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ACRONYMS
Ehlers-Danlos and its’ Associated Terms
Ehlers-Danlos Syndrome: EDS
Hypermobile Ehlers-Danlos Syndrome: hEDS
Classical Ehlers-Danlos Syndrome: cEDS
Vascular Ehlers-Danlos Syndrome: vEDS

INTRODUCTION
Medicine has a known communication problem, especially for chronically ill patients. Both patients and physicians report distrust and dissatisfaction with one another. Physicians label chronically ill patients as difficult, psychosomatic, and misinformed, and chronically ill patients characterize physicians as callous, unfeeling, or not knowledgeable enough (Honavar 2018; Halverson 2021). The goal of this project is to explore why these two groups, chronically ill patients and physicians, often struggle to collaborate in improving the patient’s health. 
I also began this project interested in how chronic illness patients navigate medical ambiguity. “Medical ambiguity” is uncertainty related to any aspect of medical care. It can come from the clinical environment (e.g. inconclusive test results) as well as patients’ environments (e.g. pseudoscientific advice from an Internet forum). Chronically ill patients make many management decisions each day that are not perfectly prescribed by physicians, and their illness impacts their everyday lives in myriad ways biomedical practitioners only begin to understand. Thus, I was interested in how patients interpret ambiguous biomedical knowledge and fit it into their lives. 
I soon found that patients’ struggles to work with physicians and their challenges navigating medical ambiguity stem from the same place: the fact that chronic illness presents a fundamental challenge to traditional conceptions of illness, treatment, and medicine, especially the “sick role” and “prescriptive” or “paternalistic” medicine. Paternalistic medicine, sometimes called prescriptive medicine, is a widely accepted concept of illness where patients develop an unambiguous set of symptoms, they see a doctor who gives them a diagnosis, the physician treats them, and they get better. While ill, these patients take on the “sick role”—they get special privileges and exemptions, provided they cooperate with their care team and get better (Friedson, 1989). In this concept of illness, illness is not the patient’s fault, it does not impact their identity (as it is only a temporary condition), and it does not come with specific subcultures, as people spend their sick time surrounded by healthy people. Additionally, as the arbiters of diagnosis and treatment, doctors are powerful sources of authority who can absolve patients of any need to understand their illness or navigate ambiguous knowledge. Ultimately, I became interested in how chronic illness patients challenge, utilize, and navigate the sick role. 
	I explored chronic illness patients’ navigation of the sick role through the social construction of illness, that is, by attempting to understand how illness and these patients’ social worlds co-construct one another (Lupton, 2000). To understand this co-construction, I chose to focus on two online forums devoted to Elhers-Danlos Syndrome (EDS) because the most common form (Hypermobile EDS, or hEDS) has ambiguous diagnostic categories, a wide range of presentations, and few treatment options, making it an effective challenge to paternalistic medicine’s model of care. Through an analysis of how patients conceptualize diagnosis, I argue that whether they keep the exemptions and privileges of the sick role is up for social negotiation. Similarly, patient’s identities, while not a component of the original sick role, are influenced by chronic illness. I argue that “subcultures of the sick” do develop on social media, and that they are critical to navigating the void left by the sick role’s all-powerful doctor (in other words, they are critical to navigating ambiguity). Finally, I argue that the quality of patient-provider interactions depends on how wholly providers reject paternalistic medicine—for patients, providers that adhere to it are poorly regarded, and providers that reject it (in some specific ways) are well-regarded and successful at treating complex conditions. Overall, the goal of this project is to sketch the contours of how chronically ill patients challenge paternalistic medicine and the sick role, and how healthcare can adapt. 
LITERATURE REVIEW
	Since this project draws from literature on illness and disability, professional (biomedical) practice, social media research, and dissemination of mis and dis-information, the literature review is broad-reaching. It covers the biomedical basics of Elhers-Danlos, as well as what is known about patients’ experiences of the disorder and biomedical efforts to cope with the complexity of these and other chronically ill patients. I then explore the theoretical drivers of this piece, namely, the sick role, the significance of diagnosis for patients, and what is known about conducting research on social media.
WHAT IS ELHERS-DANLOS?
Biomedical Basics
	Elhers-Danlos is a connective tissue disorder with thirteen subtypes, some of which have known genetic bases and some of which do not (MGH, 2016). This paper primarily discusses one subtype, the hypermobile form, as it is by far the most common, as well as the most diagnostically contested and discussed online. That said, I briefly discuss the other two most common subtypes (vascular and classical), as, while all the content I analyzed is from creators with the hypermobile form, fear of the other two most common forms and parsing subtype from subtype are part of the diagnostic process. 
	The diagnosis of hypermobile EDS (hEDS) is entirely clinical—there is no molecular or genetic cause yet identified. HEDS has extensive overlap with a number of other connective tissue disorders and is often described as an extreme manifestation of a continuum of disorders related to joint hypermobility (referred to as Hypermobility Spectrum Disorder, or HSD) (Sobey 2015). The narrow diagnostic category that defines a hypermobility patient as “extreme” enough to receive a hEDS diagnosis rather than an HSD diagnosis include generalized joint hypermobility and two of the following: generalized connective tissue symptoms, positive family history, and musculoskeletal complications (Sobey, 2015). The full diagnostic checklist is attached in an appendix. Notably, common comorbidities, e.g., Postural Orthostatic Tachycardia Syndrome (POTS) and Mast Cell Activation Syndrome (MCAS) are not included in these diagnostic categories, and both HSD and hEDS can only be diagnosed when many other conditions have been ruled out (MGH, 2016). The restrictiveness of the hEDS category is contested by both patients and providers, and the justification for the narrow categories varies depending on the source (EDS Society, 2023). Some claim it is to make research more productive, while others insist there is something fundamentally different about the disease process of hEDS vs. HSD. Regardless, hEDS is a restrictive diagnostic category that impacts patients’ lives. 
	Classical EDS is a relatively common subtype of EDS characterized by skin hyperextensibility, atrophic scarring, and general joint hypermobility. It is confirmed by molecular testing and has a known genetic cause (MGH, 2016). Vascular EDS also has a known genetic cause and is ultimately confirmed by genetic testing. Sadly, it is often noticed when patients have a major cardiovascular event (i.e., arterial dissection) (Sobey, 2015). Many EDS patients are concerned they may have vEDS (vascular EDS) and want this diagnosis ruled out due to its risk of sudden, often fatal, cardiovascular events. Others are concerned they may have the cEDS (classical) form when diagnosed with hEDS (Halverson, 2021; Knight, 2022). While there is not immense symptom overlap between these subtypes, the fear and anxiety from the possibility of a vEDS diagnosis or a hEDS/cEDS misdiagnosis drives many people with likely hEDS cases to seek genetic testing.
What We Know About the Patient Experience of EDS
	Biomedicine has attempted to understand the “biopsychosocial” impacts of EDS, namely, how the diagnosed disorder affects people’s wellbeing and life outside of strictly EDS-associated morbidities. Mental health disorders, especially depression, anxiety, and ADHD, are common in EDS patients (Clark, 2023). Some attempts have been made to disentangle a physiological connection between whatever causes EDS and what is causing these mental health challenges (Clark, 2023). For example, anxiety is likely more associated with experience of previous injury, pain catastrophizing, and fear of movement. These are all likely caused in part by the fact that EDS patients are prone to unpredictable injuries during typical movement and are likely to experience extreme associated pain, leading to anxiety about these occurrences. EDS-related experiences like these clearly impact mental health, and make a biomedical mechanism difficult to disentangle from everyday life. Additionally, EDS patients often struggle to maintain a lifestyle protective against depression as they encounter professional and educational challenges and have limited capacity to engage in hobbies and social relationships (Clark, 2023). For many patients in Clark’s study, giving up recreational athletic pursuits due to their EDS symptoms contributed to a decline in their mental health due to the lack of ability to do the sport, as well as the loss of social relationships related to that sport. For others, being unable to do housework or other activities of daily living negatively impacted intrafamilial social relationships and their self-esteem. Many patients in Clark’s study also struggle with severe chronic pain and gastrointestinal problems, all of which may contribute to depression and much higher levels of suicidal ideation than the general population. Although EDS and its’ psychiatric comorbidities are difficult to parse, the mental health toll of the disorder certainly warrants a study of what distresses patients and what protects them—an aspect of this exact project. 
	Additionally, several conditions are commonly comorbid with EDS, complicating the experience of the illness. Joint instability is core to the syndrome, but Mast Cell Activation Syndrome, pain, fatigue, gastrointestinal issues, autonomic dysfunction, severe headaches and migraines, and anxiety are all frequently associated with EDS and contribute to the previously mentioned social and psychological struggles associated with EDS (Clark, 2023). 
The experience of seeking care is often a part of the biopsychosocial struggle of EDS. From a few qualitative studies, we know that the experience of seeking medical care for persons with EDS, especially hypermobile EDS, is associated with particularly difficult interactions with medical care providers (Clark, 2023). Patients perceive their healthcare teams as hostile and indifferent to their suffering, resulting in difficult and unproductive medical encounters (Halverson, 2021). Repeat difficult experiences leads to lessened trust in healthcare, avoidance, and anxiety about seeking medical care (Halverson, 2021). This avoidance is often limited to a few providers the patient has had negative experiences with, but sometimes causes patients to avoid medical care altogether (Halverson, 2021). This anxiety is sometimes limited just to encounters with providers the patient does not trust, but often extends to a deeper distrust of medicine, distrust in the self, and modified behavior around clinicians they do not trust or clinicians in general (Clark, 2023). 
	Different stakeholders and researchers come to very different conclusions on what causes the communication breakdown between EDS patients and providers. Some blame this breakdown on EDS patients being “difficult” (Halverson 2021). They require many hospital visits; they are time-consuming for providers to care for; and their symptoms are complex, subjective, and difficult to attribute to one diagnosis or a small cluster of disorders (Clark 2023). Patients may regard themselves as “difficult,” and providers may both have preconceived notions about EDS and EDS patients (Halverson 2021). Others note that EDS patients are highly aware of current EDS research and deficiencies in patient care and are thus fierce and well-informed self-advocates (Knight 2022). To some clinicians, this awareness makes them “difficult” patients, while to others, this may make for a particularly fruitful therapeutic alliance. I argue the difference between the two perspectives depends on how closely the clinician adheres to the prescriptive model of healthcare. 
	Overall, diagnosis is generally regarded by patients and providers as essential for appropriate care (e.g., whole-body supportive physical therapy instead of joint rehab-specific options) (Ahimaz 2022). For many it is psychologically helpful, especially as it allows their friends and family, as well as their care teams, to understand what they are going through more thoroughly (Ahimaz 2022). 
