emotional distress associated 

with FM often requires individuals to use a variety of coping strategies, including social support. 

Franks et al. (2004) discuss how measures of social support are associated with positive 

outcomes (i.e. decreased mortality, depression, anxiety, pain, and improved self-care) for 

individuals with different chronic conditions. Social support is emphasized as being critical to 

the coping and managing of FM, and often includes support from family, friends, and other 

members of one’s social group (Franks et al., 2004: 426). Participants discussed many of the 

supports they receive from other people in the coping and managing of their FM. 

Comprehensively, participants highlight how the creation of effective self-care practice to 
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manage their FM also requires them to address their mindful body with FM in their social 

settings. Ultimately, the process of reconfiguring their mindful body with FM means re-shaping 

their social ties and relations with others by seeking support and adjusting their social roles. 

 Support from family is extremely important for mothers with FM. Specifically, 

participants discussed how family support was important within the household, and for balancing 

household duties with proper self-care. Participants Laura and Katie discussed how their partners 

were able to take over household responsibilities when they were unable to do so. They said:  

Laura: “At the point when I was really struggling with my FM, my children were grown 

up and gone, except for my youngest son. He was so empathetic and caring and my late 

husband was too, he was always willing to step in and help with the parenting, the 

household duties and responsibilities etc. when I wasn’t able to.” 

 

Katie: “We did struggle with the household duties, but my husband is a really 

compassionate person and is always so willing to help out in any way he can, which was 

a huge support for me.”  

 

 

 Other participants described their family support as being situated outside of their 

immediate family. Sophia described the help she receives from her grandmother. Sophia 

expressed:  

“My grandmother has actually been helping me with laundry for 9 years as of this year. 

So, she started coming to stay with me for a few days each week. It started out as me 

helping her because she lived on her own, and it was nice for her to get out and to be 

around family. And from that, we kind of created this role for her. She helps with laundry 

and dishes… come to think of it, because she has been someone who has spent so much 

time with me, she is probably one of the only people in my life who has seen first-hand 

how FM affects me.” 

 

 

 Beside support with managing the household duties and responsibilities, participants 

revealed the impact of emotional support from their families, which derived from family 

members being accommodating, supportive, and less demanding. Hannah discussed the ways in 
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which her husband and stepchildren tailor different activities to accommodate for her FM. This 

was important to her, as she was grateful to have the opportunity to continue to do things as a 

family, without having consequences to her FM symptoms. Hannah Said: 

“My husband and stepchildren tailor what we do together so that I’m not too tired or sore. 

They try to make sure that if I’m seeming overwhelmed by something that they just go 

and do their thing, but they make sure I’m still included, and I really value that.”  

  

Emotional support from family also derived from family members expressing their 

support for their mothers. Vivienne discussed how her children were extremely empathetic of her 

condition, which helped ease the guilt she felt when unable to fulfill certain expected roles or 

responsibilities as a mother. Vivienne said:  

“My children have grown to be very soft with me... they are very gentle, loving and 

caring. I know I am so lucky for that because many people can have children who resent 

them for not being able to do certain things as a parent. You know, some kids would be 

like 'why couldn’t my parent do what everyone else's can', for example having to miss a 

soccer game or a school event because you are physically and mentally not well enough 

to attend. I am so happy that my children are understanding in that sense, when I am 

unable to do something, they know that it is because I am unwell”.  

 

 

Emotional support was articulated as deriving from having fewer physical demands from 

family members and children. Jane described how:  

“I guess overall I would say that I didn’t receive a lot of physical support, in terms of 

help around the house, because that was really my role within the family, even with my 

FM.  I think what it comes down to, is that not making demands on me was the best form 

of support. Having little demands from my family and my children was important 

because I was able to do what I could within my mothering role, without feeling the 

pressure to do more.”  

 

 

 While family supports were deemed imperative to the coping and managing of FM, not 

all participants had strong support from family. This was especially true during the time of initial 
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diagnosis as the uncertainty of the condition, in combination with the lack of visible symptoms, 

often made it difficult to comprehend. However, many participants emphasized how family 

members learned to be more accommodating and understanding of their physical limitations over 

time and were thus able to be express their support.  

Another commonality between the findings of this study and the literature on the coping 

and managing of FM is the fostering of community. From an anthropological perspective, the 

essential criterion of a community is that people have a feeling of “belonging together” (Orbist et 

al., 2003: 368). Building social networks is of upmost priority to those managing chronic 

conditions such as FM. Participants of my study detailed the ways in which support and mutual 

understanding were important to the coping and managing of the illness. The most efficient 

community supports highlighted by participants was support from others with FM.  

The importance of community support among those with FM was the fostering of mutual 

understanding. Sophia described how support from others who also have FM is particularly 

important due to their ability to truly empathize and understand the day-to-day struggles that are 

experienced. Sophia described how:  

“I would say that besides my sister, my other friends with FM have been extremely 

helpful emotionally. It has been great to have both, but especially to have my friends with 

FM, because we get each other, and we get the different challenges that can come up… 

there’s just a level of understanding that you can’t really receive from anyone else. I 

mean, from other people sometimes you get that reaction like "you look fine…what do 

you mean you’re sick?"…so it’s easy for people to think that there's nothing wrong with 

me. There’s almost a disconnect there… so it’s been really helpful to have people around 

you that understand.” 
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Having symptoms validated and legitimized by others with FM was articulated among 

participants as imperative to feeling understood. Juuso et al. (2013) write that feeling well for 

women with FM is strongly connected to their relations with other people. To be able to help and 

support others and to meet others with similar experiences creates a sense of togetherness and 

belonging which helps them feel accepted (702). Participants emphasized that by fostering 

mutual understanding, individuals with FM are able to discuss challenges and shortcomings 

without fear of being discredited. So too can these individuals express triumphs and success in 

the management of their FM symptoms.  

Juuso et al. (2013) write how friendship and good social relations are important for 

feeling well when living with chronic illness. To help and support others, to meet friends in 

associations, and to meet others with similar experiences, gives rise to feelings of understanding 

and of being worthy. To have fun and to laugh together is described as relaxing, and the 

togetherness with others is a way of breaking the isolation that threatens the daily life of those 

who are chronically ill (Juuso et al., 2013: 700). Participants reflected these ideas in their 

descriptions of creating community supports. Helping one another work through the difficult 

emotions and physical challenges associated with FM contributed to improved coping and 

management of their symptoms, as well as an overall sense of self. Taylor captured this 

sentiment, as she described how she has been able to reach out to others who have FM and 

similar chronic illnesses. Taylor said:  

“I have friends who also have FM and other chronic illnesses within my own community, 

and that’s really great because we can tell each other “you know what I am having a 

really crappy day and I need someone to talk to”, and we are there for each other and 

really are able to understand what the other person is going through, more so than the 

average person would because we are also chronically ill. We also are able to joke a little 
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bit about our pain or symptoms and not have to take them so serious all the time which is 

fun.” 

 

 

Moore (1995) writes that finding meaning occurs when women are able to find good in 

their own suffering. This often emerges in the form of support groups where there is opportunity 

to offer guidance to those throughout the period of initial diagnosis and treatment, to spread 

awareness of different information and services available, as well as to create a sense of 

togetherness. Many participants expressed their dissatisfaction with support group settings, 

however, so too did they emphasize the importance of support groups when the space is used 

effectively. One of the common concerns shared by interviewees was that frequently support 

group space can be used to talk about personal struggles and challenges (or ‘complain’). Laura 

described this as being her experience with support groups, she said:  

“A couple years after my diagnosis, the arthritis society stepped in and offered support- it 

was here that I began to network with others in the area, both online and in-person. This 

was really my first glimmer of hope. But what I found with the support groups was that 

they were more of a bitch session and I really didn’t find that productive or helpful, and 

for those reasons I began participating less in those groups. I was looking for answers, I 

was looking for solutions, and I was looking for ways to move on with my life… I found 

some people were just looking to complain about the medical system, their doctors, the 

lack of support from family and treatment…I recognize that those are all valid concerns, 

but they were just not productive.”  

 

 

The concerns detailed by Laura were discussed by many other participants of my study.  

However, some interviewees also emphasized the ways in which group space can be better 

facilitated and more productive. Lindsay and Jane provide examples of this, they said:  

Lindsay: “Through the arthritis society I am a part of, I was made aware of an FM 

support group and I am truly amazed at everything they do. They do a lot of information 

sessions that speak on different areas of interest…they also have sharing circles. It’s a 

small group and you can literally bring up anything you’re struggling with and people are 

there to support you and to help offer advice on how to manage and cope with what 
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you’re going through. Overall, it’s a very positive group. My understanding is that there 

used to be a group before, but it was very much negative, people would go and 

complain… but the mindset the current group has is ‘yes, this sucks’, but how can we 

cope? How can we best support one another? You kind of leave feeling a little uplifted.”  

  

Jane: “I eventually started going to fibro. Groups around 2002-2003 which were fairly 

new at the time and have since expanded. I really believe that there is power in sharing 

information with people. Overall, I think support groups, when using the time and space 

effectively, provide an opportunity for a sharing of resources and coping skills etc. that 

can really be helpful to others struggling.”  

 

 

Receiving support from other individuals also living with FM was a strong contributor to 

participant levels of satisfaction with their current coping and managing strategies. The support 

group setting was not deemed beneficial to everyone, as participants described how physically 

difficult it can be to attend the groups. However, most participants found that having the 

opportunity to connect with other women who are also living with FM was beneficial. Some 

participants discussed using various social media sites as a way to connect with others, as well as 

subscriptions to online blogs. Participant Taylor said: 

“When I was first diagnosed, I was on an online support group site, but I found that 

people were using that platform to kind of dwell on themselves and the condition and 

really nothing productive was done. However, the groups I am currently associated with 

are really great in terms of sharing positive messages of support, information, resources 

etc. and I think when those online platforms are used in that way, they become really 

instrumental in providing support of yourself and others diagnosed.”  

 

 

Similar to interviewee descriptions of physical support groups, participants who were 

associated with online groups found that there are certain ways that the platforms can be used 

ineffectively. However, in general, participant discussion of these online connections 

corresponds with the more current research regarding the role of online support groups. Recent 

social science studies have highlighted how the use of online support groups has helped those 
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living with chronic illnesses, as various online platforms can connect individuals and enhance 

collaboration and information sharing (Merolli et al.: 2013, Van Uden Kraan et al.: 2008). By 

fostering support from family and peers, participants reshaped their existing social ties and 

developed new social relations. The reconfiguration of their social ties by gaining support from 

family and peers also led to the redefining of the mother role, as I will show in the following 

section.  

