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Abstract  

Endometriosis, a chronic inflammatory disease affecting approximately one in ten individuals 

born with a uterus, remains widely unknown despite its high prevalence. This thesis 

conceptualizes endometriosis as a “silent disease” characterized by both physical and social 

invisibility. Drawing on a social constructivist perspective and Harding’s (2008) feminist 

standpoint theory, the study examines how media and health communication shape the 

visibility, recognition, and understanding of endometriosis, while positioning the lived 

experiences of those affected as a central source of knowledge.   

The thesis is based on four qualitative focus group discussions with ten participants affected by 

or suspecting endometriosis. The empirical material was analyzed using Kuckartz’s (2014) 

methodological framework for qualitative text analysis with a particular emphasis on an 

inductive approach inspired by the logic of Grounded Theory.  

The findings suggest that individuals with endometriosis must navigate fragmented landscapes 

of information and support shaped by insufficient institutional health communication. Formal 

sources were frequently perceived as limited, outdated, or overly generalized, leading 

participants to rely heavily on participatory communication, particularly through social media. 

At the same time, participants described repeated experiences of dismissal within healthcare 

systems and everyday social interactions, contributing to feelings of self-doubt and internalized 

stigma. The analysis conceptualizes these dynamics as the Vicious Circle of Silent Suffering, in 

which attempts to make the condition visible are frequently met with disbelief or stigmatization, 

thereby reinforcing further invisibility.  

To address this invisibility, participants emphasized that effective communication surrounding 

endometriosis requires both participatory, bottom-up communication and institutional, top-

down initiatives. While participatory communication can provide experiential knowledge and 

emotional support, institutional communication is necessary to achieve broader public 

awareness, legitimacy, and structural support. The thesis further develops the concept of the 

Triple Burden, arguing that insufficient health communication forces affected individuals to 

become (1) self-educators, (2) self-advocates, and (3) participatory communicators. Overall, 

the findings suggest that health communication surrounding silent diseases is most effective 

when bottom-up and top-down approaches are integrated and grounded in lived experience. 

Keywords: Silent Diseases, Endometriosis, Health Communication, Lived Experiences, 

Standpoint Theory, Women’s Health, Stigma 
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1  Introduction 

Approximately one in ten menstruating individuals lives with endometriosis1. Yet chances are 

you just wondered, “Endo-what?” – a common reaction. Despite its high prevalence, the 

condition remains widely unknown, with significant consequences for those affected.  

Often misunderstood as being solely a gynecological condition, endometriosis is a chronic 

inflammatory systemic disease, mostly affecting people born with a uterus2. Tissue similar to 

the uterine lining grows outside of the uterus and creates lesions. The condition is often 

described as the ‘chameleon of gynecology’ (Harder et al., 2024) because it presents with a 

wide range of symptoms. These include, but are not limited to, severe chronic pelvic pain, 

irregular bleeding, painful periods, organ dysfunction, fatigue, brain fog, and painful sex. In 

more severe cases, endometriosis can lead to infertility (Kadhim and Abbas, 2019, p. 458). 

Beyond its physical manifestations, the presence of pain may cause secondary mental health 

issues, like anxiety and depression. Importantly, the pain experienced by those affected does 

not directly correlate with the severity of endometriosis lesions (Brezinka, 2021, p. 136). It is 

also possible to have endometriosis without experiencing any of the symptoms at all. The 

symptoms described all have one thing in common: they are invisible on the outside.  

Invisible diseases are conditions, often chronic, “that can’t be seen by the naked eye” (Salamon, 

2023). Endometriosis can be conceptualized as an invisible disease that manifests on two 

interrelated levels. First, the condition is physically invisible: those affected often appear 

healthy, while their symptoms remain largely imperceptible to others. Second, and particularly 

relevant to this thesis, it is socially invisible: despite its high prevalence and significant 

individual and societal costs, endometriosis remains insufficiently recognized and receives 

limited public awareness. This dual invisibility contributes to the construction of endometriosis 

as a “silent disease”.  While the term “silent disease” in medical literature commonly refers to 

conditions that develop without obvious symptoms (Fuster and Moreno, 2005; Mafi Golchin et 

 
1 10% is a reoccurring number in literature. Because of insufficient research, there is uncertainty regarding the true 

prevalence of the disease (Ghiasi, Kulkarni and Missmer, 2020). Some experts estimate up to 25% (Educate – 

Endo What?, no date).  
2 Throughout this thesis, gender-inclusive language is used where possible to acknowledge that endometriosis can 

affect trans, intersex, and non-binary individuals. The term “women” is retained in established contexts (e.g., 

“women’s health”) and in historical or cited sources and refers primarily to individuals assigned female at birth. 

Importantly, endometriosis has, in rare cases, also been documented in people without a uterus or without 

menstruation (Jabr and Mani, 2014; Rei, Williams and Feloney, 2018). 
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al., 2016), this thesis conceptualizes silence as a condition in which suffering remains physically 

difficult to perceive and socially insufficiently recognized, communicated, and legitimized. 

The consequences of this silence are extensive. Individuals may endure symptoms without 

recognition, while those who seek medical care often face years of diagnostic delay and limited 

access to appropriate care. On average, those affected wait between seven and ten years to 

receive a diagnosis (Shah et al., 2010; Shadbolt, Parker and Orthia, 2013; Nnoaham et al., 2019; 

Lamceva, Uljanovs and Strumfa, 2023), leaving them in the dark about their condition for years. 

As a result, endometriosis significantly impairs the quality of life of individuals affected 

(Nnoaham et al., 2019; Missmer et al., 2021), impacting professional achievements, 

relationships, and overall physical and psychological well-being (Simoens et al., 2012, p. 1297; 

Missmer et al., 2022, p. 1). In some cases, the condition shapes major life decisions and 

constrains the pursuit of personal goals (Missmer et al., 2022). Early diagnosis is crucial, as it 

can significantly reduce the long-term physical, psychological, and social impact of the disease 

(Ballard, Lowton and Wright, 2006). An early diagnosis enables earlier treatment, which may 

reduce long-term complications such as pain and infertility (Shah et al., 2010, p. 650). Beyond 

the individual level, the disease also imposes a substantial societal burden through increased 

healthcare costs and productivity losses. Total costs are comparable to those of other chronic 

conditions, such as diabetes, asthma, and rheumatoid arthritis (Simoens et al., 2012, p. 1292; 

Hudson, 2022, p. 21). 

Although endometriosis is comparable to these other, often similarly invisible, chronic diseases, 

it remains significantly less understood, researched, and publicly acknowledged. Indeed, the 

condition “remain[s] poorly elucidated in current scientific works and little progress has been 

made toward deciphering [it]“ (Guidone, 2020, p. 270). Despite being described as the second 

most common gynecological disease (Mettler and Schmutzler, 2007, p. 300) and affecting 

individuals globally across social and demographic boundaries (Guidone, 2020, p. 274), it is 

insufficiently researched medically, and many of its aspects continue to raise questions 

(Lamceva, Uljanovs and Strumfa, 2023, p. 2). Adding to the silence, endometriosis has 

consistently been overlooked in government policy and research funding worldwide (Seear, 

2014, p. 8; Hudson, 2022, p. 21), and professional and public awareness remain low 

(Zondervan, Becker and Missmer, 2020, p. 1244). 

This lack of social visibility is closely tied to persistent gaps in both professional and public 

knowledge about endometriosis. People with endometriosis perceive healthcare providers’ 

knowledge as limited and outdated (Sbaffi and King, 2020, p. 385), which can lead to 
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misinterpretation of symptoms and delayed diagnoses. Furthermore, inadequate knowledge can 

lead to a lack of understanding and empathy towards the patients, which negatively influences 

the care and well-being of individuals with endometriosis (Senyel, Boyd and Graham, 2025, p. 

2). Importantly, the psychological burden associated with endometriosis cannot be understood 

solely as a consequence of the disease itself, but is also shaped by negative experiences within 

the healthcare system, including disbelief and dismissal (Culley et al., 2013, p. 636; Guidone, 

2020, p. 273).  

At the same time, public awareness of endometriosis remains strikingly low. Studies show that 

a substantial proportion of the population has little to no knowledge of the condition (Shah et 

al., 2010, p. 648), and even among young people, many have never heard of it (Shadbolt, Parker 

and Orthia, 2013, p. 152). Men know significantly less about endometriosis than women (Shah 

et al., 2010), and three out of four participants in Shadbolt et al.’s (2013) study highlighted that 

men should also be educated about the condition, since they are potential partners, friends, or 

parents to someone with the disease. In this sense, invisibility is not merely a characteristic of 

the disease, but is actively reproduced through gaps in knowledge and recognition. 

It is essential to increase awareness and understanding of endometriosis within the healthcare 

system and society. Against this backdrop, health communication plays a crucial role. By 

providing information and education, and thereby influencing health-related attitudes and 

behaviors (Lewis and Lewis, 2015, p. 5), it is an important factor in reducing the severity and 

long-term impact of many health issues (Wright, Sparks and O’Hair, 2012, p. 4).  

Research Aims and Research Questions 

This thesis is situated within media and communication studies, specifically in the field of 

health communication, with a particular focus on gendered health and silent diseases. Drawing 

on Harding (2008), it adopts a feminist standpoint perspective, positioning the lived experiences 

of those affected as a central source of knowledge. The study is designed as a qualitative case 

study, examining endometriosis as a paradigmatic example of a silent disease. It aims to explore 

the role of media and health communication in shaping the visibility, recognition, and 

understanding of endometriosis as a silent disease. In doing so, the study seeks to identify ways 

to communicate silent diseases effectively to enhance public awareness and promote earlier 

recognition among those at risk, thereby contributing to the field of health communication.  

Central to this study are the lived experiences of individuals with endometriosis, explored 

through focus group discussions and treated as a valuable epistemic resource. By foregrounding 
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these perspectives, this thesis also responds to a notable gap in existing research. As Seear 

(2014) highlights, “only a handful of studies have been conducted which give voice to women” 

(p. 6), and “the thoughts and feelings of women with endometriosis about their future lives do 

not feature in the previous literature” (Denny, 2004, p. 646). The present study contributes to 

the growing body of work that centers patient perspectives within health communication 

research.  

 

The following three research questions will guide this thesis:  

 

1. How do individuals with (or with suspected) endometriosis navigate and evaluate 

sources for information and support in their endometriosis journey?  

2. How do those individuals perceive and reflect on the role of media and 

communication in shaping awareness, recognition, and understanding of the 

condition?  

3. What does the case of endometriosis reveal about the role of health communication 

in shaping the visibility of “silent diseases”?  

 

The structure of this thesis is as follows. The final chapter of this introduction contextualizes 

endometriosis and offers important background. The second chapter combines the theoretical 

framework with current literature to examine the social construction of the silence surrounding 

endometriosis and to introduce key perspectives within health communication. The third 

chapter outlines the methodological considerations and research method applied in this study. 

It explains the suitability of qualitative focus group discussions for the research aims and 

reflects on the research process, including ethical considerations and limitations. The fourth 

chapter presents the analysis, which is divided into three sections corresponding to the research 

questions. Finally, the conclusion summarizes the main findings, acknowledges limitations, and 

highlights the thesis’s central contributions. 

Contextualizing Endometriosis 

This thesis provides what may appear to be extensive contextual information on endometriosis. 

This is intentional. In light of persistent misinformation and limited public awareness, a 

comprehensive understanding of the condition is essential for grasping the scale of an issue that 

remains systematically silenced. 

The Diagnosis  

The diagnosis of endometriosis is difficult. This is due to its diverse symptomatology and 

because its true pathogenesis remains poorly understood (Lamceva, Uljanovs and Strumfa, 
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2023, p. 1). A consultation and physical examination, including transvaginal ultrasound or 

magnetic resonance imaging (MRI), performed by a trained healthcare provider, may lead to a 

suspected diagnosis. This approach may be sufficient to start treatment. However, surgical 

visualization, ideally laparoscopy, remains the standard for confirming the diagnosis 

(Zondervan, Becker and Missmer, 2020, p. 1251). As mentioned above, it often takes years to 

receive a diagnosis. Research has called for a shift toward faster, less invasive diagnostic 

methods rather than relying on surgical diagnosis, to reduce diagnostic delay (Taylor, Kotlyar 

and Flores, 2021, p. 840). 

No Cure and Limited Treatment Options 

To date, there is no cure for endometriosis. Contemporary treatment options are limited and 

focus solely on symptom relief (Hudson, 2022, p. 23). 

The medical treatment includes pain medication and hormonal medicines, for example, the 

contraceptive pill. Research has remarked that both of these treatment options are “flawed” and 

can be “entirely ineffective for the reduction of patient suffering” (Ellis, Munro and Clarke, 

2022, p. 1). Surgical treatment in the form of a minimally invasive laparoscopic excision aims 

to remove all endometriosis lesions, adhesions, and scar tissue (World Health Organization, 

2025). However, the success of this intervention may depend on the surgeon’s skills 

(Zondervan, Becker and Missmer, 2020, p. 1253). In addition, there remains a risk of lesions 

recurring after successful removal (Seear, 2014, p. 5).  

In some cases, a hysterectomy (surgical removal of the uterus) is considered for individuals 

who do not respond to other therapies and do not intend to have children. However, it is 

important that a hysterectomy is not a cure for endometriosis. It causes significant side effects, 

and symptoms can persist for some patients (Jones, 2015, p. 1106; World Health Organization, 

2025). Importantly, pregnancy is not a cure for endometriosis either. It has long been suggested 

as a ‘treatment’ for endometriosis, a notion rooted in outdated and misogynistic ideas that 

menstrual pain was a punishment for infertility, but this claim is entirely unsupported by clinical 

evidence and is not recognized in modern medical practice (Guidone, 2020, p. 271). 

The (limited) range of treatment options is shaped by factors such as severity, individual 

preferences, potential side effects, long-term safety, costs, and availability (World Health 

Organization, 2025). This short chapter highlights that individuals affected by endometriosis 

not only face a lack of treatment options but also a degree of uncertainty, where access to 

effective care can depend heavily on encountering knowledgeable healthcare professionals at 
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the right time. This situation is closely linked to the broader lack of research funding and 

scientific attention devoted to the condition. An absence that both reflects and reinforces the 

silence surrounding endometriosis. As Harder et al. (2024) emphasize, “increased funding for 

endometriosis research can lead to a better understanding of the condition, bridging knowledge 

gaps, faster diagnosis, more treatment options, cost reduction, improved pain management, and 

a much-needed focus on female experiences of illness and quality of life” (p. 896). 

Endometriosis in Sweden 

This thesis takes Sweden as its empirical context. Although Sweden’s National Board of Health 

and Welfare published national guidelines for the management of endometriosis in 2018 

(Socialstyrelsen, 2018), and the country recently opened its first specialized endometriosis 

clinic in Stockholm (SVT Nyheter, 2024), the time to diagnosis remains five to seven years. 

This estimate is highlighted in a digital exhibition by Stockholm’s Museum of Women’s 

History, raising awareness about endometriosis (Kvinnohistoriska Museum, 2024).  

Qualitative research based in Sweden further illustrates how endometriosis manifests as a silent 

disease in practice. Based on interviews with individuals diagnosed with endometriosis, 

Hallström (2024) shows that individuals often have to “struggle for diagnosis” to have their 

condition recognized. Similarly, Swedish people with endometriosis have used blogs to mediate 

their experiences with the healthcare system as “protracted struggle” (Grundström et al., 2020). 

These studies suggest that individuals in Sweden experience patterns comparable to those 

reported internationally, pointing to a broader, systemic silence surrounding endometriosis. This 

is particularly notable given that Sweden’s healthcare system is “highly regarded worldwide” 

(Cancarevic, Plichtová and Malik, 2021, p. 67). The persistence of diagnostic delays and patient 

struggles, therefore, indicates that endometriosis remains silenced even within well-resourced 

systems. 

The Swedish context was primarily chosen to provide a shared frame of reference for 

participants and to support coherent data collection, ensuring familiarity with a common 

healthcare system. While the focus group discussions centered on the Swedish context, they 

were enriched by participants’ experiences from various national backgrounds (see Chapter 3). 

At the same time, the findings of this study align closely with international research, suggesting 

that the silencing of endometriosis is not confined to a specific national context, but may instead 

be understood as a broader, transnational phenomenon. 
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2  Theoretical Framework and Literature Review 

This chapter combines theoretical perspectives with recent empirical literature to establish the 

foundation for the analysis and position this thesis within existing academic discussions on 

gendered health, silence, stigma, and health communication. The first section examines how 

silence surrounding women’s health issues is socially constructed and maintained through 

dominant forms of knowledge production, gendered medical discourse, and social 

stigmatization. The second section shifts toward health communication and explores how 

communication strategies may respond to the invisibility of silent diseases. In particular, the 

section discusses the relationship between media and health communication, as well as the 

differences between top-down and bottom-up communication approaches, which later become 

relevant in the analysis of endometriosis communication. Since silence itself presents a 

communicative challenge, these perspectives provide the tools necessary to analyze how 

endometriosis is communicated, negotiated, and made visible. 