	Ultimately, the experience of EDS varies greatly due to a number of factors. The subtype a patient has drastically alters the experience they can expect. Seeking care can be anywhere from deeply psychologically traumatizing to productive and pleasant. Regardless of the exact experience of each patient, however, EDS is known to carry a heavy load of psychiatric comorbidities that make understanding the lives of EDS patients all the more important. 
SOCIAL SCIENTISTS ON THE DISRUPTED BODY: THEORETICAL UNDERPINNINGS OF PHYSICIAN/PATIENT INTERACTION AND DIAGNOSIS
THE SICK ROLE
Sick Role Basics
	As mentioned before, the “sick role” is a legitimized form of deviance in which a sick person is granted special exemptions and privileges, provided they cooperate with healthcare providers and get better (Parsons, 1951). It rests on the assumptions of the paternalistic model of medical care: that a patient will develop obvious and unambiguous symptoms, see a physician, receive a diagnosis, be treated, get better, and return to everyday life (Parsons, 1951). This model has several implications for physicians’ and patients’ roles. Since the patient is expected to enter the physician’s office with nothing more than a few identified symptoms, the physician has enormous power and holds all relevant knowledge, as they are solely responsible for the patient’s diagnosis and treatment (Friedson, 1989). The patient is not expected to know anything, and thus has no need to gain or navigate knowledge, only cooperate with the physician and the care team. The fact that the patient is surrounded by a care team also makes illness a fundamentally isolated experience—subcultures of the sick do not develop, as ill patients are surrounded by healthy people (Blaxter, 1978). Additionally, in this model, illness is not the patient’s fault and is “real” since it has tangible, unambiguous signs. Thus, the patient is rarely accused of “faking it” or malingering. It also has little to no impact on patient identity, as illness is a temporary thing that happens to a patient, rather than a permanent alteration of who they are (Blaxter, 1978). Finally, this model engenders diagnostic determinism—diagnosis is what gives someone’s suffering legitimacy and mediates access to resources (Parsons, 1951). This access to resources and externally recognized legitimacy is mediated by communities to some degree, but ultimately is shaped by third party payers and the government, as access to resources becomes limiting (Blaxter, 1978; Friedson, 1989).
Challenges to the Sick Role (inc. chronic illness—can become an independent section)
Challenges to the “sick role” are predicated on an understanding of the social construction of illness. The social construction of illness is an extension of the broader social constructionist perspective—humans and their social world construct one another (Lupton, 2000). In this way, illness and the social world, both of the ill and healthy, are co-constructed. The social construction of illness can better explain the ways in which chronic illness, stigma, and blame challenge the sick role. Additionally, this social constructionist perspective allows us to move beyond a two-dimensional definition of a challenge to the sick role—rather, we can explore how societal expectations rooted in the sick role are manipulated and reconstructed by social processes, and to whose needs they are tailored. 
	Overall, US culture is regarded as willing to expand the definitions of illness to legitimize and contain more deviance as illness. Take, for example, alcohol use disorder. While other societies (e.g., the USSR) are more likely to see excessive alcohol consumption as a personal failing, in the United States it is labeled “alcohol use disorder” and incompletely medicalized (Blaxter, 1978). In other words, moral condemnation is deflected from the individual to a disease. This phenomenon of medicalizing previously contested forms of deviance engenders pushback that makes diagnoses and their values publicly negotiable. Chronic illnesses often fall into this churn—their legitimacy becomes publicly contested as the meaning of this illness is reconstructed (Friedson, 1989). 
	Additionally, stigmatized illnesses (i.e., venereal diseases) are exempt from this “not the patient’s fault” mentality, and thus challenge the sick role (Friedson, 1989). If it is socially acceptable to blame a patient for their illness, their access to the exemptions and privileges of illness is also open for public debate (Friedson, 1989; Blaxter, 1978). These debates are often quasi-ethical and centered on the topic of whether allowing patients like this access to the “sick role” condones their behavior, or whether they “deserve” the same care as their theoretically blameless counterparts (Friedson, 1989). This is one of many ways that access to the sick role is mediated by social processes—in this case, quasi-ethical debate. 
	Chronic illness draws in aspects of both stigma and politicization of illness/diagnosis, while presenting its own threat to the sick role. It also relies on diagnostic determinism. Being defined as chronic extends the privileges of the sick role, while also instigating a series of identity negotiations (Friedson, 1989). Ultimately, extending the privileges of the “sick role” to a patient for the extent of a chronic illness requires a serious deviation from “normal” functioning that is viewed as unconditionally legitimate (Friedson, 1989). Unconditional legitimacy comes from receiving a diagnosis, various actors (patient’s community, government, biomedical system) viewing both the diagnosis as inherently legitimate as well as the patient’s ownership of that diagnosis as legitimate (Petryna, 2013). The threshold of “serious deviation” varies substantially between cultures and people, but, in US culture, is often rooted in economic productivity or gendered expectations (e.g., being able to perform typical duties of motherhood) (Hay 2010). Ultimately, diagnosis and public regard intersect to determine how much access to the “sick role” a chronically ill patient gets, and are constantly renegotiated on individual, institutional (e.g., government benefits), and community levels. 
	Achieving this “serious deviation and legitimate” status often is not a linear path and has not been extensively studied. That said, through work on the post-Chernobyl Ukrainian healthcare experience, Adriana Petryna developed the concept of an “illness career,” where patients travel along axes of legitimacy and seriousness of deviance, with the hopes of landing, and staying, in the category of serious deviation/legitimate status that provides the most access to the sick role (Petryna 2013). Many EDS patients walk this path, and I employ Petryna’s lens to understand and interpret their diagnostic journeys. 
	While the “sick role” is not a currently employed framework for anthropological study, it permeates how individuals view and negotiate illness, both within themselves and in their communities. These processes are best explored through the lens of the social construction of illness, which is exactly what this study explores—how illness is constructed, legitimized, and utilized in online communities. 
CHRONIC ILLNESS AND IDENTITY
While the sick role posits that diagnosis does not impact identity, there is a rich literature on how the experience of chronic illness and identity co-construct one another (Lupton, 2000). 
Sometimes, externally imposed identities attempt to bring chronic illness as close to the prescriptive model as possible. Navigating cancer is an excellent example of this. Those dealing with cancer are often labeled as “fighters” or “warriors” (Becker, 1999; Lupton, 2000). This label attempts to mold cancer, which is often a nebulous, quasi-chronic illness, into the prescriptive model. Cancer becomes the morally reprehensible disease-object, and patients gain special privileges and exemptions, as well as a lauded cultural status, by choosing to “fight.” Fighting, in this context, is cooperating with biomedical treatments. For other chronic illnesses, the patient-advocate or caretaker-advocate identity emerges (Halverson, 2021). This is common in rare diseases that do not receive much attention, as well as stigmatized illnesses that are often closely associated with a political or human rights cause (e.g., HIV). Overall, identities will often mold themselves to closely match the prescriptive model and grant access to the sick role, even if the lived experience of illness is quite different. 
Other times, the negotiation of identity related to chronic illness is much less nebulous, and no clear archetypes emerge. When normal function is interrupted, the body becomes an unknown that must be relearned. In this relearning, identity is reconstructed (Becker, 1999). For many, coming to terms with a disrupted body is coming to terms with their own deviance, since they can no longer fulfill cultural expectations of productivity. Additionally, the body is heavily politicized and metaphorized. Representations of the body and how they relate to cultural expectations shapes how patients reconstruct their identities (Becker, 1999). 
Diagnosis can be an attempt to relearn and understand the body, and, through this process, it may become conflated with identity. In this way, diagnosis becomes a social and cultural process through which chronic illness produces identity. In some ways, negotiation of diagnosis as it relates to the sick role can provide a way for patients to navigate their way out of the conflation of “doing” and identity that is so common in American culture (Hay 2010). Allowing the sick role to become identity allows individuals a way out of the “doing” that their bodies cannot do, and diagnosis mediates this metamorphosis (Becker, 1999). 
More broadly, diagnosis also forces a confrontation with the body as metaphor and representations of the body. The product of this confrontation is often a change in identity. Beyond just “doing,” this framework of negotiating a new identity against metaphors and representations of the body allows us to understand how diagnosis or limited capacity due to chronic illness forces confrontations with gendered, racial, and other kinds of metaphorical expectations of the body (Becker 1999). For example, EDS may become more central to the identity of a woman whose fertility is impacted by the illness, as the female body is so metaphorized as central to motherhood and the female identity, and EDS represents an alternate identity (Becker 1999). 
The weakening of the body can make a disease-based identity harder to avoid through several mechanisms. Firstly, weakening often leads to self-surveillance, extensive maintenance activities, and a generalized “future orientation”. By this “future orientation,” I mean that any activity (health promoting or damaging) is seen as in the service or to the detriment of the individual’s future health (Becker 1999). Self-surveillance and maintenance with this future orientation rely heavily on that patient’s embodied knowledge of their ability to function and is often underpinned by the patient’ desire to maintain as much of their productive capacity as possible, as well as their fear of losing these functions (Hay 2010). All these habits cause acknowledgement of one’s illness to creep into their identity because they frequently must think about their body and illness and make life decisions with these considerations in mind. Additionally, illness identity often begins to form as patients accept impairments but want to age and handle emerging impairments on their own terms as much as possible (Becker 1999). This creates a sense of individual control and ownership within an illness identity. 
	It is critical to remember that, while much of the literature focuses on individuals’ self-concepts as they relate to illness, external perceptions of the individual shape their identity too. Many resist “looking sick” or “looking old,” rejecting and hiding mobility aids or visible signs of their illness, out of a desire to avoid this (Becker 1999). Additionally, especially in older patients, the patient’s self-concept of their capacity does not match that of their caretakers or their community (Becker 1999). This can engender conflicts between the patient’s sick identity and community expectations, as well as shape the patient’s identity.
Finally, while extensive research has been conducted on identity development as it relates to disrupted bodies, little has been done on the subcultures of the sick one may expect to accompany the development of sick identities. This is exactly why this piece explores the development and implication of a subculture of the sick. 
BIOMEDICINE MENDS BRIDGES: STRATEGIES TO WORK WITH THE CHRONICALLY ILL