Re-Defining the ‘Good Mother’  

In this section, I highlight how mothers with FM reconcile the demands of ideal 

mothering against the realities of their chronic illness. While participants emphasized the many 

ways in which the ‘good mother’ ideal influences their mothering with FM, they also discuss 

different aspects of their experiences that resist the ideal. Specifically, I address interviewee 

descriptions of pacing themselves and setting boundaries, embracing imperfections, and altering 

career and work expectations. Combined, this analysis reveals the ways in which mothers with 

FM re-define what it means to be a ‘good mother’, by challenging the idealized and normalized 

expectations of the ‘good mother.’  

Pacing Yourself and Setting Boundaries  

Due to the high demands associated with ‘good mothering’ it can be extremely 

challenging as a mother who is chronically ill to meet the idealized expectations. Vallido and 

colleagues (2010) write that given the investment a woman has in the mothering role, her identity 

as a mother may be threatened when suffering from chronic illness, as these women often 

experience feelings of guilt associated with their abilities, and lack thereof, to fulfill the 

expectations of the ‘good mother’ ideal (1438). The mothers interviewed for my study illustrated 
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the difficulty associated with their day-to-day experiences of mothering with FM. However, so 

too did they reveal different strategies they use to help balance the demands of mothering with 

self-care. Notably, participants discussed the need to pace themselves, as well as set boundaries 

when taking on different roles and duties within the family. 

Pacing was something mentioned by the majority of interviewees and was central to a 

mothers’ ability to perform different duties within the mother role, while also taking care of 

herself. One strategy described by participants was prioritizing which tasks they were going to 

spend their energy on, without putting the pressure on themselves to do everything within the 

parent role. One participant, Katie, described this when discussing her family’s dynamic. She 

said:  

“In terms of mothering, sometimes I think my children did ‘miss out’ at times. Like when 

I had appointments, or needed to rest and sleep etc. I wasn’t always able to go to have 

their friends over, or to go places with them etc. But I never disclosed that I had FM… 

they just were at the level of understanding that I had pain that limited my participation as 

a mother. But taking time for myself and to work on coping with my FM was so 

important for me to be there for them…and my husband was always able to take on the 

parenting role if I was unable to. Like he would take them to doctor’s appointments and 

stuff like that because it was just not something I was able to put energy into.”  

 

 

Similar to Katie, Sarah also discussed pacing in terms of having to prioritize what she 

was capable of doing and what she was not. Specifically, Sarah discussed how she had to learn to 

ask for help when she was struggling and communicate with her family when she was unable to 

perform a certain responsibility or needed help doing so. Sarah said:  

“Honestly, it felt like I couldn’t do the mothering at times. The kids would come to me 

with problems and I would be trying to rest… and the fibromyalgia fog was really bad 

too, so it was hard to register what was happening all the time. I would say that once I 

was diagnosed, I had to delegate what things I was able to put my energy into, because I 

couldn’t do it all. I had to say, ‘look these are the things I can do, these are the things I 

can’t do and that I need help with’. Asking for help was a huge thing that helped in my 
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managing and coping… I really had to learn to prioritize, because if I didn’t, I was going 

to get stuck and not be able to get better at managing and coping with my symptoms.” 

 

Along with participant descriptions of pacing themselves came an emphasis on the need 

to set boundaries. This was particularly important when children were older and became more 

self-sufficient, as interviewees described they were then able to do more things for themselves 

and for the coping and managing of their FM. Participants Katie and Jane captured this in saying:  

Katie: “As my children have gotten older, there are times now where I am comfortable 

saying ‘look I’m not able to do that right now’… I think I’ve realized that setting 

boundaries is really important, but it’s harder to do when your kids are younger. I think 

overtime I realized that was a key strategy to help better cope and manage… you know 

being able to say no and set boundaries.”  

 

Jane: “I am just now re-learning how to take care of myself… it wasn’t until the last few 

years that I have started to consider myself as primary…this happened well after my 

children were independent and did not need me as much. I did put some boundaries in 

place when they were teenagers…like if I was going to bed, I am closing my door and 

they weren’t allowed to disturb me. I think there was a point where I realized that I 

needed to start putting my own needs first because that was really important for me and 

my own coping.” 

 

Being selective in energy expenditure was an important part of mothering with FM. 

Specifically, it was imperative that mothers were able to set boundaries and pace themselves in 

order to better cope and manage their FM. Deviating from the expectations of the ‘good mother’ 

ideal, participants realized that often the ideal exceeded their physical and emotional capabilities. 

As a result, the mothers interviewed described how they were able to still mother effectively 

while also taking time to focus on their own health and wellbeing. Instead of describing their 

inability to fulfill certain duties and responsibilities as inadequacies, mothers expressed this as 

the reality of living with FM. Participants emphasized the need to delegate certain motherly tasks 

they were incapable of taking on, based on their ever-fluctuating physical and emotional state.  
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Embracing Imperfection  

The ‘good mother’ ideal implies that mothers are to perform intensive mothering 

practices that are centered around contributing to their children’s development (e.g., intellectual, 

social, and emotional), while also providing them with care, support, and guidance. Examining 

the experiences of mothering with chronic illness creates for opportunity to explore the idealized 

‘good mother’ role, as the expectations of the ‘good mother’ ideal are particularly onerous for 

mothers who are chronically ill. Furthermore, this particular focus allows for discussion of 

alternative understandings of motherhood. Participants of this study described their experiences 

of mothering in great detail, which often were situated outside of the ‘good mother’ ideal.  

The first way participants described their mothering as being situated outside of the 

normative ‘good mother’ construct was through embracing imperfection. Participants frequently 

spoke to what Guendouzi (2005) describes as the ‘good enough’ mother. This discourse offers 

resistance to the ‘good mother’ ideal as it allows women discursive space to acknowledge they 

do not always live up to the ideal (Guendouzi, 2005: 32). Taylor captured this notion, as she said:  

“I think one thing I have really had to work on and accept over the years of being a mom 

who is chronically ill, is being okay with imperfection. I used to be a perfectionist before 

my diagnosis, so I have learned to be okay with not having the house perfect, with 

leaving messes to clean up later, with maybe doing the laundry but not being able to fold 

it right away, just little stuff like that. It's really a matter of being able to recognize when 

you need to rest or when you need to say, 'you know who I really can't deal with that 

right now, so I will deal with it when I can’.” 

 

 

 Similar to Taylor, Lindsay discussed the ways in which she embraces the idea of being a 

‘good enough’ mother. Specifically, Lindsay described how she had to learn to alter the 

expectations she has for herself within the mother role. By placing less pressure on herself to 
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fulfill all the expectations of the ‘good mother’ she is able to protect herself from over-exertion, 

while still being able to mother her children and practice self-care. Lindsay described how:  

“I mean you meet some moms who have these crazy expectations for themselves and for 

their kids… to eat a certain way, to be involved in the community, to engage in different 

extracurriculars etc. In comparison, I would say I’ve always been pretty laid back when it 

comes to my mothering style, even before I was diagnosed. But now with the FM, I think 

I accept that I don’t have the energy, and I think my daughter is really understanding and 

aware of my FM and therefore doesn’t hold me to unrealistic expectations…but I also 

think it really does come down to perspective, I mean I really don’t care what people 

think, like they don’t know me, and many people don’t understand FM anyways, so how 

can they judge me.”  

 

 

These descriptions of embracing imperfect mothering expectations were articulated 

alongside self-acceptance. On the topic of mothering, Sophia said: “something worth mentioning 

is the self-acceptance aspect of it all. You know, it’s about allowing yourself to feel grief, guilt, 

pain etc. those strong emotions, and accepting yourself and your body, on both the good days 

and the bad”. The mothers interviewed described the experiences they had with ‘coming to 

terms’ with their FM. This included the mental, emotional, and physical challenges FM poses, as 

well as accepting the identity of being a mother who is chronically ill. This was something that 

all interviewees deemed extremely challenging and required years of adjusting and re-adjusting 

their lifestyles to obtain.  

Changing Work/Life Balance and Altering Career Aspirations  

One of the ways in which interviewees described changing their lifestyles to better 

support them in balancing their duties as a mother with the coping and managing of their FM, 

was through altering their work/life balance and career aspirations. All participants described 

eventually having to take permanent leaves from work. Interviewees expressed the reluctance 

they had in going off work because of their FM, however many claimed that it came to a point 



 

 

91 

 

where they were no longer capable of maintaining their former occupations. Lindsay captured 

this in saying:  

“When I was first diagnosed and really struggling with my FM I had been off work for 

over a year… and I really haven’t been back to work full-time since. I tried to get back, I 

would go on and off a week, and would have to work a couple days a week and take the 

rest of the week off. I really tried to push myself to stay, but I couldn’t do it anymore.”  

 

 

Overall, changes to work life and career aspirations were difficult subjects for most 

participants to discuss, as the process of leaving the workplace caused a great deal of financial 

and emotional stress. Laura described the difficulty in balancing expectations as a mother with 

the expectations of working full-time. Laura also discusses the stigma she experienced when 

disclosing her FM and attempting to go on long-term disability. Laura said: 

“The expectations of being a mother were difficult… there’s this belief that mothers are 

expected to work full time, to take care of the house full time, and to take care of the kids 

full time… I continued to teach and work for 5 years after my diagnosis… I worked until 

I was no longer able to physically maintain my occupation. The process of going on long-

term disability was very difficult… the application process was strenuous, and the 

legitimacy of my FM was questioned… I also didn’t have any advocate on my behalf, I 

had to advocate for myself in the process. I really wasn’t physically, mentally, or 

emotionally capable of doing that… so I ended up retiring early on a reduced pension, 

and as a result accepted a small pension and have had to deal with the financial outcomes 

of that.” 

 

 

 While participants generally had more comments regarding the negativity around having 

to leave previous careers and occupations, interviewees also explained how being off work 

impacted their mothering and their self-care in many positive ways. First, interviewees described 

how leaving their previous occupations allowed them to re-evaluate their role within the family 

and take care of themselves. Taylor described how her struggles with FM allowed her to ‘slow 

down’ and be more present in her life. Taylor said:  
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“I would say that besides all the obvious challenges FM poses to myself as a mother, 

having this illness has really made me slowdown in life and appreciate things more. You 

know, I am not focused on work or advancing my career or doing everything perfectly as 

a mother and wife... it’s really made me slow down because I have no choice. But 

because I get to slow down, I really get to appreciate the smaller things in life, like 

having conversations with my daughter and being present with my family.”  

