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This study aims to understand how young adults with inflammatory bowel disease (IBD) achieve 

and maintain well-being while pursuing post-secondary education within the Canadian context. 

To date, little is known of the health-related stigma experienced by young adults with IBD and, 

subsequently, how they cope in everyday social contexts. Through in-depth, semi-structured 

interviews, participants ages 18-26 years old share how they navigate major life transitions and 

on-campus environments while living with an invisible chronic illness. Students actively 

negotiate both academic and illness identity in spite of stigma, social pressures, and institutional 

barriers, and thereby develop coping strategies which facilitate and mobilize understandings of 

their body-self. This thesis seeks to amplify participants’ individual efforts of advocacy and 

empowerment to support others living with IBD by addressing healing processes that extend 

beyond biomedical understandings of recovery and cure by re-legitimating the impaired body 

and socially validating one’s body-self integration.  
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CHAPTER 1 – Introduction  

Young adulthood, spanning the ages of approximately 18-26, is a distinct and critical 

time in life (Bonnie et. al., 2014), and living with a chronic illness during this period complicates 

young adults’ efforts to pursue meaningful and purposeful endeavors such as completing their 

education. Unfortunately, the needs of young adults, especially those who suffer from chronic 

illness and disability, do not receive adequate consideration in policy and research (Bonnie et al., 

2014). By highlighting the voices of young adults living with an invisible chronic illness, my 

study aims to understand how young Canadians with inflammatory bowel disease (IBD), an 

autoimmune disease that affects the gastrointestinal tract, achieve and maintain well-being while 

pursuing post-secondary education.  

Diagnosis of IBD is most common among young adults who are otherwise considered 

healthy and active, with the typical age of onset being in the early twenties (Crohn’s and Colitis 

Canada, 2018). For this reason, my anthropological inquiry reveals the age-specific experiences 

of individuals living with IBD. This is especially important given the lack of young adults’ views 

and experiences within anthropological studies on chronic illness. My analysis of in-depth 

interviews with young adults with IBD shows that that it necessary to confront experiences of 

stigmatization and delegitimation in order for young adults to shift their perspective regarding 

their impaired body and integrate it into a newly established body-self. The body-self refers to an 

individual’s intuitive sense of an embodied self, unique to their individual bodies and how the 

body is perceived and experienced in both sickness and in health (Scheper-Hughes & Locke, 
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1987). This integration is then amplified through the sharing of one’s illness narratives which 

serves to socially legitimate, or re-legitimate, the body-self, which I argue is an essential part of 

the healing process for young adults with IBD Moreover, young adults find purpose in bringing 

in bringing visibility and recognition to the body and the illness itself by encouraging others to 

also find healing.  

Inflammatory Bowel Disease from a Biomedical Perspective  

Inflammatory bowel disease (IBD) is a chronic autoimmune disease that affects the 

gastrointestinal tract and causes inflammation and ulceration throughout the intestine. The two 

main forms of IBD are Crohn’s disease (CD) and ulcerative colitis (UC), though due to their 

similarities it is sometimes difficult to establish a definitive diagnosis (Becker, Grigat & Ghosh, 

2015). However, chronic injury consistent with UC affects the large intestine (colon and rectum), 

whereas CD can be segmented throughout the entire GI tract (esophagus, stomach, small bowel, 

and large intestine) (Cohen, 2017). Both CD and UC are categorized by an abnormal immune 

system response where microbes, such as bacteria that are normally found in the gut biome, are 

mistaken for invading substances and subsequently launch an attack on the body (Becker, Grigat 

& Ghosh, 2015). During this process, the body responds by sending white blood cells into the 

lining of the intestines which causes chronic inflammation ultimately leading to ulcerations and 

bowel injury (Becker, Grigat & Ghosh, 2015).  

Though diagnosis is most common in early adulthood, diagnosis can occur at any age. 

Women are more likely to be diagnosed with CD than men in Canada (approximate 3:1), though 
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the likelihood of being diagnosed with UC does not differ between men and women (Bernstein et 

al., 2006). Coincidentally, the majority of participants for this study are women. Causes of IBD 

have been linked to genetics, environmental exposures, inadequate exposure to microbes in early 

childhood, and dietary factors (Coward et al., 2018). However, further epidemiologic research is 

needed to come to any definitive conclusions on causation, and to identify concrete avenues for 

IBD management and prevention (Coward et al., 2018).  

IBD patients suffer from a wide range of unpleasant, unpredictable symptoms which 

impose on quality of life and inflict extensive personal burdens. Symptoms include abdominal 

pain, rectal bleeding, fatigue, vomiting, and diarrhea (Coward et al., 2018; Fourie, Jackson & 

Aveyard, 2018). Some patients can suffer extra-intestinal complications, meaning symptoms are 

not only restricted to the GI tract, but can extend to other areas of the body such as the eyes, 

joints, skin, bones, kidney, and liver. Currently, there is no cure for IBD but medical therapy, 

drug treatments and surgical intervention can help to remedy symptoms, achieve and maintain 

remission, and achieve a normal quality of life (Coward et al., 2018; Fourie, Jackson & Aveyard, 

2018). However, adverse effects of ongoing drug treatment, recurrent hospitalizations and 

surgeries are of grave concern to the individual’s health (Coward et al., 2018).  

Medical treatment is aimed at controlling the chronic inflammation and restoring losses 

of fluids and sodium (Coward et al., 2018). The course of treatment for IBD has generally two 

phases: initiating remission by suppressing the inflammation response, and maintaining 

remission to allow healing, reduce frequency of flare-ups, and prevent complications (Coward et 
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al., 2018). Traditionally, steroids are used on a short-term basis to treat periods of disease flare-

ups and induce remission (Coward et al., 2018). For long-term control, and to maintain 

remission, once symptoms of a flare have been controlled, steroids can be replaced by 

immunomodulators which are administered to target cells or chemicals specific to the body’s 

immune system response (Coward et al., 2018). This class of medication is generally given 

orally, and modifies the body’s immune system so that it is no longer able to cause ongoing 

inflammation. A relatively newer form of treatment is the use of biologics which are biologically 

engineered antibodies used to target specific proteins involved in the inflammatory process 

(Cohen, 2017). Biologics are often used when patients experience severe flares. In some 

circumstances, a combination of therapies may be used to increase the effectiveness of an initial 

therapy, but may also increase the risk of additional side-effects. Although, any of these chosen 

methods that involve immune suppression make patients vulnerable to adverse effects that 

include, but are not limited to, increased risk of infection, anxiety, depression, chronic fatigue, 

anemia, weight loss, joint pain, stunted growth, and eye inflammation (Coward et al., 2018). 

Moreover, patients are at a higher risk of bowel cancer, osteoporosis, liver disease, 

cardiovascular disease, and even premature death (Coward et al., 2018).  

In the event that a particular medical therapy fails, surgery becomes a necessary 

advancement to induce remission. The surgical treatment of UC can be considered curative if a 

total colectomy is performed (removal of colon) (Cohen, 2017). Afterwards, patients receive an 

ostomy, ileostomy or colostomy, where waste products are emptied into a pouch attached to the 
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abdomen (Coward et al., 2018). An alternative option is the creation of an internal pouch (J-

pouch); this still results in the removal of the colon. However, the surgeon can conserve bowel 

integrity and eliminates the need for an external ostomy bag and permanent stoma (opening in 

abdominal wall) (Coward et al., 2018). In contrast, surgical intervention for CD is considered 

palliative as diseased bowel tissue is resected and intestinal obstruction or infection is relieved 

(Cohen, 2017). CD patients can also receive an ostomy bag which can be a temporary state to 

allow for the colon to heal, or permanently act as an artificial waste disposal for the bowel 

(Cohen, 2017). Whether it be surgical or medicinal intervention, or a conjunction of the two, 

IBD treatments can have lasting, traumatic effects and can impose many personal burdens that 

can influence career choices, lead to reduced work hours, impact family planning, complicate 

travel, and induce anxiety and depression (Coward et al., 2018). 

Canada currently holds one of the highest national occurrences of IBD in the world 

(Coward et al., 2018; Bray et al., 2016). In 2018, is was estimated that approximately 270,000 

Canadians live with IBD (Coward et al., 2018) This equates to more than 1 in 150 Canadians 

afflicted by this disease, and totals to a direct economic cost of 1.28 billion per annum (Kaplan, 

2017). By 2030, this population number is expected to rise to 400,000 (Kaplan, 2017), serving as 

a reminder that is it not an individual problem, but one that affects an entire nation. Despite 

increasingly high rates of IBD among Canadians, there is a lack of public awareness within the 

Canadian context, most likely due to the private nature of IBD symptoms and their associated 

socio-cultural taboos. In turn, those suffering from IBD may be exposed to greater social stigma 
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which is known to increase psychological distress, worsen symptoms, reduce likelihood of 

treatment adherence, and diminish quality of life (Taft, et al., 2009).  

Canada is also known for having high occurrences of multiple sclerosis – a disease that is 

widely recognized on the national stage and receives substantial media coverage and research 

funding (Rocchi et al., 2012). Cases of IBD, in fact, are triple that of multiple sclerosis, yet IBD 

is not afforded the public attention or support that it is warranted (Rocchi et al, 2012). IBD is 

also just as common as diabetes or epilepsy (Becker, Grigat & Ghosh, 2015), both of which have 

been explored extensively in anthropological literature (Ablon, 2002; Becker, 1997; Gonzalez-

Aguero et al, 2019; Manderson et al., 2010; Segar, 1994).  

Biomedical literature on IBD focusses on IBD as a disease and only acknowledges the 

physiological factors that alter or impair bodily functions in some capacity (Helman, 2007). 