	Patient-centered medicine is biomedicine’s core attempt to leave the prescriptive paradigm in the past, and more adequately treat the patients that challenge it. Patient-centered medicine acknowledges that there is a power imbalance inherent in medicine: providers are still the gatekeepers of diagnosis and treatment (Honavar, 2018). Because this power imbalance exists, it is on the physician to transfer as much power to the patient as possible, so that the physician and patient can enter the “therapeutic alliance”: a hypothetical (and theoretically optimal) type of physician-patient interaction where the patient and physician are equal agents in addressing the patient’s concerns (Honavar, 2018). That said, this power imbalance never fully disappears, so trust is essential to making this dynamic work. Many believe physicians’ limited training in communication is the root of this lack of mistrust, though I argue that, while trust is a component, physicians are rooted in the prescriptive model in other meaningful, damaging ways (Honavar, 2018; Halverson, 2021). While this patient-centered approach is a large step in the right direction, it is an incomplete fix.
WELCOME TO THE WILD WEST: DOING SOCIAL MEDIA RESEARCH ON HEALTHCARE
SOCIAL MEDIA AND CULTURE
	Some research has been done on social media and culture, though little relates directly to health. That which does focuses on vaccines and COVID-19, or social media’s utility in health promotion. Few of these focus on mis- and disinformation, and most focus on the content of social media posts from known sources (e.g. news sources, anti-vax lobbies, etc.), rather than how individuals interact with and construct meaning from this information. While meaning and knowledge are often experienced as objective, they are reproduced through social interaction and socialization (Berger and Luckmann, 1967). I argue that a major site of this construction for chronically ill patients is online, and, for this reason, this study draws more from what is known about conducting research and meaning-making on social media in general than established mores specific to health. 
Fundamentally, scholars believe that platform utilization and culture are co-constructed. While social media platforms are widely regarded as shaping culture unidirectionally, users find different ways to expand and push back against the platform’s shaping of culture (Konzinets, 2013). Emoticons are an excellent example. People began using combinations of symbols to convey different emotions (i.e. :D indicates happiness—a big, smiling grin). Emojis were later developed to formalize and expand these symbols—the :D becomes a 😁 (Kozinets, 2013). Culture and platforms co-construct one another in other meaningful, more oblique ways as well. While little research has been done on these less obvious co-constructions, this project delves into them as they relate to health and medicine. 
Additionally, some of the broad contours of how people interact with and develop credibility on social media have been developed. In general, people’s relationship to an online community depends on consumption and creation—does the participant consume a lot? Do they contribute a lot of content? How are their contributions and activity (consumption) viewed by others? People also take on archetypical roles online, which are somewhat unique to each community and somewhat consistent (Kozinets, 2013). “Lurkers,” “newbies,” “regulars,” and “bashers” are common archetypes that are relevant to my work. Lurkers mostly do not post, they just observe and often upvote or downvote posts. Regulars are common participants, newbies are new but interested, and bashers are there to put down others, often in the interests of advancing their own opinion (Kozinets, 2013). 
Finally, anonymity and moderation influence how people interact online. Anonymity allows people to be more open with their experiences, believing that privacy is less of a concern. That said, it also allows them to act without fear of ‘real-life’ retribution or consequence. Moderation can allow for more fruitful discussion and community-building, or it can silence people in different patterns (i.e. silencing those who disagree with the moderators) (Kozinets, 2013). Additionally, moderation makes research challenging, as it is unclear what has been moderated out. 
Overall, the broad contours of social media communities have been sketched, and my work endeavors to explore how they relate to health, illness, and health information. Navigating knowledge and ambiguity online has not been studied in depth, but some work on misinformation has been done. 
WHAT WE KNOW ABOUT MIS- and DISINFORMATION
Little research has been done on the dissemination of health-related mis- and disinformation on social media. That said, there is an emerging body of research on “fake news” on social media. This research on “fake news” contributes to a framework of how to approach mis- and disinformation on social media more broadly. Generally, social media users overlook “fake news” and disinformation unless they have a specific reason to engage with it. Specific reasons include a steep personal stake or the knowledge that those they care about may see the fake news and believe it (Tandoc, 2019). We also know that “successful” (widely disseminated or influential) “fake news” often appeals to emotions and group membership. (Shu 2022) The idea that fake news is ignored or looked over is relevant to interrogate about health misinformation—are most users passing over disinformation? Who is engaging and why? Additionally, it is worth examining if health disinformation follows the same pattern of appeals to the emotional and personal, and/or group membership. In other words, it is worth testing whether these concepts developed to describe “fake news” dynamics apply to health information and misinformation as well. 
METHODS
INTRODUCTION
	With this research project, I intended to learn how chronically ill EDS patients challenge the sick role, and how they use social media to navigate the ambiguity inherent in their diagnoses. Using various methods, I explored three sub-questions related to this larger question. First, I wanted to understand where patients are getting their knowledge and how they are deciding what is correct or most important information. I explored these questions through comparing participant observation on Reddit and nonparticipant observation on Instagram (both reels and comments). Second, I wanted to understand how patients define diagnosis, and explore what value diagnosis holds for patients. This question was addressed through participant observation focused on posts related to diagnosis in the Ehlers-Danlos subreddit. Finally, I was interested in how the doctor-patient relationship contributes to and reduces ambiguity in patient-provider interactions, as well as broadly how it functions and dysfunctions. This was explored through participant observation on Reddit and nonparticipant observation on Instagram.
RATIONALE
Qualitative Research	
There is nuance to why I chose qualitative research, as well as the field sites I did. I chose qualitative research because I was less interested in generalizable information about the frequency of events related to diagnosis, patient interactions, or social media dynamics than I am in understanding how individual patients construct meaning for health-related information and identity in these online spaces. My research interests are more aligned with questions like “What do these negative interactions mean for patient care? Why did they happen?” than “How many patients report a given negative interaction with physicians?” In other words, my goal is to trace the construction of meaning and identity for individuals, rather than quantifying happenings related to the same subject. 
Why Online Communities?
I chose to do my fieldwork online for several reasons. First, social media is known to be an emerging way to understand the world. Research has been done on how misinformation on social media manifests in politics and is just becoming a research area in biomedicine and health with the advent of the “anti-vax movement” and COVID-19 dis- and misinformation, both of which have made health science less “black and white.” I theorize that social media is important for the dissemination of knowledge in similarly “grey” conditions, such as a chronic illness with ambiguous treatment and diagnostic categories. 
Second, social media likely offers unique opportunities to chronically ill people for the development and negotiation of knowledge and identity. Social media is known to be important in organizing for chronically ill people. I theorize that importance may extend further into community building for people who have a hard time getting out and about, and who may not have many peers in the area. In other words, social media may allow for the development of a “subculture of the sick.” These subcultures were previously theorized to rarely exist, as sick people are typically surrounded by healthy ones. That said, the internet changes this entirely, as it allows patients with rare diseases to identify and connect with one another. 
Finally, and perhaps most importantly, interactions on these forums are not patient-provider interactions. I wanted to focus on how patients, armed with the information they walk away from a doctor’s appointment with, negotiate the meaning of that information within the context of their lives. Reddit and Instagram offer unique opportunities here, as Reddit explicitly bans posters and commenters from self-identifying as healthcare professionals, and the Instagram reels and comments I viewed do not feature any self-identified healthcare professionals. 
Why Reddit and Instagram?
	Reddit and Instagram make a good comparison, and the subreddit I analyzed was a rich community. I examined the Ehlers-Danlos subreddit and Instagram reels and their associated comments under the EDS tag. On Reddit, long posts and comments are encouraged, and different media (i.e., images and links to studies) can be easily integrated. Additionally, misinformation and the types of information allowed are tightly controlled by aggressive and comprehensive moderation. In contrast, Instagram is relatively unmoderated, removing only hate speech and graphic violence. Individual posters can remove specific comments from their posts and reels as well, but this feature seems to be used sparingly, and misinformation still runs rampant. Instagram does have a limited misinformation policy, in which dis- and misinformation is meant to be tagged as such and is removed from “explore” pages. That said, this policy seems to be restricted to issues identified as prone to dis- and misinformation by Instagram (i.e., COVID-19 or US elections). Additionally, mis- and disinformation are first identified through user reporting, meaning someone had to note that the information is false and bother to report it. This feature is not currently used on anything resembling chronic illness misinformation and would likely be difficult to tailor. Additionally, comments are expected to be short (a sentence or two) and nothing can be linked in the comments, preventing appeals to external sources. Since I am interested in how knowledge and identity are propagated on social media, understanding the contours of how these different technologies shape the culture of their users is critical.
	Much of my in-depth analysis and my participant observation occurred on Reddit. In keeping with the recommendations of Robert Kozinet, a preeminent scholar of doing research online, I was careful to choose a “medium-sized and established” online community. This means a group large enough to have meaningful discourses with multiple points of view, but not so large that they lose “sufficient human feeling”. I was initially concerned that the Elhers-Danlos subreddit was simply too large for “sufficient human feeling” as it has about 45,000 members. That said, the same posters seem to post frequently and interact with one another regularly. Ultimately, while the group is large, it seems many are “lurkers” or post occasionally, while a smaller group is actively engaged with “sufficient human feeling” to justify researching this group. Additionally, emotions and feelings are actively discussed and sympathy, anger, and many other emotions are readily expressed between posters—this forum is neither dry, distant, academic, nor unfeeling. Additionally, Kozinets recommends researchers search for a longstanding community with established members and norms. The Elhers-Danlos subreddit is one of the few chronic illness-dedicated public forums that is older than a few years (it was established in 2011), and it has the formal moderation structure and established members to match. 
	Overall, Reddit and Instagram represent rich sources both in comparison to one another and independently. The differences in how they are moderated, what kind of content they allow and favor, and more shapes the comparative analysis I make of chronic illness social media communities. 
LOGISTICS
Entering the Field: Logistics, Intentions, Identity, and Positionality