 

 

Other interviewees expressed how being off work allowed them to take on the role of a 

‘full-time mom’. The rhetoric around this position was that because mothers were spending more 

time at home, while they sometimes were unable to meet certain physical demands, they 

discussed being able to ensure that at home they were spending more time as a family. Many 

participants expressed that over time they realized the value and importance of having such a 

prominent role in the household. This realization strays from the dominant narratives of modern 

mothering, which highlight the fulfillment gained by women who balance their careers with the 

mothering role and responsibilities. Participants noted that once they were no longer to continue 

in their former employment or career they were able to realize the significance of mothering and 

the important role they play within the family. At first, many participants described not being 

able to continue with their work as a loss, however over time coming to realize that their role as 

mothers contributed to a different type of fulfillment, and in its own right, was a different type of 

work. Jane captured this, saying:  

“… I feel that as I came to terms with my FM and having to leave work, my role as a 

parent became the manager of the home… I was a career person, so I guess this was kind 

of my new job or title… to make sure that everything was going well in the home. I think 

it was important for me to do that, and I do feel that I was able to do a little bit more in 

that sense, because I didn’t have the extra expectations and pressures I would have had 

from having a career.”  
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In straying from the idealized expectations of the ‘good mother’, participants were able to 

set boundaries, embrace imperfections, and alter their work/life balance in ways that complied 

with their FM. While resisting the ‘good mother’ ideal was strongly reinforced by the pressure 

the mothers’ felt to conform to the idealized expectations, over time participants were able to re-

define what mothering looks like when suffering from FM. Thus, mothers were able to feel 

fulfilled within their roles as mothers despite being situated outside of the ‘good mother’ ideal.  

Advocacy and Empowerment  

Jensen and Allen (1994) discuss how living with disease and illness is the unending work 

of survival, often involving processes of comprehending, managing, belonging, normalizing, and 

valuing yourself and your condition. The challenge, they write, is with changing norms, 

expectations, and values, and striving to find a place where one is fulfilled and connected to their 

surrounding world (Jensen and Allen: 1994, 362). For participants of my study,  identifying as 

‘survivors’ of their FM was a way they created communities of support for themselves and 

others. Part of this process involved contesting the stereotypical and stigmatizing images of 

people with FM, which often include the notion that those diagnosed with FM are ‘damaged’, 

‘inadequate’, and unable to be ‘well’. When individuals with FM were able to see themselves as 

active agents in their own treatment plans and re-negotiate their role and expectations as mothers 

they experienced a change in perspective in being a ‘victim’ to becoming a ‘survivor’ of her FM.  

Participant discussion of ‘survival’ included several parallels to the way in which Shelly 

Ortner discusses agency. Ortner (2006) describes agency as “forms of power that people have at 

their disposal, their ability to act on their own behalf, influence other peoples and events, and 

maintain some kind of control in their lives” (143). For participants of my study, having a change 
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in perspective from being a passive ‘victim’ into an active ‘agent’ is what contributed to creating 

a source of empowerment among mothers with FM. Ultimately, this resulted in the achievement 

of better coping and managing strategies for their FM symptoms, as well as a more positive 

outlook on both their condition and sense of self.  

Van Uden Kraan et al. (2008) define empowerment, in terms of chronic illness, as 

reflecting the belief in individual autonomy, with the right and responsibility to access health 

information and make their own health-related decisions (406). Individuals who suffer from a 

chronic illness often consider empowerment to be both an individual and a collective process to 

which they can take control over their lives and manage their condition. In my study, participants 

highlight the significance of sharing alternative experiences of motherhood as a source of 

empowerment, as well as a way to better cope and manage their FM. One participant Laura, 

discussed empowerment as a way to support others, accept differences, and celebrate success 

despite the many challenges of living with FM. Laura said:  

“For me, empowerment is key… I think that we need to empower women in my 

community [women with FM]…we need to be empowered to demand respect, to demand 

recognition, and to embrace the fact that we deviate from the norms of mothering…we 

are an alternate form of mother and an alternate form of women. I defy the expectations 

of people suffering from FM because my FM and chronic pain hasn't prevented me from 

making contributions to society… and if I can do it than others can too... but they need to 

be told ‘you can do this’, just because people are telling you that you can’t, you can’t 

believe them… it’s about saying ‘you know what, if you got out of bed this morning, 

you’re a warrior’… it’s recognizing the small achievements everyday”.  

 

Above, Laura captured the individual and collective nature of empowerment. An important 

aspect of Laura’s comments is the need for acknowledging the suffering of yourself and others 

but also to celebrate successes. Many participants highlighted how individuals with FM can 
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empower each other by helping one another adapt to lifestyle changes, find effective treatment 

strategies, and build strong support networks.   

Empowerment occurs when women with FM are able to find some good in their own 

suffering (Moore 1995: 100). Participants discussed the positive impact of empowering others 

and the need for sharing of successes in the coping and managing of FM in everyday life. 

Participants Kelly and Sarah described how, over time, they have been able to help empower 

others who are suffering from FM. They said:  

Kelly: “I am finally at a time in my life where I really feel empowered enough to 

advocate for myself and to be willing to share my experience if it’s going to help another 

person who was just diagnosed with FM get out of bed in the morning, you know?” 

 

Sarah: “The highest amount of support I receive is giving myself to others. By being 

there with people struggling, helping them, guiding them etc. This is what I do in my 

support group…being there for someone else is, I think, where I myself started to heal. 

Socializing helps a lot with the FM…I find that because FM can be really isolating for 

people, people need to know they’re not standing alone”.  

 

 

Although this process was something these women described as developing over time, 

Kelly and Sarah found that contributing to the coping and management of others’ FM created 

feelings of mutual empowerment. Most commonly, participants discussed this as occurring in the 

form of support groups. Several participants were administrators of support groups within their 

area. These women expressed feeling compelled to start groups due to the lack of support they 

experienced throughout the initial diagnostic and treatment process. Essentially, their shared 

desire and motivation for becoming involved in these groups was to spread awareness of useful 

information, services, and resources, and ultimately to let others living with FM know that they 

are not alone in their journey.  
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As ‘survivors’ of FM, participants suggested the need for improving the quality and 

accessibility of online information. Specifically, participants discussed the need for access to 

credible and easy-to-follow information regarding the symptomology of FM and potential 

treatment and management strategies. Kourtney said:   

“I’ve done a lot of research online… I keep up with Medscape and the whole shebang of 

that literature. I read everything there is to read on fibromyalgia and chronic fatigue 

syndrome… but I think because I was previously a nurse, and working in the health field, 

that it is easier for me to do this…but other people don’t know where to begin when it 

comes to accessing information, so they don’t know where to look in the first place. You 

can look up fibromyalgia, but that doesn’t always give you the proper answers… there’s 

a lot of websites that have bits and pieces of useful information, but rarely do you find 

enough information in one place”.   

 

 

Participants, like Kourtney, illustrated the issues surrounding access to online 

information. While some participants were able to keep up with ongoing research initiatives, the 

majority of participants found online information inconsistent, insufficient, and largely 

incomprehensible. This issue has been a focus of recent studies within the discipline of medical 

anthropology, and related social science fields. Specifically, literature has begun to address how 

the social media and growing Internet culture implicate chronic illness management (Daraz et al.: 

2011, Merolli et al.: 2013, Van Uden Kraan et al.: 2008). Overall, these researchers claim that 

the Internet is changing the way individuals gather information about chronic conditions, like 

FM, and has the potential to facilitate effective self-management of chronic symptoms. However, 

the majority of websites are highly variable in terms of quality and readability and are thus 

difficult for people with FM to recognize which resources are credible and which are not (Daraz 

et al., 2011: 7). Current literature on the topic suggests that the development of online resources 
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has to shift health information-seeking to a more user-centric, engaged and collaborative 

experience (Merolli et al., 2013: 958). The findings of my study support this perspective. 

Aside from assisting those diagnosed with FM in finding effective management and 

treatment strategies, improving the availability and accessibility of online information was 

referred to as a way forward in creating more public awareness of FM. One participant, Julie, 

compared her experience with being diagnosed with FM to her most recent diagnosis of early on-

set Dementia and Parkinson’s disease. Julie described how because Dementia and Parkinson’s 

Disease are well-established illnesses and are far less ‘invisible’ than her FM,  there is an 

increase in availability of online information and resources which made the process of 

understanding, coping, and managing her illnesses easier for herself, her family, and her health-

care professionals. Julie said:  

“It’s obvious that there’s an overall lack of awareness and public knowledge of FM…I 

mean how can you describe what you’re feeling or what your illness is when people are 

unable to understand you and are not knowledgeable about it… we definitely need more 

open and public knowledge on FM. Comparing my experience with my current diagnosis 

(early on-set Dementia and Parkinson's), there is more public awareness, people are more 

understanding, and there are more resources, services, and information available…I have 

found that, because of these things, my friends and family, as well as health-care 

professionals, have been able to better support me… and its sad really, because that is not 

the experience I had when diagnosed with my FM”.  

 

 

 While enhancing online information was discussed as a way to help spread awareness of 

FM, participants also advocated for an increase in the accuracy and quality of the representations 

of people living with FM. Participants discussed how the current representation of people living 

with FM generalizes the ‘image’ of what someone living with FM looks like, as well as assumes 

that, when someone is diagnosed with FM, their quality of life is diminished. Hannah and Katie 

both discussed these issues of representation and offered suggestions on how to: (1) improve 
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current representation of individuals living with FM, and (2) increase public awareness through 

accurate and informative representation. They said:  

Katie: “For me, I think public awareness needs to be improved greatly and done in a 

much more positive light. For example, I don’t know if you’ve noticed any 

advertisements for FM, but I have seen a number that show a woman alone with her 

hands over her head looking absolutely helpless… I think this doesn’t capture what 

having FM is like at all. I mean it’s an invisible illness, so typically we can appear to be 

‘healthy’ or ‘normal’ looking. I think the fact that it’s invisible needs to be highlighted 

more… we can still look normal but be legitimately sick, and that is something that is 

very misunderstood. Going along with that, is the need for there to be more sharing of 

success stories of people with FM. I think sometimes people just need to hear those 

stories to be motivated or feel inspired or whatever. My outlook is if you want something 

badly enough, you find a way to get through it. I feel that many people I have met with 

FM are also very persistent in that regard.”  

 

Hannah: “How do I think public awareness on FM can happen? …well I think there is a 

need for more representation in general. You know, public representation of people with 

it. Not just a 61-year-old lady who looks like she just sits home and does nothing all 

day…but people who have vibrant, active lives, and who are living a fulfilling life despite 

the illness. I think being aware of the stories of people who have had success in managing 

their FM, can really help motivate those who are struggling with it”.  

 

 Participants challenged stigmatized images of individuals with FM by contesting the 

notion that those living with FM are ‘victims’ of their illness. Participants emphasized the need 

to create advocacy and empowerment efforts among those with FM in order to better represent 

and support those diagnosed. Participants also expressed how they were able to play a more 

active role in the managing of their own symptoms when provided with an opportunity to share 

their lived experiences with FM. As detailed in this thesis, the stories shared by participants 

included discussion of resistance to various structures that contribute to the stigma surrounding 

FM. Participants expressed how the sharing of individualized accounts of struggle and resilience 

created a sense of agency and empowerment, as much of the understanding of the condition 

stems from a strictly clinical dialogue, often lacking emphasis of the complex and diverse 
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experiences of FM. The motivation behind this approach involves the need to represent those 

who have been misrepresented in research and literature on chronic illness and disability, and to 

give agency to individuals in how their stories are being told (Garden, 2014: 77). One participant 

Kelly discussed this, she said:  

“Another thing that I think needs to change is how the research on FM is being 

conducted. I think that the nature of FM makes people feel timid and ashamed, and as 

result, they are deterred from speaking publicly of our condition. I think this stems from 

the lack of recognition FM gets within the medical field specifically, because there are no 

known cures and because the treatment for FM differs from person to person, no one 

really has solid answers.  We need to have a voice, where we really haven’t had a voice. 