However, anthropological approaches to IBD as a chronic illness looks at the illness experience 

which makes the distinction between disease and illness by exploring the subjective response of 

an individual and other members of society to them being well (Helman, 2007). The biomedical 

approach has often been critiqued by anthropologists segregating the human experience of illness 

by focusing their attention on the clinical diagnosis (Becker & Heurtin-Roberts, 1993; 

Manderson et al., 2010). Unlike biomedical literature, anthropology takes a holistic approach to 

illness as researchers seek to understand how the ill individual is tied to their lived experience, 

cultural orientation, and social environment. By focusing solely on health management and 

related medical intervention, biomedical literature does not adequately represent the voices and 
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subjective experiences of students with IBD. It also leaves ill individuals vulnerable to 

experiences of delegitimation which occurs when their “perceptions and definitions of illness 

[are] systematically disconfirmed” (Ware, 1992, p. 347). 

Although there is a wealth of quantitative studies on IBD which measure quality of life, 

the concerns of those living with IBD, and the daily impact of IBD symptoms, qualitative 

research on the lived experiences of IBD patients is minimal (Fourie, Jackson & Aveyard, 2018). 

A recent review of the qualitative research studies on IBD conducted by Fourie, Jackson & 

Aveyard (2018) attempted to identify all primary research that pertained specifically to the 

experiences of IBD patients. They first identified the overarching theme, living in isolation and 

exclusion, and several other subordinate themes; one of the most common being living in 

secrecy. It would appear that biomedical realm has made notable contributions for advancing our 

understanding the harmful effects of stigma, a sociocultural phenomenon that has a “discrediting 

effect,” thereby reducing a person to a lesser version of themselves in relation to those who are 

healthy or able-bodied (Goffman, 1963, p. 2). However, no studies that have discussed the 

experiences of those with IBD who choose to go against the prevailing norm of “living in 

secrecy” found in IBD literature (Fourie, et al., 2018). The participants of my study deliberately 

choose to disclose their illness identity and share their illness experiences to combat feelings of 

shame and isolation they had previously experienced when attempting to “pass” as “healthy.” 
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Critical Perspectives on Health & Well-Being   

Medical anthropology has been broadly defined as the study of health, illness, and 

healing across time and cultural settings (Helman, 2007). Medical anthropologists focus 

primarily on human suffering and the related medical systems in place to alleviate that suffering 

(Helman, 2007; Thin, 2009). Therefore, much of the research in medical anthropology is 

concentrated on modes of healing, or curative transformation, and the interaction between 

patients and practitioners (Shuttleworth & Kasnitz, 2001). Relatedly, in medical anthropology, 

healing means to “restore health” and generally refers to one’s physiology or physical state (i.e. 

broken bone) (Wiley & Allen, 2017).  

Medical anthropologists view health as broad construct which consists of physical, 

psychological, and social well-being (Frank, Baum & Law, 2010). More specifically, an overall 

sense of well-being consists of participating in activities or practices that are meaningful, 

purposeful, and relevant to lives and roles of an individual (Frank, Baum & Law, 2010). Health 

is also regarded as a fluid state which can also be perceived as resource that enables adaption, 

and thus presents an incentive for “normalization” whereby individuals return to normal role 

performances despite their persisting illness (Parsons, 1951; Varul, 2010). As the chronically ill 

find themselves possessing “dual citizenship” in both the world of health and the world of 

illness, they are confronted with competing expectations of an ongoing sick role and everyday 

roles (Varul, 2010). These expectations include the prioritization of recovery by adjusting one’s 

behaviours or seeking the necessary professional supports to restore their health (Parsons, 1951), 
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placing the responsibility on the ill individual despite the barriers they may encounter. Thus, new 

perspectives on well-being are also needed when disease is still present.  

Though medical anthropologists often utilize the term “well-being,” they have been 

critiqued for employing the term without exploring its meaning and only understand it as a 

broadened concept of health which is treated as the absence of suffering and impairment (Thin, 

2009). Anthropologist Neil Thin (2009) goes as far as to state there is a “well-being deficit” in 

anthropology, meaning much more can be done in terms of the theorizing and understanding of 

well-being (p. 26). Well-being should be conceptualized as a set of dynamic processes that 

explore an individual’s feelings, meaning how they feel about themselves, relationships, 

institutions, and events, as well as understand how people make meaning in their lives (Ferraro 

& Barletti, 2016; Thin, 2009). Thin (2009) argues that anthropologists will have to fight for 

“recognition of well-being in the positive, constructive sense that the term implies (p. 39).”  

When critically assessing health and well-being from an anthropological perspective, it is 

also necessary to acknowledge the theoretical framework presented by Scheper-Hughes and 

Lock (1987) that challenges the narrow assessment of health and well-being, as well as the mind-

body dichotomy that artificially separates matters of the body and mind. As a result, the concept 

of the mindful body is presented as both a physical and symbolic artifact whereby fundamental 

oppositions become interconnected and complementary (Scheper-Hughes & Lock, 1987). The 

body is no longer regarded as a physical entity that can be separated from one’s state of mind or 

self-perception. Relatedly, the concept of the body-self is introduced as part of the mindful body.  
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While anthropological findings on wellbeing suggest that there is no single way to 

understand or pursue wellbeing (Ferraro & Barletti, 2016), I chose to explore the processes that 

enable a sense of fulfillment, meaning and purpose, specifically through the healing powers of 

illness narratives and visibility work (Evans, 2017; Frank, 1995; Mattingly & Garro, 2001; 

Moore, 2012).  An illness narrative is a form of storytelling that gives meaning to the human 

experience of illness and allows the storyteller to process new ways of being (Mattingly & Garro, 

2000). Visibility work is described as a form of patient advocacy and disease recognition that 

renders the impaired body visible – whether it be medically, legally, socially, or politically – and 

alleviates a sense of invisibility one’s chronic illness has incited (Phillips and Rees, 2018).  

Given that very few anthropological studies specifically explore the experiences of young 

adults or discuss the age-related stigma they experience, an anthropological analysis of illness 

narratives is important in order to provide in-depth accounts of their subjective experiences. In 

addition, while visibility work is most common online, young adults with IBD extend their work 

beyond online communities in order to occupy clinical spaces that medicalize the body and 

perpetuate the mind-body dichotomy. My study is among the few contemporary anthropological 

studies to highlight the importance of online communities among those with chronic illnesses as 

they serve to validate one’s experiences, raise awareness, and help others cope by providing 

socio-emotional support (Jacobson, 2018; Phillips and Rees, 2018). 
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Research Questions & Goals  

Despite growing numbers of annual diagnoses, the consequences of health-related stigma 

experienced by young adults living with IBD and how they cope in everyday social contexts are 

understudied (Rhode et al., 2018; Spencer et al., 2018). Accordingly, I ask the following 

questions: (1) How do young adults with inflammatory bowel disease (IBD) achieve and 

maintain well-being while navigating post-secondary education? (2) In order to increase an 

overall sense of well-being, how do young adults with IBD heal in absence of recovery or cure? 

Accordingly, the goals of this thesis are to (1) document the lived experiences of young adults 

living with IBD in an everyday context, within a specific educational setting (i.e. university 

institutions), (2) identify the factors that either prevent or facilitate participants subjective well-

being, and (3) contribute to sparse, age-specific literature on chronic illness within the discipline 

of Anthropology in order to increase public awareness, and decrease stigma, of IBD. 

 In accordance with my research goals, I align my findings with current efforts of Crohn’s 

and Colitis Canada, the only national volunteer-based charity seeking a cure and improve the 

lives of all impacted by IBD, and the world’s second largest health charity funder of IBD 

research. This organization has put forth a list of recommendations to advance awareness and 

advocacy efforts in Canada. Among their recommendations, they propose that IBD be 

recognized as a national health priority as their goal is to enact a national public health campaign 

and patient education program to raise awareness and increase knowledge among the general 

public and healthcare professionals in order to facilitate timely diagnosis and reduce social 
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stigma associated with IBD (CCC, 2018). It is my hope that my research provides relevant 

findings related to the lived experiences of young adults, and new anthropological perspectives 

on illness amidst the scientific research that they mostly engage with.  

Overview of Chapters  

 In Chapter 2, I review the literature that provides the necessary context for my study to 

show the need for to diversify the illness experience within anthropological literature to 

adequately address invisible chronic illnesses. After providing a brief overview of medical 

anthropology’s contributions to the study of chronic illness, I highlight key areas where my study 

can address certain gaps in knowledge which include age-specific experiences, sources of stigma 

other than visible bodily differences, and experiences of delegitimation that go beyond 

addressing, and medically validating, bodily states. Scheper-Hughes & Lock (1989) provide the 

theoretical framework for my main contributions to the school of thought that values the body as 

a vehicle for thought and feeling, and recognizes the mindful body. Then, I incorporate 

perspectives from disability studies to shed light on impairment and visibility politics that have 

not been extensively explored within the discipline of anthropology to further challenge 

biomedical concepts of healing. Disability studies also provides contextual information on post-

secondary education for the basis on this study. By drawing on both anthropological literature on 

chronic illness and literature on disability, I minimize the polarization of the medical model 

versus the social model. Ultimately, solely focusing on or compartmentalizing either the bodily 
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conditions or the social barriers does a disservice to the subjective experiences and well-being of 

individuals living with a chronic illness.  