A Theoretical Approach to Women’s Health 

To understand why endometriosis remains underrecognized, this thesis first explores how 

knowledge is produced. Drawing on Sandra Harding’s (2008) critique of Western, male-

centered knowledge production, this thesis adopts a feminist standpoint approach to challenge 

dominant scientific perspectives and foreground experiences long marginalized within 

scientific discourse. A social constructivist perspective further supports the analysis by 

emphasizing how understandings of health and disease are socially negotiated rather than purely 

objective or fixed. Within this framework, Deborah Lupton’s (2012) work on feminist 

perspectives in medicine provides an important foundation for understanding how the female 

body has been understood and regulated within medicine. Her discussions of Michel Foucault’s 

theories of bodies, power, and medical authority further contribute to the analysis by illustrating 

how medical institutions regulate and define legitimate knowledge about the body. At the same 

time, the case of endometriosis complicates a purely Foucauldian understanding of medical 

power, as medical encounters may not only function as sites of control but also as spaces of 

recognition and validation for those affected. To contextualize these dynamics, the chapter 

further engages literature on the historical marginalization of women’s health concerns, 

including discussions surrounding hysteria and the dismissal of women’s pain. Finally, Erving 

Goffman’s (1986) stigma theory helps explain how chronic illness may produce social 

stigmatization and shape the experiences of those affected. Together, these perspectives provide 
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the theoretical basis for understanding how silent diseases such as endometriosis are socially 

produced and maintained. 

Knowledge Production and Harding’s Standpoint Theory 

Endometriosis is described as being identified microscopically by Karl von Rokitansky in 1860 

(Batt, 2011), more than 160 years ago. Nevertheless, the disease remains largely unknown to 

this day. This raises questions about how certain conditions become visible within medical and 

public agendas while others remain neglected. 

Female perspectives have long been disregarded in scientific research. In her book, which takes 

a critical feminist perspective on modern sciences, Harding (2008) argues for challenging the 

existing politics of the sciences by adopting a feminist standpoint approach. She states that the 

structure of society shapes the production of scientific knowledge, as social hierarchies have 

epistemological consequences: “knowledge and power are internally linked” (Harding, 2008, 

p. 117). What people do depends on their position in social structures, and both enables and 

limits what they know (Harding, 2008, p. 117). She argues that dominant perspectives often 

align “distressingly” closely with men’s conceptions of social and scientific issues (Harding, 

2008, p. 116). Because these perspectives resonate with the interests of men in positions of 

power, they have been granted authority and become institutionalized (Harding, 2008, p. 116).  

Applied to the case of endometriosis, this raises questions such as: “Whose suffering is 

recognized?”, “Which conditions are legitimized as diseases?”, “What is worth researching?”, 

and “What is worth informing the public about?”. Such considerations indicate that the sciences 

play an important role in maintaining power hierarchies, whether intentionally or not (Harding, 

2008, p. 120). Transformation is challenging and slow, as even critical scholars operate within 

social structures and institutions shaped by dominant understandings of society (Harding, 2008, 

p. 119). This dynamic creates a self-reinforcing cycle in which established perspectives 

continue to shape what is known and valued. Standpoint theory seeks to interrupt this cycle by 

producing knowledge that is for women, not just about them (Harding, 2008, p. 114; emphasis 

in original). The idea is to “insist on looking at the ways in which women’s lives are enabled 

and constrained by the assumptions and practices of dominant institutions” (Harding, 2008, p. 

117). Rather than completely breaking free from the dominant understanding, it calls for a 

degree of critical distance achieved through collective inquiry and struggle, enabling 

marginalized groups to “come to voice” and be empowered (Harding, 2008, pp. 120-121). 

Whereby the sciences systematically fail to account for women as agents and subjects and to 

include their experiences (Hudson, 2022, p. 22), the standpoint approach centers women as 
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agents and subjects of science and history and, thereby, intends to transform the existing politics 

of the sciences into ones that recognize women as just as fully human as men (Harding, 2008, 

p. 122-123).  

Feminist standpoint research is filling a gap by providing women with “information about their 

bodies, their environments, and how social institutions work[…] that the existing natural and 

social sciences did not think worth pursuing” (Harding, 2008, p. 115). This is where this thesis 

aims to make a contribution. By researching health communication starting “from women’s 

lives”, this thesis positions itself as a feminist standpoint study within “sciences from below” 

(Harding, 2008, p. 115). In the context of this thesis, adopting a standpoint approach began with 

choosing a topic directly from the lived reality of people assigned female at birth and aiming to 

make something apparently invisible visible. It further “gives a voice” to a marginalized group 

(Harding, 2008, p. 124), in this case, people born with a uterus, and takes seriously the 

experiential knowledge of those affected by endometriosis.  

Social Constructivist Perspective on Medicine, Health, and Disease   

This thesis is grounded in social constructivist principles. Social constructivism questions the 

existence of “truth”. Rather, it presumes that everything is inevitably the product of social 

relations and power dynamics and is never neutral, as it always serves someone’s interest 

(Lupton, 2012, pp. 8–9). This includes the production of knowledge, as argued in the chapter 

before.  

Using this lens, medicine, health, and disease can also be seen as social products and should, 

therefore, be explored through social analysis (Lupton, 2012, p. 9). The way scientific 

knowledge is used to privilege the position of powerful groups over others also applies to 

medical knowledge (Lupton, 2012, p. 9). Thus, some groups receive more attention in medical 

research and practice than others. It becomes clear that “medical beliefs are never just the 

products of objective science but are equally likely to be reflections of shifting whims of social 

norms” (Nezhat, Nezhat and Nezhat, 2012, p. 56). 

Body Politics and Foucault 

“Human bodies have been seen as clay, moulded by political and economic constraints“ 

(Sassatelli, 2012, p. 358) 

As part of medicine, health, and disease, “the human body can no longer be considered a given 

reality, but as the product of certain kinds of knowledge and discourses which are subject to 
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change“ (Lupton, 2012, p. 21). The body can, thus, be described as a “battlefield” formed by 

conflicts between groups with different values and interests (Sassatelli, 2012, p. 359). 

Drawing on the work of philosopher Michel Foucault, Lupton (2012) emphasizes that the body 

is deeply embedded within political structures, serving as a primary site for control, 

surveillance, and regulation. Foucault’s work has been crucial in recognizing how power 

relations are enacted through and upon the body (Sassatelli, 2012, p. 352). According to Lupton 

(2012), Foucault argued that diseases have historically shifted from being understood as 

individual concerns to becoming economic and political problems for society (p. 16), 

constituted not only within the individual but also within the social body (p. 33). As a result, 

disease and “deviant types” required collective control measures for the sake of the health of 

the whole population (Lupton, 2012, p. 33). As briefly mentioned in the introduction, 

endometriosis has likewise been described as a societal burden, particularly for its “substantial” 

economic impact (Gao et al., 2006, p. 1569). However, only limited collective measures have 

been implemented to address the condition, while dominant power structures have instead 

contributed to its continued neglect.  

According to Turner (1997), Foucault saw the controlling power over the body “embodied in 

the day-to-day practices of the medical profession within the clinic” (pp. xi-xii) and the medical 

system itself. The people in power and their constructed normality were challenged by those 

who deviated from it, who were seen as a threat and as ones who ought to be controlled. 

Medicine acts as a major institution of power in labeling bodies as deviant or normal (Lupton, 

2012, p. 23).  In her discussion of Foucault, Lupton (2012) notes that he regarded the medical 

encounter as a “supreme example of surveillance” (p. 24), in which patients possess limited 

knowledge, creating an unequal power dynamic between doctor and patient. In the context of 

endometriosis, this imbalance can become especially visible when healthcare professionals use 

their authority and knowledge, or lack thereof, to dismiss or minimize patients’ experiences. At 

the same time, being listened to, taken seriously, and ultimately receiving a diagnosis can be 

invaluable for individuals suffering from the diffuse and often misunderstood symptoms 

associated with endometriosis, thereby pointing to a more positive dimension of the medical 

encounter than the one emphasized by Foucault. 

The Female Body: Oppression and Marginalization throughout History 

Understanding endometriosis as a silent disease also requires examining the gendered 

dimensions of medicine and healthcare. Female health, the female body, and its anatomy have 

fallen short in medicine for centuries (Lupton, 2012, chap. 6). Historically, the male body has 
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been treated as the “standard body” in human anatomy. In contrast, the female body has been 

presented as “a variation on standard humanity” (Criado Perez, 2019, p. 227), the “incomplete 

version” of the male, characterized as weaker, unstable, and defective (Lupton, 2012, p. 138). 

These perspectives persist in medical textbooks to this day, “making it impossible to learn 

female anatomy without first learning male anatomy” (Lupton, 2012, pp. 138–139). Beyond 

textbooks, such imbalances are also reflected in medical-school curricula (Criado Perez, 2019, 

p. 229). The widespread bias favoring individuals assigned male at birth negatively affects the 

health and medical treatment of women and gender minorities across many societies and on 

multiple levels (Mayat, Rivera and Lane, 2022, p. 27). 

It is important to note that within feminist discussions of the body and medicine, a persistent 

tension exists between validating people assigned female at birth’s unique embodied 

experiences and rejecting the idea of gender differences entirely (Lupton, 2012, pp. 137-138). 

This tension reflects a delicate balance between calls for equality and the recognition of 

difference. On the one hand, individuals assigned female at birth have long struggled for equal 

treatment and for their health concerns to be afforded the same legitimacy and attention as those 

of individuals assigned male at birth. On the other hand, certain health conditions manifest 

differently in people assigned female at birth, one famous example being the presentation of 

stroke symptoms, and other conditions are entirely specific to their reproductive anatomy. This 

tension becomes particularly relevant in the context of endometriosis and other gender-specific 

conditions, where the recognition of embodied difference is necessary for adequate diagnosis, 

treatment, and medical legitimacy. 

In her book Invisible Women: Data Bias in a World Designed for Men, feminist author Criado 

Perez (2019) argues that male and female bodies differ down to a cellular level (p. 231). She 

further explains that these differences have not been sufficiently recognized in medicine 

because “sex-specific information … is dependent on the availability of sex-specific data, but 

because women have largely been excluded from medical research this data is severely lacking” 

(p. 231). Importantly, acknowledging sex differences is not a call for unequal treatment, but for 

equitable and context-sensitive care. Historically, however, such differences have been 

interpreted through patriarchal frameworks as evidence of female inferiority and used to justify 

women’s exclusion from public and economic spheres, a practice that has been strongly 

critiqued in feminist scholarship (Lupton, 2012, p. 138). 
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Rather than being mutually exclusive, these feminist perspectives highlight the complexity of 

addressing gender inequality in medicine, particularly in cases where biological differences 

have historically been either ignored or used to justify discrimination.  

Endometriosis exemplifies these broader patterns of omission and gendered construction within 

medicine. Scholars have linked the persistent challenges in diagnosing, treating, and funding 

endometriosis to a combination of a lack of adequate research data and the longstanding neglect 

of women’s health issues more broadly (Harder et al., 2024, p. 896).  

Hysteria, Stigma, and the Pathologization of Women’s Health  

The silence surrounding endometriosis is closely linked to the historical marginalization and 

stigmatization of women’s bodily experiences. Within patriarchal systems, illnesses commonly 

affecting people assigned female at birth have been systematically ignored or misattributed as 

evidence of mental illness or deviant behavior (Guidone, 2020, p. 273; Hudson, 2022, p. 22). 

As Lupton (2012) notes, “women were seen as being controlled by their uterus and ovaries” (p. 

141). This belief is also reflected in the etymology of the term ‘hysteria’, derived from the 

Greek word hysterikos, meaning ‘of the womb’ (Guidone, 2020, p. 273). In her work on 

gynecological narratives of menstruation in the late nineteenth century, Strange (2000) cites a 

practitioner who advised that “women who frequently displayed nervous or hysterical 

symptoms in relation to menstruation ought to be incarcerated for their own safety and for the 

good of society” (p. 616). Such statements illustrate how the bodily experiences of those 

assigned female at birth were pathologized and framed as threats requiring social control. More 

recently, Nezhat et al. (2012) have described hysteria as potentially “one of the most colossal 

mass misdiagnoses in human history” (p. 1). The authors argue that irrefutable evidence 

suggests that hysteria, long regarded as a psychological disorder, was, in many cases, likely 

undiagnosed endometriosis (Nezhat, Nezhat and Nezhat, 2012, p. 1).  

The misconceptions and discrediting structures have meant that people with a uterus 

experiencing health issues often face being outcast or stigmatized. Building on earlier 

discussions of how women’s bodies have been constructed within medical discourse, Lupton 

(2012) describes how women have been positioned as the “Other” (p. 138). This notion aligns 

with Goffman’s (1986) theory of stigma, in which he distinguishes between “normals” and 

“others” who are “the stigmatized”. In Stigma: Notes on the Management of Spoiled Identity, 

Goffman describes how individuals who, in the eyes of society, deviate from the “normal”, fall 

victim to stigmatization. Therefore, stigma is a relational phenomenon: it emerges not from the 

attribute itself, but from the interaction between an attribute and an audience’s perception of it. 
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Stigma is therefore context-dependent and socially produced rather than inherent to the 

individual. Expanding on this, Barth (2008), in his discussion of Foucault’s Madness and 

Civilization: A History of Insanity in the Age of Reason, captures the idea that the “normal” tend 

to close their eyes to the “mad”, or the “other”, to secure the boundaries of their normality (p. 

61). In other words, it is easier to categorize and marginalize than to question and adapt one’s 

own normality.  

Goffman (1986) distinguishes between felt and enacted stigma. Felt stigma describes the 

sensation of feeling less than normal, stigmatized within, because an attribute doesn’t align with 

the audience one is facing. Enacted stigma, on the other hand, refers to people with a certain 

attribute being actively stigmatized, which may lead to overt discrimination. In the case of 

endometriosis, both forms of stigma become relevant. Importantly, stigmas can be invisible, at 

least at first sight, or visible. The relationship between stigma and illness reveals that every 

illness stigmatizes the individual to a lesser or greater extent. However, chronic diseases, such 

as endometriosis, carry a much heavier burden of stigma. This leads to people putting great 

effort into hiding their condition. Goffman (1986) identifies acceptance as a central dilemma 

for stigmatized individuals. Those affected seek acceptance and do not want to be reduced to 

their stigma, in this context, their chronic disease. However, societal responses often fail to 

provide this recognition, leaving individuals with feelings of exclusion and deep insecurity. 

While, according to Goffman, stigmatization may happen to anyone, the concept is discussed 

here in the concrete form of individuals assigned female at birth being stigmatized. In the 

context of endometriosis, those affected often face two branches of societal stigma: menstrual 

stigma and endometriosis as a gendered, chronic disease stigma.  

First, menstrual stigma persists and remains deeply rooted in history. As Lupton (2012) 

explains, “in the 19th and early 20th centuries menstruation and pregnancy were treated as 

abnormal – as sicknesses rather than normal bodily functions” (p. 141). The perceived public 

stigma surrounding menstruation is associated with greater self-stigmatization and a reduced 

willingness to engage in dialogue with others (Hallström, 2024, p. 8; Eitze and Reinhardt, 2025, 

p. 1028). This aligns with Goffman’s (1986) argument that stigmatized individuals internalize 

dominant standards of normality and apply them to themselves. Although endometriosis is now 

medically recognized as a systemic disease, it remains strongly associated with menstruation, 

particularly because painful periods are among its most recognized symptoms. The stigma and 

silence surrounding menstruation, and therefore endometriosis, contribute to a normalization of 

symptoms. As Gender Studies scholar Hallström states in an interview, if one cannot compare 
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one’s own experiences with others, it is impossible to know what a “normal” experience is 

(Kvinnohistoriska, 2024). This dynamic illustrates how stigma and silence reinforce one 

another, making it more difficult for those affected to recognize their experiences as abnormal, 

medically significant, or worthy of open discussion.  

The second branch of stigmatization is the stigma of endometriosis itself. Seear (2014) declares 

endometriosis as a “highly stigmatized condition”, since it is “negotiated around the meanings 

of blood, menstruation, pain, fertility and infertility” (p. 6), linking menstrual stigma and 

endometriosis. In addition, the lack of sufficient information about endometriosis often leads to 

misconceptions and, subsequently, to the stigmatization of individuals born with a uterus 

(Tragantzopoulou, 2024, p. 117).  