FM patients are the people who are being silenced, when all the doctors and researcher’s 

and ‘experts’ write of us without actually talking to us. They are the ones who need to 

give us a voice or an avenue to give feedback and to brainstorm different coping and 

managing strategies… I think then we would be able to see trends in what works and 

what doesn’t. 

 

 

Narratives of chronic illness examined in social science research highlight how 

experiences of suffering are part of a continual process and are determined by situational factors 

which influence how individuals with chronic conditions are represented (Hyden, 1997: 51). 

Garden (2010) writes that people with chronic illness and disability look to narratives as a way of 

reflecting and interpreting their experience, breaking from a normative identity, and enabling 

healthcare providers to better understand patient experiences and the social structures that shape 

them (121). Above, Kelly captured the many ways research can include narratives of the lived 

experiences with FM. Kelly suggested that this approach can result in the production of valuable 

knowledge and understanding of the condition, as well as better represent those living with FM. 

Participants stressed how the telling of their lived experiences transforms the illness experience 

from an individual to a collective phenomenon by fostering mutual support, understanding, and 

compassion. As such, the inclusion of the lived experiences shared in this study is integral to 
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better understanding FM and acts as a form of resistance to voices of ‘experts’ that often 

inadequately represent experiences of the condition.  

Conclusion 

In this chapter, I discussed how participants challenge the stigma associated with FM by 

changing their perspective from being victims of the condition to becoming survivors. 

‘Surviving’ FM was a way that participants felt they had more control over their FM, as well as 

better cope and manage their symptoms, while also reconfiguring their roles as mothers.  

Participants saw survival as a way to contest the stigmatized images of individuals with FM as 

well as the expectations of the ‘good mother’ role. By developing and maintaining a combination 

of coping and management strategies, participants were able to ‘feel well’ despite being 

chronically ill. In this chapter, I have highlighted how participants actively engaged in their 

treatment and as a result were able to develop self-management techniques and practice self-care. 

Moreover, participants were also able to develop a sense of ‘feeling well’ by establishing social 

support from family members, their children, and other individuals within their communities 

who are chronically ill.  

Through re-configuring their roles as mothers, participants found coping and managing 

their FM to be a much more manageable process. Participants described pacing themselves and 

setting boundaries, embracing imperfection, and altering career and work expectations as major 

components to how they re-define the mothering role and resist the idealizations of ‘good 

mothering’. Comprehensively, mothers with FM discussed the importance of balancing the 

demands of mothering with self-care and emphasized the need to delegate certain motherly tasks 

based on their ever-fluctuating physical and emotional states. Over time, participants revealed a 
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sense of fulfillment in performing a variety of motherly duties, and looked proudly at their 

mothering role as a source of fulfillment when having to alter their former career and 

employment statuses.  

Finally, this chapter ends with discussion of empowerment and advocacy. Participants 

expressed that through advocacy and empowerment efforts, they were able to establish a more 

positive sense-of-self and maintain greater control over their FM. Notably, for participants, 

empowerment was an important aspect of  ‘feeling well’ when living with FM. For mothers with 

FM, empowerment stemmed primarily from being better informed, accepting illness, increasing 

optimism and control over the future, enhancing self-esteem, building social well-being, as well 

as producing collective action, all of which echo important aspects of social science research that 

describe the process of empowerment among those living with chronic illness (Aujoulat et al.: 

2008, Rohatinsky et al.: 2017, Van Uden Kraan et al.: 2008).  

Another concept present within participant descriptions of empowerment and advocacy 

efforts among those living with FM is agency. The ways in which participants described 

‘surviving’ their FM incorporates important characteristics of Ortner’s (2006) description of 

agency which speaks to the individual ability to seek control and exert active influence in one’s 

own life. Interviewees discussed the benefits of actively participating in their own treatment, 

advocating for themselves and others with FM, as well as foster feelings of mutual support and 

empowerment. Based on their experiences of  ‘surviving’ FM, participants reflected on the 

dominant medical and public discourses of FM that provide inadequate representations of people 

with FM and discussed the need for research to include narrative accounts of the lived 
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experiences with FM, so that individuals can feel a sense of empowerment and agency in how 

the specificities of their illness experience is both described and understood. 
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CHAPTER 6- Conclusion 

To conclude this thesis, I begin by providing a summary of arguments made throughout 

the previous two analysis chapters. Namely, this includes a description of how participants 

challenge the ‘good mother’ ideal and achieve as sense of ‘feeling well’ despite living with FM. 

Next, I discuss the public and academic significance of this study, by outlining the contributions 

my research makes to both the academic and public discourse on FM. This section advocates for 

the enhancement of current information on FM, the accessibility of information for individuals 

diagnosed with the illness, as well as improving the current representation of those living with 

FM within both academia and the general public. Following this, I discuss the academic 

contributions this research makes to the anthropology of chronic illness literature. Notably, my 

thesis integrates key components of the anthropology of mothering literature to contribute to a 

comprehensive understanding of the lived experiences of invisible chronic illness, in this case 

FM. I conclude by discussing various avenues for future research on this particular subject, as 

well as how this study can contribute to future work within the social sciences and the field of 

medical anthropology.  

Summary of Arguments  

Mothers living with FM experience chronic illness in unique and complex ways. 

Participants of my study revealed many challenges related to both the discreditization and stigma 

associated with FM, as well as the idealized expectations of the ‘good mother’. Moreover, 

mothers emphasized how their experiences with FM integrated ‘coming to terms’ with their 

illness, as well as re-negotiating their expectations within the mother role. Specifically, they 

developed their identities as surivors of FM by crafting their own care practices to manage their 
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mindful body with FM. They also cultivated support from family and peers, and learned to set 

boundaries and accept imperfection. By providing personalized accounts of coping and 

managing FM while mothering, my thesis contributes to both the current research on FM, as well 

as the anthropology of chronic illness literature. In my analysis, the sharing of lived experiences 

with FM were included not for pity, but rather to help empower these women by providing them 

with the opportunity to share their individual stories of coping and survival. It is my hope that, as 

a researcher, I have conveyed these perspectives of mothering with FM so that partcipants’ 

stories can act as a source of inspiration for others who may be suffering. Comprehensively, the 

goal of this research is to provide deeper insight into the nature of invisible chronic illness as 

well as the various social barriers mothers encounter while coping and managing chronic 

symptoms. 

 In reference to the experience with the various symptoms of FM, participants of my study 

emphasized the integration of the physical and emotional impact of the illness. It is important to 

note that, to date, the experiences of FM have been largely understood in terms of its physical 

symptoms such as chronic pain and fatigue (Dennis et al.: 2013). Moreover, the diagnostic 

criteria is based solely off of the physical symptoms caused by the illness (Chen: 2012, McInnis 

et al.: 2014). Comparatively, by drawing on participants’ lived experiences of FM detailed in this 

thesis, I argue that understanding FM as a holistic experience and recognizing its impact on both 

the physical and emotional well-being of those diagnosed is extremely important to providing a 

more comprehensive and realistic representation of those living with FM. 

Participants stress that in order to build effective coping and management strategies, 

individuals with FM need to be involved in all stages of the illness experience (i.e. diagnosis, 
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building of support, fostering of effective coping and management techniques, balancing of 

various roles and responsibilities). Current anthropological studies of the ‘illness experience’ 

lack thorough investigation of effective supports and ways of coping with specific chronic 

conditions through the use of narratives (Armentor 2017, Charmaz 1983, Klienman 1992, Pierret 

2003). By investigating the narratives of mothering with FM, I discovered that when individuals 

actively participate in the treatment and management of both the physical and emotional effects 

of their FM they are able to produce individualized strategies of coping that best support them. 

This finding contributes to anthropological and social science understandings of the ‘illness 

experience’ and enriches how illness narratives are intregrated within medical anthropology 

investigations on chronic illness, which has not been fully explored within the current literature.  

Finally, by investigating the experiences of mothering with FM, I highlight how mothers 

are held to unattainable and unrealistic expectations of ‘good mothering’. While I recognize this 

idealization impacts all mothers, the expectations of ‘good mothers’ are more burdensome for 

mothers who are chronically ill (Austin and Carpenter: 2008, Malacrida: 2009, Shambley-Ebron 

et al.: 2006, Vallido et al.: 2010). Never and Bernardi (2011) argue that feminist scholars have 

challenged the assumption that motherhood is a universal concept and homogenous experience. 

Notably, researchers call attention to the special discrimination and exploitation of mothers who 

lay outside social and cultural ‘norms’, which includes single mothers, step-mothers, mothers of 

colour, as well as mothers of a different ethnic or national background (166). While this focus is 

extremely important to future work on mothering, it is essential for this work to also include 

women with chronic illness and disability, which has been investigated from very few angles. To 

date, few studies have emphasized the ways in which a mother’s experince with chronic illness 
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intersects with her role as a mother and the expectations of mothering. Furthermore, the majority 

of research that does look at this intersection examines the experiences of mothers with physical 

disabilities and the experiences of mothering children with physical disabilities and various 

illnesses (David et al.: 2016, Frisch: 2019, Landsman: 2009, Nicholas et al.: 2016). I argue that 

research on mothering can work towards providing more realistic accounts of the individual and 

unique experiences of mothering, which work to de-normalize the expectations of ‘good 

mothering’, as the stories of mothering with FM do. Likewise, research on chronic illness can 

further explore how mothers with a variety of illnesses manage both their roles as mothers and 

their coping and managing of symptoms over time.  