 In Chapter 3, I outline my research design and provide rationale for the qualitative 

research methods used to answer my research question. I discuss the contributions of my 

observations and online content analysis as a means to educate myself and inform my decisions 

pertaining to the formation of my interview questions. It was necessary to conduct semi-

structured interviews to document the subjective lived experiences of young adults with IBD and 

subsequently highlight their voices. Overall, thirteen semi-structured interviews were conducted 

with students ages 18-26, all of whom were diagnosed with a form of IBD, who were enrolled in 

or recent graduates from various university institutions across Canada. Most participants were 

contacted directly using a popular social media platform, \ with a select few recruited through 

using snowball sampling methods. The challenges and limitations related to these methods and 

research steps are also noted.  

In Chapter 4, I analyze the subjective experiences of young adults with IBD as they 

struggle to fulfill expectations of the sick role as they conflict with ideals of the university 

experience. I will show that when their impaired bodies can no longer perform according to 

social expectations, participants use normalizing tactics in order to “pass” as heathy individuals 

for fear of stigmatization and rejection from peers. Moreover, the invisible nature of IBD and 

lack of public awareness exposes young adults with IBD to threats of delegitimation and 

complicates access to on-campus accommodations and other disability-related benefits. As a 
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result, when the mindful body is not recognized by university support staff and healthcare 

providers, young adults with IBD do not receive holistic care and are further marginalized as the 

individual responsibility of health is placed upon them.  

 In Chapter 5, I extend my data analysis as participants reflect and overcome their 

experiences of stigmatization and delegitimation. I will show that participants recognize that 

their acceptance of the body-self, rather than separating oneself from their impaired body, is 

cultivated through mainstream representation and public awareness, and, therefore, choose to 

engage in their own “visibility work” which enables the impaired body to be seen medically, 

politically, and socially. My findings look to challenge biomedical understandings of healing that 

have previously marginalized individuals living with chronic illnesses, as it is possible healing 

can be achieved without the absence of disease. Relatedly, I argue that healing is fostered by 

processes of re-legitimation or socially legitimation of the impaired body which follows the 

integration of the body-self and amplified through the sharing of illness narratives. This process 

is facilitated through various creative outlets involving performative, visual, and literary art.  

In Chapter 6, I conclude my thesis by summarizing my main arguments and detailing 

both academic and public contributions of my research. I reiterate that despite experiences of 

stigmatization and delegitimation, young adults with IBD actively shift their perspectives and 

finds ways to legitimate, or re-legitimate, their illness identity and impaired body. This study 

contributes to the anthropological literature on chronic illness as it looks to address a significant 

age gap that fails to adequately represent the experiences of young adults, and explore sources 
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stigma and experiences delegitimation that are unique to invisible chronic illnesses and 

impairment-disabilities which acknowledge both bodily conditions and sociocultural barriers. I 

demonstrate the need to confront these instances of suffering while also focusing on young 

adults’ positive health narratives that move beyond traditional forms of health management and 

healing presented in biomedical and medical anthropological literature. 

I will conclude by describing how my findings benefit the following three major 

stakeholders: The IBD community, on-campus services providers such as student accessibility 

and disability services and other wellness services, and healthcare practitioners.  First, my 

findings may be useful to community partners to inform the development of safe spaces and 

resources that are both accessible and appealing to young adults with IBD. Secondly, my 

findings can be utilized by student accessibility and disability services to reduce social and 

academic marginalization and exclusion among young adults with IBD. Lastly, my findings are 

relevant to healthcare practitioners as I argue the importance of acknowledging the mind-body 

connection and mental health struggles of young adults with IBD when providing care. 
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CHAPTER 2 – Literature Review 

Introduction  

Chronic illness is conceptualized as a transition from trivial symptoms to an emerging or 

persisting disability (Bury, 1982). Until recent decades, chronic illness had received little 

attention in medical anthropology as a topic of research (Manderson & Smith-Morris, 2010). 

This has been attributed to the ambiguity it presents when dealing with healing systems and 

patient-practitioner interactions that have traditionally been the research focus of medical 

anthropologists (Becker & Heurtin-Roberts, 1993; Frank, Baum & Law, 2010; Helman, 2007). 

However, this point of inquiry generates important questions regarding the ways in which illness 

is conceptualized and the influence of biomedical perspectives on the management and treatment 

of illness (Becker & Heurtin-Roberts, 1993).  

In the following review, I draw on two main bodies of literature to address my specific 

research question. First, being I examine the anthropology on chronic illness in which my study 

is theoretically grounded. While praising the merit and past accomplishments of medical 

anthropology when documenting the illness experience, I attempt to address the gaps in 

knowledge with the intent to diversify the illness experience by focusing on IBD. This is 

achieved by highlighting the specific characteristics of IBD that present unique sources of stigma 

and experiences of delegitimation not adequately explored or discussed in anthropological 

literature. I then highlight my critique of the existing studies to re-integrate the body into 

narratives of healing. Perspectives from disability studies are included to further critique the 
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biomedical model of recovery while also providing new insight into ways individuals with 

chronic illness respond to stigma. This body of literature also offers insight into the sociocultural 

context (i.e. higher education) of illness experiences which this thesis explores. 

The Illness Experience: Chronic Illness through the Anthropological Lens  

Anthropology has been instrumental in averting critical attention from individual 

pathology toward important aspects of the interpersonal context that illuminate suffering and the 

human experience of illness (Becker & Heurtin-Roberts, 1993; Kleinman, 1988; Manderson et 

al., 2010). Medical anthropologists actively work to challenge “a single, hegemonic 

conceptualization” of illness, as well as largely undisputed biomedical-centric ideologies that 

reduce chronic illness to a natural course of disease, and deny the fluidity of life states that are 

simultaneously biological and social, and inherently political (Manderson et al., 2010, p.1). 

Accordingly, for the purposes of this thesis, Illness is described as,  

the subjective response of an individual and those around him to his [sic] being unwell – 

particularly how he and they interpret the origin and significance of this event, how it affects 

his behavior and his relationship with other people, and the various steps he takes to remedy 

the situation. (Helman, 2007, p. 126).  

The concept of illness takes a holistic approach to understanding how the individual is tied to 

their lived experience, cultural orientation, and social environment, whereas disease merely 

acknowledges the physiological factors that alter or impair bodily functions in some capacity 

(Willey & Allen, 2017). Ethnographic study privileges the continuity of illness and health as 
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integral aspects of the lived experience in order to shift society’s perspective far beyond the 

scope of the clinical diagnosis in order to find value in lived experiences of the individual 

(Manderson et al., 2010). 

Previous anthropological studies on chronic illness have often addressed and 

conceptualized multiple illnesses under the umbrella term “the illness experience,” thereby 

failing to acknowledge the important nuances accompanied by distinctions such as acquired 

versus congenital conditions (Halder and Assaf, 2017), and visible versus invisible illnesses 

(Chaudoir & Quinn, 2010; Evans, 2017). Consequently, implications for sources of stigma, 

disclosure processes, identity reconciliation, and group membership risk being excluded from the 

anthropological discourse. While there have been considerable contributions made by 

anthropologists to describe the significance of individual experience of illness in terms of 

identity, researchers recognize that there is still much ground to cover as questions remain about 

how individuals cope with a particular illness and live with bodily symptoms (Manderson et al., 

2010; Kleinman, 1988). This approach is particularly important for the study of individuals with 

IBD, as they are greatly affected by fluctuating bodily states and their ability to cope is tied to 

their perceptions of their impaired body and how it relates to their sense of self and overall well-

being.   

Diversifying the Illness Experience within Medical Anthropology: Sources of Stigma  

Stigma is known as a sociocultural phenomenon that has a “discrediting effect,” thereby 

reducing a person to a lesser version of themselves in relation to those who are healthy or able-
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bodied (Goffman, 1963, p. 2). It is defined and enacted though social interaction guided by a set 

of “rules” that deem particular behaviours, at a particular point in time, as acceptable, expected, 

and ultimately, “normal” (Goffman, 1963; Pescosolido et al., 2008). As health is widely 

considered an individual responsibility, illness is perceived as “deviant” and “abnormal” (Ablon, 

1981, Ablon, 2002; Dibley, Norton & Whitehead, 2018; Makinen, 2018; Micallef-Konewko, 

2013; Thompson, 2013). Considering the exact cause of IBD remains unknown (CCFC, 2018), 

this provides opportunity for misconceptions and prejudice to flourish, or for ill individuals to 

question their own choices and behaviors leading up to their diagnosis. Generally speaking, those 

with chronic illnesses are often blamed when relapse, fluctuation, or deterioration occurs 

(Wendell, 2013). Moreover, they are met with a great deal of suspicion and resentment in regards 

to the severity, legitimacy and how they are managing their illness that threatens the standard 

norms of “good health” and civic duty (Brown, 2013). 

Ageism  

When discussing the “illness experience,” anthropologists have not, historically, given 

weight to important factors that influence one’s subjective experience, such as age (Becker, 

1997; Becker & Heurtin-Roberts, 1993; Hay, 2010; Kirmayer, 1992; Kleinman, 1988). However, 

age greatly reinforces normative expectations around “good health.” In the context of age-

specific experiences, anthropologists use the term age grade to categorize groups of people by 

particular age ranges, such as child, adult, or elder (Helman, 2007). Notably, young adults, 

spanning the ages of approximately 18-26 (Bonnie et al., 2014), are not afforded their own 
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category, and the elderly are often given precedence when discussing illness in anthropological 

literature due to the socially constructed link between aging and illness that deems disease as a 

predisposition of old age (Becker & Kaufman, 1995; Becker, 1997; Wentzell, 2014; Frank, 

Baum & Law, 2010; Helman, 2007; Wiley & Allen, 2017; Spencer et al., 2018).  