	In keeping with Kozinet and other social media researchers’ recommendations, I approached Reddit as a public field site. That said, I did not want to be a “lurker” (someone who just looks at posts and does not engage), because I did not think that would make for particularly powerful participant observation, especially in a community that is so intensely personal and caring. Luckily for the research (but perhaps unluckily for me), I have a personal stake in this disorder that allowed me to engage more meaningfully. I am quite close to this issue—I have some as-yet-undiagnosed connective tissue issues which were last explored when I was a child (before much of the research on EDS and other hypermobility disorders had been done). My mother and sister are actively pursuing possible diagnoses of EDS, and I am considering the same. Posters on the subreddit tend to be scientifically literate, highly educated, and have the means to secure complex care (i.e. traveling out of state to an “EDS center of excellence”). I am a white, upper-class woman with an excellent science education who can participate in these conversations, whether it’s discussing the finer points of coping with hypermobile joints while doing undergraduate or graduate lab science, the logistics of travelling for medical care, or complex discourses on finer points of scientific articles. Despite all of this, I know the diagnostic path for this disorder is not easy to walk, so, despite doing this entire project and this strong research interest in EDS, I am not sure whether I want to embark on my own diagnostic odyssey. My posts and comments within my participant observation reflect this perspective and are likely responsible in part for my results’ cant towards the meaning of diagnosis. That said, my position overall allowed me to engage meaningfully, as someone who has a personal stake and who “belongs”. 
Sampling Logistics
	My sampling strategy on Reddit was to read the last three days of posts from the “hot,” “new,” and “top” categories on the EDS subreddit, then to read the comments on posts that seemed related to my larger questions about navigating ambiguity and the sick role. I looked at “hot,” “new,” and “top” posts to attempt to capture posts under “new” that did not get taken up by or were rejected by the community, as well as “hot” and “top” to see what the community really values. 
	For Instagram, I watched the first 50 videos under the “#EDS” tag. This ended up not being all that fruitful because posters can include up to 30 hashtags on a post, and many people posting content unrelated to or tangentially related to EDS will include that hashtag for broader exposure. Since EDS is one of the more common and more discussed of the rare chronic illnesses, it seems many use the #EDS tag to access a larger population of chronically ill people, especially with things to sell. Because of this, I chose instead to look at multiple reels from a few creators who identify as having EDS and who post frequently related to EDS. I then scanned their profiles for reels related to the same themes as Reddit, and read the comments associated with these reels. 
Interacting
	I was not a participant observer on Instagram, only Reddit. On Reddit, I posted, commented on others’ posts, and interacted with comments on my posts. I made a point to not only act “typically” for the forum, but to be a positively contributing actor. By this, I mean that, before I started interacting, I observed how posters who seemed to foster nuance and receive positive feedback from other posters (i.e., thanks) acted on the forum, and followed the same conventions. Firstly, this meant not responding to posts right away while still responding in a reasonable amount of time. Taking time to consider one’s response seems to be valued on Reddit. Usually, I would respond to other posters’ comments at the beginning and end of the field session. Secondly, I made my comments follow a pattern that seems to be the community norm. The pattern I followed was first validating the feelings of the person posting, then sharing whatever nuance I had to add, then wishing them well. Overall, this field setting is challenging because there are few researched and established norms for interaction, but I made a point to take the lead of the participants in the field. In this way, my method of interaction becomes a finding as well, which is discussed in the results. 
Coding
	I took an inductive approach to coding. I selected posts and comments to analyze further based on my interests in how chronic illness challenges the sick role and how patients navigate ambiguity. I allowed several themes and sub-themes to emerge from the material these interests highlighted. Diagnosis, patient-physician interaction, and the dynamics of information-sharing on social media appeared as the most fruitful areas of inquiry based on this assessment. From this, I developed an extensive list of sub-codes I ended up not using, but which developed the beginnings of my outline for the results section. Ultimately, the exercise in “over-coding,” then backing up and considering broader sub-codes allowed me to negotiate and prioritize the finer points of each aspect of research. All coding was done from PDFs of Reddit posts and Instagram comment sections in NVivo, which allowed for my flexible approach to the usage of sub-codes. 
RESULTS
INTRODUCTION
The goal of this piece is to explore how chronically ill patients navigate ambiguity to manage their illness, and care for themselves holistically. This question is best approached by analyzing how chronically ill patients deviate from paternalistic medicine’s expectations. I found that patients deviate from the expectations of paternalistic medicine in two main realms: their conceptualization of diagnosis, and what they consider to be quality medical care. My findings explore the specific ways in which patients’ expectations and needs from diagnosis and good medicine deviate from paternalistic medicine’s expectations, as well as how patients navigate the biomedical system to get these needs met. 
Since these patients have so much more ambiguity to navigate than paternalistic medicine would expect, another section of these results explores how patients construct meaning and process knowledge in online forums. I also argue that these communities represent “subcultures of the sick,”, which the traditional “sick role” and expectations of paternalistic medicine argue do not exist. These subcultures emerge as the power of the physician diminishes. The power of the physician diminishes when biomedicine cannot incontrovertibly and completely cure patients and solve their problems. When this happens, patients become responsible for navigating ambiguity themselves and develop subcultures that offer support and a helping hand in navigating this ambiguity. 
DIAGNOSIS
	While paternalistic medicine posits diagnosis as only a tool to choose a treatment, diagnosis has much broader significance for patients. This significance is both positive and negative. Diagnoses help patients access treatment, grants them membership in a community, gets them taken seriously by others, and provides them with control and agency over their lives despite their illness. That said, diagnosis is also disappointing for patients who expected a compelling treatment or cure, it often does not help patients improve medically, and it often ignites a complex renegotiation of patients’ identities. I explore how diagnosis helps, how diagnosis hurts, and, finally, the nuanced takes on the “pros and cons” of diagnosis offered by patients. 
How Diagnosis Helps
	First, diagnosis helps patients access a community of likeminded people experiencing similar illnesses. This is a major deviation from the paternalistic, acute model of illness, as, in that model, patients are surrounded by healthy people and do not get an opportunity to form a ‘subculture of the sick’. Among the chronically ill, especially EDS patients, this subculture is robust and provides solace to many patients struggling to come to terms with and manage their illness. Diagnoses consistently come with congratulations, and a warm welcome into the “herd”. The “herd” in question is of “zebras”, what EDS patients refer to themselves as. This moniker references the old medical adage “if you hear hoofbeats, think horses ,not zebras.” In welcoming one another to the “herd”, current members are giving a previously undiagnosed “newbie” access to the support network of the “herd”, while reaffirming the rarity of their shared experience and presenting a continued challenge to a medical system that “looks for horses”. It also comes with robust sympathy and support--commenters typically begin with a missive such as “I am so sorry you are dealing with this” or “hugs” and often offer to call or private message one another, providing much-needed support. 
	While a definitive treatment for EDS does not exist, patients emphasize that a diagnosis allows them to access treatment that improves their quality of life, and which they would not have been able to access otherwise. This is a deviation from the paternalistic model, as none of these treatments cure, and most patients emphasize easing of symptoms, not return to typical life functions. One poster on Reddit described the diagnosis as “life changing,” as it allowed her to “get into specialists who… can actually help me as a human, as an individual.”. Some patients describe their doctors as “miracle workers” who can diagnose them, draw connections, manage their care, and offer quality referrals. EDS patients often also cite that this diagnosis allows their care providers to narrow in on informed treatments more quickly. As one poster described it, they believe a diagnosis helps in “determining what treatments and investigations could be beneficial vs. invasive and a waste of time/resources”. Another patient appreciated that her PT was “immediately able to help [her] because [they] had a confirmed diagnosis on that joint instead of a stab in the dark about why it hurt”. Ultimately, an EDS diagnosis helping patients depends on providers’ willingness to commit to managing a chronic illness without hope of an unambiguous cure or resolution. For these patients, symptom management matters. It may even be “life-changing”. 
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	For many patients, diagnosis provides them with more agency. While a temporary loss of autonomy can be tolerable for a temporary illness, these patients demonstrate that part of being chronically ill is regaining autonomy and developing the ability to advocate for oneself as a chronically ill person. Self-advocacy is a critical aspect of this, which is explored further in the section devoted to interactions with biomedicine. That said, perhaps the most poignant aspect of a return to agency for many is the return to reproductive autonomy. For many, diagnosis allows them to make informed choices about their children or potential children, who may be affected by EDS due to its genetic basis. For one patient, her diagnosis allowed “her child to get support they would otherwise not, in hopes to keep the degenerative joint problems that [she] has from happening to [her] child.” Another patient sought diagnosis explicitly to be “able to plan for pregnancy and advocate for [her] future kids if they show signs of EDS”.  To contextualize these 
comments, pregnancy is so disapproved of by the EDS community that discussing it (or commenting on others’ choices to become pregnant or not) is explicitly banned. For these patients, diagnosis returns them some of their reproductive autonomy, as they believe that with a diagnosis, they can make informed choices about existing children’s care and future children’s lives. This return of agency is critical to the negotiation of a chronically ill sick role—while an acute loss of agency may be tolerable for many, for patients who live with chronic illness, reclaiming agency where they can is critical to living a good life, and reproduction is a part of that. 
	Fundamentally, diagnosis offers access to the aspects of the sick role that many EDS patients need for a decent quality of life. In other words, diagnosis allows patients to be taken seriously enough to receive the compassion, care, support, and exemptions from some responsibilities that they need. First, diagnosis allows patients to take themselves seriously. One poster articulated this excellently, saying “I like knowing what is wrong with my body so I don’t gaslight the crap out of myself the way doctors in the past have.” This patient is admitting she is vulnerable to external influence—she fears internalizing the gaslighting she has experienced from medical providers in the past and says that having this diagnosis is what prevents this self-gaslighting. Another poster says, “having proof that [her] pain is not in [her] head would lead to a lot less stress for [her].” Whether this stress is from external sources or internal, she is saying that knowing she is telling the truth and interpreting her body authentically will reduce her stress. Both posters are allowing themselves to believe their experience, and, in doing so, making it possible to lay claim to this sick role and advocate for themselves. Secondly, diagnosis forces providers to take patients seriously and treat them more adequately. One patient states that she sought a diagnosis to have “something official to help with years of being dismissed by medical 
Medical gaslighting: when physicians blame physical symptoms on psychological factors. For example, if a patient reports feeling dizzy or faint and has an undiagnosed heart arrythmia, a physician may gaslight them by assuming that it is anxiety. 