Significance of the Study  

Overall, my investigation serves to enrich the public and academic discourse of FM. I 

contend that a focus on the lived experiences of FM, in combination with an analysis of current 

information, services, and resources, enhances understandings of FM as a chronic condition and 

contributes to existing literature. Likewise, my study highlights how the information and 

resources available to those diagnosed with FM are elusive and often difficult to retrieve. By 

describing the effectiveness of supports and services available to those diagnosed with FM, my 

findings simultaneously raise awareness of FM and its physical, social, and emotional effects, 

while proposing efforts to increase the quality of support for individuals navigating their own 

journey of identifying as chronically ill. Moreover, this thesis integrates anthropological 

understandings of chronic illness and of mothering, highlighting how mothers with FM cope 

with their condition and re-negotiate the expectations of the ‘good mother’.  
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Academic Contributions  

 By investigating the lived experiences of mothering with FM, my study integrates 

anthropological understandings of chronic illness and of mothering. My research provides 

important insight into how mothers with FM re-defined what it means to be a ‘good mother’, 

achieved a sense of ‘feeling well’ despite living with chronic illness, and actively participated in 

the process of coping and managing their illness. Overall, my study contributes to 

anthropological research that explores the lived experiences with chronic illnesses by integrating 

how motherhood impacts a women’s ability to cope and manage FM. This unique approach 

reveals the difficulty in re-negotiating ‘self-identity’ when chronically ill, in particular balancing 

the expectations of ‘good mothering’ with the coping and managing needed to achieve a sense of 

‘feeling well’ when living with FM.                                                                                       

 Although considerable research on FM has been conducted within other fields such as 

psychology and medicine (Asbring 2001, Briones-Vozmediano et al. 2016, Felton and Revenson 

1984, Furness et al. 2018, Oldfield et al. 2018), conversations on this specific condition within 

anthropology are scarce. The majority of anthropological research on chronic illness has risen 

from questions addressing the ways in which illness is conceptualized, the influence biomedical 

perspectives have on illness management, the role of medical treatment, as well as the cost and 

accessibility of care (Eaves et al.: 2014, Hay: 2010, Heurtin-Roberts and Becker: 1993 

Honkasalo: 2001, Jackson: 2005,  Kieran and Matnooth: 2001, Miles: 2011, Moore: 2012, Orbist 

et al: 2003).                                                       

The existing anthropological literature on chronic conditions has the tendency to generalize 

the experience of illness and lacks specificity. Within the field of medical anthropology chronic 
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illness is represented more broadly in literature focusing on the ‘illness experience’ (Armentor 

2017, Charmaz 1983, Klienman 1992, Pierret 2003). A frequently cited publication in the 

anthropology of chronic illness literature is Chronic Chronic Conditions, Fluid States: 

Chronicity and the Anthropology of Illness edited by Lenore Manderson and Carolyn Smith-

Morris (2010). This publication features recent anthropological studies that have investigated the 

topic of chronic illness. However, most of these recent studies have looked at the experiences of 

chronic illness from a cross-cultural perspective, as well as the ways in which women experience 

chronic conditions (such as HIV/AIDS). Despite the growing interest among scholars to 

diversify this body of literature research investigating the ways in which a woman’s identity 

intersects with the experiences of a variety of chronic conditions is limited. As such, my research 

addresses this gap by providing account to women’s experiences as mothers diagnosed with FM.                                                                                                                         

 Comparatively, anthropological literature on mothering within the North American 

context examines women’s experiences by frequently citing the idea of the ‘good mother’ 

(Elmberger et al., 2005, McKeever and Miller, 2004; Miles, 2011; Wilson, 2007). The ‘good 

mother’ is described as a normative construct to which women measure their role in maintaining 

their children’s (and often their family’s) well-being. Walks and McPherson (2011) write that 

‘good mothers’ manage everyday tasks such as being responsible for children's and household 

nutrition, health, education, spiritual development and language learning, while simultaneously 

distributing appropriate discipline and care (4). A small portion of the literature on mothering 

discusses how chronic conditions impact the role of the mother, however the positioning is 

reversed to that of my research interest. For instance, McKeever and Miller (2004) show how 

mothering a child with a disability or chronic condition often results in mothers putting their 
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children’s well-being and health over their own in order to maintain the identity of the ‘good 

mother’ (360).  Similarly, anthropological studies of disability discuss the experiences of 

mothering with physical impairments, which highlights the challenges of being a mother who has 

mobility issues, as well as how these mothers experience stigma and shame in relation to their 

disability (Malacrida 2009).                                                                                                             

While limited, anthropological literature on mothering that does discuss the experiences of 

North American mothers diagnosed with chronic conditions highlights the feelings of guilt and 

inadequacy these women express in not being able to achieve the idealized status of the ‘good 

mother’. However, there is a need for research to specifically examine how those affected by 

chronic conditions manage both their relationships and social roles, as academic literature has 

been slow to address this area (Armentor: 2017, 463). Wilson (2007) states that given the lack of 

attention paid to motherhood in the work on chronic illness, investigating this topic points to the 

importance of motherhood as a key source of identity (622). Overall, my research addresses 

these gaps in the anthropological literature on mothering by examining the intersectional ways in 

which women experience chronic illness. Specifically, my project contributes to these bodies of 

literature by combining how women diagnosed with FM cope with their illness while 

simultaneously managing their relationships and social roles as a mother.                                                                                                                                      

Public Contributions  

A significant stakeholder community in this research is the population of mothers who 

are living with FM in Canada. The voices of those living with FM often go unheard, whether it 

be due to stigma, fear of disclosure, or the lack of legitimization within both the public and 

academic discourse of the condition. To date, there are limited amounts of narrative studies on 
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FM which have taken account of how the illness experience evolves overtime. The limited 

attention given to accurate and first-hand portrayal of the lived experiences of FM within the 

existing research inadequately captures the true nature of the illness, fails to contribute to the 

enhancing of public awareness, as well as lacks comprehensive and nuanced understandings of 

the illness experience. McMahon et al. (2012) argue that by listening to the narratives of 

individuals with FM it may be possible to gain a more detailed understanding of the condition, 

which can provide useful information regarding person-centered interventions around the 

specific needs and goals of those living with FM (1359). Therefore, the approach of my study 

was to include narratives of the ongoing experiences with FM and how participants make sense 

of their illness. Specifically, by examining and comparing personal narratives, it is my hope that 

this study provides a deeper understanding of the ways in which participants deal with the 

challenges FM poses, and advocates for the enhancement of available information, services, and 

resources. Ultimately, the use of narratives in my study shed light on how both the struggles and 

triumphs of participants worked to re-shape their identities as mothers and work to create more 

comprehensive understandings of the illness.   

Throughout the thirteen semi-structured interviews, participants also spoke of the many 

ways that education, information, and public awareness of FM can challenge the stigma 

associated with the illness. Interviewees suggested the need for improving educational initiatives 

which can increase the understanding of the condition among health-care practitioners, and thus 

better educate those diagnosed on the various forms of support and treatment available. 

Participants also discussed the need for enhancing information and making information more 

accessible. This was described as being important for individuals who are first diagnosed, so that 
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they are able to begin the process of ‘coming to terms’ with the condition and find which coping 

and management strategies work best for them. A final topic participants discussed alongside 

education and information access was the need for more public awareness of the condition. 

Public awareness is important for individuals with FM to feel understood and supported. There 

were many suggestions on how to improve public awareness of FM. Notably, participants 

discussed the need for enhancing online information, as well as providing accurate and 

informative representation of those living with FM.   

 Overall, educational initiatives are crucial to providing individuals with information that 

focuses on effective strategies for managing and coping with FM. So too can such initiatives 

provide information that can help individuals come to terms with their illness and understand its 

physical and emotional impacts. Chen (2012) writes that due to the wide variety of symptoms 

individuals with FM may experience over the course of their illness, information of the condition 

must be ample and diverse (219). Health care promoters can help individuals with FM by 

educating them of the variety of symptoms and the many potential treatment strategies. By 

enhancing the understanding of the condition, education initiatives can better equip those living 

with FM to cope with the chronic nature of the illness and make positive lifestyle changes. 

Similarly, Rogers and Maurizio (2012) suggest that not only should attention be made to 

providing education to people with fibromyalgia, but so too should focus be put towards 

educating health care practitioners and the general public about the symptoms, expected severity, 

and available resources for those with FM (75). Such educational opportunities may include 

health promotion programs at community hospitals or outpatient clinics, training at support 



 

 

112 

 

group meetings, information available through brochures, information hotlines, or use of the 

Internet (Rogers and Maurizio, 2012: 75).  

The research of Daraz et al. (2011) highlights the substantial gap between the information 

needs and preferences of individuals with FM, and what those diagnosed are able to access. 

Specifically, they write how although individuals living with FM express a strong desire to seek 

information from their healthcare providers, only a minority of respondents indicated healthcare 

professionals as being helpful in terms of providing useful information (Daraz et al., 2011:31). 

As detailed above, there is a need to increase the accessibility of information related to FM 

symptomology and management. My research confirms these previous studies which explore the 

varied availability and accessibility of information, and the usefulness of providing inividuals 

with the opportunity to better understand their illness and the various supports, treatments, and 

services that may benefit their coping and managing of symptoms. Within the thirteen semi-

structured interviews of my study, interviewees also echoed this sentiment. Notably, participants 

found the information given to them by health care professionals at the time of the diagnosis 

insufficient in number of ways, including; (1) a lack of comprehensive treatment and 

management strategies, (2) little acknowledgment of various services and resources to assist in 

the coping and managing of the condition, and (3) little to no information regarding how to 

access support.  

My study suggests that enhancing communication and understanding of FM among 

clinicians and care providers create opportunity to better educate patients about the condition 

itself, as well as help develop more efficient personalized management strategies. Many 

participants expressed an overall lack of sufficient information at the time of diagnosis. 
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Presumably, if the current information health-care professionals have regarding the condition 

itself, as well as potential support and management services, resources and strategies, the more 

likely it is that individuals who are diagnosed with FM will have the means to better manage and 

cope with the condition at the earlier stages of their illness experience.  

 Similarly, participants also suggested how a lack of consistency and quality of 

information that is being given to individuals diagnosed with FM significantly impacts the ability 

to cope and manage symptoms, particularly in the early stages of the illness experience. As such, 

research is needed to better inform individuals of the diverse symptoms and therapeutic 

interventions, so that the quality of information available for individuals diagnosed with FM can 

be improved. While some participants were able to keep up with ongoing research initiatives, the 

majority of participants found online information inconsistent, insufficient, and largely 

incomprehensible. This issue has been a focus of recent studies within the discipline of medical 

anthropology, and related social science fields. My findings suggest that the availability of online 

information that assist inidviduals in developing effective coping and management strategies 

play a significant role in the everyday lives of those diagnosed with FM.  

Aside from assisting those diagnosed with FM in finding effective management and 

treatment strategies, improving the availably and accessibility of online information was referred 

to as a way forward in creating more public awareness of FM. Not only does the enhancing of 

online information help spread awareness of FM, participants also highlighted how it can also be 

used to increase the accuracy and quality of representation of individuals with FM. Specifically, 

by improving the representation of those living with FM, individuals who have been just 
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diagnosed, or those seeking information about the condition itself, can better understand the 

nature of the illness and stray from images that portray individuals as ‘victims’ of the illness. 

Future Research  

While I have begun to explore the lived experiences of mothers with FM and how 

identities can be re-defined and re-negotiated amidst living with chronic illness, further 

exploration of this topic is still necessary going forward. I have noted the importance of 

addressing the physical and emotional impact of FM and the need to provide more 

comprehensive representation and understanding of the illness within both the public and 

academic discourse on FM. Future research should also prioritize providing comprehensive 

understandings of the mindy/body experiences of FM. By creating more accurate accounts of 

living with FM, the general population, health-care professionals, and interdisciplinary scholars 

will have have access to more comprehensive understandings of the illness experience and the 

symptoms of FM.  