Very few anthropological studies specifically explore the experiences of young adults or 

discuss the age-related stigma they experience (Gonzalez-Aguero et al, 2019; Moore, 2012; 

Nowakowski, 2016; Reinsch & Rascher, 2015). Even within biomedical literature on IBD, 

among the qualitative in-depth accounts of the experiences of those living with IBD found in 

popular research databases, only 3% of the total sample focused specifically on young adults 

(Fourie et al., 2018). This can be especially problematic as young adults inhabit a category “not 

easily understood or accepted” by the wider public (Wendell, 2013, p. 162). Therefore, young 

adults with chronic illnesses often find that others tend to minimize or dismiss their illness, as 

researchers speculate, chronic illness is more readily recognized and tolerated in older 

individuals (Wendell, 2013). Wendell (2013) explains,  

We are considered too young to be ill for the rest of our lives, yet we are not expecting 

cure or recovery. We cannot be granted the time-out that is normally granted to the 

acutely ill (or we were given it at first and how now used it up, over-used it.), yet we seem 

to refuse to return to pre-illness life. We are not old enough to have finished making our 

contributions of productivity and/or caregiving; old people with chronic illnesses may be 

seen to be entitled to rest until they die. And we are not expected to die anytime soon, so 

we are going to hang around being sick, for a long while. (p. 162). 

 

Young adults with chronic illnesses experience greater threats of stigma considering illness at 

their stage of life trivializes notions of health and productivity that is considered appropriate for a 
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particular age group (Helman, 2007). Despite increased stigma experienced by young adults, 

older adults are considered one of the most vulnerable groups of any population and consume the 

most healthcare resources in North America (Frank, Baum & Law, 2010), which may be another 

indication as to why medical anthropologists focus their attention toward this particular group. 

Therefore, my current inquiry into age-specific experiences of IBD addresses this significant gap 

in the literature. 

(In)visibility & Delegitimation  

Stigma management depends on one’s ability to control their “discredited identity” in 

everyday life (Goffman, 1963), though anthropological literature on medical conditions tends to 

focus on the source of stigma which is publicly visible (i.e. bodily differences) (Albon, 1981; 

Ablon, 2002; Brune & Wilson, 2013; Goffman, 1963; Helman, 2007; Kleinman, 1988; Murphy, 

1987; Nowakowski, 2016), such as highly stigmatized physical abnormalities (Brown, 2013). 

However, more recently, scholars have raised important questions about the experience and 

management of stigma associated with illnesses whose sources are not physically or behaviorally 

apparent (Brown, 2013).  

The term ‘invisible illness’ refers to chronic conditions such as IBD where the symptoms are 

not externally manifested and therefore may be harder for others to detect (Micallef-Konewko, 

2013). Ablon (2002) explains, “those who carry stigmas that are not visible during ordinary 

interactions are potentially discreditable if the stigmatizing features are revealed” (p. 4). 

Therefore, those with acquired and/or invisible illnesses tend to engage in certain “adaptive 
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techniques” as they attempt to reconcile the self to their illness and ultimately reduce visibility of 

their stigmatized condition (Goffman, 1963; Charmaz, 1995; Evans, 2017).  

When compared to more visible illnesses, invisible illnesses present additional challenges; as 

few outward signs are visible to others, the ill-individual is faced with trials of believability 

(Barned et al., 2016; Hay, 2010). Often times, elements of the illness experience can be 

problematically dichotomized into visible signs of illness are represented by the body, and 

invisible ones are represented by the mind (Nowakowski, 2016). As a result, ill individuals with 

invisible illnesses experience instances of delegitimation where their “perceptions and definitions 

of illness [are] systematically disconfirmed” (Ware, 1992, p. 347). Experiences of delegitimation 

documented in anthropological literature on chronic illness generally involve chronic illnesses 

that are not readily recognized by the clinical gaze due to the lack of verifiable evidence of a 

serious physical disorder or pathology (Phillips & Rees, 2018; Sachs, 2001; Ware, 1992). Studies 

often explore highly subjective and immeasurable symptoms such as pain and fatigue (Phillips & 

Rees, 2018; Sachs, 2001; Ware, 1992). However, IBD is a recognized medical condition, yet 

mental health struggles that are common among people with IBD are often dismissed, which 

leads to their experiences of delegitimation.  

Sociocultural Taboos 

What differentiates IBD from other invisible chronic illnesses lies within the difficulty 

discussing intimate symptoms that can be seen as unacceptable for public discussion (Micallef-

Konewko, 2013), otherwise deemed as “taboo.” Taboos are rules about our behavior that restrict 
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how we interact with the world around us (i.e. people and inanimate objects) (Douglas, 1966). 

These taboos act as symbolic boundaries that define some material things and actions as 

prohibited or morally reprehensible (Makinen, 2018). Taboos may be regarded as pollution, dirt, 

or ‘matter out of place,’ (Douglas, 1966). Many classic ethnographic works have made the 

symbolic connection between ‘dirt’ and ‘danger’ as the influential relationship of a given society 

and their desire to eliminate them both to bring purity and order to their environment (Parcels, 

2004). ‘Impurity,’ and ‘disorder’ as viewed as equal concepts, as it is explained “what is decreed 

impure, and thus condemned by a culture, is an object out of place, a cause for disorder” 

(Parcels, 2004, p. 14).  

Fecal matter becomes part of this disorder and marginalization that anthropologists refer 

to because it is “both naturally present but socially absent” (Parcels, 2004, p. 14). Given that IBD 

is a disease that directly effects the gastrointestinal tract, symptoms are most commonly 

associated with excretion. Bowel taboos have been enhanced as the perceived threat of “dirty” 

stool coincide with modern-day obsessions for extreme cleanliness and elaborate personal 

hygiene regimes (Dibley, Norton & Whitehead, 2018). As a result, IBD patients are said to live 

with a “dirty disease” further perpetuating stigma that can lead to isolation (Defenbaugh, 2013; 

Dibley, Norton & Whitehead, 2018). A patient notes this dualism (clean versus dirty) present 

within the social construct of disease saying, “You can’t talk about Crohn’s disease without 

talking about bowels... so you don’t talk about Crohn’s disease in polite company. If it were 

arthritis, arthritis is a clean disease” (Dibley, Norton & Whitehead, 2018, p.845). This harmful 
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disease description is said to present significant challenges to those living with IBD when trying 

to build support networks (Dibley, Norton & Whitehead, 2018).  

Despite the absence of patient-centered accounts of IBD in ethnographic writing, 

anthropologists have already theorized integral sociocultural factors that are necessary for 

understanding the rejection and secrecy that surrounds IBD and inhibits widespread public 

awareness efforts. While IBD symptoms are natural processes experienced by most people in 

their lives, particularly excretion, they still remain a source of disgust and private shame for 

many (Micallef-Konewko, 2013). Relatedly, Thompson (2013) writes, “silence acts as a barrier 

against embarrassment, shame, and attributions of immorality” (p. 28). However, it is still 

unclear how young adults experience IBD and address these taboos in their daily lives. 

Anthropologists can facilitate culturally sensitive conversations between healthcare 

professionals, patients and the wider public and stand to play an integral role in the normalization 

of chronic disease, managing stigma associated with IBD, and ultimately breaking the silence 

that has allowed disease-taboo to thrive.  

Chronic Illness and Perspectives on Healing  

Anthropological literature on chronic illness suggests that those who experience stigma 

must work to redefine the self and make sense of their suffering in order to find healing (Becker, 

1997; Frank, 1995; Manderson et al., 2010; Mattingly & Garro, 2000). However, in medical 

anthropology, healing means to “restore health” and generally refers to one’s physiology or 

physical state (i.e. broken bone) (Wiley & Allen, 2017). Much of the research in medical 
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anthropology is concentrated on modes of healing, or curative transformation, and the interaction 

between patients and practitioners (Frank, Baum & Law, 2010; Shuttleworth & Kasnitz, 2001). 

In the context of Western biomedicine, causation plays a significant role in the cultural 

construction of such healing systems (Wiley & Allen, 2017).). While this notion of curing is 

central in all healing systems, the study chronic illness complicates these systems for both patient 

and healer with the absence of a cure (Becker & Heurtin-Roberts, 1993).  In cases of chronic 

illnesses like IBD, where there is no known “cause” or definitive “cure,” it is important to 

acknowledge healing systems that go beyond individual behavior and medical intervention that 

intend to restore “normal” bodily functions and ultimately privilege able-bodies. An inquiry into 

the experiences of young adults with IBD is necessary to explore their own perceptions of 

healing, which may not necessarily agree with the biomedical concept of curing. 

Sharing Illness Narratives  

Throughout the years, anthropologists have drawn attention to the healing and 

empowering qualities of illness narratives (Badone, 2008; Becker, 1997; Frank, 1995; Kleinman, 

1988; Kirmayer, 1992; Moore, 2012). A narrative is a form of storytelling that gives meaning to 

human experience, allowing the narrator to communicate what is significant to them in their lives 

(Mattingly & Garro, 2000). This allows for individuals to articulate and mediate disruption, and 

simultaneously resist and restructure ideas of normalcy (Becker, 1997; Frank, 1995; Manderson 

et al., 2010; Mattingly & Garro, 2000). As noted by Frank (1995), there are three basic illness 

narrative structures; restitution, chaos, and quest. Restitution narratives anticipate getting well 
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again and focus on a cure, whereas chaos narratives employ this notion of despair (Frank, 1995). 

Quest narratives are the most relevant for those with chronic illnesses as they positively shape 

one’s perception, ultimately making sense of their suffering, and accepting their illness (Becker, 

1997; Frank, 1995).  