professionals. If they don’t agree with me, they can’t argue with one of their colleagues.” She is forcing medical professionals to take her seriously by taking advantage of the structural power of a diagnosis within medicine—it takes much more for a physician to deny another physician’s diagnosis than to dismiss a patient. Third, diagnosis gets them taken seriously by loved ones and others in their communities. In another poster’s words, “when I’m having more issues, people are more sympathetic to ‘I have this condition that causes pain’ than ‘I hurt’. In this patient’s experience, people around her are more willing to grant her grace and compassion if there is a specific diagnosis causing her to need this grace. Finally, diagnosis allows them access to the government and insurance-mediated disability supports they need. For one patient, “being properly assessed for financial aid and adaptations at school/work and having access to professionals that can assess my home and mobility aid needs” is a significant part of the value of diagnosis. This is another form of access to the sick role—a diagnosis may help confer this patient continued or consistent access to exemptions and privileges (mobility aids, accommodations at work) associated with illness. Through Petryna’s theoretical lens, diagnosis is a critical juncture in these patient’s illness careers that moves them towards unconditional legitimacy and severe impairment—permanent access to the sick role. Overall, diagnosis may allow patients to access the exemptions and privileges associated with acute sickness in a more permanent way, befitting their needs. 
Critiques of Diagnosis
	Patients have many criticisms of diagnosis, that stretch from being disappointed in a relatively untreatable diagnosis to complex treatises on the impact of diagnosis on their identity. In this section, I explore some of the commonly articulated limits and detriments of diagnosis, as well as how they intersect with patients’ navigation of ambiguity, expectations of care, and handling of the sick role.
	Some patients are explicitly critical of the EDS community which so many laud as one of the benefits of diagnosis. To find any critical content, I had to deviate from my usual strategy of looking at the “new” and “hot” posts and instead use Reddit’s search within a subreddit functionality, as it bypasses the upvoting/downvoting process, and these posts are heavily downvoted. These patients criticize the mainstream EDS community and r/EhlersDanlos subreddit for being too “over the top” and getting EDS-diagnosed people maligned and not taken seriously by medical providers and others on the internet, especially members of the r/illnessfakers subreddit, a subreddit devoted to “exposing” people faking illnesses (often EDS). This criticism seems to be a reimposition of external expectations and pressures (especially getting oneself taken seriously), in other words, a self-policing of the EDS community by its members. 
	Many patients expect a diagnosis to adhere to the promises of the prescriptive model. In other words, they expect a diagnosis to lead to a treatment that will cure them or return their life to a typical quality of life. One patient stated she was “devastated to find out the answer was EDS because [she] always figured an answer would come with treatment. EDS doesn’t really have treatment, just management.” The use of the word “management” is critical to understanding how this patient’s perspective intersects with the prescriptive model. What patients in the previous section called “treatment” and were ecstatic to receive is this patient’s “management”. Because of this, we can infer that, to her, “treatment” is more in line with the prescriptive model of disease-resolving treatment. Because she had prescriptive and paternalistic expectations, an EDS diagnosis was a disappointment. 
	Other patients adhere to the prescriptive expectation that a diagnosis is just a means of securing treatment, and that having EDS does not meaningfully change the treatment plan for their ailments. To these patients, a diagnosis is useless because it does not change treatment. One patient articulates this sentiment well when discussing genetic testing, saying that “all the different types I could have, the treatment/management wouldn’t change. So what does it matter? If that ever changes I’ll be getting genetic testing the next day!” For this patient, a genetic diagnosis has no utility, but she would hypothetically undergo testing if a genetic diagnosis led to prescriptive model definitive diagnosis or treatment.
	For other patients, a diagnosis adds to their fears. Often, these fears are compounded by poor delivery of the diagnosis by physicians, misunderstanding, and gendered expectations, especially as they relate to pregnancy. One patient was asked by her physician if she planned to have kids and responded with “IDK as I’m 16.” She then alleges that the physician told her that her “skin would tear open if [she] got pregnant.” When diagnoses add to patients’ fears, they often follow this pattern of assumptions and are linked to scare tactics to dissuade patients from making certain choices (e.g., to become pregnant). 
	Many patients had high expectations that a diagnosis would secure them treatment for EDS or another chronic disorder, but were disappointed by the quality or accessibility of the management options available. One patient says that “diagnosis was the easy bit – follow-up care and pain management has been a bit of a fight to get.” For this patient, diagnosis was not the gateway to quality management that the patients in the previous section experienced. Another patient takes an even more pessimistic view (assessment/judgment?) saying that a diagnosis is a “waste of time, money, and energy because doctors really can’t do anything for chronic pain. We have to learn to live with it.” Whether the limits of a diagnosis’ ability to help with symptom management stems from structural issues with receiving care (as for the first commenter) or a lack of hope that chronic pain is medically manageable (the second commenter), both articulate a perspective that is common in this subreddit: diagnosis does not help with treatment or symptom management. 
Patients Negotiate a Role for Diagnosis in Their Lives 
	Many patients are not abjectly critical of diagnosis, but stress that patients must determine a limited role for diagnosis in their lives. For many, diagnosis has its pros and cons, and a new diagnosis merits “congratu-dolences”, according to one poster: some celebration, some disappointment, and some grief for one’s ill health. Some articulate the importance of balancing symptom management with diagnosis, while others emphasize that not every symptom a patient may experience is EDS related, and that not every poster will have EDS. Many cope with the challenges of negotiating a position for EDS in their lives in varying ways, ranging from “EDS does not change my identity” to a full embrace of the “zebra” or “zeeb” label and associated sick identity. 
	Many commenters suggest that others focus on symptom management over diagnosis-seeking. In one poster’s words, “the point of a diagnosis is just to inform treatment. I’d focus on what symptoms do you have that you need support for and what support do you need?” This commenter emphasizes a prescriptive-model perspective on diagnosis as just a means to secure treatment, but with the caveat that this patient has a constellation of symptoms that will require management, rather than a single curative treatment. Another commenter on the same post offers this blunt line of advice: “Focus on getting a treatment plan to make your symptoms more manageable.” Whether these commenters’ advice is rooted in pessimism about securing a diagnosis, belief that diagnosis has limited utility, or belief that symptom management is simply a better approach to complex disease management is unclear. That said, this advice to do away with the prescriptive act of diagnosis-seeking altogether constitutes an even more marked deviation from the prescriptive-model-based solutions EDS patients offer to one another. 
	Other commenters emphasize that posters may not have EDS, though this is always a carefully articulated point, and many such comments are downvoted or removed by the moderators as they could be construed as “gatekeeping” the illness. One commenter carefully navigates these hazards by saying “Obviously, the doctor should evaluate you for EDS, but don’t get pigeonholed into only considering EDS. The symptoms are vague and there are so many possible disorders you could have.” While validating the possibility that the patient may have EDS and encouraging them to pursue that, they are also making it clear that the vague symptoms and overlap with other disorders merit caution in single-mindedly seeking an EDS diagnosis. This same commenter goes on to explicitly advise the poster “Don’t set your goals for the appointment on just getting an EDS diagnosis.” Overall, these comments constitute a responsible attempt to prevent fervor for diagnosis from preventing patients from receiving an accurate non-EDS diagnosis. 
Diagnosis and Identity
	Patients also articulate varying attempts to constrain the impact of diagnosis on their identity. This is new with the chronic model of the sick role—a critical aspect of the acute conception of the sick role is illness’ lack of impact on patients’ identities. In the previous section, patients’ impression of diagnosis’ impact on their identity is generally positive—it allows them to belong to a community, it makes them secure in their self-assessment of their bodies, and it makes it easier for them to navigate healthy communities and get the compassion, grace, and accommodation they need. 
That said, many patients resist the concept of illness as an identity. Some want to power through the symptoms of EDS without others knowing, as articulated by a patient who says “when my hip subluxes (and it could/has literally rendered me stuck/immobile for hours), no one around me really cares (nor needs to know).” While this patient deals with significant, life-altering symptoms, they both seem to believe that no one around them cares about this experience, and that no one needs to know. While the patient puts the onus on others not caring, they are rejecting a sick identity as it relates to other people. 
	Other patients emphasize that, while EDS impacts how they experience their bodies, it is not a large part of their self-conceptualization. Some patients acknowledge that they have had to incorporate an EDS diagnosis into how they live their lives, insofar as it impacts how their bodies work. One commenter put this excellently, saying “Of course the condition itself affects my identity, because it affects my day-to-day life! However, the label it’s been given doesn’t affect my identity.” This patient acknowledges that her physical limitations inform her identity, and the diagnosis informs how she understands these limitations, but she rejects a specific disease label. This patient may accept a sick identity in part but refuses to have a disease identity—she accepts that her physical symptoms change who she is, but resists identifying with “EDS” or “zebra” as a label. Others bluntly and wholeheartedly reject the possibility that a diagnosis of EDS could impact their identity at all. One commenter responded to my inquiry about diagnosis’ impact on identity by saying “For me it’s a diagnosis not an identity. It didn’t affect me past that. I didn’t seek out an EDS diagnosis.” This comment encapsulates a few common sentiments people who reject disease as identity seem to hold. First, disease identity is seen as a choice. The “for me” framing emphasizes identity as an internally negotiated process which the poster has control over. There is no mention of external perceptions or how that patient’s disorder manifests and presents to the surrounding world. Second, the commenter emphasizes that they did not seek out a diagnosis. This appears as an appeal to legitimacy frequently—that those who did not seek a diagnosis may be more legitimate cases, as they did not persuade healthcare providers, the providers spontaneously recognized their illness. These two sentiments, that identity is a choice and the implied superiority of spontaneously recognized diagnosis often go together among those who view themselves as particularly legitimate cases whose illness is not “in their head.” In a way, diagnosis not being part of their professed identity seems to be an identity negotiation of its own, where these patients are establishing themselves as legitimate cases. These commenters sometimes double down and disparage those who have incorporated diagnosis into their identity. This same commenter goes on to criticize diagnosis-seeking patients as unethically taking treatment time and slots from other people, as well as suggests that a need for diagnosis is something they must work out in therapy: “Using it (medical resources) for anything else (other than securing better treatment) is a waste of limited medical resources. I won't take appointment slots from people who need them to make myself feel better emotionally or validate myself. I need to find that in myself or work it out in therapy. Ethically I personally can't prolong someone else's pain and suffering just for my validation. A diagnosis doesn't have any impact on who I am.”. This holier-than-thou perspective is rare, but it is an undercurrent that often gets heavily upvoted, suggesting that, while few are willing to voice it, many agree at least to some degree. 
	Still other patients caution that focusing on a disease identity undermines solidarity and community between chronically ill people, regardless of diagnosis. Comments expressing this sentiment tend to be downvoted into oblivion near-instantly, indicating that this opinion is disfavored by most of the EDS community. It also makes them difficult to find and quote, but the general sentiment is that, instead of focusing on building community around specific disease categories, chronically ill people should band together and focus on common experience and needs to advocate for and support one another. This is rooted in both a conception of a broader chronically ill community ethos of “strength in numbers”, as well as the fact that hypermobility disorders overlap greatly, and diagnoses of specific disorders can be hard to come by. 
	Many patients emphasize the importance of self-compassion while adjusting to a new diagnosis as well. This position does not argue that diagnosis is a good or a bad thing, but rather that it is a life-changing occurrence that can require time and a shift in mindset to adapt to. One commenter put it well in an advice thread intended for a patient who had just been diagnosed and felt guilty for not being excited to have a diagnosis. This commenter told the poster to “give yourself time to adjust. This is a serious diagnosis, and it takes a while to shift from ‘fighting for answers’ mode to ‘learning to live with a complicated illness’ mode. These commenters emphasize just how much of a commitment fighting for answers can be, and the impact it can have on one’s mindset. Shifting one’s expectations to match a chronic diagnosis and leaving that “fight” mentality require effort and adjustment. 
Putting it Together: When and How is Diagnosis Useful?
Overall, diagnosis’ helpfulness seems to depend on access to providers, what the patient’s expectations are, and the attitudes of the patient’s community. The impact of diagnosis on identity depends on how open the patient is with their struggles, who the patient is surrounded by, and what quality of care a diagnosis allows them to access. If a patient is surrounded by people who did not take their pre-diagnosis suffering seriously, it can be beneficial to fold this diagnosis into their identity to make their suffering harder to deny and the sick role easier to access. For others who are used to being self-sufficient or private and who can hide suffering from this disorder, this diagnosis may constitute more private information they don’t want to define them, and cause stress. Additionally, treatment and management are critical components of diagnosis being beneficial. If a patient can access EDS-informed providers with their diagnosis, the diagnosis can be extremely helpful. For those who cannot easily access such care post-diagnosis, a diagnosis is less likely to be viewed as beneficial. Many patients who have struggled to be diagnosed or access EDS-specific care change their strategy to symptom management. Additionally, patient expectations of what “next steps” are post-diagnosis matter immensely for how that diagnosis is viewed. For patients who were hoping their condition was curable or for a catch-all diagnosis, EDS is often a disappointment. For patients who are desperately seeking any answer to why they are suffering the way they are, diagnosis is a godsend. Overall, the value of diagnosis is circumstantially dependent. 
INTERACTING WITH BIOMEDICINE
	Fundamentally, patients and physicians have aligned interests—the adequate care of patients. That said, patients and physicians often seem to distrust one another and not communicate adequately. Thus, exploring what constitutes good and bad doctors for patients, as well as the communication strategies patients use to work within medicine, are worth exploring to understand how that breakdown happens and can be improved. To these patients, 