Similarly, I have suggested that the prioritization of individual stories of coping and 

survival empowers, validates, and legitimizes the voices of those living with FM. By providing 

individuals with the opportunity to share their stories, we are able to better understand how those 

living with FM accept the reality of begin chronically ill and re-adjusting their social roles. It is 

important that the uniqueness of each individual’s experience with FM be emphasized due to the 

highly variable nature of the illness and its symptoms. As a result, more information will be 

available regarding the effectiveness of interventions and treatments for a wide range of 

symptoms. 
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To further these suggestions, it would be beneficial for future research to include a larger 

sample of women with FM in Canada. In order to better understand the nature of FM and 

effective coping and managing strategies it is worthwhile that researchers look into different 

geographical areas, as the responses regarding the accessibility and availability of information, 

services, and supports may vary depending on the location of participants.   

A final suggestion for future research would be to look at how women who do not identify 

as mothers experience FM and other invisible chronic illnesses. It would be useful for 

researchers who adopt this approach to consider how other identities (i.e. religion, ethnicity, 

class, sexual identity) might shape the experiences of women living with chronic illness. Similar 

to my study that looks at the experience of mothering, these identities would also impact the 

ways in which women experience chronic illness and find support for their own coping and 

managing of symptoms.  

 



 

 

116 

 

REFERENCES 

 

An Anthropology of Biomedicine, Second Edition. Edts. Margaret Lock and Vinh-Kim Nguyen. 

 Wiley Blackwell: West Sussex, United Kingdom. 2010. 

 

An Anthropology of Mothering. Edts. Michelle Walks and Naomi McPherson. Demeter Press. 

 Bradford, ON, Canada. 2011. 

 

Armentor, Janet L. (2017) Living with A Contested, Stigmatized Illness: Experiences of 

 managing Relationships Among Women with Fibromyalgia. Qualitative Health Reach, 

 Vol. 27 (4) pp. 462-473  

Asbring, Pia (2001) Chronic Illness- A disruption in life: identity-transformation among women 

 with chronic fatigue syndrome and fibromyalgia. Journal of Advanced Nursing, Vol. 34 

 (3) pp. 312-319  

Aujoulat, Isabelle, Renzo Marcolongo, Leopoldo Bonadiman, Alain Deccache (2008) 

 Reconsidering patient empowerment in chronic illness: A critique of models of self-

 efficacy and bodily control. Social Science & Medicine, Vol. 66 (5) pp. 1228-1239 

Austin, Helena and Lorelei Carpenter (2008) Torubled, Troublesome, Troubling Mothers: The 

 Dilemma of Difference in Women’s Personal Motherhood Narratives. Narrative Inquiry, 

 Vol. 18 (2) pp. 378-392  

Bell, Kristen and Svetlana Ristovski-Slijepcevic (2011) Metastatic Cancer and Mothering: Being 

 a Mother in the Face of a Contracted Future. Medical Anthropology, Vol. 30 (6) pp. 

 629-649 

Bernard, H. Russell (2011) Research Methods in Anthropology: Qualitative and Quantitative 

 Approaches, Fourth Edition. Altamira Press, Rowman and Littlefield Publishers.  

Blum S., M. Brow and R.C. Silver (2012) Coping in The Encyclopedia of Human Behavior, 

 University of California, Irvine, CA USA. 

Briones-Vozemediano, Erica, Carmen Vives- Cases, and Isabel Goicolea (2016) ‘I’m not the 

 woman I was’: Women’s perception of the effects of fibromyalgia on private life. Health 

 Care for Women International, Vol. 37 (8) pp. 836-854  

Broom, Alex F., Emma R. Kirby, Jon Adams, and Kathryn M. Refshauge (2015) On 

 Illegitimacy, Suffering and Recognition: A Diary Study of Women Living with Chronic 

 Pain. Sociology, Vol. 49 (4) pp. 712-731 

 

Buchbinder, Mara (2011) Personhood Diagnostics: Personal Attributes and Clinical Explanations 

 of Pain. Medical Anthropology Quarterly, Vol. 25 (4) pp. 457-478 



 

 

117 

 

Buckelew, Susan P., Bruce Huyser, John E. Hewett, Jane C. Johnson, Robert Conway, Jerry C. 

 Parker, and Donald R. Kay (1996) Self-efficacy predicating outcome among fibromyalgia 

 subjects. Arthritis & Rheumatology, Vol. 9 (2) pp. 97- 104 

 

Caputo, V. (2007) She’s From a ‘Good Family”: performing childhood and motherhood in a 

 Canadian private school setting. Childhood, Vol. 14 (2) pp. 173-192  

 

Chakrabarty, Sangita and Roger Zoorob (2007) Fibromyalgia. American Family Physician, Vol. 

 76 (2) pp. 247-254 

 

Charles, Natalia C., and Rachel C. Berman (2009) Making Space for Positive Constructions of 

  the Mother-Child Relationship: The Voices of Mothers of Children with ASD. Maternal 

 Health and Well-Being, Vol. 11(1) pp. 180-198 

Charmaz, Kathy (1983) Loss of self: a fundamental form of suffering in the chronically ill. 

 Sociology of Health and illness, Vol. 5 (2) pp. 168-195  

 

Charmaz, Kathy (2002) The Self as Habit: The Reconstruction of Self in Chronic Illness. The 

 Occupational Therapy Journal of Research, Vol. 22 pp.31S041S 

Chen, Annie T. (2012) Information Seeking over the Course of Illness: The Experience of People 

 with Fibromyalgia. Musculoskeletal Care, Vol. 10 (4), pp. 212-220 

Chronic Conditions, Fluid States: Chronicity and the Anthropology of Illness. Edts. Lenore 

 Manderson, and Carolyn Smith-Morris. 2010  

Clauw, Daniel J. (2009) Fibromyalgia: An Overview. The Journal of American Medicine, Vol. 

  122 (12A) pp. S3-S13 

 

Clauw, Daniel J., Yvonne D’Arcy, Kevin Gebke, David Semel, Lynne Pauer & Kim D. Jones 

 (2018) Normalizing fibromyalgia as a chronic illness. Postgraduate Medicine, Vol. 130 

 (1) pp. 9-18 

 

Clauw, Daniel. J and Leslie J. Crofford (2003) Chronic widespread pain and fibromyalgia: what 

 we know, and what we need to know. Best Practice & Research Clinical Rheumatology, 

 Vol. 17 (4) pp.685-701 

 

Coping: The Psychology of What Works. Edts. C.R. Snyder. Oxford University Press, New 

 York. 1999 

 

Crooks, Valerie A. (2007) Exploring the altered daily geographies and lifeworlds of women 

 living with fibromyalgia syndrome: A mixed-method approach. Social Science & 

 Medicine, Vol. 64. pp. 577-588  



 

 

118 

 

Daraz, Lubna, Joy C. MacDermid, Seanne Wilkins, Jane Gibson, and Lynn Shaw (2011) 

 Information preferences of people living with fibromyalgia- a survey of their information 

 needs and preferences. Rheumatology Reports, Vol. 3 (7) pp.26-33 

 

Davis, N. Ann (2005) Invisible Disability. Symposium on Disability, Vol. 116 (1) pp. 153-213 

 

Dennis, Nicola L., Michael Larkin, and Stuart W. G. Derbyshire (2013) ‘A giant mess’- making 

 sense of complexity in the accounts of people with fibromyalgia. British Journal of 

 Health Psychology, Vol. 18 (4), pp. 763-781 

 

Douglas, Susan J. And Meredith W. Michaels (2007) Ch. 37: The New Momism. In Maternal 

 Theory; Essential Readings. Edts. Andrea O’Reilly. Demeter Press. pp. 617-639  

 

Eaves, Emery R., Mark Nichter, Cheryl Ritenbaugh, Elizabeth Sutherland, Samuel F. Dworkin. 

 Works of Illness and the Challenges of Social Risk and the Specter of Pain in the Lived 

 Experience of TMD (2014) Medical Anthropology Quarterly, Vol. 29 (2) pp. 157-177 

Elmberger, Eva and Christina Bolund and Kim Lützen (2005) Experience of Dealing with Moral 

 Responsibility as A Mother with Cancer. Nursing Ethics, Vol. 12(3) pp.253-262  

Felton, Barbra J., and Tracy A. Revenson (1984) Coping with chronic illness: A study of illness 

 controllability and the influence of coping strategies on psychological adjustment. 

 Journal of Consulting and Clinical Psychology, Vol. 52 (3) pp. 343-353  

Fitzcharles, Mary-Anne et al. (2013) 2012 Canadian Guidelines for the diagnosis and 

 management of Fibromyalgia syndrome: Executive Summary. Vol. 18 (3) pp. 119-126  

 

Frederik, A. (2015) Between stigma and mother-blame: blind mothers’ experiences in USA 

 hospital postnatal care. Sociology of Health and Illness, Vol. 37 (8), pp. 1127-1141  

 

Fritsch, Kelly (2019) Ch. 8: The Trouble with Engineering Inclusion: Disabled Mothering at the 

 Limits of Enhancement Technology. In Motherhood and Social Exclusion. Edts. Christie 

 Byvelds and Heather Jackson. Demeter Press. pp. 147-160 

Furness, Penny J. et al. (2018) What causes fibromyalgia? An online survey of patient 

 perspectives. Health Psychology Open, Vol. 5 (2) pp.114-134  

Fusch, P. I. & Ness, L. R. (2015). Are we there yet? Data saturation in qualitative research. The 

 Qualitative Report 20(9), 1408-1416.  

Garden, Rebecca (2010) Telling Stories about Illness and Disability: The Limits and Lessons of 

 Narrative. Perspectives in Biology and Medicine, Vol. 53 (1). pp. 121-135  



 

 

119 

 

Garden, Rebecca (2014) Who Speaks for Whom? Health humanities and the ethics of 

 representation. Medical Humanities, Vol. 41 (2). pp. 77-80 

Ginsburg, F. and R. Rapp (2013) Entangled ethnography: imagining a future for young adults 

 with learning disabilities. Social Science and Medicine, Vol. 99, pp. 187-193  

Green, Linda (1998) Lived Lices and Social Suffering: Problems and Concerns in Medical 

 Anthropology. Medical Anthropology Quarterly, Vol. 12 (1) pp.3-7  

Guest, Greg, Arwen Bruce, and Laura Johnson (2006) How Many Interviews Are Enough? An 

 Experiment with Data Saturation and Variability. Field Methods, Vol. 18 (1) pp. 59-84  

Hackl, Kristin L., Anton M. Somlai, Jeffrey A. Kelly, and Seth C. Kalichman (1997) Women 

 Living with HIV/Aids: The Dual Challenge of Being a Patient and Caregiver. Health and 

 Social Work, Vol. 22 (2) pp. 53-62  

Hay, M. Cameron (2010) Suffering in a productive world: Chronic illness, visibility, and the 

 space beyond agency. American Ethnologist, Vol. 37 (2) pp. 259-274  

Heurtin-Roberts, Suzanne and Gay Becker (1993) Anthropological perspectives on chronic 

 illness. Social Science and Medicine, Vol. 37 (3) pp. 281-283  

Heaton, Janet, Ulla Raisanen, and Maria Salinas (2016) ‘Rule your condition, don’t let it rule 

 you’: young adults’ sense of mastery in their accounts of growing up with a chronic 

 illness. Health: An Interdisciplinary Journal for the Social Study of Health, Illness, and 

 Medicine,Vol. 38 (1) pp. 3-20  

Honkasalo, Marja-Liisa (2001) Vicissitudes of pain and suffering: Chronic pain and liminality. 