The Normalization and Dismissal of Pain 

In a study on endometriosis-related stigma among Latina women, Matías-González et al. (2021) 

found that participants described endometriosis as “changueria”, “a term used to label or 

describe someone as being an excessive whiner or complainer without an apparent reason” 

(Sims et al., 2021, p. 5). Describing the same phenomenon, Guidone (2020) uses the label 

“menstrual moaners” (p. 272). Such perceptions are reinforced by family members, employers, 

and the broader public, all of whom may fail to recognize the severity of endometriosis-related 

pain. Healthcare professionals, in particular, often trivialize menstrual pain, creating a 

significant obstacle for those seeking care (Seear, 2014, p. 9). Women’s pain is frequently 

minimized, invalidated,  or dismissed as “imaginary” (Bloski and Pierson, 2008, p. 8), while 

those who disclose their symptoms are told that they are “just in [their] heads” (Whelan, 2007, 

p. 973).  

In this context, Hallström (2024) coined the term “pedagogy of pain” to describe the common 

belief that menstrual pain is normal. It “perpetuates variations of the theme that menstruation 

hurts and that womanhood is inherently painful” (Hallström, 2024, p. 11). Tragantzopoulou 

(2024) argues, “menstrual pain is unjustly normalized as something women should endure” (p. 

117).  

These conflicting perceptions are reflected in Krebs & Schoenbauer’s (2019) contrapuntal 

analysis, which identifies two paradoxical discourses: psychological-abnormality and 

biological-normality. While the former frames endometriosis symptoms as psychological or “in 

their heads”, the latter treats them as normal aspects of womanhood (Krebs and Schoenbauer, 
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2019, p. 1020). These discourses demonstrate how normalization and psychologization operate 

simultaneously, producing communicative and medical barriers to recognition and care. 

As a result, people born with a uterus may avoid disclosing their symptoms out of fear of 

appearing irrational, weak, or unable to cope with what they have been taught to perceive as 

“normal, albeit painful, periods” (Ballard, Lowton and Wright, 2006, p. 1298). This further 

illustrates how stigma becomes internalized and contributes to the silence surrounding 

endometriosis.  

Together, these perspectives help explain why endometriosis remains both medically 

underrecognized and socially invisible despite its high prevalence. The historical 

marginalization of women’s health, combined with the stigmatization and normalization of 

menstrual pain, contributes to a broader silence surrounding the condition. As Hudson (2022) 

argues, this silence shapes contemporary understandings of endometriosis, which are limited in 

their ability to represent the lived realities of those affected (p. 24). Her description of 

endometriosis as a “missed disease” captures how the condition continues to fall between 

medical, social, and political recognition. Against this backdrop, scholars and advocacy 

organizations have increasingly called for greater awareness and visibility surrounding 

endometriosis. 

 

Health Communication: A Response to Silence 

If silence contributes to the invisibility of endometriosis, health promotion becomes one 

possible way of challenging that invisibility. Lewis and Lewis (2015) define health promotion 

as “the process of enabling people to increase control over their health as well as the factors 

that influence [it]” (p. 7). Health communication, in turn, is fundamental to every aspect of 

health promotion (Lewis and Lewis, 2015, p. 7). Health communication generally aims to 

provide people with information, education, and health-related messages to shape their 

attitudes, beliefs, and behaviors, as well as the factors that influence their behavior choices 

(Lewis and Lewis, 2015, p. 5). More recently, health communication efforts have taken a more 

socio-ecological approach, focusing on the multiple levels of influence on people’s health 

(Lewis and Lewis, 2015, pp. 7–8). 

In the context of invisible conditions like endometriosis, health communication helps shed light 

on them, given the lack of public and professional awareness. Furthermore, it can break the 

silence surrounding the disease, as it can effectively mitigate societal stigmatization associated 
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with certain medical conditions (Kasturia, 2023, p. 114). Wright and colleagues (2012) argue 

that the severity of many health issues could potentially be reduced by improving health 

communication (p. 4). While improved communication is not the solution for all health issues, 

“it is an important underlying factor” (Wright, Sparks and O’Hair, 2012, p. 5). It has the 

potential to contribute to the reduction of “incidents of disease and human suffering, … while 

increasing physical well-being and satisfaction with healthcare among members of society” 

(Wright, Sparks and O’Hair, 2012, p. 5). Researching health communication on endometriosis 

is therefore relevant, as it helps to gain a better understanding of the communication practices 

and ultimately aims to reduce suffering for those affected. 

In their book, Health Communication: A Media and Cultural Studies Approach, Lewis and 

Lewis (2015) argue that “media is implicated in all health promotion strategies” (p. 5), which 

makes it particularly relevant to this thesis. Health communication happens on different levels. 

Wright et al. (2012) differentiate between interpersonal, organizational, or mass-mediated 

contexts of health communication. Lewis and Lewis (2015) take a different route, arguing that 

health communication is gradually evolving from expert-driven, top-down approaches to 

include more community-focused, participatory, bottom-up approaches (p. 12). This latter 

framework will guide the analysis of this thesis. Within it, health communication can take 

various forms. Two illustrative examples, one for a top-down and one for a bottom-up approach, 

will be presented below.  

Top-Down Communication: The Effectiveness of Health Campaigns  

Public health campaigns are a typical form of top-down health communication. As a form of 

strategic communication, public communication campaigns are defined as “purposive attempts 

to inform or influence behaviors in large audiences within a specified time period using an 

organized set of communication activities and featuring an array of mediated messages in 

multiple channels generally to produce noncommercial benefits to individuals and society” 

(Rice and Atkin, 2013, p. 3). Public health campaigns often follow the logic of social marketing. 

Lewis and Lewis (2015) explain that by “using models and theories derived from a combination 

of psychology and commercial marketing, social marketing enable[s] health promoters to 

develop more targeted and effective media campaigns” (p. 82). The authors go on, “This 

approach is often described as ‘persuasive’ communication because it moves beyond traditional 

health information and education” (pp. 82-83). While public health campaigns are often 

understood primarily as tools for behavior change, Werder (2020) argues that campaigns 

targeting behavior are almost always also concerned with shaping awareness and attitudes. 
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Lewis and Lewis (2015) attribute even more outcomes to social marketing campaigns: “Social 

marketing campaigns can be effective for: raising awareness, increasing knowledge, prompting 

people to seek information and services, changing attitudes, beliefs, and intentions to change 

behavior, and achieving some changes in behavior” (p. 83). Moreover, these campaigns aim to 

contribute to shifting social norms related to the issue addressed (Pryor et al., 2025, p. 2).  

Typically, public health campaigns have been primarily disseminated through the mass media. 

In recent years, with the rapid development of new media platforms, “campaigns have become 

increasingly creative and diverse with their channel strategies” (Zhao, 2020, p. 12).  

Research on health campaigns consistently demonstrates their potential to shape awareness, 

knowledge, attitudes, and behaviors among large audiences. In a review, Wakefield et al. (2010) 

discussed the outcomes of mass media campaigns in the context of various health-risk 

behaviors, such as tobacco use, as well as cancer screening and prevention. They found that 

mass media campaigns can produce changes, or prevent negative changes in health-related 

behaviors across large populations (Wakefield, Loken and Hornik, 2010, p. 1268). These results 

were confirmed by another review by Anker and colleagues (2016), showing that campaigns 

had a significant positive effect on behavior change and knowledge. The latter is especially 

interesting for the case of endometriosis. More recently, Abdo (2023) analyzed the role of 

awareness campaigns in the context of rare diseases. The author attests to a “vital role” of 

awareness campaigns and confirms a correlation between awareness campaigns and the 

prominent level of health awareness among members of society (Abdo, 2023, p. 82). 

As demonstrated, numerous studies have confirmed the effectiveness of public health 

campaigns. Endometriosis research has repeatedly emphasized the potential of public health 

campaigns to increase general public awareness (e.g., Sims et al., 2021; Tragantzopoulou, 

2024). However, endometriosis in relation to public health campaigns has rarely been 

researched. Only one study by Stanek et al. (2023) examined the endometriosis-related social 

media health campaign #1in10. The campaign was co-created by the Danish Endometriosis 

Patient Association and women with endometriosis, implementing a blend of expert-driven and 

participatory approaches, as discussed above (and below) with regard to Lewis and Lewis 

(2012). Stanek et al.’s (2023) study underscores the campaign’s positive impact at three levels: 

the individual level for participating patients, the communal level for people with 

endometriosis, and the broader societal level.  
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Bottom-Up Communication: Participatory Health Communication through Social Media 

As mentioned earlier, Lewis and Lewis (2015) suggest a shift towards participatory health 

communication, which means working with communities, rather than on them, when 

communicating about health and social change (Lewis and Lewis, 2015, pp. 7, 104). This 

approach follows the idea that audiences are no longer “passive ‘receivers’ of health 

communication but rather active participants in meaning-making and ‘media-making’” (Lewis 

and Lewis, 2015, p. 12).  

Eleven years ago, Lewis and Lewis (2015) only anticipated the growing role of social media in 

participatory health communication. They write, “social networking sites (SNS) offer a novel 

environment for health promotion due to their popularity, interactivity and potential to engage 

and create communities” (p. 136). Now, only a decade later, social media, with its user-

generated content, is a central example of participatory media. It provides the structure for 

participation by creating “a unique arena, where everyone with internet access can easily find, 

generate, and share content with the world” (Stanek et al., 2023, p. 2). The platforms are easily 

accessible and provide a broad public with “straightforward ready information” (Arena et al., 

2022, p. 101). That is why in today’s digital context, the internet, and social media in particular, 

have become crucial resources for health communication. The technologies allow people to 

become active participants in their health journey rather than being passive recipients (Lupton, 

2017, pp. 5–6). In the context of endometriosis, this takes on particular significance given the 

findings of van den Haspel et al. (2022), which reported that in a sample of 100 Australian 

patients with a confirmed diagnosis of endometriosis, 76% used social media as a health-related 

self-management tool. This suggests that social media increasingly functions as an alternative 

source of health information and support in contexts where institutional knowledge and public 

awareness remain insufficient.  

Stanek et al. (2023), the authors of the only study on an endometriosis-related health campaign, 

demonstrate the power of participatory health communication when they report in their 

findings: “the [online] community engaged with the campaign and added significantly to the 

dissemination of its message” (p. 1).  

Not only is it possible for anyone to contribute by disseminating health communication efforts, 

but digital platforms also allow users from diverse backgrounds to generate content. Users share 

their experiences, educate others, and advocate for health-related topics, such as endometriosis. 

Very active users may also be considered influencers, or, in this case, “endometriosis 
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influencers” (Shiplo et al., 2025). Interestingly, Shiplo and colleagues (2025) discovered that 

most endometriosis-related posts and accounts on Instagram were created by people living with 

endometriosis themselves, which “underscores the importance of patient voices in the digital 

space, particularly in communities discussing chronic pain conditions” (p. 697). Furthermore, 

Vicari (2021) refers to users engaging in this form of participation as “lay experts”, creating 

content at the intersection of “experiential” and “expert” knowledge (p. 127). 

Endometriosis, in the context of social media, has increasingly attracted interest from the 

scientific community in recent years. Melander (2019), for instance, analyzed how 

endometriosis is narrated on an activist Instagram account shared by five women who post 

about their experiences living with the disease. Seo et al.’s (2025) study of endometriosis-

tagged posts found that people with endometriosis use Instagram to create an online public 

sphere to raise awareness of the disease, connect with and support others affected, and advocate 

more broadly for women’s health and well-being. Holowka (2022) explored how people with 

endometriosis expand the simplistic view of the condition by mediating their pain and 

experiences on social media. Her study also revealed that people with endometriosis often use 

social media to understand, experiment with, and navigate their symptoms (Holowka, 2022, p. 

1), especially since they often receive limited information from healthcare professionals. All of 

these studies show that people with endometriosis, in response to a lack of alternatives, turn to 

social media content to find health information, and that social media, in turn, can foster health 

communication. However, it is essential to note that health content on social media primarily 

reaches those already engaged with the topic, rather than advocating for broader public 

awareness (König and Meier zu Biesen, 2025, p. 2). 

Research has repeatedly highlighted a downside of social media in health communication. User-

generated content bears the risk of containing false or fraudulent information. This is especially 

harmful when the content is health-related and aims to inform people affected by diseases. 

However, Shiplo et al. (2025) found that 85% of the endometriosis-related posts they analyzed 

contained accurate information. In Towne et al.’s (2021) sample of endometriosis-related 

content, even 94% of educational posts were accurate. It is still noteworthy that, by focusing 

not only on social media but on online information in general, over 75% of participants in a 

study by Arena et al. (2022) encountered an average of 2.2 erroneous statements about 

endometriosis online. This is significant, especially because the authors also found that this kind 

of information has a strong and mainly negative impact on the mental well-being of individuals 

with endometriosis (Arena et al., 2022, p. 103).  



 20 

An interesting aspect of social media in relation to health communication is its potential to build 

online communities. Lindgren (2022) defines online communities as “groups of individuals 

who interact around a common interest, where the interaction is mediated or supported by 

internet technology” (p. 98). A classic example of online communities is Facebook groups, 

which are devoted to special interests or topics (Lindgren, 2022, p. 97). Many Facebook groups 

form around topics related to health and disease. In this context, these communities can be 

groups of patients, people who suspect they are affected by a disease, or people who have 

someone affected in their immediate surroundings. Importantly, the digital sphere can foster 

“relationships that would never have come to be in ‘real life’” (Lindgren, 2022, p. 84). In some 

online communities, users can, depending on the platform’s features, remain anonymous and 

use this anonymity as a “protective cloak” (Lindgren, 2022, p. 84). This often encourages 

people to take greater risks in self-disclosure and communicate more openly (Lindgren, 2022, 

p. 84), which can be especially valuable when discussing sensitive health-related information. 

However, Facebook is a non-anonymous service and actively requires identity confirmation 

(Lindgren, 2022, p. 89). Facebook groups, however, have a feature that, when enabled by group 

admins, allows members to post anonymously, hiding the user’s identity from other group 

members. 

Lewis and Lewis (2015) argue that “online communities provide an important arena for health 

communication driven by communities themselves” (p. 147). Through a form of  “crowd-

sourcing”, these spaces enable people with similar health conditions to share personal 

experiences of coping and recovery, discuss healthcare options, and exchange practical 

information (Lewis and Lewis, 2015, p. 138). In the context of stigmatized and often silenced 

conditions such as endometriosis, online communities may therefore provide important spaces 

for recognition, validation, and open communication. Robvais (2020), for example, 

demonstrates this in her discussion of people living with Sickle Cell Anemia, showing how 

patients use online spaces to advocate for their voice and visibility. The author highlights the 

need for and value of online communities, because “sickle warriors learn through various 

websites how to perform for pain relief, where to find the most comprehensive care, and who 

will believe their narrative” (Robvais, 2020, p. 10).  

Individuals with endometriosis often turn to online communities  (Bologna et al., 2024).  Sbaffi 

and King (2020) showed that those affected turn to “online peer-to-peer information exchange” 

because comprehensive, reliable information about endometriosis is still lacking (p. 387). 

Online communities facilitate this kind of exchange. The communities are valuable to 
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individuals affected by endometriosis, since they “help [members] to interpret their 

experiences, feelings and emotions” (Culley et al., 2013, p. 636). The groups are used for 

information and support (Culley et al., 2013; Senyel, Boyd and Graham, 2026). 

The literature discussed in this subchapter suggests that participatory health communication 

emerges, in part, as a response to communicative absence and institutional invisibility. 
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3 Methodology 

Methodological Approach  

This thesis adopts a qualitative case study design. Qualitative research positions the researcher 

as an “interpretive subject” who seeks to “interpret the interpretations that individuals and 

groups have of themselves and their communications” (Jensen, 2012, p. 266). Such an approach 

allows the researcher to ‘read between the lines’ and explore underlying meanings and nuances 

that may be overlooked in quantitative analysis. As outlined earlier, this thesis is grounded in a 

social constructivist perspective, making an interpretative approach particularly suitable for 

examining how such constructions are produced, negotiated, and understood.  

The case study design allows for in-depth engagement with a specific example, generating 

context-dependent knowledge essential for understanding social phenomena (Flyvbjerg, 2001). 

While the study of concrete cases does not exclude empirical generalizations (Flyvbjerg, 2001, 

p. 136), case studies do not seek to produce ultimate, unequivocally verified knowledge, but 

rather contribute to the ongoing scholarly and social dialogue (Flyvbjerg, 2001, p. 139). In this 

sense, “the task of phronetic social science is to clarify and deliberate about the problems and 

risks we face and to outline how things may be done differently” (Flyvbjerg, 2001, p. 140). 

Within this study, endometriosis serves as such a case, illustrating broader societal issues, 

including the silencing of invisible chronic disease and the marginalization of women’s health 

concerns. By examining this concrete example in depth, the study generates context-specific 

insights that can subsequently inform more abstract reflections and discussions. As discussed 

in Chapter 2.1, knowledge, power, and epistemology are closely interconnected. Consequently, 

this thesis adopts a feminist standpoint approach and intentionally centers marginalized voices 

that have long been disregarded in scientific research.  

Qualitative Focus Groups  

A central aim of this study is to foreground the voices of individuals affected by endometriosis.  