Though many anthropologist focus on redefining or reconciling the self through 

narratives (Becker, 1997; Frank, 1995; Manderson et al., 2010; Mattingly & Garro, 2000), others 

argue the “postmodern illness is an experience, a reflection on body, self, and the destination that 

life’s map leads to” (Frank, 1995, p. 7). Frank (1995) argues that illness no longer elicits more 

than the body to be an entity to meet societal expectations or surrender to medical intervention 

(Frank, 1995). When one falls ill, it is common to experience a diminished sense of self and 

consequently, the impaired body is alienated and made to feel strange. However, individuals 

attempt to make it familiar again, and such a transformative process is best articulated through 

illness narratives (Frank, 1995).  

Therefore, an inquiry into  how bodily states are articulated through illness narratives, is 

necessary to contribute to the body of literature that challenges the imbalance of Western thought 

in which the mind is valued over the body (Kirmayer, 1992) and ultimately recognizing the 

mindful body, rather than adhering the dichotomy between the body and the mind in analyzing 

illness experiences (Bury, 1988; El Refaie, 2019; Frank, 1991; Frank, 1995; Garro, 1994; 

Kirmayer 1992, Scheper-Hughes & Lock; Sachs, 2001). Scheper-Hughes and Lock (1987) 

conceptualize the mindful body as both a physical and symbolic artifact whereby fundamental 
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oppositions – tangible/intangible, spirit/matter – become interconnected and complementary 

(Scheper-Hughes & Lock, 1987). Within their framework, the body-self describes the intuitive 

sense of the embodied self unique to their individual bodies that influences the way in which the 

body is received and experienced in both sickness and in health (Scheper-Hughes & Locke, 

1987). These types of illness narratives that focus on one’s body-self seek to challenge the mind-

body dichotomy in medical discourse to convey “the innately human experience of symptoms 

and suffering” and how they are both interpreted (Kleinman, 1988, p. 3) by calling attention to 

the healing powers of narratives while also attributing value to bodily states as a means of 

“giving voice” to the ill body (Frank, 1995).  

Positive Impacts of Online Communities 

While illness narratives articulate hidden bodily states, the act of sharing illness 

narratives online renders these bodily states visible in order to socially legitimate the impaired 

body. Anthropologists have praised the reciprocity of storytelling which addresses both 

storytellers and listeners (Frank, 1995; Moore, 2012). In other words, illness narratives not only 

allow one to work through their own identity changes, but they serve a purpose for the sake of 

others who are on a similar journey as the storyteller. Frank (1991) says “suffering needs 

stories;” not only telling one’s own stories, but hearing others’ as well. In recent times, new 

avenues for sharing illness narratives have been made possible with the rise in technology and 

the Internet, allowing those living with chronic illnesses to connect across a vast social network. 

Anthropologists who have explored this phenomena of interacting with other patients online and 
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sharing one’s illness narrative refer to these practices as social connectedness and visibility work 

which is said to significantly alleviate the harmful effects of stigma that can be experienced by 

those with chronic illnesses (Halder, Santoshi & Assaf, 2017; Phillips and Rees, 2018). Visibility 

work is defined as a form of patient advocacy and disease recognition that renders the impaired 

body visible – whether it be medically, legally, socially, or politically – and alleviates a sense of 

invisibility one’s chronic illness has incited (Phillips and Rees, 2018). 

Early conceptualizations of the Internet speculated that it would provide an expansive 

network of connections that had the “ability partially to translate knowledges among very 

different-and power-differentiated-communities” (Haraway, 1988, p. 575). Unknowingly, 

Haraway’s words resonate with contemporary phenomenon of social media which facilitates 

access to diverse knowledge and perspectives from multiple actors (Jacobson, 2018). As more 

individuals with chronic illnesses seek out their health information online, various social media 

platforms (e.g., online forums, Facebook, Instagram) have become important spaces for 

chronically ill users to exchange health information (e.g. treatment options, clinical trials, side 

effects), offer emotional support, validate their collective experiences, and legitimize their 

suffering beyond the clinical gaze (Jacobson, 2018; Phillips and Rees, 2018). This exchange of 

information ultimately offers a supportive environment in which traditional top-down patient-

doctor relationships are mitigated to empower and acknowledge patient-centered accounts of 

illness (Jacobson, 2018).  

Social media not only provides practical information and support to those in need, it also 

allows those with chronic illnesses to share their stories with a public or semi-public audience 
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(Jacobson, 2018). Although previous research of this nature had focused on adults with 

terminally ill patients (Jacobson, 2018), as well as adults with Multiple Chemical Sensitivity 

(MCS), an invisible illness that is often not verifiable in a clinical setting, it is worth 

investigating the positive outcomes of engaging in these types of online communities among 

young adults, considering that social media is likely a familiar and inviting platform. Evidence 

suggest that those with IBD risk being some of the most socially isolated (Fourie, 2018), yet 

there are no studies that explores if, how, and to what extent young adults with IBD engage in 

social connectedness and visibility work to alleviate harmful effects of stigma.   

Bridging the Gap: Integrating Perspectives from Disability Studies  

Impairment-Disability & Critiquing the Medical Model  

Relative to the vast work on illness and healing, medical anthropological research on 

disability has been minimal (Ginsburg & Rapp, 2012). This is likely due to medical bias 

internalized by medical anthropologists to direct their focus toward cause and cure (Shuttleworth 

& Kasnitz, 2001). In the disability studies literature, while many individuals with chronic 

illnesses are involved in disability politics, a tension-laden divide remains as individuals with 

disabilities do not wish to be perceived as “ill” (Wendell, 2013). Modern disability rights 

movement resists the medicalization of disability, which assumes that disability is an individual 

misfortune; presumably a physical or mental “abnormality” that can be cured, treated, or even 

prevented by modern medicine (Shuttleworth & Kasnitz, 2004; Wendell, 2013). Therefore, by 

integrating a critical disability studies perspective, the understanding of a specific chronic illness 
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experience and concepts of the mindful body can be enhanced by investigating IBD by drawing 

on the notion of impairment-disability and exploring the un/covering of the identities of young 

adults with IBD. 

 In disability studies literature, most works employ the social model of disability arguing 

that structural barriers are the root of the marginalization faced by individuals with disabilities 

(Jarman, Monaghan & Quaggin Harkin, 2017; Jenks, 2005; Maholtra & Rowe, 2014). A 

foundational belief of the social model is the difference between disability and impairment; the 

former refers to the process of social exclusion by way of structural or attitudinal barriers, and 

the latter refers to a biological difference (Maholtra and Rowe, 2014; Jarman, Monaghan & 

Quaggin Harkin, 2017). Society has been shifting from the medical model that emphasizes 

finding a cure (i.e. making it so that the person fits their environment instead of altering the 

environment to accommodate them), to the social model that advocates for positive self-esteem 

and social justice (Jarman, Monaghan & Quaggin Harkin, 2017; Jenks, 2005).  

The social model has been critiqued, especially by feminist writers, for preventing the 

discussion of topics such as chronic illness and bodily conditions (Halder and Assaf, 2017; 

Jarman, Monaghan & Quaggin Harkin, 2017). Relatedly, chronic illnesses frequently involve the 

experience of pain, fatigue, depression, and other impairments not easily ignored (Wendell, 

2013). Such bodily experiences do not completely disappear when structural and policy changes 

are made to provide accommodations, Therefore, the social model is found to be unproductive 
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when trying to understand the complex interplay of individual and environmental factors in the 

lives of all people with disabilities (Maholtra & Rowe, 2014; Shakespeare, 2013).  

The social model gives weight to the social construction of disability over the embodied 

experience of disability, which risks implying that impairment is not a legitimate issue 

(Shakespeare, 2013; Jenks, 2005; Maholtra & Rowe, 2014). Therefore, socio-political accounts 

of disability develop important insight that people with impairments are disabled by society as 

well as their bodies, as scholar’s argue we must “bring the body back in” (Maholtra & Rowe, 

2014), providing an ideal opportunity for anthropological engagement. Wendell (2013) writes,  

“Some of the suffering is social and could be eliminated by social justice for people with 

disabilities, but some of it is not. Solidarity between people with chronic illnesses and 

people with other disabilities depends on acknowledging the existence of the suffering 

that justice cannot eliminate (and therefore our willingness to talk about impairment)” (p. 

171). 

Ultimately, it is crucial that impairment be recognized so that individuals with chronic illnesses 

are not excluded, marginalized or alienated from disability politics (Wendell, 2013; Evans, 

2017).  

Due to the re-occurring functional limitations stemming from disease, and having to 

endure unpredictable and persistent states of bodily and psychological distress, anthropological 

literature considers chronic illness to be “disruptive” in nature (Becker, 1997; Bury, 1982; 

Manderson et al., 2010). Despite these theoretical conceptualizations of chronic illness that 

frame it in purely negative terms, chronically ill scholar, Susan Wendell (1996), states that she 

would welcome a cure, though she does not need one. This mindset, she explains, is not meant to 



 

 

 

32 

 

 

deceive oneself, as illness “is not by definition evil, but people fear and try to avoid illness 

because of the suffering it causes” (p. 171). Once we acknowledge that illness is not only 

suffering, we can begin to create other ways of being that offer valuable perspectives on life 

itself (Wendell, 2013). This perspective challenges medical anthropologists’ who generally 

employ the medical model which focuses on curing.  