 Medical Anthropology, Vol. 19 pp. 319-353 

Hunter, Linda (2009) Supporting the Mothers: An Exploration of Maternal Health, Well-Being, 

 and Support Service Needs for HIV positive Mothers. Maternal Health and Well-Being, 

 Vol. 11 (1) pp. 263-278   

Hyden, Lars-Christer (1997) Illness and narrative. Sociology of Health & Illness, Vol. 19 (1). pp. 

 48-69  

Introduction to Reconstructing Motherhood and Disability in the Age of "Perfect" Babies. Edts. 

 G. Landsman. Routledge: Taylor & Francis Group (2009), pp. 1-19 

 

Ironside, Pamela M., Martha Scheckel, Constance Wessels, Mary E. Bailey, Sharon Powers, 

 Deana K. Seeley (2003) Experiencing Chronic Illness: Co-creating New Understandings. 

 Qualitative Health Research, Vol. 13 (1) pp. 171-183 

 



 

 

120 

 

Jackson, Jean E. (2005) Stigma, Liminality, and Chronic Pain: Mind-Body Borderlands. 

 American Ethnologist, Vol. 32 (3) pp. 332-353 

 

Janzen, John M. (2001) Mind/body, subject/object: Recent trends in medical anthropology. 

 Reviews in Anthropology. Vol. 30 (4) pp. 343-360  

 
Jensen, Lousie A. And Marion N. Allen (1994) A Synthesis of Qualitative Research on 

 Wellness-Illness.  Qualitative Health Research. Vol. 4 (4) pp. 349-369 

 

Johnson, Julie E. And Karen E. Johnson (2006) Ambiguous Chronic Illness in Women: A 

 Community Health Nursing Concern. Journal of Community Health Nursing, Vol. 23 (3) 

 pp. 159-167  

 

Kierans, Ciara M. and N. U.I. Matnooth (2001) Sensory and narrative identity: The narration of 

 illness process among chronic renal sufferers in Ireland. Anthropology and Medicine, 

 Vol. 8 (2) pp. 235-253 

 

Kimura, Miyako and Yoshihiko Yamazaki (2013) The Lived Experiences of Mothers of Multiple 

 Children with Intellectual Disabilities. Qualitative Health Research, Vol. 23 (1) pp.1307-

 1319 

Kleinman, Arthur (1992) Local Wrolds of Suffering: An Interpersonal Focus for Ethnographies 

 of Illness Experience. Qualitative Health Research, Vol. 2 (2) pp. 127-134  

Kool, Marianne B., Henriet V. Middendorp, Hennie R. Boeije, and Rinie Greenen (2009) 

 Understanding the Lack of Understanding: Invalidation from the Perspective of the  

 Patient with Fibromyalgia. Arthritis and Rheumatism (Arthritis Care & Research), Vol. 

 61(12) pp. 1650-1656  

LaChapelle, Diane L., Susan Lavoie, and Ainsley Boudreau (2008) The Meaning and Process of 

 Pain Acceptance. Perceptions of Women Living with Arthritis and Fibromyalgia. Pain 

 Research and Management, Vol. 13 (3) pp. 201-210 

 

Lapinske, Laura (2018) Living in Precarity: Ethnography of Eeryday Struggles of Single 

 Mothers in Lituania. Sociologica, Vol. 60 (1) pp. 64-83  

 

Lawson, Kim (2008) Treatment Options and Patient Perspectives in the Management of 

 Fibromyalgia: Future Trends. Neuropsychiatric Disease and Treatment, Vol. 4 (6) 

 pp.1059-1071 

 

LeClerc-Madlala, Suzanne (2012) Demonising women in the era of AIDS: On the relationship 

 between cultural constructions of both HIV/AIDS and femininity. Society in Transition, 

 Vol. 32 (1) pp. 38-46 

 



 

 

121 

 

Lempp, Heidi K., Stephani L. Hatch, Serene F. Carville, and Ernest H. Choy (2009) Patients’ 

 experiences of living with and receiving treatment for fibromyalgia syndrome: a 

 qualitative study. BMC Musculoskeletal Disorders, Vol. 10 (124) pp. 1-11  

 

Leskowitz, Eric (2008) Energy-Based Therapies for Chronic Pain. Integrative Pain Medicine. 

 pp. 232  

 

Levy, J. and Storeng K. (2007) Living Positively: Narrative Strategies of Women Living with 

 HIV in Cape Town, South Africa. Anthropology & Medicine, Vol. 14 (1) pp. 55-68 

 

Loewe, Ronald et al. (1998) Doctor talk and diabetes: towards an analysis of the clinical 

 construction of chronic illness.  Social Science Medicine, Vol. 47 (9) pp. 1267-1276 

 

Lyons, Renee F., and Darlene Meade (1993) The Energy Crisis: Mothers with Chronic Illness. 

 Canadian Woman Studies, Vol. 13 (4) pp. 34-37  

 

Malacrida, C. (2009) Performing motherhood in a disablist world: dilemmas of motherhood, 

 femininity, and disability. International Journal of Qualitative Studies in Education, Vol. 

 22 (1) pp.1366-5898   

 

McGrath, J., M. Winchester, D. Kaawa-Mafigiri, E. Walakira, F. Namutiibwa, and J. Birungi 

 (2014) Challenging the Paradigm: Anthropological Perspecgives on HIV as a Chronic 

 Disease. Medical Anthropology: Cross-Cultural Studies in Health and Illness, Vol. 33(4)  

 pp. 303-317  

 

McInnis, Opal A., Kimberly Matheson, and Hymie Anisman (2014) Living with the 

 unexplained: coping, distress, and depression among woman with chronic fatigue 

 syndrome and/or fibromyalgia compared to an autoimmune disorder. Anxiety, Stress, & 

 Coping, Vol. 27 (6) pp. 601-618  

McKeever, Patricia and Karen-Lee Miller (2004) Mothering children who have disabilities: A 

 Borudieusian interpretation of maternal practices. Social Science and Medicine, Vol. 59 

 pp. 1177-1191  

McMahon, Lindsay, Craig Murray, Joanne Sanderson & Anna Daiches (2012) “Governed by the  

 pain”: Narratives of Fibromyalgia. Disability and Rehabilitation, Vol. 34 (16) pp. 1358-

 1366  

 

Medical Anthropology (2005) Edts. Robert Pool and Wenzel Geissler. Open University Press. 

 New York, NY  

 

Medical Anthropology: A Biocultural Approach, 3rd Edition. Edts. Andrea S. Wiley and John S. 

 Allen. New York: Oxford University Press, 2017.  

 



 

 

122 

 

Merolli, Mark, Kathleen Gray, and Fernando Martin-Sanchez (2013) Health outcomes and  

 related  effects of using social media in chronic disease management: A literature review 

 and analysis of affordances. Journal of Biomedical Informatics, Vol. 46. pp. 957-969  

 

Middleton, Amy (2006) Mothering Under Duress: Examining the Inclusiveness of Feminist 

 Mothering Theory. Journal of the Association for Research on Mothering, Vol. 8 (1) pp. 

 72-82  

Miles, Ann (2011) Emerging Chronic Illness: Women and Lupus in Ecuador. Health Care for 

 Women International, Vol. 32 (8) pp. 651-668  

Moore, Isabel S. (2012) “The Beast Within”: Life With an Invisible Chronic Illness. Qualitative 

 Inquiry, Vol.19 (3) pp. 201-208  

Moore, Karen (1995) Struggling to maintain balance: a study of women living with 

 fibromyalgia. Journal of Advanced Nursing, Vol. 21, pp. 95-102  

 

Mountz, James M., Laurence A. Bradley, Jack G. Modell, Ronald W. Alexander, Mireya Triana-

 Alexander, Leslie A. Aaron, Katherine E. Stewart, Graciela S. Alarcan, and John D. 

 Mountz (1995) Fibromyalgia in Women. Arthritis & Rheumatism, Vol. 38 (7) pp. 926-

 938  

 

National ME/FM Action Network (2017) Trends in the Canadian Community Health Survey 

 Data 2005, 2010, 2014. www.mefmaction.com  

 

Nelson, Antonia M. (2002) A Metasynthesis: Mothering Other-than-Normal Children. 

 Qualitative Health Research, Vol. 12 (4) pp.515-530 

 

Neumann, Lily and Dan Buskila (2003) Epidemiology of Fibromyalgia. Current Pain and 

 Headache Reports, Vol. 7 pp. 362-368  

 

Never, Gerda and Laura Bernardi (2011) Feminist Perspectives on Motherhood and 

 Reproduction. Historical Social Research, Vol. 36 (2) pp. 162-176  

 

Nielson, Warren R., and Mark P. Jensen (2004) Relationship between changes in coping and 

 treatment outcome in patients with Fibormyaglia syndrome. Pain, Vol. 109 (3) pp. 233-

 241 

 

Obrist, Brigit, Marcel Tanner and Trudy Harpham (2003) Engaging anthropology in urban health 

 research: issues and prospects. Anthropology and Medicine, Vol. 10 (3) pp.361-371  

Okada, Hanako (2011) Ch.7- Negotiating the invisible: Two women making sense of chronic 

 illness through narrative. In Language, Body, And Health. Edts. Paul McPherson, and 

 Vaidehi Ramanathan. Walter de Gruyter, Inc. Boston/Berlin  

http://www.mefmaction.com/


 

 

123 

 

Oldfield, Magaret et al. (2018) You want to show you’re a valuable employee: A Critical 

 discourse analysis of multi-perspective portrayals of employed women with 

 Fibromyalgia. Chronic Illness, Vol. 14 (2) pp. 135-153  

Ortner, Sherry B. (2006) Power and Projects: Reflections on Agency (Chapter 6), Anthropology 

 and Social Theory: Culture, Power, and the Acting Subject. Durham: Duke University 

 Press. P. 129-153. 

Pain As Human Experience: An Anthropological Perspective. Edts. Mary-Jo DelVecchio Good, 

 Paul. E. Brown, Byron J. Good, Arthur Klienman. University of California Press. Berkley 

 and Los Angeles, California, 1992. 

Pierret, Janine (2003) The illness experience: state of knowledge and perspectives for research. 