For this reason, an interview-based approach was considered appropriate. While individual 

interviews were initially considered, focus groups were ultimately chosen as the primary 

method of data collection for several reasons.  

Hansen and Machin (2019) suggest that participants often “open up” more in focus group 

settings (p. 307). Given the sensitive nature of the topic, a group setting encouraged open 

discussion by fostering a sense of shared understanding through participants’ shared 

experiences and contexts. In addition, focus group discussions rely on interactions to generate 
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insightful data (Morgan, 1997, p. 15). As Morgan and Krueger (1993, cited in Morgan, 1997, 

p. 15) note, “the comparisons that participants make among each other’s experiences and 

opinions are a valuable source of insights into complex behaviors and motivations”. In this 

sense, focus groups create a dynamic setting in which meaning is actively co-constructed. This 

differs from individual interviews, where the researcher typically maintains a more distant role 

and limits their influence on the interview process. While such distance can help reduce 

researcher interference, it also means that participants engage with sensitive topics largely 

without interactional support or feedback. In a focus group discussion, however, participants 

have the opportunity to respond to each other. They can ask questions, give answers, express 

agreement and disagreement, and elaborate on shared experiences. As Morgan (1997) observes, 

“participants in focus groups often say the most interesting aspect of their discussions is the 

chance to ‘share and compare’ their ideas and experiences” (p. 20). Such interaction may also 

provide validation and emotional support in ways that are more difficult to achieve in one-to-

one settings. According to Morgan (1997), these group dynamics “reveal aspects of experiences 

and perspectives that would be not as accessible without group interaction” (p. 20). For these 

reasons, focus groups appeared particularly well suited to discussing endometriosis among 

individuals with lived experience of the condition.  

Focus group sizes can vary considerably, ranging from small groups to as many as 20 

participants (Morgan, 1997, p. 43). According to Morgan (1997), the purpose of a study should 

determine the group size. In this present study, small groups were intentionally chosen, with 

each group consisting of two to three participants. Given the sensitive nature of the topic, small 

groups were expected to create a more comfortable environment for participants to share 

personal experiences. Furthermore, the study prioritizes in-depth insights into individual 

perspectives, requiring sufficient time for each participant to elaborate on their experiences. 

Smaller groups facilitate more detailed discussions and allow participants greater space to tell 

their stories (Morgan, 1997, p. 42). Morgan (1997) further notes that small groups “work best 

when participants are likely to be both interested in the topic and respectful to each other” (p. 

42). Given that participants self-selected into a study on endometriosis and share similar lived 

experiences, it was anticipated that they would be both engaged with the topic and respectful 

toward one another.  

Recruitment and Sample 

The study employed a combination of convenience and ‘snowball’ sampling. Participants were 

recruited through multiple channels to enhance diversity within the sample. First, the online 
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advertisement for participation was shared within the researcher’s social circles. Second, 

physical posters distributed throughout Lund were intended to draw attention to the study. 

Third, participants were recruited through Facebook support groups. Facebook showed 

particular promise, as it remains the most popular social media platform in Sweden (Statista 

Research Department, 2026), and its group function is commonly used for a variety of purposes, 

including topics related to lifestyle and health. Many of these groups are restricted, requiring 

users to request access and obtain administrator approval before viewing the content, which 

makes them less accessible. Using the Swedish term for endometriosis (“endometrios”), five 

relevant support groups were identified (see Appendix A). After receiving approval to join the 

groups and consulting with the administrators, a recruitment post was shared within the groups. 

Recruitment posts were deliberately written in an accessible and informal tone to reduce 

barriers to participation. All three recruitment strategies proved effective.  

The study relied on participants’ self-identification of suspected endometriosis. A formal 

medical diagnosis was intentionally not required due to the well-documented issue of diagnostic 

delay. In addition, the researcher intentionally chose to trust participants’ accounts of suspected 

endometriosis, thereby approaching the issue differently from healthcare contexts in which 

individuals are often expected to “prove” their symptoms and experiences. Additional inclusion 

criteria required participants to be at least 18 years old and to have lived in Sweden for a 

minimum of six months, ensuring a certain familiarity with the country’s culture and healthcare 

system.  

The focus groups were offered both in person in Lund and digitally via Zoom. This approach 

ensured that place of residence did not become a barrier to participation and enabled individuals 

from across Sweden to take part in the study. The combination of diverse recruitment strategies 

and both digital and in-person participation also helped address the issue of purposively selected 

sample “bias” discussed by Morgan (1997, p. 35), by enabling a wider range of experiences and 

perspectives to be included. 

The final sample consisted of ten participants across four focus groups: two online groups with 

two participants each and two in-person groups with three participants each. The digital focus 

groups had initially been planned with three participants each, similar to the in-person groups, 

but in both cases, one participant canceled at short notice. The groups were nevertheless 

conducted as planned, and the smaller group size did not appear to affect the discussions. It was 

further decided to conduct two groups in each setting (online and in person), rather than 

combining participants into one online and one in-person group, to allow for comparison across 



 25 

settings. This decision was informed by Hurst’s (2023) suggestion that “putting all your eggs 

into a single focus group basket is not a good idea” (158).  

The four focus groups, with a total of ten participants, were conducted between 23 and 27 March 

2026. Their durations ranged from 1 hour 21 minutes to just over 2 hours, resulting in a total of 

approximately 6.5 hours of recorded material. The discussions were conducted in English, 

which was a second language for all participants, including the researcher. However, this did 

not appear to significantly affect the discussions. 

Table 1: Overview of Sample 
 

* Suspected Endometriosis  

An overview of the sample is provided in Table 1. Seven of the ten participants had received a 

medical diagnosis of endometriosis, while three suspected having it. Five participants were 

Swedish, while the remaining five had other national backgrounds. This international sample 

proved particularly insightful as endometriosis affects individuals globally. Participants with 

diverse national backgrounds were able to compare experiences in the Swedish context to those 

in other countries, thereby enriching the data. Nine participants identified as female, and one as 

non-binary. Limiting the study to women alone risks reinforcing narrow gendered assumptions 

about endometriosis and may inadvertently contribute to stigmatization. Since endometriosis 

Pseudonym Age Gender Nationality Region of 

Residence 

Profession Education 

Level 

Focus Group 

(format) 

Elin 45 Female Swedish Stockholm Tech Product 

Owner & 

Delivery Lead IT 

Post-Secondary 

Education 

#1 

online 

Clara 38 Female Swedish Värmland currently not 

working due to 

pain 

Master’s degree #1 

online 

Jules* 24 Non-

binary 

French Skåne Waitress Master’s degree #2 

in-person 

Miriam 21 Female Swedish Skåne Student High School #2 

in-person 

Elise* 23 Female Swedish Skåne Student High School #2 

in-person 

Osanna 45 Female Russian Skåne currently not 

working due to 

pain 

Master’s degree, 

MBA 

#3 

in-person 

Nora* 25 Female Finnish Skåne Barista Master’s degree #3 

in-person 

Elvira 25 Female Swiss Skåne Student Bachelor’s 

degree 

#3 

in-person 

Sara 29 Female Swedish Jämtland 

Härjedalen 

Certified Nursing 

Assistant 

High School #4 

online 

Lola 34 Female Slovak Stockholm Student High School #4 

online 
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can affect anyone born with a uterus3, gender-diverse perspectives are especially relevant and 

remain underrepresented in research (Eder and Roomaney, 2025). The sample provided 

coverage across a broad reproductive age range up to the onset of the natural menopausal 

transition, which typically occurs between 45 and 55 years of age, with an average age at 

menopause of 51-52 years (Polo-Kantola, 2008).  

Pilot and Discussion Guide 

The focus groups were conducted using a semi-structured discussion guide. Due to practical 

constraints, conducting a full pilot focus group was not feasible. Instead, a preliminary 

consultation was carried out with an individual from the researcher’s personal network who has 

endometriosis. This consultation involved a detailed review of the interview guide and provided 

valuable feedback for refinement. The guide was subsequently adjusted accordingly. For 

example, the initial question “If you could design the ideal information resources about 

endometriosis, what would they look like?” was identified as potentially overwhelming for 

participants. Based on this feedback, a series of additional prompts was incorporated to support 

engagement with the question. Hurst (2023) recommends using such stimulus material to 

facilitate discussion (p. 158). The final focus group guide is available in Appendix B. While the 

guide ensured a degree of comparability across the focus groups, it remained flexible, allowing 

conversations to develop organically and enabling participants to introduce new topics. This 

flexibility is essential for capturing participants’ perspectives in their own terms (Morgan, 1997, 

p. 40).  

Stimulus Materials  

In addition to prompts during the discussions, participants were provided with a set of stimulus 

materials before the focus groups4. They were asked to familiarize themselves with the 

materials beforehand, as these would form the basis of several discussion questions. The 

materials included a range of endometriosis awareness initiatives from different contexts.  

From Sweden, participants were introduced to the campaign “Mycket Mensvärk Är Inte Okej”5 

by Socialstyrelsen, the Swedish National Board of Health and Welfare, and the digital 

exhibition “Pain Unseen – Narratives of Endometriosis” by Stockholm’s Museum of Women’s 

History. In addition, two Australian campaigns were included to provide an international 

 
3 To highlight this again: Endometriosis has, in rare cases, also been documented in people without a uterus or 

without menstruation (Jabr and Mani, 2014; Rei, Williams and Feloney, 2018). 
4 See Additional References 
5 “Severe Period Pain Is Not Okay“ (translated by author). 
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perspective: “About Bloody Time” by the news website news.com.au, and “Take Your Life Off 

Hold” by the NGO Endometriosis Australia. The Australian context was selected for its 

pioneering role in endometriosis awareness, including the adoption of a National Action Plan 

for Endometriosis in 2018 (Australian Government Department of Health, 2018). Finally, the 

short film “This Is Endometriosis”, which won Best British Short Film at the 2026 British 

Academy Film Awards (BAFTAs), was also included.  

Analyzing the Data  

All focus group discussions were audio-recorded and subsequently transcribed in full (see 

Appendix C for a sample). In addition to spoken content, relevant verbal cues (e.g., laughter) 

and nonverbal cues (e.g., pauses and shoulder shrugging) were included in the transcripts to 

enrich the material for analysis. 

The transcriptions were analyzed as textual data following Kuckartz’s (2014) methodological 

framework for qualitative text analysis, which combines hermeneutical considerations, 

principles of Grounded Theory, and ideas from qualitative content analysis. This approach is 

“rule-guided and intersubjective but also interpretive and creative at the same time” (Kuckartz, 

2014, p. 36). The analysis adopted an abductive approach. While previous knowledge of the 

topic and existing literature informed the analytical process, particular emphasis was placed on 

inductive analysis following the logic of Grounded Theory. Rather than applying a fixed, 

predefined framework, categories were allowed to emerge from the data itself  (Charmaz, 2006, 

p. 46). This inductive orientation was especially important because the study sought to explore 

participants’ lived experiences of endometriosis as they emerged in the focus group discussions 

and, therefore, aimed to remain open to unexpected themes and perspectives. 

The coding process began with an initial phase of “open coding” (Kuckartz, 2014, p. 23). The 

transcripts were examined sentence by sentence, and segments that appeared analytically 

relevant were assigned preliminary codes. These initial codes were documented and organized 

in a mind map (see Appendix D). Following the open coding stage, the mind map served as a 

tool for connecting, renaming, consolidating, and organizing codes into broader categories 

(Kuckartz, 2014, p. 28). By grouping related pieces of data, recurring themes, contrasts, and 

relationships within the material could be identified.  

Throughout the analytical process, memos and analytical reflections were continuously 

recorded in a notebook to document emerging findings and interpretations. These reflections 

later informed the development of the analysis chapter. The process also involved repeatedly 
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returning to the transcripts to refine interpretations and reconsider categories in light of new 

insights. This movement between coding, interpretation, and recoding reflects the iterative 

nature of qualitative research, which Saldaña (2013) describes as “cyclical rather than linear” 

(p. 58). This reflexive process supported ongoing hermeneutic interpretation and maintained 

awareness of the material’s socially and interactionally constructed nature (Kuckartz, 2014, p. 

36). 

Ethical Considerations  

As health data is particularly sensitive, this qualitative study required careful attention to ethical 

considerations throughout the entire research process. Particular emphasis was placed on 

ensuring that participants were fully informed about the topic, aims, and intentions of the study 

before agreeing to participate, as “it is never appropriate to blindside participants with sensitive 

or threatening topics” (Hurst, 2023, p. 162). All participants provided informed consent and 

were made aware of their right to withdraw from the study at any time without consequence. 

The consent form included detailed information regarding data collection, storage, and the use 

of audio recordings. To further ensure confidentiality, participants were required to sign a 

confidentiality agreement (see Appendix E for both), thereby protecting their own privacy and 

that of the other group members (Hurst, 2023, p. 163). 

Throughout the research process, all personal data was stored locally on a password-protected 

device, and identifying information was removed during transcription. All names used in this 

thesis are pseudonyms. Particular care was also taken to create a respectful and supportive 

discussion environment in which participants could share experiences at their own discretion. 

Methodological Reflections 

The use of focus groups proved to be an effective methodological choice. Despite the small 

group sizes, the discussions were dynamic and generated rich data. Participants actively 

engaged with one another, often building on each other’s experiences. Keeping the groups small 

facilitated in-depth contributions and allowed sufficient time for individual narratives. Even in 

the smallest groups, the discussions remained productive, suggesting that meaningful 

interaction does not depend solely on group size but also on participant engagement and topic 

relevance. 

It is also important to reflect on my own positionality within this research project. As someone 

living with endometriosis, I occupied a dual position of both patient and researcher. This lived 

experience positioned me ‘inside’ the topic rather than approaching it as an external observer 
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and may have facilitated trust and openness within the focus groups. As Whelan (2007) notes, 

individuals with endometriosis are often guarded toward “outsiders”, while her own “status as 

a woman with endometriosis enabled [her] to conduct extensive qualitative research within the 

community” (p. 960). Similarly, my lived experience may have made me more approachable 

and relatable. 

While my personal familiarity with the topic provided valuable contextual insight, I placed 

great emphasis on not assuming expertise. Instead, I sought to remain curious and attentive, 

allowing participants’ experiences and interpretations to take precedence. As emphasized by 

Holowka (2022), herself a researcher affected by endometriosis, it is crucial that “the 

experiences of these participants are at the forefront of this research” (p. 3). This principle aligns 

with Harding’s (2008) notion of “sciences from below” (p. 114) and guided my approach 

throughout the study. 

Limitations  

While the methodological design of this study offers several strengths, it also comes with 

limitations. Although the study intentionally did not exclude gender-diverse perspectives in 

response to the lack of diversity highlighted in previous research (Eder and Roomaney, 2025; 

König and Meier zu Biesen, 2025), recruiting gender-diverse participants was not a specific 

focus of the sampling strategy. Consequently, only one of the ten participants identified as non-

binary, while the remaining participants identified as female. In addition, the discussion guide 

did not include questions specifically designed to explore gender-related dimensions of living 

with endometriosis. As a result, while this study aimed to remain inclusive, it cannot provide 

substantial insights into the experiences of gender-diverse individuals with endometriosis. This 

thesis, therefore, joins existing calls for greater diversity and inclusivity in endometriosis 

research. 

Another limitation concerns the cultural composition of the sample. Although the study 

included participants with different national backgrounds, the sample remained predominantly 

European. While these perspectives provided valuable insights into experiences within 

European healthcare and cultural contexts, the findings cannot be easily extended to non-

European settings.  

Furthermore, the study relied on a single-method qualitative research design and therefore did 

not incorporate methodological triangulation, understood as a “strategy for gaining several 

perspectives on the same phenomenon” (Jensen, 2012, p. 301). Nevertheless, focus group 
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discussions proved well suited to the aims of this thesis by generating rich, meaningful insights 

into participants’ experiences and perspectives. 

Finally, the stimulus materials presented during the focus groups were based on a selection that 

evolved throughout the earlier stages of the research process. While the materials were chosen 

to provide a diverse and multifaceted overview of endometriosis awareness efforts, the selection 

was not intended to be exhaustive, and other examples could have been included. Different 

materials may have prompted somewhat different reactions and discussions among participants. 

Nonetheless, the selected stimulus materials provided a valuable basis for reflecting on broader 

questions of awareness, representation, stigma, and health communication. 
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4  Analysis 

The analysis is divided into three sections corresponding to the research questions. The first 

two sections examine the case in greater empirical detail, while the third section broadens the 

discussion by considering the implications of the findings for silent diseases and health 

communication more generally.  

Navigating Silence: Information, Support, and Media Use 

Since awareness and knowledge of endometriosis remain limited, examining individuals’ first 

encounter with the condition provides important insight into their endometriosis journeys. 

Participants often described spending many years believing that their experiences were normal. 