Visibility Politics  

Though individuals with chronic illnesses and disabilities are among those who are 

highly stigmatized in today’s society, many have difficulties reconciling both chronic illness and 

disability, as the paradigmatic person with a disability is permanently impaired, yet considered to 

be “healthy” (Evans, 2017; Wendell, 2013). Wendell (2013) further reiterates this symbolic 

divide as she states, for those living with a chronic illness “to be recognized as disabled, we have 

to remind people frequently of our needs and limitations. That in itself can be source of 

alienation from other people with disabilities, because it requires repeatedly calling attention to 

our impairments (p. 164).” Those with both invisible and intermittent impairments are afforded a 

degree of agency and control as they may choose to fully disclose, partially disclose, or hide their 

impairment (Evans, 2017).  

Illness disclosure is deemed a goal oriented behavior whereby individuals hold specific 

motivations for disclosing a concealable, stigmatized identity (Chaudoir & Quinn, 2010).Illness 

disclosure became a popular theme and point of inquiry in IBD research exclusively within the 

last decade (Barned et al., 2016; Fourie, et al., 2018; Thompson, 2013; Micallef-Konewko, 
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2013), uncovering similar trends brought to light by previous studies on other invisible chronic 

illnesses. In general, IBD patients tend to ‘pass’ as “normal” healthy individual (Micallef- 

Konewko, 2013). The act of “passing” or “covering,” means to avoid association with a 

particular stigmatized group, and reduces visibility of their condition (Goffman, 1963; Evans, 

2017). Despite the relatively sparse qualitative research on IBD, many researchers have 

concluded that those living with IBD go to great lengths to conceal or manipulate their illness 

identity, often utilizing “normalizing tactics” throughout their daily interactions as a way to 

shield themselves from feeling excluded or isolated because they are not, in fact, “normal” 

(Barned et al., 2016; Fourie, et al., 2018; Thompson, 2013; Micallef-Konewko, 2013). IBD 

literature on illness disclosure concludes that while those who choose to engage in illness 

disclosure acknowledge the individual risk and impactful consequences, they perceive it to be a 

rewarding experience (Defenbaugh, 2013; Micallef-Konewko, 2013). Generally, there are two 

types of motivations; egosystem and ecosystem motivations (Chaudoir & Quinn, 2010). The 

former refers to cathartic outcomes for the self (e.g. accessing professional treatment), whereas 

the latter places oneself in a larger social structure, considering how disclosure might yield 

positive outcomes for both the self and others, such as strengthening personal relationships, 

educating others, and ensuring that others are not bearing their stigmatized burdens alone 

(Chaudoir & Quinn, 2010). 

Contrary to findings in anthropological studies on stigma, disability studies scholars 

explore how individuals with stigmatized conditions go beyond the mere management of 

discreditable identities by not passively conforming to social expectations around taboos and the 
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invisible nature of illness. While illness disclosure is a well-documented phenomenon in IBD 

literature, it provides a strong foundation and understanding for a newly conceptualized 

phenomenon in disability studies that has yet to receive much attention in academia; the process 

of “un/covering” (Evans, 2017). Rather than “covering” or “passing,” individuals with invisible 

chronic illnesses engage in the reverse behavior, whereby they openly share and acknowledge 

their impairment in social settings (Evans, 2017).  

Un/covering differs from first-time disclosure as the actor utilizes “repeated opportunities to 

narrate one’s on-going experiences and thus integrate those experiences more fully into one’s 

identity” (p. 18). Evans (2017) argues that when one makes their illness identity legible to others, 

it plays a significant role that contributes to group empowerment and positive disability identity. 

To date, there are no studies that have discussed the experiences of those with IBD who choose 

to go against the prevailing norm of “living in secrecy” found in IBD literature (Fourie, et al., 

2018). However, un/covering stands to provide a unique outlook on stigma management, group 

membership, and identity formation among individuals with invisible illnesses that is 

complementary to anthropological findings on sharing illness narratives (Evans, 2017).  

Implications for Higher Education: Accessing Accommodations 

As highlighted in the above section, there is divide between disability studies and medical 

anthropology as it remains unclear what constitutes a ‘disability’ and to what extent individuals 

living with chronic illnesses identify with, or are accepted by the disabled community. A 

university setting presents a unique intersect between disability and chronic illness that 
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complicates the traditional boundaries of identity constructs and illness disclosure and sets the 

stage for important comparisons to be made and discussed. Unlike disability studies scholars, 

medical anthropologists have not explored the impacts of higher education as it pertains to the 

experiences students living with chronic illnesses. Educational settings have always been a large 

focus in disability studies on youth and young adults as researchers believe they must 

“contextualize identity development within relevant personal, interpersonal, and institutional 

storylines” (Baines, 2012 p. 559). Though this chronically ill population is rarely the main focus 

in disability studies works, it is nonetheless necessary to draw on these studies, as well as 

biomedical findings to explore critical insights on age-specific experiences of young adults living 

with IBD.  

Students with chronic illnesses express this innate desire to be a ‘normal student,’ which 

causes them to employ negotiation tactics in their day-to-day lives (Low, 1996). In order to 

access rights of a ‘normal student,’ students must acknowledge their illness as a disability at a 

postsecondary institution (Low, 1996). As such, students with chronic illnesses are classified as 

part of the collective group of students with disabilities (SWDs); a label they may not have 

considered, or rather identified with, before, which may, in part, explain the gross 

underrepresentation of students with chronic illnesses as SWDs in higher education (Spencer et 

al., 2018). Therefore, a deeper exploration into how students view their health status is a needed 

in order to develop appropriate and relevant university-based supports that young adults feel 

comfortable accessing (Spencer et al., 2018). 
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A major theme in disability studies literature, in particular SWDs, is the use of 

accommodations. Given the stigma that surrounds disability labels, accessing accommodations in 

higher education is seen as deviant (Low, 1996; Madriaga et al., 2011). Under law, SWDs are 

ensured equal access, yet due to the elitist discourse present in higher education or prevailing 

‘normalcy’, accommodations can be perceived as providing SWDs with an unfair advantage 

(Madriaga et al., 2011). Therefore, accommodations meant to enhance inclusion can actually 

lead to further alienation of SWDs when marked as ‘different’ (Barnard-Brak, Lechtenberger & 

Lan, 2010; Madriaga et al., 2011; Mullins & Preyde, 2013). Additionally, SWDs are 

apprehensive to access accommodations as it forces one to disclose personal and private 

information to administration and/or faculty members almost immediately (Barnard-Brak, 

Lechtenberger & Lan, 2010). Moreover, the complexity and ‘bureaucracy’ of university systems 

create additional barriers and challenges when SWDs look to utilize accommodations (Mullins & 

Preyde, 2013; Spencer et al, 2018). In fact, the most common institutional barrier noted by 

SWDs was the lack of understanding and cooperation from both faculty and administrators 

(Barnard-Brak, Lechtenberger & Lan, 2010). Therefore, research needs to foster understanding 

in relation to specific disability categories including chronic illnesses, and ultimately disseminate 

information about available institutional supports to students who choose not to disclose their 

condition (Goode, 2007). 

Unfortunately, students with chronic illness are rarely the focus in academic discourse on 

SWDs. Rather, research highlights physical barriers present at university institutions that raise 

concerns for students with mobility and visual impairments (Mullins & Preyde, 2013; Low, 
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1996). Moreover, the niche research on students with invisible disabilities mainly addresses the 

needs of students with learning disabilities and mental illnesses (Goode, 2007; Mullins & 

Preyde, 2013). To date, there is only one study, to my knowledge, that specifically examines the 

experiences of university students with chronic illnesses as they navigate the health identity by 

focusing on one’s expectations and observations regarding their own health, and how it compares 

to the health of others (Grabowski, 2015), and daily university life (Spencer et al., 2018). 

Spencer et al. (2018) found that students with chronic illnesses preferred to manipulate their 

health identity by positioning themselves as “healthy” while distancing themselves from ill 

health and disability. Ultimately, Spencer and colleagues (2018) note that this presents 

challenges when it comes to navigating university systems while simultaneously managing their 

persistent and fluctuating symptoms, and ‘proving’ their ill health. My study builds on this 

research to further explore how young adults’ embodied experiences of chronic illness differ 

from their health identities enacted in their social interactions and how illness impacts their 

participation in university life. 

Qualitative research examining IBD in the context of higher education is limited to the 

clinical scope and has only documented the negative impacts of IBD and the difficult adjustment 

processes faced by students (Almadani et al., 2014; Schneider & Fletcher, 2008). The biomedical 

literature tends to focus on disease management and suggest aggressive medical treatment and 

adequate disease control for students before entering college in order to ease their transition 

(Almadani et al., 2014; Bray et al., 2016; Schneider & Fletcher., 2008; Schwenk et al., 2014). 

Important terms in the clinical dialogue include perceived readiness and preparedness, which is 
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described as self-efficacy (e.g. successful disease management) and the perceived need for 

preparatory guidance that contributes to a positive transition experience (Schwenk et al., 2014). 

Results showed that students reported feeling underprepared upon arrival, and confused about 

how to best approach university personnel, while rarely identifying their school as being helpful 

in the navigation process (Schwenk et al., 2014).  

Research concludes that social environments present unique challenges and it is crucial 

for the individuals living with IBD to be able to navigate these particular environments 

(Schwenk et al., 2014). As identified by Schwenk et al. (2014), a structural barrier refers to, for 

example, identifying accessible and private bathrooms on campus or in residence, whereas a 

psychosocial barrier refers to attending social events where there is a pressure to consume 

alcohol which would interfere with certain medications (Schwenk et al. 2014). Both barrier types 

can act as stressors for individuals and can exclude young adults with IBD from participating in 

academic or social activities. Ultimately, it is recommended that future literature should support 

discussion of strategies for identifying and obtaining help at post-secondary institutions.  