 Sociology of Health and Illness, Vol. 25. pp.4-22  

Quintner, John, David Buchanan, Milton Cohen, and Andrew Taylor (2003) Signification and 

 Pain: A Semiotic Reading of Fibromyalgia. Theoretical Medicine, Vol. 24 pp. 345-354  

 

Ridson, Andrea, Chris Eccleston, Geert Crombez, and Lance McCracken (2003) How can we 

 learn to live with pain? A Q- methodological analysis of the diverse understandings of 

 acceptance of chronic pain. Social Science and Medicine, Vol. 56 (2) pp.375-386 

 

Rogers, Janet L., and Sandra Maurizio (2000) A Needs Assessment as a Basis for Health 

 Promotion for Individuals with Fibromyalgia. Family and Community Health, Vol. 22(4) 

 pp. 66-77  

 

Rohatinsky, Noelle, Donna Goodridge, Marla R. Rogers, Darren Nickel, and Gary Linassi (2017) 

 Shifting the balance: conceptualizing empowerment in individuals with spinal cord 

 injury. Health and Social Care in the Community, Vol. 52(2) pp.769-779 

 

Ruddick, Sara (2007) Ch. 6: Maternal Thinking. In Maternal Theory: Essential Readings. Edts. 

 Andrea O’Reilly. Demeter Press, pp.96-113  

 

Rusu, C., M.E. Gee, C. Lagacé, and M. Parlor (2015) Chronic fatigue syndrome and 

 fibromyalgia in Canada: prevalence and associations with six health status indicators. 

 Health Promotion and Chronic Disease Prevention in Canada, Vol. 35 (1) pp. 1-10 

 

Scheper- Hughes, Nancy and Margaret M. Lock (1987) The Mindful Body: A Prolegomenon to 

 Future Work in Medical Anthropology. Medical Anthropology Quarterly, Vol. 1 (1) pp. 

 6-41 

 

Schoepf, Brooke G. (2001) International AIDS Research in Anthropology: Taking a Critical 

 Perspective on the Crisis. Annual Review of Anthropology, Vol. 30 (1) pp. 335-361  

 



 

 

124 

 

Shively, Kim (2014) Entangled ethics: Piety and agency in Turkey, Anthropological 

 Theory, Vol. 14(4) 462–480 

 

Skultans,V. (2000) Narrative, Illness, and The Body. Anthropology & Medicine, Vol. 7 (1) pp.5-

 13  

 

Sim, Julius, and Sue Madden (2008) Illness experience in fibromyalgia syndrome: A meta 

 synthesis of qualitative studies. Social Science and Medicine, Vol.67(1) pp.57-67 

 

Sterling, Evelina, and Lawrence Nelson (2011) From Victim to Survivor to Thriver: Helping 

 Women with Primary Ovarian Insufficiency Integrate Recovery, Self-Management, and 

 Wellness. Seminars in Reproductive Medicine, Vol. 29 (2) pp. 353- 361  

 

Susser, Ida (2010) The Anthropologist as Social Critic: Working Toward More Engaged 

 Anthropology. Current Anthropology, Vol. 51(2) pp. S227-S233 

 

Swoboda, Debra A. (2006) The social construction of contested illness legitimacy: a grounded 

 theory analysis. Qualitative Research in Psychology, Vol. 3. pp. 233-251  

 

Thomas, Carol (1997) The baby and the bath water: disabled women and motherhood in social 

 context. Sociology of Health and Illness, Vol. 19 (5) pp. 622-643 

 

Thruer, Shar L. (2007) Ch. 21: The Myths of Motherhood. In Maternal Theory: Essential 

 Readings. Edts. Andrea O’Reilly. Demeter Press. Pp. 331- 344 

 

Turner, Dwayne C. (1996) The Role of Culture in Chronic Illness. American Behavioural 

 Scientist, Vol. 39 (6) pp. 717-728 

 

Undeland, Merete and Kristi Maltreud (2009) The fibromyalgia diagnosis: Hardly helpful for the 

 patients? Scandinavian Journal of Primary Health Care, Vol. 25 (4) pp. 250-255 

 

Vallido, Tamara, Lesley Wilkes, Bernie Carter, and Debra Jackson (2010) Mothering Disrupted 

 by Illness: A Narrative Synthesis of Qualitative Research. Journal of Advanced Nursing, 

 Vol. 66 (7) pp.1435-1445  

Van Uden Kraan et al. (2008) Empowering Processes and Outcomes of Participation in Online 

 Support Groups for patients With Breast Cancer, Arthritis, or Fibromyalgia. Qualitative 

 Health Research, Vol. 18 (3). pp.405-417  

Wagner, Edward H. et al. (2001) Improving Chronic Illness Care: Translating Evidence into 

 Action. Health Affairs, Vol. 20 (6). pp. 62-76  

 



 

 

125 

 

Ware, Norma C. (1992) Suffering and the Social Construction of Illness: The De-legitimation of 

 Illness Experience in Chronic Fatigue Syndrome. Medical anthropology Quarterly, Vol. 

 6 (4), pp. 347-361  

 

Werner, Anne and Kirsti Malterud (2003) It is hard work behaving as. A credible patient:  

     encounters between women with chronic pain and their doctors. Social Science & 

     Medicine, Vol. 57. pp. 1409-1419  

 

Williams, Karen J. And Duncan Murray (2019) Exclusion, Constraint, and Motherhood and 

 Mothering the Disabled Child. In Motherhood and Social Exclusion. Edts. Christie 

 Byvelds and Heather Jackson. Demeter Press. pp. 161-178  

Wilson, Sarah (2007) ‘When you have children, you’re obliged to live’: motherhood, chronic  

 illness and biographical disruption. Sociology of Health and Illness, Vol. 29 (4) pp. 610- 

 626  

Wolfe, Frederick, Kathryn Ross, Janice Anderson, I. Jon Russell, and Liesi Hebert (1995) The 

 Prevalence and Characteristics of Fibromyalgia in the General Population. Arthritis & 

 Rheumatism, Vol. 38 (1) pp. 19-28  

 

Wolowicz-Ruszkowska, Agnieszka (2016) How Polish Women with Disabilities Challenge the 

 Meaning of Motherhood. Psychology of Women Quarterly, Vol. 40 (1) pp.80-95  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

126 

 

APPENDICES  

Appendix A  

Breakdown of Participants 
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Appendix B  

 

 

 
 

Interview Questions 

 

Project Title: Re-Defining Mothering: Experiences and Coping Strategies of Mothers with 

Fibromyalgia  

 

Theme 1: Diagnosis  

1) Can you please describe what the process of being diagnosed with FM was like?  

• approximately how long did it take to be formally diagnosed?  

• how did your doctors, family, friends etc. perceive your symptoms?  

• how did you feel after receiving the diagnosis?  

 

2) Would you be able to comment on how your role as a mother was affected by an FM 

diagnosis?  

• how do you view your current household responsibilities from those prior to when you 

received a diagnosis?  

• what were the responses of your children, partner, and/or other family members?  

• can you please describe your current day-to-day life/activities?  

•     have any of your current habits and activities changed after being diagnosed with FM?  

 

Theme 2: The role of support  

3) Can you please describe how support from other people impacts your experience with FM?  

• what does support look like within your own family?  

• what types of support do you receive from your family? (emotional? practical?)  

• are there other people who help support you?  

• where do you receive the highest amount of support?  

 

4) What are your thoughts on the current non-family support you receive?  

• how satisfied are you with the various services, resources, and information available to 

you?  

• do you wish there to be more opportunity to meet face-to-face with other individuals 

suffering from FM?  

• are there any online resources that you find helpful with your coping?  

• what do you think could be improved to better support you and your experience with 

FM?  

 

5) What are your thoughts on your current personal strategies of coping?  
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• in what was do you manage the physical and emotional symptoms associated with FM?  

• how do you see your responsibilities as a mother impacting the coping you currently do?  

• are there any other coping strategies you think may be useful to managing the symptoms 

associated with FM?  

 

Theme 3: FM, Mothering, and Stigma  

6) Can you describe how FM is viewed by others/the public?  

• how do you think societal norms of mothering impact your experience as a mother with 

FM?  

• do you feel that most people are empathetic when you describe your symptoms?  

• are you ever hesitant to disclose your diagnosis with others? If so when and why?  

 

7) Can you describe the major challenges that come with publicly identifying as a mother who 

has been diagnosed with FM?  

• in what ways do your physical and physiological symptoms impact the experience of 

mothering?  

• how do you compare your own experiences of mothering with those mothering who do 

not have FM?  

8) Is there information that you wish would be more accessible to the general public on your 

condition?  

• i.e. more public awareness of FM  

• i.e. more government funded projects or academic research on FM  

• what do you think would be the best way for spreading more awareness of FM and 

supporting those diagnosed?  

 

Demographic Questions 

Age 

Location in Canada  

 


	Abstract
	Dedication
	Acknowledgements
	Table of Contents
	List of Figures
	List of Appendices
	CHAPTER 1 – Mothering Through Chronic Illness
	Research Goals and Objectives
	Background: Clinical and Social Scientific Studies on FM
	FM in Canada

	Bridging the Gap: Mothering with Chronic Illness from an Anthropological Perspective
	Re-Writing the ‘Illness Experience’
	Re-Negotiating the ‘Good Mother’ Ideal

	CHAPTER 2- An Anthropological Review of Chronic Illness and Mothering
	Anthropology of Chronic Illness
	The ‘Illness Experience’: Coping and Managing Chronic Illness
	Invisible Chronic Illness: Stigma and Normalcy
	Understanding Chronic Pain

	Anthropology of Mothering
	Mother-Blame and Feelings of Inadequacy
	Mothering Children with Disability
	Physical Disability and Mothering

	Conclusion

	CHAPTER 3- Methodology
	Research Design
	Naturalistic Observation
	Recruitment
	Participants
	Interviews
	Ethical Considerations
	Limitations of Study

	CHAPTER 4 – Mothering with Fibromyalgia (FM)
	The Challenges of Mothering with FM
	Discreditization and Stigma
	The Nature of ‘Invisible’ Chronic Symptoms
	The Mind-Body Integration and the Experiences of FM
	Guilt, Inadequacy, and Overcompensation
	Prioritizing Children and Family Over Self-Care
	Maintaining Household Order

	Discussion and Conclusion

	CHAPTER 5- ‘Surviving’ Fibromyalgia (FM)
	Coping and Managing FM
	Seeking Useful Health Information on FM and Developing Support Through Self-Care
	Social Support

	Re-Defining the ‘Good Mother’
	Pacing Yourself and Setting Boundaries
	Embracing Imperfection
	Changing Work/Life Balance and Altering Career Aspirations

	Advocacy and Empowerment
	Conclusion

	CHAPTER 6- Conclusion
	Summary of Arguments
	Significance of the Study
	Academic Contributions
	Public Contributions

	Future Research

	References
	Appendices