As Jules (FG 2) explained, “I just thought it was normal … because everybody says like, ‘your 

period is really painful’”. Similarly, Lola (FG 4) reflected, “I never looked for any information 

because I thought this is normal … I just don’t want to buckle up and go at the world, I’m lazy 

or something”. These accounts illustrate how pain is normalized and individualized, leading 

participants to dismiss or downplay their symptoms rather than interpret them as signs of a 

medical condition. This reflects what Hallström (2024) refers to as “pedagogy of pain”, the 

widespread social belief that menstrual pain is normal and therefore not recognized as a 

symptom. 

When participants began to recognize that something might indeed be wrong with their bodies, 

most described turning to Google to search for explanations for their symptoms. For many, this 

was their first encounter with the term endometriosis. Most participants explained that they 

came across the condition relatively quickly online. As Osanna (FG 3) reported, “I was doing a 

proactive search, and then the first thing that came up was endometriosis … It show[ed] all the 

symptoms. It [was] so clear”. This suggests that active online information-seeking played a 

central role in participants’ early understanding of their symptoms, which aligns with Sbaffi 

and King’s (2020) finding that people with endometriosis are very active information seekers 

(p. 370). 

Participants who did not first encounter endometriosis through online searches described 

learning about the condition through interpersonal networks or prior exposure in everyday life. 

Lola (FG 4), for example, reported first hearing about endometriosis from friends. Elvira’s (FG 

3) account stood out in particular, as she first became aware of the condition through her mother, 

who has endometriosis herself. Recognizing similarities between their experiences, Elvira’s 
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mother explained the condition to her and actively encouraged doctors to investigate the 

possibility of endometriosis at an early stage. Elvira’s story illustrates the significant role that 

awareness within one’s social environment can play in identifying symptoms and facilitating 

earlier recognition of the disease.  

Notably, none of the participants reported first learning about endometriosis through healthcare 

professionals. On the contrary, some explicitly emphasized that the condition was never 

mentioned in medical encounters until they raised it themselves. As Nora (FG 3) recalled: 

“Not once was endometriosis mentioned – ever, not in all the times that I was in so much pain, where 

I couldn’t walk, where I was lying in bed for days. Not once was it mentioned until I started looking 

it up myself” (Nora, FG 3) 

This absence of professional guidance reinforces the earlier finding that individuals are often 

left to identify and interpret their symptoms independently, highlighting a critical gap in the 

healthcare system’s role as an initial source of information.  

Sources of Information and Support 

Participants described drawing on a wide range of sources for information and support 

throughout their endometriosis journey, both online and offline, reflecting a fragmented and 

exploratory process. When asked where they would look for information, Clara (FG 1) simply 

answered, “everywhere”. Her response suggests that participants, rather than relying on a single 

authoritative source, navigated multiple channels simultaneously. This strategy of combining 

different sources to make sense of a widely unknown condition aligns with previous research 

on information-seeking behavior of women with endometriosis (Sbaffi and King, 2020; Senyel, 

Boyd and Graham, 2026).  

The most commonly named source of information was the internet, or more specifically, 

Google. This aligns with findings from a scoping review by Senyel et al. (2025), which 

identifies the internet as the “most important access point for information” (p. 1). Online 

searches typically direct users to various websites, among which participants of all focus groups 

highlighted 1177, the central national infrastructure for Swedish healthcare, as “everyone’s go-

to” (Sara, FG 4). Despite the site’s widespread use, participants expressed strong dissatisfaction 

with the information it provides. Elin (FG 1) described it as feeling “dated 1980”, and 

participants more broadly criticized the information as inaccurate, overly generalized, and too 

simplified. In short, they agreed that 1177’s content is insufficient and outdated, leaving them 

skeptical, frustrated, and even outraged. This dissatisfaction is particularly striking given the 

expectations associated with such an authoritative national platform. As Elise (FG 2) noted, 
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while she initially felt she should be able to trust 1177, her experiences have instead taught her 

to approach its content with caution. This tension points to a broader disconnect between 

institutional knowledge production and lived experience, in which official health 

communication loses credibility when it fails to reflect the realities of those affected.  

Another source of information specified by participants was scientific studies. Elin and Clara 

(both FG 1) agreed that engaging with academic studies played an important role in their 

endometriosis journeys. Elin described staying informed through reading as her “main thing”, 

particularly after realizing that her doctors had only limited knowledge of the condition. 

However, participants’ perspectives on scientific research were not uniform. Lola (FG 4) 

described deliberately distancing herself from scientific studies after encountering research on 

social media that made her question the priorities of research. In particular, she referred to a 

study on the perceived attractiveness of people with endometriosis, which she found frustrating 

given the broader lack of funding and attention for the condition. As a result, she adopted a 

more protective stance towards information-seeking: “Not knowing is actually better to a 

certain degree”. These accounts illustrate that while scientific studies can serve as an important 

source of information, they may also evoke critical reflection and even emotional resistance 

among those affected. 

A more controversial resource among participants was generative AI tools based on large 

language models (LLMs), such as ChatGPT and Gemini. Five out of ten participants reported 

consulting AI for health-related concerns, while four others strongly rejected the idea. One 

participant had not used such tools but was not opposed to them in principle. Participants who 

engaged with AI tools described using them primarily for orientation and inspiration. For 

example, Clara (FG 1) appreciated how they “can nudge you in different directions”, while 

Osanna (FG 3) found them useful “for initial information, if you completely don’t know 

anything about the subject”. Beyond informational purposes, AI tools were described as a 

source of emotional support. Lola (FG 4), for instance, explained that she sometimes uses them 

“to calm down” by discussing new symptoms or uncertainties. Sara (FG 4) recognized this 

behavior and related it to the benefit of “getting to process it out loud outside your head”. 

However, she noted that she would typically turn to a close friend instead. These accounts 

illustrate how AI tools can mimic certain aspects of empathetic interaction while not replacing 

human relationships. This distinction aligns with Ma et al.’s (2026) finding that LLMs are used 

as complementary support rather than a replacement. Despite the perceived benefits, all 

participants demonstrated a critical awareness of AI’s limitations in health-related contexts. As 
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Ma et al. (2026) observed, users often “maintained cognitive distance and enacted boundaries” 

(p. 1) when engaging with LLMs. Participants in this study reflected this by anticipating biases 

and articulating trust issues. Elin (FG 1), for example, instructed the AI tool not to “cherry-

pick” information, while Clara (FG 1) explained that she would try to find scientific studies 

verifying the tool’s responses, noting that “you can’t really trust it, can you?”. Participants who 

rejected LLMs altogether similarly cited a lack of transparency and uncertainty about 

information sources as key reasons for their skepticism. 

Other resources mentioned more briefly in the focus groups included podcasts and books 

written by people living with endometriosis. Pop culture was rarely discussed, and when it was, 

participants did not primarily view it as a source of information but rather as a space for 

representation. In this regard, Lola (FG 4) expressed ambivalent feelings. While she appreciated 

seeing a character in a Netflix series with symptoms suggestive of endometriosis, she found the 

portrayal overly simplistic and superficial, which made the effort feel somewhat shallow to her. 

More broadly, participants repeatedly pointed to the limited visibility of endometriosis in 

mainstream media, including television, films, and series. This perception resonates with 

broader observations in the literature, which suggest that popular culture may offer visibility 

but often fails to provide nuanced or comprehensive understandings of women’s health issues. 

As LeBlanc (2025) notes, “today’s popular culture provides useful but incomplete information 

about critical women’s health issues” (p. 94). 

Social relationships emerged as an important resource for both information and support. 

Parents, particularly mothers, were frequently described as key points of contact. Since 

symptoms often appear at a young age, many participants reported first turning to their mothers. 

As mentioned earlier, Elvira (FG 3) received both information and strong support from her 

mother, while Miriam (FG 2) described her parents actively advocating on her behalf during 

medical encounters. However, these experiences were not universal. Some participants reported 

reaching out to their mothers but being dismissed, often due to a lack of awareness. In such 

cases, broader societal stigmatization of menstruation and endometriosis contributes to the 

normalization of pain, leading mothers to interpret severe symptoms as typical and not requiring 

further investigation. This, again, reflects what Hallström (2024) describes as “pedagogy of 

pain”, in which menstrual pain is normalized and expected to be endured. In addition, a lack of 

personal experience with similar symptoms could result in reduced empathy or understanding. 

As previous research suggests, menstrual stigma is associated with increased self-stigmatization 

and reduced willingness to engage in conversations about menstruation (Eitze and Reinhardt, 
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2025). At the same time, interactions within social networks can be very eye-opening. 

Comparing experiences with friends often prompted participants to question their own 

assumptions about what is “normal”. Elise (FG 2), for example, reflected that she had “gaslit” 

herself into believing that her symptoms were typical, thinking, “This is fine. This is normal 

because it is normal for me” until others challenged that perception by responding, “This is not 

good at all”. However, such exchanges depend on a willingness on all sides to openly discuss 

menstruation and related health issues. Lola (FG 4) recalled that conversations about periods 

were often met with shame among her peers during her adolescence and noted that she still 

finds herself encouraging others to speak more openly about these topics today. Taken together, 

these accounts illustrate how social relationships can both reinforce and disrupt the 

normalization of symptoms, thereby playing a crucial role in both sustaining and challenging 

the silence surrounding endometriosis. 

The final resource mentioned by most participants was social media. Platforms such as 

Instagram, TikTok, Facebook, and Reddit played a central role in their endometriosis journeys. 

Participants described using these platforms for a variety of purposes. On the one hand, they 

turned to social media to seek information. Elise (FG 2), for example, explained how, after 

suffering from severe nausea, she learned through Reddit threads that this symptom could be 

linked to endometriosis. Jules (FG 2) shared a similar experience, describing TikTok as a 

constant companion in their journey, using it to research and verify symptoms. This aligns with 

Holowka’s (2022) findings, which show that individuals with endometriosis use social media 

to understand, experiment with, and navigate their symptoms (p. 1). In this regard, participants 

highlighted the value of testimonials shared by others with endometriosis. As Jules (FG 2) 

explained: 

“It’s so good to have people that have the experience and all of the weird symptoms that you might 

have and all of the specifics. And they’re real, and they’re telling you that that’s what they’ve been 

through … it’s nice to have a face on it” (Jules, FG 2) 

Through testimonials, social media offers validation and comfort to those affected. Participants 

emphasized that seeing others with similar experiences helped them feel less alone and 

reassured them that their symptoms were real, which could relieve anxiety. These accounts 

suggest that individuals with endometriosis often struggle with self-doubt and rely on external 

validation to make sense of their experiences. This dynamic can be understood in light of 

Goffman’s (1986) argument that stigmatized individuals internalize dominant standards of 

normality and, in doing so, may discredit their own experiences. 
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In this context, the support provided through social media closely resembles offline support 

discussed earlier, such as conversations with friends or family members, while also extending 

beyond it. As Lindgren (2022) argues, social relationships are not new, but digital media allow 

them to stretch “beyond the local realm” and significantly amplify the reach of people’s 

connections (p. 108). This expanded connectivity enables individuals to access a broader range 

of experiences and perspectives than would be possible within their immediate social 

environment. This is consistent with research showing that people with endometriosis actively 

seek interaction with others affected, both online and offline, in order to access information and 

emotional validation (Senyel, Boyd and Graham, 2026, p. 12). In addition, testimonials were 

often perceived as offering more holistic and nuanced perspectives than official sources, serving 

as an alternative to the insufficient information found on platforms such as 1177. As a result, 

testimonials emerged as one of the most trusted sources of information. This finding is 

supported by previous research indicating that individuals with endometriosis often regard 

others with lived experience as their most useful and valuable source (Culley et al., 2013, p. 

636). Sara (FG 4), for example, described people with endometriosis as “a way more reliable 

source” than online searches or official health authorities, while Elvira (FG 3) emphasized that 

she “trusts that [they are] honest”. Elise (FG 2) similarly argued that information from those 

with lived experience “is always more accurate”, adding “unfortunately”, thereby implicitly 

criticizing official health communication. 

More broadly, participants engaged with endometriosis content on social media produced by 

both laypeople and professionals, such as doctors and nutritionists. Elin (FG 1), for example, 

described following an Instagram account that shares surgical footage of endometriosis cases, 

offering insights into the extent and complexity of the condition. Other forms of content, such 

as memes, were also mentioned as coping mechanisms. Miriam (FG 2) explained that memes 

helped her deal with chronic pain, suggesting that humorous content can provide a sense of 

recognition and emotional relief.  

Beyond the benefits of social media use, participants also drew attention to the algorithmic 

structures that shape what content is made visible on social media platforms. As Jules (FG 2) 

noted:  

“I feel like I see it everywhere now, but I’m in the bubbles, you know. The algorithm now, it just 

knows. So, obviously, it’s catered to me, so I see a lot of it … If you don’t look for it – like, some of 

my close friends didn’t really know what it was” (Jules, FG 2) 
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This observation highlights that while social media can be highly valuable for those actively 

seeking information, its reach remains limited and tends to be rather accidental. Content tends 

to circulate within algorithmically curated “bubbles”, meaning that awareness efforts on these 

platforms may primarily reach those who are already engaged with the topic. This reflects 

König and Meier zu Biesen’s (2025) argument that health-related content on social media tends 

to circulate among already engaged audiences, limiting its potential to foster broader public 

awareness (p. 2). 

A particularly ambivalent form of social media use emerged in participants’ accounts of 

Facebook groups. These groups were described as both supportive and overwhelming. On the 

one hand, they provide a space to learn from others and exchange experiences with those who 

understand the condition. Lola (FG 4) noted that it can be comforting to have “a place to share”, 

and Sara (FG 4) described them as a way to gain “recognition of not being alone”. On the other 

hand, participants emphasized the emotional burden associated with these spaces. Lola (FG 4) 

explained that the content shared in such groups is overwhelmingly negative, which can become 

“too much” and lead users to distance themselves. This contradicts the underlying assumption 

in the health information-seeking literature that seeking information is often desirable and 

central to health and illness behaviors (Lambert and Loiselle, 2007, p. 1015), as some people 

become overwhelmed and feel the need to distance themselves. Sara (FG 4) described how 

constant exposure to such content turned the groups into a persistent reminder of her disease:   

“Right now, it’s been beating me over the head a lot ... It’s just being remembered that you’re sick, 

and the more you tell yourself that, the sicker you get somehow … I’m trying to find a good middle 

ground between accepting where I am, but also not making myself sicker by mulling over it so 

constantly” (Sara, FG 4) 

Elin (FG 1) also reported negative experiences, including being criticized by others for sharing 

her experience with alternative treatment approaches, which led her to engage with such groups 

only intermittently. Similarly, Osanna (FG 3) described feeling discouraged and hopeless after 

reading negative testimonials in groups. Taken together, these accounts reveal a fundamental 

ambivalence in participants’ engagement with social media. While it offers valuable 

information, validation, and community, it can also become overwhelming and emotionally 

taxing. Participants thus described navigating a constant tension between the benefits of 

connection and the need to distance themselves from an “overflow of media” (Osanna, FG 3).  

Emotional Burden and the Turn to Media in a Context of Silence 

Throughout the focus group discussion, it became evident that participants experienced a wide 

range of emotions in relation to their endometriosis journey. These emotions were 
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predominantly negative, including frustration, hopelessness, helplessness, discouragement, and 

humiliation.  

Many of these emotional responses were closely linked to participants’ experiences within the 

healthcare system. Participants reported numerous negative encounters with medical 

professionals, ranging from long waiting times for appointments and feeling unheard to 

instances of outright dismissal and patronizing behavior. Several participants described feeling 

they had to “prove” both the existence and the severity of their condition, placing considerable 

emotional strain on them. In this regard, participants’ accounts resonate with Foucault’s 

conceptualization of the medical encounter as a site of unequal power relations, in which 

medical authority shapes what is recognized as legitimate knowledge (Lupton, 2012, pp. 23–

24). While this thesis also highlights the potential of medical encounters at a later point, the 

findings presented here suggest that, in the context of endometriosis, interactions frequently 

develop in ways that reflect the asymmetries described by Foucault. Notably, participants’ 

diverse national backgrounds did not appear to significantly alter these experiences, suggesting 

that such challenges are not confined to a specific healthcare system but may reflect a broader, 

transnational pattern. Similar criticism toward healthcare systems has also been observed in 

social media-based research, where negative experiences and dissatisfaction with medical care 

emerged as a central theme in discussions of endometriosis (Neugebauer et al., 2025, p. 5). 

A recurring issue raised by participants was the perceived lack of knowledge among healthcare 

professionals. This manifested in inadequate examinations, overlooked symptoms, 

misdiagnoses, and an inability to answer basic questions. Osanna (FG 3) linked this “lack of 

information or competence” to dismissive behavior. Many participants described having 

consulted “infinite” (Sara, FG 4) doctors in search of one who would take them seriously. Even 

when they felt heard, participants often encountered quick-fix solutions or professionals who 

seemed to have reached the limits of their knowledge. Miriam (FG 2) underscored, “They need 

to know. We shouldn’t have to be the ones educating them” [emphasis in audio, added by 

author]. These accounts align with previous research indicating that clinicians’ awareness and 

education about endometriosis are often perceived as insufficient or outdated (Sbaffi and King, 

2020, p. 385). In addition, studies of social media discourse have identified a notable level of 

distrust toward healthcare providers, with nearly a quarter of TikTok videos on endometriosis 

explicitly expressing such concerns (Wu et al., 2023). 