‘good doctors” tend to be physicians who are not attached to the prescriptive model of healthcare, while “bad doctors” adhere closely to it. Patients employ special communication strategies to cope with bad or unknown doctors, while free, open, and unplanned communication is reserved for good doctors. 
Bad Doctors Adhere to the Prescriptive Model 
	According to patients and these forums, bad doctors adhere to the prescriptive model in a variety of ways. First, patients often report doctors refusing to diagnose them because there is not a definitive test for EDS. In one patient’s words: “I brought up EDS. I was promptly dismissed, told it’s impossible to diagnose because there is no test (not true) and that she doesn’t find it worthwhile to pursue.” This is a common sentiment. While it would take being in the room where this miscommunication occurred to understand exactly what was said and what the miscommunication was, it seems as if this stems from differing definitions of what constitutes a “test” between the patient and physician. While there is no singular “test” for hypermobile EDS, there is a checklist of signs and symptoms that is widely accepted as a diagnostic criterion. For a patient, this checklist constitutes a “test,” although for the physician, it appears not to constitute a test. This physician may be relying on a prescriptive definition of a test wherein if it is not physically visible and unambiguous, it is not a definitive diagnostic “test.” 
	 Bad doctors often refuse to diagnose because they believe it will not change the treatment options. One commenter said a physician told them that they “can’t diagnose [the patient] with anything because it won’t change the treatment. Ok cool… second opinion is being looked into.” Considering other patients’ references to how a diagnosis has been able to offer them access to EDS-informed networks of providers, this assertion that treatment does not change is not always true. The physicians saying that it will not change treatment may not have access to these networks or the training to identify and treat EDS, but fundamentally it seems that they are attached to a prescriptive definition of treatment. While EDS does not come with a definitive treatment, in these physicians’ perspectives, it may come with changes in management. 
	“Bad doctors” also rely on physically testable and visible signs over symptoms. This is in keeping with the prescriptive focus on unambiguous tests. For patients, this constitutes a major issue as, while a patient may have the disorder, producing the diagnostic signs in an appointment may be damaging or impossible for a few reasons. Firstly, performing the motions in an EDS mobility exam may be painful or harmful to that patient’s joints, even if physically possible. One patient puts it well, saying, “I know right? Whenever doctors ask ‘can you do X, Y, Z’ to prove just how bendy you are? I go I could… but that would be a bad idea??? I would be in pain for ages if I did that???” This patient has the demonstrable, greater-than-average range of motion needed to diagnose, but would like their doctor to take them at their word that that movement is possible rather than being forced to put themselves in pain to demonstrate it. Many patients express fears that they won’t be diagnosed or that their diagnoses will not be honored due to losses in mobility associated with aging. In one patient’s words, “I have lost much of the flexibility that got me diagnosed in the first place. I honestly don’t think that if I take the test again, I will have the same results.” While this patient does not explicitly mention physicians, they assume that physicians will only consider current mobility when evaluating the checklist, and do not consider the possibility that a physician could take them at their word about past mobility. 
	Additionally, bad doctors operate on the assumption that if they cannot come to a diagnosis, the patient is fine. They are not willing or are unprepared to entertain ambiguous diagnoses and are unwilling to tell a patient “I do not know”. A caption on an Instagram reel made by a prominent EDS blogger puts this excellently, in a missive directed at physicians: “one normal test result does not mean [the patient’s] symptoms aren’t real. It just means that you haven’t found the right test yet.” It is accompanied by a reel which is a recorded skit in which the creator dons a white coat and pretends to be a physician delivering “good news” to a patient who’s then ecstatic to have an answer to what’s causing her symptoms. The “good news” turns out to be bad news for the patient—normal test results. The skit and the comment illustrate the point that, to a physician who subscribes to a prescriptive model where negative tests mean no illness, negative results are a good thing. To a patient experiencing illness, a negative test means the opposite—they still do not have answers to what’s causing their suffering. More insidiously, some bad doctors gaslight patients into believing their symptoms are “in their head” if the physician cannot find a definitive diagnosis. One patient articulates the intersection of this gaslighting and the lack of a definitive diagnosis well, saying “I started carrying around the printed diagnostic criteria with me when a doc starts acting like I’m making stuff up. I hand it to them and say, are you familiar with these? No? Never seen them before? Ok, let’s not gaslight me, deal?” This patient presumably satisfies the hEDS diagnostic criteria and uses this as armor against physicians telling them that their illness is “all in their head.” Telling a patient their illness is “all in their head” allows the physician to avoid having to tell a patient that paternalistic medicine cannot explain what is wrong with them. Overall, doctors unwilling to entertain ambiguity or admit they do not have a perfect answer (diagnosis and treatment) end up struggling to adequately treat well-informed patients with complex conditions. 
Good Doctors Challenge Prescriptive Medicine
	Patients report a small common subset of behaviors associated with “good doctors”. These traits constitute very specific challenges to prescriptive medicine, many of which are aligned with the concept of patient-centered medicine. 
	Fundamentally, good doctors have the expertise and resources to offer comprehensive symptom management. These physicians are committed to chronic disease management and are fundamentally unattached to a prescriptive model of care.  In one patient’s words, “It really is life-changing for your doctor to say, ’Oh yeah, we’ve seen that before and here’s how to help.” Instead of ‘That can’t happen.’” This patient criticizes bad doctors who deny the possibility of their illness, and voices appreciation for physicians knowledgeable about and committed to chronic disease management. Many practices are modelled around chronic illness management too, such as the “EDS centers of excellence” and EDS-informed networks of providers many of these patients report utilizing. One patient puts the utilization of these networks, as well as the benefits of non-prescriptive, EDS-informed care well, saying: “Prior to all of this, I thought I ‘just had hEDS’ and held the long-held trope that ‘there’s nothing they can do anyway’ in my head…I also see my geneticist yearly and she is a miracle worker… [she gets me] specialized care I wouldn’t get without my diagnosis.” For this patient, a good doctor committed to symptom management is what allows her to go from thinking nothing can be done to manage hEDS well, to appreciation for the management she is able to get. This physician also has access to a referral network of fellow EDS-informed providers who provide similar EDS-informed chronic disease management over prescriptive “treatment.” 
	Good doctors also validate their patients’ intelligence and treat them as equals in a therapeutic alliance rather than subordinates. In contrast to “bad”, paternalistic, providers, good doctors trust patients to report their signs and symptoms, as a departure from prescriptive medicine, which insists on visible signs and test results. They do not force patients to go through painful movements, and trust patient reports that they used to experience given signs or symptoms. This assuages the fear of aging and not meeting the diagnostic criteria, as voiced by one patient: “My doctor said, ‘if at one point you passed the test, but now can’t for some reason, then it’s a yes for the test.’” This report not only assuages the fear of not being able to pass the test every day, but demonstrates that these good physicians are able to take patients on their word, and trust evidence other than unambiguous physical signs or test results. They will also be willing to say that they do not have answers before they tell a patient that their symptoms are imagined. Overall, good doctors trust their patients and take them seriously, with a more patient-centered approach. 
	Trusting patients and treating them as equals in this “therapeutic alliance” requires compassionately disagreeing with patients, and entertaining patients’ theories on what is going wrong within their bodies. In general, good doctors acknowledge patients’ theories—some even begin appointments by asking patients what they think may be amiss with themselves. If good doctors disagree with a patient’s theory, they compassionately explain why in objective terms. They do not put down the patient’s intelligence or “pull rank”, citing their greater education. Instead, they provide a comprehensive explanation. Additionally, if a patient is fearful they may have a given disorder (e.g., vEDS) and the physician chooses not to test for it, a “good doctor” explains, beyond a shadow of a doubt, why that test does not need to be run. 
Communicating with Physicians
Much of the discourse on this subreddit is centered around communication strategies to get diagnosed or taken seriously by physicians. Many of these strategies are tailored to prescriptive-model, paternalistic physicians. Many patients fear that some combination of their provider and the hEDS checklist will not capture their diagnosis or ensure them the proper treatment. This engenders anxiety about whether specific symptoms (or lack thereof) will preclude them from a diagnosis, as well as a robust discussion on how to approach physicians for the maximal odds of success (diagnosis and treatment). 
	First, many patients doubt the first-line provider they see will be equipped (or willing!) to entertain the possibility of EDS treatment, and coach each other on going into primary care appointments prepared to manage this. Some encourage patients to attempt to force a diagnosis from their GP [general practitioner], with comments such as “Print the 2017 diagnostic criteria and bring it with you to your next visit with your GP. Your GP CAN actually diagnose you, but most don’t feel knowledgeable enough about it [EDS] to do it.”. Others emphasize the importance of bringing up EDS in a controlled manner to secure a referral, suggesting patients “Ask to go through the EDS criteria, they can’t say no… they will send you off to a specialist to do the rest.” Both strategies operate on the assumption that the GP does not have adequate knowledge. 
	Second, patients coach each other on how to appeal to physicians. Some coach each other to soften the suggestion of an EDS diagnosis. One poster suggests this eloquently, saying “Bring it up like this: you’re realizing some things you can do are not typical. You have concerns about hypermobility and are wondering if EDS is something that should be looked into further.” Others blatantly suggest patients not specifically mention EDS, such as this poster who advised someone that “If you have multi-systemic issues, explain what they are. Don’t specifically mention EDS. Raise the possibility of having a connective tissue disorder.” Patients seem to avoid mentioning because they believe physicians are not equipped to handle the complexity of the diagnosis and experience of the disorder. One poster explains this: “Since there’s many diverse issues going on with us… I feel like they stop listening once we mention two or three things, thinking maybe we have anxiety about health… they label you a certain way and you’re done.” In this quote, the commenter is both lamenting physicians being unwilling to consider the complexity of the EDS experience (and dismissing it as psychological!), as well as articulating another point that patients often emphasize: only mention a couple of things. This is prescriptive—the patient believes the physician is looking for a short set of unambiguous signs and symptoms, and any ambiguous symptoms, long lists, or difficult diagnostic suggestions may cause that physician to be less amenable. Another patient suggests writing down a list of all your signs and symptoms in chronological order, so that “They [the doctors] can focus on it like a case study like they would when they were students, and it probably lets them see things… they would otherwise overlook.” This also appeals to the patient’s understanding of the doctor and their training. Only mentioning a couple things and attempting to present oneself as comparable to a case study constitute attempting to appeal to the physician’s style of training and bandwidth for new information. 
	While patients seem focused on physicians not being equipped to handle the complexity of their experience, it is worth mentioning that EDS is a hot-button diagnosis in general. As mentioned in the literature review, hEDS’s diagnostic criteria are contested and complex, but hEDS also engenders substantial social backlash. There are entire online subcommunities, such as r/illnessfakers, that are concerted efforts to discredit specific chronic illnesses by dismissing creators who claim to have chronic illnesses, especially EDS, as “fakers”. These communities have wide reaches (r/illnessfakers alone has about 140,000 members), and are influential on these chronic illness subreddits. Thus, it is possible as well that members of the r/EhlersDanlos subreddit fear physicians will associate asking directly for an EDS diagnosis with communities of this nature. 
	Finally, patients encourage one another to be persistent and willing to challenge physicians’ staff. This is a departure from the prescriptive model where physicians have all the power. In the words of a commenter, “Be a bitch. Tell them you need to get an earlier appointment… keep pushing.” Often, these types of comments are advised to be directed not at physicians, but at their staff, so as to avoid challenging the person who metes out diagnoses and treatment directly (and invoking ill will). The gendered language is also not a coincidence—this patient is challenging her fellow, predominantly female patients to defy the expectation that they adhere to paternalistic medicine and leave all the power in the hands of the physicians. In other words, patients advise each other to be unlikable in order to get what they need, but to avoid provoking the physician as much as possible. 
	Overall, patients are strategic about how they approach healthcare providers, and often implicitly appeal to the prescriptive model to get through to physicians. They defer to physicians’ skills and intelligence; they navigate the healthcare system to access what they see as more appropriate providers; and, if they must challenge anyone, they do so strategically to avoid directly angering the physician. 
NEGOTIATING KNOWLEDGE & IDENTITY IN DIFERENTIALLY REFEREED SPACES
	Patients seeking information online constitutes a marked departure from the prescriptive model of medical care where a diagnosis, treatment, and all meaningful associated knowledge comes from a physician with all the power. Because chronically ill patients cannot be cured by biomedicine, they turn to other sources of information to navigate the ambiguity their experience and diagnosis entails. Currently, much of that information comes from online sources. Understanding how patients glean knowledge from and construct identity in online forums is critical to understanding where chronically ill patients’ perspectives and illness identities come from. 
	Seeking information online exposes patients to specific pitfalls and sets up an old debate between the value of within-community, embodied knowledge and external influences on a new stage. Patients invoke both appeals to the sick role and prescriptive medicine in comparable measure to win arguments.
Privileging knowledge: anecdote or scientific finding on Reddit?
	First, it is worth comparing what kinds of knowledge are privileged in each forum. The subreddit I analyzed is heavily moderated. This moderation explicitly suppresses reliance on personal anecdote. In other words, individual, within-group embodied knowledge is not privileged, and biomedical/scientific knowledge is. The “auto-mod” message that appears when a poster asks if any other patients experience a given symptom or when commenters pile on with personal anecdotes is indicative not only of the nature of this suppression, but of the reasoning behind it:

[image: A screenshot of a computer

Description automatically generated with low confidence]

Notably, the subreddit does not explicitly ban posting of personal anecdotes, it just suggests that curious posters search for scientifically validated information to avoid thinking that having a symptom in common with another poster means that symptom is part of EDS. While personal anecdotes are still shared, they are not the primary source of credibility on Reddit. Personal anecdotes are typically used to add nuance to a discussion or as a sidenote to a broader discourse, and people can comment without needing a personal anecdote to be taken seriously. A good example is one commenter’s response to a question about whether collagen supplements help with EDS, specifically joint strength, with a brief mention of hair and nails. This poster added nuance to a long chain of people colorfully telling the OP that collagen was a bad idea (a waste of money, it does nothing, “the physician that recommended it is a quack”) with “Yes I take collagen powder because I want more protein in my diet… it can also help strengthen hair and nails, but won’t fix your EDS because our genetic recipe for collagen production is broken.” In this forum, the anecdote serves as an innocuous way to introduce benefits of collagen aside from explicitly treating EDS, while still addressing a concern of the OP’s (skin and nails). It also serves as an opener for a brief explanation of why collagen doesn’t help EDS patients much (“our genetic recipe is broken”). On Reddit, personal anecdote is less a way to gain information about symptom incidence, and more a way to insert nuance into a discourse. 
Privileging knowledge: anecdote or scientific finding on Instagram?
	Due to its’ lack of moderation, short form, and lack of ability to include links, as well as the broader culture of the forum, Instagram balances anecdote and scientific finding very differently. This will be explored through an exchange, representative of many exchanges on Instagram, between “Luna”, “Betty”, “Rachel”, “Susan”, and “Tina” over the merit of a treatment for Postural Orthostatic Tachycardia Syndrome, a common comorbidity of EDS. A transcription of this exchange is attached in the appendices, while it is briefly quoted in these results. 
On Instagram, personal anecdotes lend credibility to posters and are often taken as evidence of treatment success or failure. Below is an example of an exchange that supports this point. In this exchange, each poster makes their entrance into the conversation with a personal anecdote. A poster pseudonymized as Luna makes her entrance with an association of treatment success (Stellate ganglion blocks) and their personal story, saying “This is why I do Stellate ganglion blocks! Puts POTS into remission.” Rachel “seconds” Luna’s experience with another personal experience: “@Luna I second this. My first round put me into remission. I only required water, salt, and Gatorade.” Next, Susan challenges Dragonfly’s experience, beginning with a personal anecdote and progressing into a broader claim that Dragonfly is wrong, and misleading others by saying that “it puts POTS into remission”. She says: “SGB did nothing for me. It provides some improvement for some people but it’s very misleading to say it ‘puts POTS into remission’.” Each poster who enters this discourse makes a broader point, but personal anecdote establishes their credibility and right to be there. 
	Personal anecdotes are also invoked in active argument, as seen when Luna refutes Susan’s criticisms as “gross behavior”. Because of this personal-ness, however, even attempts at including nuance often involve personal attacks. Betty is a perfect example of this—while reminding both posters that the treatment does not have a 100% success rate, Betty pokes fun at Luna calling Susan an “anomaly” with a facepalm emoji. Even when participants attempt to add nuance to the discourse, the intensely personal nature of these conflicts makes it impossible to turn a mention of nuance into meaningful, balanced discourse. 
De-prioritization of Nuance, Invoking Science
	This focus on personal anecdote sets up a non-nuanced fight in which there is a “right” answer or outcome. Luna establishes this, by implying that Susan did not pursue the treatment adequately (“how many (injections) did you have… (their success) depends on proper placement, and it’s rarely one and done.”) and that, if it doesn’t work for her, it is a personal failing to use the treatment correctly, in the same way that (also according to Luna) “sunscreen doesn’t work for some people, doesn’t mean it doesn’t “work”—in other words, Stellate Ganglion Blocks work… but not if used incorrectly or inadequately. Luna also goes on to call Susan an “anomaly”, further cementing her position that she is right, and anyone who suggests the treatment could not work for others is wrong. This is in keeping with paternalistic medicine, where only one presentation of an illness is “normal,” and, if a treatment works, it should work for everyone. 
	Additionally, both commenters invoke medicine, science, and quantitative arguments to “win”. While their personal anecdote gave them credibility, difficult-to-verify scientific claims are used to “win” the argument. Luna claims a 90% “relief rate” for her practitioner. Susan claims “science” doesn’t support Luna’s claims, but doesn’t cite any specific scientific finding. Notably, on Instagram, it is difficult to make a verifiable scientific claim, as links cannot be included in comments and there is no regular moderation. 
Inclusive vs. Exclusive Diagnostic Categorizing
	Instagram and Reddit also have substantial differences in whether many symptoms are posited as associated with EDS, or whether the fact that many shared experiences are coincidental, is emphasized. The Reddit message from the previous section sums up Reddit’s approach well—most symptoms are likely coincidental. On Instagram, there are many videos listing symptoms of a given disorder, often obscure symptoms, and many comments expressing the sentiment that, if the patient has a few of these symptoms, they should evaluate whether they have the illness. While not inherently damaging, comments like this, especially when they reference relatively common phenomena (e.g., “dizziness”) may cast too wide a net in terms of who that video may convince they have an illness. On the other hand, these expansive categories may facilitate patients “connecting the dots” and realizing disparate symptoms are due to the same common diagnosis. 
Financial Interests
	Finally, commenters and posters’ financial or business interests can be entangled with their content on these forums. Many who make chronic illness-related content on Instagram financially benefit from it—this phenomenon is often referred to online as “sickfluencing”. Still others, like Tina, engage as if they are another average patient, suggesting something that worked for them: “@Luna no such thing as remission for dysfunction of the nervous system. It would have to be reset. The only way to do that is to go on a complete healing journey… I’ve done it and my symptoms are now occasionally flare-ups.” In reality, Tina’s account is for a company that sells these “complete healing journeys” as a solution to POTS, among other ailments. I did not include specific quotes from this reply thread, but many commenters expressed hope and belief that this “complete healing journey” could help them. These posts are not overlooked. This type of interaction, where a financial interest directly masquerades as a personally experienced cure or effective treatment, is not uncommon. 
Often, financial interests are more difficult to detect than Tina’s. Sometimes, a poster or commenter makes a suggestion and it takes effort to realize that they financially benefit from you taking their suggestion (e.g., someone puts a link in their bio to a supplement on Amazon, and it takes sleuthing on Amazon to realize they make money through that “affiliate link”.) While I noticed a few of these, there are likely many which I miss, even as a researcher searching for these clues. Other times, stealth marketing tactics are employed, such as mentioning a supplement then not commenting, leaving others to seek out information about that option.
Additionally, “hashtag-bombing” is a commonly employed marketing strategy. The #EDS tag is often used by business and people selling products to reach a larger chronically ill population. In doing so, the “feeds” of people looking for EDS-related content are flooded with advertisement for, at best, tangentially related products and services. These advertisements may be partially responsible for the misinformation circulated in some forums and reported by some physicians. 
Conclusion
	Overall, social media has a mixed impact on patients, which depends on the forum they utilize. Reddit allows for more nuanced conversation, but also relies on the discretion, investment, and work of moderators. Instagram is not dependent on moderators, but conflicts can get so intensely personal that nuance is lost and patients are left to rely on slipshod educational content that may be too diagnostically inclusive, backed by pseudoscience, conflated with business interests, or abjectly false. Finally, stealthily marketed products cloud discourses on Instagram. 
CONCLUSION
	Differences in perception between patients and physicians is likely at the core of the miscommunications witnessed between patients and providers. Patients assign varying and non-prescriptive meanings to diagnosis that challenge the “sick role,” from community membership to believing their own experience of symptoms. Patients also use diagnosis to navigate to a more permanent sick role and build an identity either in spite of their sick role or alongside it. Patient-centered medicine is somewhat aligned with what patients report as “good” medical care, but, more broadly, bad medicine for a syndrome as complex and ambiguous as EDS is prescriptive and good medicine is not. Social media helps patients develop support and navigate ambiguity, but it can also be a source of misinformation propagated through intensely personal debates that deprioritize nuance, prioritize personal anecdote, stem from the patient’s own prescriptive expectations, and are clouded by financial interests. Overall, patients find themselves navigating a landscape utterly unlike the sick role of the past—they are responsible for navigating ambiguity, developing or constantly working to reject a sick identity, joining or rejecting subcultures of the sick, and working to secure legitimacy enough to be considered “sick” enough to have their needs met. 
	What these findings mean for medical care is unclear, beyond a broad defense of a move away from paternalistic medicine and towards patient-centered medicine. Centering the patient’s needs and treating the patient as a rational, equal actor in developing a care plan is an excellent start, but other aspects of the prescriptive model must be rejected as well. To meet patients’ expectations, providers must accept ambiguity themselves, and articulate this acceptance to their patients. While a large ask, providers must develop the skills to manage chronic illnesses with ambiguous diagnoses, a wide array of minimally effective treatment options, and highly subjective signs and symptoms. Licensure, insurance reimbursement, and healthcare infrastructure and economics must support physicians in doing so--spending more time with patients, working in teams, continuing education, and making “uncertain” (based on ambiguous symptoms) diagnoses. Perhaps most importantly, both patients and providers must learn to accept a physician saying, “I do not know what is wrong, but I will do my best to figure it out.” 
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APPENDIX A: Disagreement in Instagram Comments (Susan, Rachel, Betty, Tina, and Luna)
Luna: “This is why I do Stellate ganglion blocks! Puts POTS into remission.”