Both bodies of literature on higher education (i.e. social and clinical) emphasize the 

importance of accessing institutional supports and advocate for more research to identify and 

eliminate barriers experienced by students with chronic illnesses. Yet, each present limitations 

and neither truly represent the voices of students with IBD. Although the primary concern of 

physicians and clinical researchers is, and should be, to ensure the good health of their patients, 

anthropologists have often critiqued the biomedical approach for focusing solely on the clinical 

diagnosis (i.e. disease) and segregating the human experience of illness (Becker & Heurtin-
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Roberts, 1993; Manderson et al., 2010). The experiences of young adults with IBD have yet to be 

investigated from an anthropological perspective, therefore, my analysis addresses a significant 

gap in the literature by promoting various strategies to achieve well-being that address unique 

perspectives and experiences of young adults at postsecondary institutions (Helman, 2007; 

Spencer et al., 2018).  

Conclusion  

In order to adequately address the experiences of young adults with IBD, it is necessary that 

research employ new perspectives that go beyond biomedical understandings of curing disease. 

This can be facilitated by acknowledging the mind-body connectedness, or mindful body, to 

address hidden bodily states and participants’ experiences of their altered body-self. To address 

the transformation of their body-self while living with IBD, it is imperative that we first 

understand instances of stigmatization and delegitimation initially faced by individuals with IBD. 

While anthropological perspectives and theories are the main focus of this thesis by 

challenging the mind-body dichotomy, disability studies literature proves complimentary to 

advance understandings of the mindful body and provide new perspectives on subjective 

responses to stigma and delegitimation. Together, both bodies of literature are effective in 

critiquing existing biomedical literature on IBD by addressing a sense of well-being that goes 

beyond recovery and cure. Given that a limited number of studies have examined the age-

specific experiences of individuals with chronic illness, a current inquiry is needed to address the 

unique sociocultural factors that facilitated or prevent overall well-being. Moreover, research 
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should focus on individuals with IBD specifically, as no studies have examined how they 

overcome experiences of stigma and delegitimation in order to integrate the body-self. Lastly, 

there is a need to examine the process of intentionally uncovering their health identities by 

focusing on their illness narratives and how it relates to their motives for engaging in visibility 

work.   
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CHAPTER 3 – Methodology  

Research Design  

In order to answer the research question, “how do young adults with inflammatory bowel 

disease (IBD) achieve and maintain well-being while navigating post-secondary education?” this 

study sought the perspectives of young adults between the ages of 18-26, and currently enrolled 

in, or recently graduated from, a post-secondary institution. Given the sensitive nature of the 

illness and accessibility of the targeted age group, it was anticipated that participant recruitment 

would be difficult. Accordingly, eligibility requirements would not be restrained by a narrow 

geographical location, specific post-secondary institution, or particular level of study. Ultimately, 

this study sought to combine online research, observation of public events, and qualitative 

interviews in order to build strong research ties, gain valuable community-specific knowledge, 

and collect nuanced, age-specific accounts of the illness experience.  

The recruitment process was facilitated primarily through Crohn’s and Colitis Canada, and 

snowball sampling was utilized as a secondary recruitment method. To date, Crohn’s and Colitis 

Canada is the only national, charity-based organization seeking to improve the lives of children 

and adults living with IBD (Crohn’s and Colitis Canada, 2016). Having been established for 40 

years, through extensive research, patients’ programs and services, and education, they have 

become a trusted advocate for numerous Canadians living with these chronic diseases (Crohn’s 

and Colitis Canada, 2016). Therefore, I wished to create a partnership with this particular 
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organization in order to promote my study on a larger scale, through their reputable, public 

platforms.  

Student Accessibility Services (SAS) is an on-campus service provider under the 

department of Student Wellness that offers guidance and support to students with disabilities. 

Their goal is to create a barrier-free environment for all students to ensure their successful 

transition and integration into academic life. I met with SAS counsellors who dealt specifically 

with chronic medical conditions so that I may learn about the services that they offer, and if, and 

to what extent, these services are accessed by my targeted population. Additionally, I planned to 

have my recruitment message circulated via their e-mail list-serve which would have reached my 

targeted population almost exclusively. This intended recruitment method likely would have 

increased response rates for both the call for participants, as well as specific interviews questions 

that sought information on the accessibility and use of on-campus accommodations and services.  

An initial course of action in this research design was to attend and observe the Crohn’s and 

Colitis Canada’s annual fundraiser, The Gutsy Walk, as well as one of their local chapter 

meetings (a monthly support group), though only the former was realized. My participation in 

these group activities was designed to allow me to introduce myself and interact with community 

members, as well as learn about their collective values and current public awareness efforts. This 

would be an initial step in the process of ‘cultural familiarization’ intended to facilitate a 

researcher’s entry, and ease one’s transition, into the field (Mare, 2017).  



 

 

 

43 

 

 

Next, I accessed online support groups and web-seminars sponsored by Crohn’s and Colitis 

Canada to identify the various strategies employed by young adults to help them to navigate 

post-secondary education, the common challenges they face, and the subsequent concerns, or 

curiosities, of viewers. In fact, previous studies that have combined online and offline data (i.e. 

offline in-depth interviews and online content analysis) have found that collecting online data 

prior to offline data provided rich background information on which to conduct offline, in-depth 

interviews, thereby tailoring interview questions to elicit more meaningful responses from 

participants (Mare, 2017).  

I intended to recruit 15-20 participants and conduct in-depth, semi-structured interviews 

which are, according to Bernard (2011), best when you do not have multiple opportunities to 

interview someone because they produce reliable and comparable data. Moreover, conducting 

semi-structured interviews provides a level of control required to accumulate specific data during 

an interview, but allows flexibility to pursue unanticipated lines of enquiry (Bernard, 2011). 

These interviews were intended to last approximately two hours to allow for a detailed account 

of individuals’ experiences. In order to reach data saturation when working with a purposive 

sample of participants, it is recommended that 15-20 interviews be completed (Guest et al., 

2006). While Guest et al. (2006) reported reaching data saturation after only twelve semi-

structured interviews, I anticipated that my sample would be less homogenous as my sample 

does not isolate for gender, and I would be accessing a wider geographical location. Therefore, I 

planned to conduct a greater number of interviews to reach data saturation.  
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The proposed interview questions aimed to document the lived experiences of young adults 

in an everyday context by discussing various academic and on-campus processes (e.g. 

enrollment, residence life, exams). This process would allow participants to think both 

retrospectively and retroactively about how, or if, their condition impacted their decisions prior 

to enrollment, as well as their experiences during their schooling. There were no questions 

included about one’s academic achievements (i.e. grades), as this would an objective measure of 

one’s personal success which is often critique by the IBD community (Crohn’s and Colitis 

Canada, 2014). Rather, questions that were aimed at identifying helpful resources and behaviors 

would allow for the assessment of coping and management skills that help young adults to 

overcome psychosocial or structural barriers. Based on current literature, non-disclosure was 

identified as a significant barrier to navigating university systems (Spencer et al., 2018). 

Therefore, it was important to highlight how participants feel towards illness disclosure, and the 

specific situations or social actors that facilitate illness disclosure. Lastly, questions on public 

awareness on campus would uncover participants’ own perceptions of how their institution 

contributes to public knowledge of IBD, and how peers and faculty would be impacted by 

increased education on the matter.  

Research Methods  

Building Research Ties  

A year prior to interviewing participants I arranged a meeting with Student Accessibility 

Services (SAS) at the University of Guelph to learn about their role in the lives of students with 
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chronic illness. I met with a counsellor SAS who was one of two counsellors who dealt 

specifically with chronic medical conditions. At the time, this counsellor estimated working with 

20-30 students with Crohn’s and colitis. We discussed the barriers that prevented students with 

chronic illnesses seeking accommodations, the positive outcomes of accessing these supports, as 

well as the challenges that SAS helps to overcome. The counsellor expressed that some students 

were hesitant to reach out to SAS given the ambiguity of the concept of ‘disability’ as many did 

not think their condition could be considered a disability. During this meeting, illness disclosure 

was identified by the counsellor as an important step in accessing these supports and becoming 

on advocate for oneself.  

The major role that SAS plays is facilitating that process of illness disclosure anonymously, 

on behalf of the student, and easing the student’s stress of either anticipating or managing a flare-

up by ensuring that supports are in place in advance should issues of that nature arise. This 

conversation with the counsellor influenced the type of language I used in my recruitment 

message and, more importantly, the types of questions that were asked during the interview-- 

namely those centered on personal motivations or reservations for seeking services and 

accommodations, and management strategies during times of flare-ups. Although SAS agreed to 

circulate my recruitment e-mail, which was expected to reach approximately 50 students, this 

was not realized (further discussed in Limitations and Methodological Challenges). However, 

they did display my recruitment poster in the counsellor’s office and waiting room. I also 
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received approval from the Central Student Association (CSA) to display my posters on 

community boards around campus. 

I also reached out to Crohn’s and Colitis Canada via e-mail to explain my research project 

and personal motivations, and express my desire for their support during the recruitment stage. I 

was put in contact with a Crohn’s and Colitis research assistant who agreed to promote my study 

on the website page ‘Participate in Research’ from July 1st until I had finished recruitment at the 

end of November. Seeing as the Crohn’s and Colitis Canada Facebook pages were 

independently run based on region, I reached out to surrounding cities individually to ask if they 

would post the webpage link to my call for participants. Four organizers responded and 

promoted my study on their Facebook page.  