These accounts highlight a broader pattern: individuals with endometriosis are often compelled 

to become their own health advocates, taking on responsibility for navigating and interpreting 
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their condition. This places a significant burden on those affected and is frequently 

accompanied by a sense of being left to one’s own fate. As Osanna (FG 3) put it, “This is your 

disease, this is your problem”. This already indicates the central role of health communication.  

Negative experiences with healthcare professionals, such as feeling dismissed or not taken 

seriously, often led to feelings of humiliation and discouragement, as established earlier. These 

emotional responses frequently prompted participants to turn to alternative sources of 

information. As Osanna (FG 3) described:  

I couldn’t believe nothing is wrong with me – ‘Oh, just take antidepressants, and you will be fine’ 

– This approach was really gaslighting and humiliating, you know, as if you’re just imagining 

these things. And then I started looking online” (Osanna, FG 3) 

Similarly, Jules (FG 2) explained how acute moments of distress led them to seek support 

through social media:  

“Sometimes I’m having like a really bad episode, and they’re like, ‘well, you can have an 

appointment next week’, and I’m like, okay, but I haven’t slept in a week. Can you help me now? 

Yeah, and then that’s when I turn to social media … to just find … anything. Even if it’s not 

something to soothe the pain … even if it’s just testimonies, that’s nice” (Jules, FG 2) 

Interestingly, participants did not raise concerns about misinformation on social media, despite 

its prominence in literature (e.g., Arena et al., 2022). This suggests that, from their perspective, 

the content’s emotional and experiential value may outweigh concerns about its accuracy. 

Between Institutional Gaps and Participatory Practices in Health Communication 

This first part of the analysis highlights several central patterns in participants’ engagement with 

information and support. Most notably, it reveals a significant lack of effective top-down health 

communication. Participants rarely referred to such efforts, including public campaigns or 

mainstream media, and when they engaged with official platforms (e.g., 1177), these were often 

perceived as insufficient, outdated, and overly generalized. This suggests that formal health 

communication fails to provide meaningful guidance or recognition for those affected by 

endometriosis.  

In contrast, participatory forms of health communication, particularly through social media, 

played a far more central role. These bottom-up sources were described as valuable for 

accessing experiential knowledge, validation, and emotional support. However, they do not 

reach everyone and often require prior awareness or active searching. In addition, participants’ 

accounts show that such sources can be overwhelming and emotionally demanding, 

highlighting their ambivalent nature. 
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Taken together, these findings indicate that individuals with endometriosis must navigate a 

fragmented landscape of information and support. Rather than relying on structured, accessible 

institutional communication, they are frequently left to piece together knowledge from 

scattered, informal sources. Moreover, media use emerges not only as a means of accessing 

information but also as an emotionally driven response to unmet needs within the healthcare 

system and gaps in institutional health communication. 

From Silence to Visibility: Participants’ Perspectives on Health Communication 

This section examines how participants perceive and reflect on the role of media and health 

communication in shaping the visibility, recognition, and understanding of endometriosis. It 

explores how insufficient visibility affects individuals with endometriosis, before turning to 

participants’ perspectives on how health communication could be improved. 

The Vicious Circle of Silent Suffering 

While participants emphasized the importance of visibility created through health 

communication, their accounts also revealed how experiences of invisibility, dismissal, and 

misunderstanding continue to shape everyday life with endometriosis. 

As established, individuals with endometriosis often suffer invisibly as their symptoms are not 

externally observable. When individuals attempt to make their condition visible, they are 

frequently met with disbelief, misunderstanding, or stigmatization. Such responses can have 

profound effects. Participants described how these external perceptions become internalized, 

leading to self-doubt and, in some cases, the adoption of stigmatizing labels. This process 

reinforces isolation, discourages those affected from seeking medical care, and contributes to 

further invisible suffering. This thesis conceptualizes this dynamic as the “Vicious Circle of 

Silent Suffering” (Figure 1). 

The internalization becomes evident in participants’ accounts. Nora (FG 3), for example, stated, 

“I feel a little bit ridiculous going to the emergency room because of cramps”. Similarly, Lola 

(FG 4) reflected, “I still feel like I’m making half of this shit up, even though I’ve been through 

surgery, I’ve been through medication, I’ve seen doctors, I still feel like … aren’t you just … 

exaggerating?”. 

Osanna (FG 3) highlighted how the invisibility leads others to underestimate the severity of the 

condition, “We look good, healthy, right? What could possibly be wrong?”. At the same time, 

she pointed to a coping strategy of those affected that reinforces this dynamic: “We usually try 



 41 

to hide and conceal that … but then they don’t realize how much you suffer … even the doctors, 

they don’t take you seriously” (Osanna, FG 3). This reflects what Hallström (2024) refers to as 

the “beautiful is healthy” stereotype, according to which looking good is associated with feeling 

good (p. 15). 

Hallström (2024) further argues that a lack of recognition and support can affect individuals’ 

“sense of truth” (p. 20). She explains that prolonged exposure to disbelief and dismissal 

intensifies self-doubt and undermines self-confidence, making it increasingly difficult for 

individuals to seek medical attention or assert the legitimacy of their experiences. This dynamic 

is also evident in the present study. Conversely, a diagnosis can represent a “critical turning 

point” (Hallström, 2024, p. 14), as it provides validation that individuals’ experiences are 

legitimate and not “in their head”. In this way, recognition has the potential to weaken or 

interrupt the Vicious Circle of Silent Suffering.  

 

Figure 1: The Vicious Circle of Silent Suffering 

 

Source: Author’s own Conceptualization based on Focus Group Findings. 

 

The dynamic highlights the importance of health communication that promotes visibility and 

recognition. As participants’ accounts suggest, increased visibility can validate individual 

experiences and help disrupt cycles of self-doubt and silence.  
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Participants’ accounts further highlight that experiences of disbelief are not limited to the 

healthcare system, as already established, but extend into everyday social life. They described 

feeling misunderstood, stigmatized, and dismissed by both medical professionals and the 

broader public. These experiences reflect a central tension often associated with stigma, namely 

the struggle to seek recognition and understanding while resisting being defined by one’s 

condition (Goffman, 1986). As Lola  (FG 4) explained, “I don’t want the disease to define me 

… sometimes I might cancel plans … and it doesn’t mean that I hate [my friends]”. This tension 

contributes to feelings of insecurity and reinforces the need for social recognition and 

compassion. 

A striking finding in this regard was that participants across all focus groups, without 

prompting, drew comparisons between endometriosis and cancer. These comparisons were 

made both medically and socially. On a medical level, participants mentioned similarities in 

disease behavior, which have been confirmed by research (Ellis and Wood, 2026). On a societal 

level, the comparison served a different function. Participants highlighted that cancer is widely 

recognized, researched, and funded, whereas endometriosis remains comparatively invisible. 

As Sara (FG 4) expressed:  

“I’m definitely at the stage now where I wish to God it was cancer. Because cancer is researched. 

And cancer – people know what that is, you don’t have to explain it to anyone. There are so many 

treatment plans” (Sara, FG 4) 

Such comparisons reflect a perceived inequality in recognition, resources, and legitimacy. They 

express a sense of injustice and underline participants’ desire for greater awareness, 

understanding, and institutional support. In addition to cancer, participants also compared 

endometriosis to diabetes. While cancer was mostly used as a reference point for visibility and 

research funding, diabetes was invoked as an example of normalized understanding in everyday 

life. Participants referred to this as the “diabetes treatment” (Sara, FG 4), indicating a desire to 

be treated with a similar level of recognition and acceptance, where their condition is taken 

seriously without requiring constant explanation or justification. Ultimately, this reinforces the 

central argument of this section: increased and effective health communication can significantly 

impact the lived experiences of individuals with endometriosis.  

Toward More Effective Health Communication 

Building on the challenges identified above, participants’ accounts offer valuable insight into 

how health communication efforts could be designed more effectively.  
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Identifying Target Audiences 

A central consideration was the audience of such initiatives. Participants consistently 

emphasized adolescents as a primary audience, understood in health communication terms as 

the group whose attitudes or behaviors are intended to change (Lewis and Lewis, 2015, p. 85). 

They highlighted that endometriosis often begins shortly after the first period, yet remains 

underdiagnosed, which can lead to disease progression and long-term complications (Gupta et 

al., 2018; Simone, 2025). Osanna (FG 3), for example, stressed that early recognition could 

“save[…] lives”, describing education as “a must” in school. Similarly, Lola (FG 4) reflected 

on her own experience, noting that “if I had heard about that endometriosis even exists when I 

was a teenager, who knows where I would be now”.  

Importantly, participants emphasized that the information should be addressed to teenagers both 

with and without a uterus to reduce the stigma surrounding menstruation and related health 

conditions. Miriam (FG 2) criticized the gendered structure of sex education, recalling that 

“boys were taught about sex, and we were taught about periods”, arguing that such separation 

reinforces taboo. Osanna (FG 3) similarly highlighted that educating those without a uterus 

could foster greater empathy and understanding, reducing the tendency to dismiss individuals 

with endometriosis symptoms as “moody or depressed”.  

However, participants acknowledged that adolescents may be a difficult audience to reach. As 

Sara (FG 4) noted, “it’s so awful being a teenager – you want to be normal. So, no one wants 

to identify with this off-branded illness that they’ve never heard of”. For this reason, 

participants also emphasized the importance of secondary audiences, meaning groups who are 

likely to influence the primary audience (Lewis and Lewis, 2015, p. 85). These include parents, 

guardians, and teachers, who are often the first point of contact when adolescents seek advice 

or support. Sara (FG 4) explains:  

“If you can’t get the young teenagers to read about it, you need someone in their sphere to … have 

heard about it. So, if it comes up, ever, someone can sort of meet them with ‘have you heard about 

this?’” (Sara, FG 4) 

School nurses were also identified as key intermediaries, bridging the gap between adolescents 

and the healthcare system. In addition to adolescents, participants repeatedly identified 

healthcare professionals as a primary audience. Many emphasized the need for improved 

education and training, particularly in early recognition and referral. Elise (FG 2) described this 

as “mostly where the information is needed”. Participants stressed that all healthcare 
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professionals should possess at least basic knowledge of endometriosis, enabling them to 

recognize symptoms and appropriately guide patients. As Miriam (FG 2) explained: 

“We should be able to go to our normal doctor, and he would be like, ‘oh it could be this thing, I will 

send you to a specialist’. Not that they need to treat it, but they have to know about it” (Miriam, FG 

2) 

Finally, participants also pointed to the general public as an important secondary audience. This 

refers back to the earlier argument that increasing awareness among the wider population was 

seen as a way to foster understanding, reduce stigma, and enable earlier recognition of 

symptoms within social networks. Greater public awareness could encourage supportive 

responses and help individuals seek appropriate care more quickly.  

Taken together, these findings suggest that participants view effective health communication as 

a multi-level effort that targets not only those directly affected, but also the broader social and 

institutional environments in which they are embedded. This aligns with socio-ecological 

perspectives in health promotion, which emphasize that communication should facilitate 

change across multiple levels, including interpersonal, community, and societal contexts (Lewis 

and Lewis, 2015, pp. 7–8). These suggestions reflect participants’ awareness that improving 

outcomes requires not only individual knowledge, but structural change in how endometriosis 

is recognized and communicated. 

Defining Communication Content 

When discussing the content of health communication regarding endometriosis, participants 

offered a range of suggestions, with three key themes emerging consistently.  

First, participants criticized the limited representation of symptoms in many existing health 

communication efforts, particularly in top-down communication. Endometriosis is often 

primarily associated with painful periods or pelvic pain, yet even within this small sample, 

participants reported a wide variety of symptoms – far too many to list exhaustively. 

Participants emphasized the importance of reflecting the complexity of endometriosis in health 

communication. When representations focus too narrowly on specific symptoms, individuals 

whose experiences differ may fail to recognize themselves and therefore delay seeking help. As 

Sara (FG 4) explained, “it doesn’t take much to read a symptom that you don’t identify with to 

go like, okay, then it can’t be that. And then you … distance yourself from it again”. This 

dynamic contributes to the Vicious Circle of Silent Suffering identified earlier. Closely related 

to symptom diversity is the condition’s unpredictable nature. Sara (FG 4) illustrated it vividly: 

“Imagine someone walking around pushing a gun into your back all the time, and you just have 
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to trust them not to pull the trigger”. Overall, participants stressed that communication should 

better reflect how the condition, in its many forms, affects quality of life.  

Second, participants expressed ambivalent views on how the severity of the disease should be 

communicated. In particular, the use of “worst-case scenarios” was debated. For example, Nora 

(FG 3) and Elise (FG 2) described feeling intimidated by portrayals of extreme suffering, which 

prompted comparisons with their own experiences and triggered self-doubt. At the same time, 

others viewed such representations positively. Elvira (FG 3), for example, described these 

depictions as “very real”, while Osanna (FG 3) argued that showing the full severity of the 

condition could potentially reduce stigmatization by building compassion. This highlights a 

tension between the risks and benefits of emphasizing severity in health communication.  

Third, participants emphasized the need for greater nuance in health communication about 

endometriosis. This includes presenting a broader range of treatment options and 

acknowledging that experiences of endometriosis vary widely. Elin (FG 1), for instance, 

described how she has benefited from a ketogenic diet and expressed a desire for alternative 

approaches to be communicated more openly so others can explore them. Participants also 

stressed that communication should extend beyond diagnosis, as a diagnosis is not “the end 

goal”, but rather “just the beginning again” (Miriam, FG 2). In addition, participants highlighted 

the importance of tailoring health communication to cultural and national contexts. Sara (FG 

4), for example, described Sweden as “so stuck up and closed off … [where] you definitely 

don’t talk about embarrassing things”, underscoring how cultural context shapes stigma. This 

aligns with existing research emphasizing that health communication must consider the cultural 

and social context of its target audiences (Brann, 2024, p. 432). While communication has the 

potential to build compassion and reduce stigma, it must be carefully designed to resonate 

within specific cultural settings. 

Choosing Channels and Formats  

When discussing how health communication should be delivered, participants distinguished 

among channels and formats based on the intended audience. 

As discussed, social media was perceived as most effective at reaching individuals who had 

already encountered endometriosis. Osanna (FG 3) suggested that a similar dynamic applies to 

online information more broadly: “If there is something somewhere on the website and you 

don’t know what to look for, there is very little chance you will even end up finding it”. While 

this may seem contradictory, given that many participants initially learned about endometriosis 
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through online searches, those encounters were typically the result of active information-

seeking rather than passive exposure. 

To reach individuals who have not yet encountered endometriosis, participants emphasized the 

potential of physical formats in public spaces. Suggested approaches included posters and 

leaflets in schools and healthcare settings. Miriam (FG 2) proposed placing advertisements on 

buses and at bus stops, an idea that received strong support within her group. Another powerful 

example of health communication in physical form was suggested by Osanna (FG 3): “What if 

we put information on every single pad or tampon?”. This idea of pictorial health promotion on 

period products is reminiscent of cigarette packaging, where graphic warning labels have been 

shown to strengthen smokers’ intentions to quit through fear appeals (Kees et al., 2010). While 

such tobacco control strategies rely on deterrence, the participant’s suggestion indicates that 

packaging in the context of period products could instead serve informative and awareness-

raising purposes, targeting those most likely to be affected. The idea aligns with existing 

literature on packaging as a strategic marketing communication tool. Packaging is not only 

functional but also serves as a channel through which companies can convey messages and 

values (Kiygi-Calli, 2019, p. 133). Integrating corporate social responsibility into such 

communication can be particularly effective, as it allows companies to connect social causes 

with their branding. Using period product packaging for health promotion can be understood as 

a form of “philanthropic marketing”, where organizations link products to social issues while 

also pursuing economic goals (Thorne McAlister and Ferrell, 2002, p. 702). Research suggests 

that aligning business resources and competencies with societal needs can not only benefit 

communities but also positively influence financial performance (Thorne McAlister and Ferrell, 

2002, p. 702). However, for such initiatives to be effective, they must be consistent with a 

company’s mission, values, and resources (Thorne McAlister and Ferrell, 2002, p. 702). This 

makes period product companies particularly well-suited to promote endometriosis awareness, 

as the cause is closely related to their core products and target audience.  

In addition to physical formats, participants discussed the role of television and popular culture. 