Rachel: “@Luna I second this. My first round put me into remission. I only required water, salt, and Gatorade. Now the second round of shots was a different story.” 

Susan: “SGB did nothing for me. It provides some improvement for some people but it’s very misleading to say it ‘puts POTS into remission’.” 

Tina: “@Luna no such thing as remission for dysfunction of the nervous system. It would have to be reset. The only way to do that is to go on a complete healing journey… I’ve done it and my symptoms are now occasionally flare-ups.

Luna: “@Susan how many did you have? Depends on proper placement (have to try both sides) and it’s rarely one and done. It is meant to put autonomic dysfunction into remissions. Sorry it didn’t work for you. Sunscreen doesn’t work for some people doesn’t mean it doesn’t ‘work’.” 

Susan: “@Luna I had multiple rounds done on both sides by an experienced physician who used excellent technique. I’m glad you saw improvement but that doesn’t change the fact that SGB’s are an experimental treatment for dysautonomia. Current research does NOT support your claim that it ‘puts POTS into remission’ and it’s irresponsible to promote it as such to desparate patients. @microcatmachine are you OK with medical misinformation being promoted on your posts?”

Luna: “@Susan I WILL NOT HIDE WHAT WORKED FOR ME. ABSURD TO NOT WANT OTHERS TO KNOW ABOUT IT WHEN YOU ARE AN ANOMALY. My therapist has sent 100 clients for this procedure and NINETY OF US SAW RELIEF. Stop trying to silence information because it didn’t work for you. Gross behavior.” 

Betty: “@Luna stop trying to silence their very real experience! It’s still important for those to know that it does not have a 100% success rate, rather than be let down and confused later when treatment doesn’t work. Be a little kinder… anomaly 🤦🏻‍♀️”


APPENDIX B: Current EDS Diagnostic Criteria

This is the current EDS diagnostic criteria, last substantially altered in 2017, circulated by the Elhers-Danlos Society, and first published in the American Journal of Medical Genetics in 2017.
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Hi /u/Electronic_Ad_2177,

It looks like you are looking for information on how common something is. If
you are looking for information/data on how common a particular symptom or
condition is with EDS or any of its comorbidities, or whether there is any
connection at all, it is always best to ask for links to reputable studies, instead
of personal experiences. Without studies, it is almost impossible to determine
the prevalence or incidence of something with EDS, especially when compared
to asking for anecdotal experiences on the internet.

"DAE posts" and other such posts tend to create or encourage illusory
correlations (i.e., a sense of connection where there may not be one) due to the
fact that people who do experience what is being asked about are more likely
to reply than those who do not. Please keep in mind that not everything shared
is a sign of EDS, and many shared experiences might be completely unrelated
to EDS.

This is an automated message. If the contents of this message do not apply to
your post, please ignore it. Thank you!

Please check out the links in the sidebar/wiki for resources/information on EDS,
seeking a diagnosis, and more.
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moderators of this subreddit if you have any questions or concerns.
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The clinical diagnosis of hypermobile EDS needs the simultaneous presence of all criteria, 1and 2 and 3.

CRITERION1

One of the following selected: p
O =6 pre-pubertal children and adolescents \ j
O =5 pubertal men and woman to age 50 BeightonScore: /9 L . Y ¥
O 24 men and women over the age of 50 - : s\g

If Beighton Score is one point below age- and sex-specific cut off, two or more of the following must also be selected to meet criterion:
O Canyou now (or could you ever) place your hands flat on the floor without bending your knees?
O Canyou now (or could you ever) bend your thumb to touch your forearm?
O As a child, did you amuse your friends by contorting your body into strange shapes or could you do the splits?
O As a child or teenager, did your shoulder or kneecap dislocate on more than one occasion?
O Do you consider yourself “double jointed”?

CRITERION

Feature A (five must be present)

O Unusually soft or velvety skin

O Mild skin hyperextensibility

O Unexplained striae distensae or rubae at the back, groins, thighs, breasts and/or abdomen in adolescents, men or pre-pubertal women
without a history of significant gain or loss of body fat or weight

O Bilateral piezogenic papules of the heel

O Recurrent or multiple abdominal hernia(s)

O Atrophic scarring involving at least two sites and without the formation of truly papyraceous and/or hemosideric scars as seen in classical EDS

O Pelvic floor, rectal, and/or uterine prolapse in children, men or nulliparous women without a history of morbid obesity or other known
predisposing medical condition

O Dental crowding and high or narrow palate

O Arachnodactyly, as defined in one or more of the following:
(i) positive wrist sign (Walker sign) on both sides, (i) positive thumb sign (Steinberg sign) on both sides

O Arm span-to-height ratio 21.05

O Mitral valve prolapse (MVP) mild or greater based on strict echocardiographic criteria

O Aortic root dilatation with Z-score >+2

Feature Atotal: n2

Feature B
O Positive family history; one or more first-degree relatives independently meeting the current criteria for hEDS

Feature C (must have at least one)
O Musculoskeletal pain in two or more limbs, recurring daily for at least 3 months
O Chronic, widespread pain for 23 months
O Recurrent joint dislocations or frank joint instability, in the absence of trauma

CRITERION

1. Absence of unusual skin fragility, which should prompt consideration of other types of EDS

2. Exclusion of other heritable and acquired connective tissue disorders, including autoimmune rheumatologic conditions. In patients with an
acquired CTD (e.g. Lupus, Rheumatoid Arthritis, etc.), additional diagnosis of hEDS requires meeting both Features A and B of Criterion 2.
Feature C of Criterion 2 (chronic pain and/or instability) cannot be counted toward a diagnosis of hEDS in this situation.

3. Exclusion of alternative diagnoses that may also include joint hypermobility by means of hypotonia and/or connective tissue laxity.
Alternative diagnoses and diagnostic categories include, but are not limited to, neuromuscular disorders (e.g. Bethlem myopathy), other
hereditary disorders of the connective tissue (e.g. other types of EDS, Loeys-Dietz syndrome, Marfan syndrome), and skeletal dysplasias
(e.g. osteogenesis imperfecta). Exclusion of these considerations may be based upon history, physical examination, and/or molecular
genetic testing, as indicated.

Diagnosis:
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