These were seen as effective channels for reaching a broad and diverse audience. As Nora (FG 

3) noted, such formats can reach “a general audience – not just people who go looking for 

information, but anyone … watching TV”. While participants expressed ambivalence toward 

existing portrayals of endometriosis in popular culture, often perceived as overly simplistic, 

they also recognized their potential influence. Literature suggests that when carefully designed, 

these portrayals can be highly influential. Entertainment and popular culture have been 
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described as a “powerful medium for cultural change” (Lewis and Lewis, 2015, p. 154). The 

concept of “entertainment-education” builds on this potential by integrating health messages 

into widely consumed media formats. Through this approach, health communication can reach 

broad and diverse audiences, as popular media is consumed across different social and cultural 

contexts worldwide (Lewis and Lewis, 2015, p. 154). 

Overall, participants’ suggestions indicate that effective health communication requires a 

strategic mix of channels. While social media may primarily reach those already engaged with 

the topic, physical and mass-mediated formats have greater potential to reach previously 

unaware audiences. Participants’ proposals highlight the importance of embedding health 

communication in everyday environments, both physical and mediated, to reach individuals 

more easily. 

Balancing Bottom-Up and Top-Down Approaches in Health Communication 

Overall, participants argue for both participatory, bottom-up and formal, top-down approaches 

to effectively communicate endometriosis.  

On the one hand, those affected were seen as having the agency to engage in participatory health 

communication. Lola (FG 4), for example, argued that this begins with destigmatizing both 

menstruation and pain. She emphasized that responsibility lies with everyone, urging people to 

“stop calling these things TMI [too much information]” and instead speak openly about them 

as they are “part of our life”. Similarly, some participants described individuals with 

endometriosis as potential “ambassadors” (Elin, FG 1), contributing to awareness through 

personal advocacy. Nora (FG 3) reflected that she had “started telling everyone who would 

listen”, emphasizing that such efforts can make a difference. Participants also pointed to the 

influential role of public figures. As Osanna (FG 3) noted, when celebrities speak openly about 

their experiences with otherwise silent conditions, it can prompt others to recognize their own 

symptoms. These accounts once again highlight the importance of testimonials as a form of 

participatory health communication that can increase visibility and challenge stigma. At the 

same time, participants emphasized that such efforts alone are not sufficient and require support 

from institutional actors. In this sense, participatory communication was seen as a way to draw 

attention to the issue and urge those in positions of power to take action.  

On the other hand, participants stressed that awareness efforts must also be expert-driven and 

supported by formal institutions. As Elin (FG 1) put it, “things have to come a bit top-down”. 

Official health authorities were regarded as particularly important due to their perceived 
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credibility and influence. Participants frequently referred to the national health service 1177, 

described as the “medical Google for Sweden” (Lola, FG 4), as a key actor in disseminating 

information. As Sara (FG 4) argued: 

“If people see it from them … they take it more seriously, they think it’s an actual thing … Because 

that’s government-approved. This is how the government gets out information about public health. 

That’s how I want it to be [for endometriosis]” (Sara, FG 4) 

This illustrates how institutional endorsement contributes to the perceived legitimacy of health 

information. Participants also highlighted the close connection between health authorities and 

governmental structures, emphasizing their responsibility to provide resources for large-scale 

awareness efforts. As Lola (FG 4) suggested, such initiatives should be approached 

strategically, “[like] a marketing campaign”. 

In addition, participants noted that top-down communication can influence the healthcare 

system itself. Increased public awareness may generate demand for information and care, 

thereby putting pressure on healthcare providers to improve their knowledge and 

responsiveness. As Sara (FG 4) argued: “The supply needs to meet the demand”.  

Finally, participants emphasized that relying solely on individual advocacy places a significant 

burden on those affected. As Osanna (FG 3) described, living with endometriosis is “so draining 

and exhausting”, leaving individuals with limited capacity to continuously advocate for 

themselves. In this context, formal health communication can provide important structural 

support and reduce the responsibility placed on individuals.  

To conclude this second part of the analysis, these findings highlight the need for an integrated 

approach to health communication that combines participatory and institutional efforts. While 

bottom-up communication plays a crucial role in increasing visibility and challenging stigma, 

top-down initiatives are necessary to ensure legitimacy, reach broader audiences, and provide 

structural support. As Elvira (FG 3) summarized, “It would be very important to talk about this 

disease on every platform possible”.  

The Role of Health Communication in Shaping the Visibility of Silent Diseases 

This chapter discusses what the case of endometriosis reveals about the role of health 

communication in shaping the visibility of “silent diseases”. 
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The Triple Burden  

Throughout the analysis, it became evident that current health communication about the silent 

disease, endometriosis, is limited and insufficient. This thesis identifies three consequences of 

these shortcomings, conceptualized here as a “Triple Burden” carried by those affected.  

First, individuals are forced to become self-educators. This includes independently discovering 

the disease, often due to insufficient knowledge among healthcare professionals. In addition, 

individuals must navigate a fragmented landscape of information sources, frequently relying on 

support from others affected. This process requires assessing the credibility of information amid 

incomplete and potentially misleading content. Through this demanding journey, some patients 

become self-taught “expert patients” (Sbaffi and King, 2020, p. 384), who in turn share 

knowledge and experiences with others. Elin (FG 1), for example, contributes to online patient 

communities by sharing insights on dietary changes that may serve as an alternative or 

supplement to traditional hormonal treatments. 

Second, individuals affected by a silent disease are compelled to become self-advocates. Faced 

with disbelief, dismissal, and stigmatization, they must continuously assert the legitimacy of 

their condition. This involves not only confronting others but also managing internalized self-

doubt. It often requires explaining one’s symptoms to others who are unfamiliar with the 

condition. As Miriam (FG 2) described, “I’ve told all my friends about it … we talked in groups, 

and none of the others knew what it was”. Similarly, Lola’s (FG 4) concern about being 

misunderstood when canceling plans illustrates how individuals must repeatedly justify their 

experiences in everyday interactions. Self-advocacy also entails persisting in seeking medical 

attention despite recurrent negative experiences within the healthcare system. Nora’s (FG 3) 

advice to others illustrates this ongoing struggle, highlighting how frustration and anger can 

become driving forces in the effort to be heard:  

“Keep going to the doctor. Keep telling them what’s wrong … It does make a difference. And I think 

… the anger spurs you on. When nobody listens, and when nobody takes you seriously … it makes 

you want to go again, and want to go again, and tell them again. And keep doing what you can to 

make yourself heard … And as bad as it is … at least I know that I’m doing my best and prioritizing 

my own health” (Nora, FG 3)  

However, this constant need to advocate for oneself is emotionally and physically demanding, 

particularly given the already limited energy of those affected.  

Third, individuals are compelled to compensate for gaps in formal health communication 

by engaging in participatory communication. By sharing experiences in online communities or 

on social media, they help raise awareness and support others. While this can be empowering, 
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it also reflects a structural failure: when formal communication is lacking, participatory efforts 

shift from being supplementary and optional to becoming necessary. 

Communicating Silent Diseases: It Takes Both 

The analysis demonstrates that, in the context of a silent disease, participatory (bottom-up) 

health communication holds significant potential. User-generated content, particularly in the 

form of testimonials, plays a crucial role in validating experiences, providing emotional 

support, and offering nuanced perspectives. In this way, it contributes to breaking the silence 

surrounding the condition. However, participatory communication primarily reaches 

individuals who are already aware of the disease or actively seek information. As a result, those 

who are unaware, including individuals at risk, often remain unreached, and the disease remains 

silent to them. At the same time, the constant “overflow” of informal communication, often 

dominated by negative experiences, could become emotionally overwhelming and lead those 

affected to distance themselves from these spaces. This highlights the limitations of relying 

solely on bottom-up communication.  

In contrast, formal (top-down) health communication is essential for reaching broader 

audiences. By targeting everyday environments, both physical and mediated, it can create 

widespread awareness. Examples include public campaigns, educational initiatives, and the 

integration into popular media formats through entertainment-education. Such approaches can 

play a crucial role in fostering understanding and compassion among wider audiences, thereby 

contributing to more open dialogue and reduced stigmatization. Importantly, top-down 

communication can also alleviate the Triple Burden placed on individuals. 

Participants attributed particular influence to communication disseminated by official health 

authorities supported by government institutions, as these actors are perceived to have both 

extensive reach and high credibility. However, for such communication to be effective and 

trustworthy, it must accurately reflect the condition’s complexity and ensure nuanced and 

responsible representation. 

This highlights an additional key finding of this thesis: effective health communication for 

silent disease requires integrating bottom-up and top-down approaches that combine lived 

experience with structural reach and legitimacy. The voices of those affected, thereby, represent 

a powerful resource. Incorporating lived experiences not only enhances authenticity but also 

prevents harmful misrepresentations that may discourage individuals from seeking care. 

Campaigns such as #1in10 illustrate how this integration can be achieved (Stanek et al., 2023). 
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A Mismatch That Matters  

A final, but central, issue emerging from this analysis concerns the relationship between public 

awareness and the healthcare system. While health communication encourages individuals to 

seek medical care, participants repeatedly described a mismatch between these messages and 

their actual experiences in healthcare systems. Despite being encouraged to seek help, they 

often face long waiting times, dismissal, and inadequate care. This creates a paradox: awareness 

initiatives direct individuals toward a system that is not sufficiently equipped to respond 

effectively. As one participant summarized, “The system is failing” (Osanna, FG 3). This 

discrepancy has significant consequences. Rather than alleviating uncertainty, it can intensify 

self-doubt and reinforce the Vicious Circle of Silent Suffering. As Sara (FG 4) noted, such 

experiences “just make[…] you feel worse”. 

This dynamic is also reflected in broader health communication research. Wakefield et al. 

(2010) emphasize that the availability of and access to relevant services are crucial for enabling 

individuals to act on media messages (p. 1268). In this light, participants’ experiences suggest 

that, even when awareness is successfully raised, limited access to appropriate healthcare 

services can hinder individuals from acting on this information. 

These findings suggest that health communication efforts cannot be effective in isolation. 

Increasing public awareness must be accompanied by improvements within the healthcare 

system itself. This includes enhancing medical education and ensuring that healthcare 

professionals are adequately equipped to recognize and treat the condition. As previous research 

indicates, expanding medical knowledge is closely tied to broader structural factors such as 

research funding and institutional priorities (Hallström, 2024, p. 21; Harder et al., 2024, p. 896). 

Without corresponding structural change, health communication aimed at raising awareness 

risks reinforcing rather than resolving the challenges faced by individuals affected by a silent 

disease. 
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5  Conclusion  

“It’s not talked about enough. It’s not covered enough. It’s not studied enough. It’s just not 

enough” (Osanna, FG 3). 

This thesis explored how physically and socially invisible conditions, conceptualized here as 

“silent diseases”, are produced, negotiated, and communicated through health communication. 

Using endometriosis as a case study, it examined how individuals navigate and evaluate health 

communication sources and how media and communication shape awareness, recognition, and 

understanding of the condition. Central to this thesis were the voices and lived experiences of 

individuals with endometriosis, treated as valuable epistemic resources. In doing so, the study 

builds on Harding’s (2008) feminist standpoint theory by emphasizing the importance of 

including marginalized voices in knowledge production. A social constructivist perspective 

further enabled an examination of how health and illness are socially produced and negotiated. 

Drawing on Foucault’s conceptualization of the body and Lupton’s (2012) discussions of 

gendered health and the historical marginalization of women’s health issues, this thesis explored 

how endometriosis has been silenced and socially minimized. Three research questions guided 

the analysis.  

The first research question examined how individuals with (or with suspected) 

endometriosis navigate and evaluate sources of information and support throughout their 

health journey. Participants primarily discovered endometriosis through online searches or 

social networks rather than through healthcare professionals. They relied on a broad range of 

online and offline sources, including websites, scientific studies, AI tools, social media, online 

communities, and interpersonal relationships. While these sources often provided validation 

and support, they could also become emotionally overwhelming, creating a tension between 

engagement and withdrawal. The findings suggest that individuals with endometriosis must 

navigate a fragmented information landscape shaped by insufficient institutional health 

communication. Formal sources were frequently perceived as limited, outdated, or overly 

generalized, forcing affected individuals to assemble knowledge independently from scattered 

informal sources. In this context, participatory, bottom-up forms of communication, particularly 

through social media, played a central role because they “stretch beyond the local realm” 

(Lindgren, 2022, p. 108), enabling the circulation of experiential knowledge, validation, and 

emotional support across broader networks. Testimonials and lived experience were often 

regarded as the most trustworthy sources of information. This reliance on participatory 

communication reflects broader structural failures within healthcare and institutional 
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communication, which contributed to participants’ experiences of self-doubt, dismissal, and 

internalized stigma.  

The second research question explored how individuals with (or with suspected) 

endometriosis perceive and reflect on the role of media and communication in shaping 

awareness, recognition, and understanding of the condition. Participants’ accounts revealed 

a recurring dynamic that this thesis conceptualizes as the Vicious Circle of Silent Suffering. 

When individuals attempted to make their condition visible by speaking about it, they were 

frequently met with disbelief, misunderstanding, or stigmatization. These external reactions 

often became internalized, contributing to self-doubt and discouraging individuals from seeking 

medical care, thereby reinforcing further invisibility. The invisibility leads others to 

underestimate the condition, which is reflected in the “beautiful is healthy” stereotype 

(Hallström, 2024, p. 15). Participants described experiences of dismissal in both healthcare 

settings and everyday social interactions. While many did not want to be reduced to their 

condition, they nevertheless expressed a strong desire for public understanding, legitimacy, and 

compassion. Comparisons with conditions such as cancer or diabetes highlighted perceived 

inequalities in recognition, resources, and institutional support. Participants agreed that health 

communication is essential for increasing the visibility of endometriosis, which may, in turn, 

help weaken or interrupt the Vicious Circle of Silent Suffering.  

Participants further provided valuable insights into how health communication regarding 

endometriosis could be designed more effectively. They emphasized that communication 

should target both affected individuals and the broader social and institutional environments 

surrounding them, including schools, parents, teachers, and healthcare professionals. This 

aligns with socio-ecological approaches to health promotion, which emphasize that 

communication should facilitate change across interpersonal, community, and societal levels 

(Lewis and Lewis, 2015, pp. 7–8). 

Three key themes emerged regarding communication content. First, participants emphasized 

the need to communicate the complexity, unpredictability, and diverse symptomatology of 

endometriosis more accurately. Second, participants highlighted tensions surrounding 

representations of severe suffering. While some found such portrayals validating and effective 

in raising awareness, others found them intimidating and reported that they reinforced feelings 

of self-doubt. Third, participants called for more nuanced communication that includes 

alternative treatment options, post-diagnosis support, and culturally sensitive representations. 
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These findings suggest that effective health communication must balance visibility with 

responsible representation.  

Regarding channels and formats, participants advocated for a strategic combination of 

communication forms. While social media was seen as effective for reaching individuals 

already engaged with the topic, participants believed that mass-mediated and physical 

communication formats were necessary to reach unaware publics. Suggestions included posters 

in schools and on public transport, awareness messages on everyday products as a form of 

“philanthropic marketing” linking products to a broader social cause (Thorne McAlister and 

Ferrell, 2002), and representations in popular culture formats resembling entertainment-

education strategies (Lewis and Lewis, 2015, p. 154). Participants emphasized the importance 

of embedding health communication into everyday environments, both physical and mediated, 

to make information more accessible. 

Overall, participants argued for a combination of participatory, bottom-up communication and 

institutional, top-down initiatives. Testimonials and personal advocacy were viewed as 

powerful tools for increasing visibility and reducing stigma. However, participants also stressed 

that awareness should not depend solely on affected individuals. Institutional actors, 

particularly official health authorities supported by governmental structures, were considered 

essential due to their reach, legitimacy, and influence. As Elvira (FG 3) summarized, 

endometriosis should be communicated “on every platform possible”. 

The third research question asked what the case of endometriosis reveals about the role 

of health communication in shaping the visibility of “silent diseases”. The findings suggest 

that insufficient health communication creates what this thesis conceptualizes as a Triple 

Burden for affected individuals. They are forced to become (1) self-educators, navigating 

fragmented landscapes of information and support; (2) self-advocates, consistently asserting 

the legitimacy of their condition to others and themselves; and (3) participatory communicators, 

compensating for insufficient formal health communication. While participatory 

communication can be empowering, the findings also demonstrate a broader structural failure: 

when formal health communication is lacking, participatory efforts shift from being 

supplementary and optional to becoming necessary.  

To address these burdens, the findings further indicate that effective communication 

surrounding silent diseases requires both bottom-up and top-down approaches, with the most 

effective scenario being their integration. Bottom-up communication, particularly through 
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testimonials and lived experience, can provide visibility, emotional support, and nuanced 

representation. However, it often primarily reaches audiences already familiar with the 

condition and may also become emotionally exhausting for those involved. Top-down 

communication is therefore necessary to achieve broader public reach, legitimacy, and 

structural support. Participants particularly emphasized the responsibility of official health 

authorities and governmental institutions to lead awareness efforts and improve education 

within healthcare systems. At the same time, top-down communication must remain grounded 

in lived experience to avoid oversimplification and harmful misrepresentation, which may 

discourage individuals from seeking care. Campaigns such as #1in10 illustrate how this 

integration can be achieved (Stanek et al., 2023). Overall, the findings suggest that 

communication surrounding silent diseases is most effective when participatory knowledge and 

institutional legitimacy reinforce one another. 

Finally, this thesis suggests that health communication efforts cannot be effective in isolation 

but must be accompanied by broader structural improvements within healthcare systems to 

ensure adequate recognition, diagnosis, and treatment of the condition. Such change is closely 

tied to factors including research funding, medical education, and political priorities (Hallström, 

2024; Harder et al., 2024). Without these structural developments, health communication aimed 

at raising awareness risks reinforcing rather than resolving the challenges faced by individuals 

affected by silent diseases, as greater awareness may raise expectations for recognition and care 

that healthcare systems are still insufficiently prepared to meet. 

This thesis faces several limitations. First, the study relied exclusively on qualitative focus 

group data and therefore lacks methodological triangulation. Second, as the study primarily 

included individuals identifying as female, experiences across more diverse gender identities 

remain underexplored. Third, because the sample consisted primarily of European participants, 

the transferability of findings across different cultural and healthcare contexts is limited.  

Despite these limitations, this thesis makes several important contributions. Empirically, it 

amplifies the voices and lived experiences of individuals with endometriosis, addressing 

longstanding critiques that experiences and perspectives of people assigned female at birth have 

historically been marginalized within research (Denny, 2004; Seear, 2014). Conceptually, the 

thesis reconceptualizes “silent diseases” through a social constructivist and health 

communication perspective. Rather than understanding silence as the absence of symptoms, as 

often found in medical literature (e.g., Mafi Golchin et al., 2016), this thesis conceptualizes 

silence as a condition of physical and social invisibility, in which suffering remains difficult to 
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recognize, communicate, and legitimize. In this context, it develops the concepts of the Vicious 

Circle of Silent Suffering and the Triple Burden to explain how communicative invisibility 

shapes the experiences of affected individuals. In doing so, the thesis contributes to broader 

discussions surrounding the social construction of health and illness and demonstrates how 

gendered health issues are systematically minimized and silenced. 

The thesis also contributes to health communication research by examining both the 

consequences of insufficient communication and the potential of integrated communication 

strategies in the context of silent diseases. It argues that communication surrounding silent 

diseases requires the combination and integration of bottom-up and top-down health 

communication approaches (Lewis and Lewis, 2015), bringing together institutional reach and 

legitimacy with participatory knowledge grounded in lived experience. In this sense, the study 

also extends existing discussions of participatory health communication by demonstrating that, 

in contexts of institutional silence, participatory communication shifts from supplementary to 

necessary. The findings further underline the importance of political involvement in awareness 

efforts. The Australian case demonstrates how governmental engagement can contribute to 

increased research funding, public awareness, and structural reform through initiatives such as 

the National Action Plan for Endometriosis (Armour et al., 2022; Australian Government 

Department of Health, 2024).  

Although the study primarily reflects European perspectives, its findings may also hold 

relevance for other contexts in which gendered illnesses remain stigmatized, underrecognized, 

and socially silenced. Future research could further examine silent diseases across different 

cultural and national contexts and explore how communication strategies may vary accordingly. 

Such approaches would be particularly valuable for further developing the concepts introduced 

in this thesis. Ultimately, this thesis hopes to contribute to greater recognition, understanding, 

and compassion for individuals living with socially silenced conditions such as endometriosis. 
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Appendices  

 

Appendix A. Swedish Endometriosis Support Groups on Facebook 

 

Group Name  Link  

“Endometrios”  https://www.facebook.com/groups/endometriossverige/  

“Leva med Endometrios – Öppna 

gruppen” 

https://www.facebook.com/groups/2113348072227789/  

“Leka endometrios naturligt” https://www.facebook.com/groups/693276357409999/  

“Leva med endometrios Sverige” https://www.facebook.com/groups/482048418489279/  

“Endometriosföreningen Sverige 

Öppen grupp”  

https://www.facebook.com/groups/23093072995/  

 

 

https://www.facebook.com/groups/endometriossverige/
https://www.facebook.com/groups/2113348072227789/
https://www.facebook.com/groups/693276357409999/
https://www.facebook.com/groups/482048418489279/
https://www.facebook.com/groups/23093072995/
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Appendix B. Focus Group Discussion Guide 

 

Focus Group – Discussion Guide  

 

Intro:  

I will start the recording now.  

Thank you for participating in this group discussion. You have all signed the consent form and 

confidentiality agreement. So, we will treat everything in this room confidentially.  

A reminder: Some of the experiences that we cover today can be personal and emotional. Please feel 

free to share as little or as much as you want and skip any question you don’t feel comfortable with.  

And it is, of course, at all times okay to ask for the recording to be stopped and to leave the 

discussion.  
 

I want to start by saying: I also have a background of endometriosis. I was diagnosed in 2022. But I am by 

no means an expert on endometriosis; I am still learning every day.  

That is the reason why I am doing this research in the first place.  

Today, I am acting as a moderator. You will be discussing your individual experiences with endometriosis 

– how you found out about endometriosis, how you seek information, the role of media in your health 

journey, and different initiatives to create awareness.  

The most important point: I am here to learn from you. I’m interested in your personal experiences and 

perspectives. And since those are individual, there are no right or wrong answers. Every story is valuable. 
 

Before we start, I will quickly introduce a few “ground rules”:  

1. Try to hear from everyone in the group. And talk to each other – not just to me.  

Basically, the aim is to have a conversation, and I will give you some prompts along the way. 

2. It is completely okay to use your phones to show examples or look something up, if you feel like 

that’s helpful. 

3. We will talk for about 1,5-2 hours, and we can have a short break in the middle. 

4. Please feel free to always get up and move around if you need to, and grab more fika if you like.  
 

Any questions?  

 

Ice Breaker question: 

I would like to start with an introduction round:  

Can each of you tell us your name and pronouns, age, profession, and something that you like to do 

for fun?  

 

1. Discussion-Starter question: 

Now that we’ve gotten to know each other a little better, let’s start talking about the topic we are here for.  

Can each of you tell us a little about your endometriosis journey? 

• When did you start suspecting something was wrong? 

• When did you first hear about endometriosis? 

• How did you find out that you might have it? 

• Why do you think diagnosis took as long as it did? 

2. When you were looking for answers, where did you look for information?  

• Is it easy or difficult to find information about endometriosis? 

• What did you struggle with? 

• What sources did you trust? 



 67 

• What kind of information were you looking for? 

• Where do you turn for support? 

• Did you talk to anyone (doctors, friends, communities)? 

 

3. What role has media played in your endometriosis health journey? 

• What kind of media channels have you used?  

• Has anyone tried consulting an AI Chatbot? What does everyone think about 

that? 
 

BREAK (5-10 mins) 
 

4. Introduce examples of endometriosis awareness initiatives: I have sent you …. 

• Digital exhibition (Pain Unseen) by the Stockholm Museum of Women’s History 

• A Swedish awareness campaign targeted at teenagers who menstruate (Severe period pain is not okay!) 

• Two Australian Campaigns (About Bloody Time (News agency) & Take Your Life Off Hold (National TV))  

• The trailer to THIS IS ENDOMETRIOSIS, a short film that won at the British Academy Film Awards  

What do you think about these initiatives to spread awareness of endometriosis? 

• Do they represent the condition accurately? 

• Would they have helped you earlier? 

• Who do you think these campaigns are for? 

5. If you could design the ideal information resources about endometriosis, what would they look 

like? I have some questions for you to help you get started (SHOW THEM THE PROMPTS BELOW)  

• Who would you like to reach? 

• What topics should be covered? 

• How would you distribute the information? 

o What channel(s) would you use?  

o Offline/Online?  

o Which type of meedia? 

• Who should be the sender of the information? 

Since you have gone through this process of finding out about endometriosis:  

How would you suggest reaching people who might have endo but don’t know about the 

disease yet? 
 

End of discussion: 

Now that we have covered many different topics, I would like to know one more thing.  

What advice would you give to people who are at the very beginning of their endometriosis journey 

right now?  

 

Would anyone like to add anything?       
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Appendix C. Sample Transcript 

  

Interview Transcript – Focus Group 2 

“Communicating the Silent Disease”- Thesis Interview, Lund – 25th of March 2026, 10:00 

Total Interview time: 01:33:41 

I – Interviewer 

M – “Miriam”  

E – “Elise” 

J – “Jules” 

 

I: Perfect. Okay, I thought we would start with a little introduction round. I’ve already kind of 

started. I thought we could go around, and then I have a little sheet. Here. So maybe your name, 

your pronouns, your age, your “profession”, I guess, and something that you like to do for fun. 

Who would like to start?  

E: I can start. My name is Elise, she/her. I’m 23 and a law student. And I like to knit. That’s 

fun. 

M: I am Miriam, I’m 21, and I’m studying English. And I also like to knit (laughs). 

I: Oh! (laughs) 

J: I’m Jules, my pronouns are she/they, I am 24. I am a gender studies graduate and a waitress 

at the moment, and I like to watch a lot of movies.  

I: Nice. Thank you, perfect. Right, now that we have gotten to know each other a little bit better, 

let’s start talking about the topic that we’re here for. Can each of us – sorry, can each of you tell 

us a little bit about your endometriosis journey?  

J: I mean, I can start. Mine is, like I told you, it’s suspected. I don’t have a diagnosis. It’s been 

a while since I’ve had, like, you know, crazy pains and everything that goes with it. But I was 

always a bit too lazy to get into the diagnosis of it all, because it lasts forever [the other 

participants nod their heads]. But yeah, I recently saw the doctor for something more like 

maybe IBS related, and they were like “well, maybe”. So, I got a diagnosis of IBS, but then 

they were like, “okay maybe you do just have endometriosis”. So, I’m sort of starting the 

diagnosis right now. Yeah 

I: Mm-hmm.  

M: I have diagnosed because, yeah, I’ve always had the crazy pains and a lot of bleeding ever 

since I started when I was like 13. But I got the diagnosis pretty early because I was 18. But 

that was because I developed chronic pain. So, I was basically in the hospital the whole time. 

And we basically had to force them to do something.  
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E: Yeah. I’ve had quite bad period pains since I first started getting my periods when I was 12, 

I think. And I was in contact with health care about it. And then I got on the pill and then the 

implant here. And then it kind of got better.  

J: Does the implant help? Does it have hormones in it?  

E: Yeah, it has hormones in it. So, it used to be really bad, and now I think it’s okay. And then 

I never really sought the diagnosis because when I googled as well, it’s mostly like, the 

treatment is hormones.  

J: Yeah.  

M: Yeah.  

E: But I’ve also – now I read some about endometriosis like in connection to this [the focus 

group]. And it seems like nausea is quite a common symptom of endometriosis as well, and I’ve 

had like troubles with nausea for quite a few years, but like in periods. And I don’t know, started 

thinking about that as well in connection to – yeah. 

J:  Yeah. I also literally today just got started on the pill because I had an appointment yesterday 

with a midwife and so she – it wasn’t as extensive as I thought it would be, like, talking about 

endometriosis. We didn’t really address it that much. She was just like, “Okay, there is a pill. 

You can try that and see if that works for you”. So hopefully that helps because recently it’s 

been getting even, I feel like, more painful and worse, and I don’t know how to manage it so. 

And I’ve just started a job as well, so now I’m like, okay it’s not really classes that I can take 

off. I need to show up for work and do it so, yeah.  

E: Yeah. Yeah, my pains got better compared to how they were, but my periods got a bit weird, 

so that can happen. And it’s been different every time I got them because I’m on my like third 

one now, like, the hormone implant. And it’s been different every time. Like one time I changed 

it, and I had a period for like 2 months.  

J: Two months?  

E: Yeah.  

J: Oh wow. Fun (irony).   

E: Yeah.  

I: Has that happened to you as well? [directed at Miriam, who was nodding her head] 

M: Yeah, I’ve tried the implant, the, what’s it called? – the spiral, I think. And the mini pills, 

because my dad had a stroke when he was young, so I couldn’t have the combination. But I 

developed chronic pain from the hormonal treatment.  

E: Okay, oh. 
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M: And even when I stopped it, it did not go away. So that made me think also even more, like, 

the only treatment they want is the hormonal treatment, but I get so much worse on that. So, I 

just, I don’t get help from the endometriosis team anymore because they’re like, “yeah, but you 

need to do the hormonal treatment, in order to do something”. 

E: Yeah, I feel like that’s often the – I’ve only had contact with the Ungdomsmottagning6, with 

the youth healthcare center, I guess. And they are basically like, “Oh, they have this issue? 

Okay, you can get hormone treatment”. Like, that’s it. Because I came there and I was like, 

okay, I can’t get out of bed some months, I’m sick from school, like every month, because I 

have these pains and they’re like, “Okay, you can get that pill”. Yeah. And that’s it.  

M: There is two, basically, endometriosis specialists, who work at Ungdomsmottagningen in 

Skåne. I don’t know specifically where they are, but I think if you want to, you could talk to 

your provider.  

E: I can’t go to Ungdomsmottagningen anymore. 

M: Oh right.  

E: They kicked me out (laughs) [because she turned 23] 

Everyone laughs 

M: Yeah, because I got referred to that person, and they helped me a bit.  

E: Yeah. That’s good. 

J: Yeah, the hormonal treatment. I was also just reticent to go on the pill because I haven’t been 

on the pill since I was 16, for my skin, for acne, that was a treatment. And I’m a little bit scared 

of how it’s going to affect me, even long-term. Like, that’s just the pill, like, it’s just a scary 

thing, so, like, that’s easily given, it’s got lots of progesterone in it, and, yeah, I don’t know how 

it’s going to affect my body, specifically, so, yeah. Not a great treatment, I think, but we’ll see.  

E: Hope it’s going to work out.  

J: Me too (laughs). 

I: When you guys were looking for answers – like you had these symptoms, everything was a 

bit weird, you thought something was off. Where did you go look for information?  

E: I googled. [everyone nods their heads in agreement] 

 

6 Ungdomsmottagningen: For young people between the ages of 12 and 22, who have 

questions about their body, STDs, sex, relationships, or birth control. They can also get 

support if they are feeling down and need someone to talk to. The visit is free, and the staff 

are bound by confidentiality. All of the staff members are knowledgeable about LGBTQ+ 

issues. 
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J: Yeah, yeah.  

M: Yeah, that and my mom was a very diligent Googler. She was basically the one who, like, 

“oh, I heard of this”. And I was like, okay, and started looking elsewhere.  

J: Did you find it right away that it was endometriosis at the time, or?  

M: I thought it fit very well. But from the very extreme chronic pain, it took almost six months, 

and that was like, I lived at the hospital. So, I had – yeah. But also, they thought I was so young, 

so they didn’t want to do the operation, but they can’t diagnose without the operation. So that 

was like a whole thing. And then they couldn’t treat the pain because, well now, it’s chronic. 

So, it’s – then we would just be giving you an addiction. But before that, we don’t know what 

the pain was caused by so we can’t treat the pain. So it was, yeah, circular. 

I: When was this? How old were you? 

M: I was 18. So that was also just after COVID, and so my mom couldn’t be with me all the 

time. But I was in so much pain, so we basically had to force the hospital to always have my 

mother there, because otherwise they would just tell me to go home.  

I: Would you say that – Because I had the same question as you just asked, Jules – was it easy 

or was it difficult to find information on endometriosis?  

E: I thought it was quite easy when I googled. Like, I remember hearing about it quite early 

when I searched it up on the internet. But I think when I looked at the material, Socialstyrelsen 

came out with their videos and information stuff around 2018. And I think that’s also when I 

got on the mini pill for the first time. So, I think there’s been information when you google. I 

don’t remember there being a lack of information online.  

J: I think for me for a while as well, I just thought it was normal like to have like such pains 

and stuff. Because everybody says like, “your period is really painful”. And everything else, 

like more chronic and more digestive and stuff, I associated that with my anxiety. And I thought 

that’s what caused it and now I think it’s probably just a blend of it all, maybe, or like very 

linked. So, I didn’t look it up or I didn’t think it fit me or that it was for me, for a while. And 

then I think until recently, a couple years or something, I was like, okay maybe I’m not making 

it up. Maybe it is like that, and it’s me. And so, then I googled it. And TikTok was also really 

helpful, I’m not going to lie (laughs).  

Everyone laughs and nods their heads in agreement. 
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Appendix D. Excerpts of Coding & Mind Map 

 

Analog Open Coding 

 

 
 

 

Coding Mind Map on Miro: Link  

https://miro.com/app/board/uXjVGk8jCBQ=/?share_link_id=765314115867
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Appendix E. Consent Form & Confidentiality Agreement 
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