Lastly, much later in the recruitment stage, I contacted the coordinator of The Stress 

Management and High Performance Clinic at the University of Guelph campus asking if they 

would be willing to circulate my recruitment e-mail. To my surprise, the coordinator was also 

running a program for those with GI conditions, Take the Stress out of IBS. The coordinator 

promoted my study at one of their meetings (7 student participants), and also circulated my 

recruitment e-mail to those registered with the clinic with known GI conditions (26 students). 

Unfortunately, I was not aware of this program till later on in the fall semester (i.e. towards the 

end recruitment). Although it remained unclear how many participants had IBD considering the 

program was advertised specifically for those with irritable bowel syndrome, this would have 

been an advantageous connection that I wish I had formed at the early stages of my research.  
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Observations  

On June 2, 2019, I attended Crohn’s and Colitis Canada’s annual fundraiser, the Gusty Walk, 

in Barrie, Ontario with my family. As we made our way to the main event space (a small park), I 

was surprised to see that the event attracted fewer participants than I had anticipated, with only 

community partner in attendance (a local radio station). Notably, my siblings and I were the only 

young adults present at the event, as the majority of attendees were parents and their young 

children. There were few games to entertain the young crowd, and such activities used 

“bathroom humour” to keep things lighthearted (e.g. toilet paper toss into the toilet bowl). Team 

shirts and costumes also followed suit with humorous and creative team names. There were no 

information booths so there was little opportunity to generate casual conversation with 

organizers or volunteers.  

Before the walk began, one of the organizers, an older gentlemen, gave an opening speech. 

While brief, it focused on the importance of sharing one’s “story” and dealing with struggles of 

living with an invisible illness. After a brief warmup, the walk began along a waterfront path, 

with tree cover all around, therefore, it is unlikely that the general public was aware of the event. 

My attendance and observations later allowed me to explore questions during participants’ 

interviews on the lack of public awareness surrounding IBD, the level of involvement from 

young adults in current awareness efforts, and the implications of sharing one’s illness 

experience on a public platform.   
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Online Content Analysis  

The online content was procured specifically from their ‘Youth Education Series;’ a 

series of ‘webinars’ and Facebook Live videos generally featuring both a post-secondary student 

with IBD (a past AbbVie scholarship recipient) and a health professional (e.g. doctor, nurse 

practitioner). Together, they discuss experiences, challenges, and management strategies related 

to the transition to post-secondary school while living with a chronic illness. Viewers were 

presented a professional opinion backed with scientific facts, as well as a first-hand, subjective 

experience from students from a variety of academic backgrounds. This was a valuable learning 

opportunity to familiarize myself with community-specific language (e.g. medical terminology), 

identify the obstacles faced by IBD community, and critically analyze current online resources 

available to youth and young adults.  

The series itself is made up of 13 videos over the span of 4 years (2014-2018). Each 

video is approximately one hour in length and most end with a “Q & A” session. While most of 

the video series is facilitated through YouTube using PowerPoint slides and voice overs, there 

are two videos that are streamed using Facebook Live whereby viewers can see the facilitators 

on-screen, and actively engage in the presentation by asking questions during the session. 

Although this series attempts to target young viewers, questions and comments were most often 

made by concerned parents, as well as older adult audience members eager to share their 

experiences. I attribute the lack of youth engagement and minimal views with the length and 

quality of the video, and the accessibility of its content. Unfortunately, most videos had poor 
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audio quality (lagging, fuzziness, distortion, background noise, etc.), and poorly designed slide 

shows (e.g. unengaging and text-heavy). Moreover, while some professionals were able to 

effectively explain scientific processes in lay terms, others failed to use accessible language and 

often relied on complicated graphs or scientific theories to support their points.  

Much of the questioning from viewers focused on the physical symptoms of IBD and 

their remedies instead of asking questions directly related to navigating post-secondary school 

environments. Therefore, I was motivated to initiate these important discussions that the 

organizers of the Youth Education Series had originally intended to generate. Gathering 

preliminary data from both viewers and guest speakers was instrumental in creating meaningful 

interview questions that addressed common concerns when transitioning to post-secondary 

education. These included managing flare-ups, claiming IBD as a disability, balancing school 

while scheduling clinic visits, struggling to keep up with peers, and approaching illness 

disclosure. Moreover, student guest speakers and health professionals often spoke of the 

importance of accessing disability services at one’s institution. I also hope to identify barriers 

that would prevent students with IBD from seeking accommodations if, and when, they were 

needed.   

Participant Characteristics and Recruitment  

In order to meet eligibility requirements, participants had to be between the ages of 18-26, 

living with IBD (Crohn’s or colitis), and currently enrolled, or recently graduated from, post-

secondary education. I conducted a total of thirteen in-depth, semi-structured interviews with 
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three alumni, three graduate students, and seven undergraduate students. The mean age of the 

participants was 22 years. One undergraduate student had dropped out of school a week prior to 

her scheduled interview due to circumstances unrelated to the scope of this study, therefore, the 

interview proceeded as planned. The target population was geographically spread with a total of 

eleven Canadian, post-secondary institutions being represented from four different provinces. 

See Appendix A for participant breakdown.  

While the ad posted on the Crohn’s and Colitis Canada webpage led to the recruitment of 

only one participant, I believe it afforded me a certain level of credibility, making prospective 

participants more willing to participate when contacted directly through social media and 

provided the webpage link. In fact, recruitment was primarily facilitated through a social media 

platform as well as snowball sampling. Considering that the recruitment of post-secondary 

students has proven difficult in past studies, Almadani et al. (2014) notes that engaging with 

social media platforms can potentially increase enrollment.  

I browsed Crohn’s and Colitis Canada’s social media profile for potential participants, 

scrolling through their posts, and lists of ‘followers’ and ‘following” (those who have subscribed 

to their content updates and vice-versa). In order to respect privacy boundaries, I only contacted 

users who had ‘open’ profiles (i.e. not private), and who had indicated somewhere throughout 

their profile that they were IBD advocates or living with IBD. Many users had a tendency to 

disclose their illness identity and other relevant demographic information in their ‘bio’ (short 

personal description at the top of their personal page). I contacted a total of 50 social media users 
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in order to compensate for the potential participant pool that I might have reached through the 

SAS email list-serve. While I received many responses expressing interest, only five respondents 

followed through to the interview process. The remaining seven participants were recruited using 

the snowball sampling method; four of whom were referred to by those who had been contacted 

via a social media platform, and the other three by word of mouth, through family, friends and 

acquaintances.  

Interview Process  

The setting for the in-depth, semi-structured interviews was entirely determined by the 

participants to ensure that they felt comfortable and accommodated. Through e-mail, I expressed 

my willingness to travel to meet them in person, but that video chat or phone calls were also a 

viable option. The majority of participants opted to meet face to face, with only four interviews 

conducted over the phone or video chat. I believe that, in the age of technology, making a 

conscious effort to meet in person resonated with many of the participants who verbally 

expressed their appreciation that we were able to meet in person. Private locations, such as study 

rooms on university campuses, were suggested but neutral public spaces, such as coffee shops 

and communal campus spaces, were ultimately favored. One interview was conducted in the 

participant’s home. All participants consented to being recorded during the interview.  

I began our conversations by disclosing that I, personally, was not living with Crohn’s or 

colitis. With the permission and support of my younger brother, I briefly recounted his battle 

with ulcerative colitis (UC) and explained my personal motivations to conduct research with 
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university students. I believe that due to my familiarity with IBD, and my identity as student of 

similar age, I was able to build rapport with participants which allowed for open and organic 

conversations.  

The interviews began with three demographic questions to determine participants’ age, the 

institution(s) they attend or attended, and their level of study. Interviews always began with an 

open-ended question asking participants about their overall experience so that they may be the 

ones to determine the initial trajectory of the interview. Afterwards, I inquired about their 

acceptance and enrollment process to gain a sense of feelings and motivations prior to starting 

university. Next, I focused on various aspects of their university environment (residence, weekly 

classes, extra-curricular, etc.) to determine which facets of their university experience they felt 

were affected, or unaffected, by their illness. Then, I focused on helpful management and coping 

strategies, and institutional and personal supports, to determine who, or what, facilitated their 

success in university, rather than focusing solely on potential barriers. Lastly, we discussed their 

perceptions of public awareness on campus amongst peers and faculty. After covering 20-25 

interview questions, I asked participants to provide feedback on the questions that were asked 

and the topics we had covered, prompting them to disclose any information that they felt to be 

pertinent to their subjective experience.  

Afterwards, each audio recording was transcribed in Word, the audio files were deleted, and 

the interviews were coded. Emerging trends demonstrated that most participants faced challenges 

related to social pressures and peer reactions, stigma and taboos, lack of public awareness and 
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representation, and barriers to accessing supports. While many resisted the illness identity, most 

participants relied on close relationships and positive mindsets to cope, and described many 

accounts of positive illness disclosure. Less anticipated, yet major codes that emerged from my 

analysis included impact on academic identity, avenues for advocacy, perspectives on mental 

health, and promoting illness understanding through creative outlets.  

Generally, interview questions received greater responses if the participant felt that their 

illness had a substantial impact on their daily lives. Relatedly, the students who felt that their 

illness was not burdensome had difficulties placing their university experiences in the context of 

their illness experience or identity. Similarly, first-year students who had not yet been fully 

immersed in university life, or experienced academic processes such as exams, had the same 

struggles and tended to refer back to high school experiences or provide rather short answers. On 

the other hand, graduate students and alumni provided more in-depth answers, more so related to 

identity constructs, having the ability to reflect on past experiences over the years.  

There were some questions that proved troublesome for most participants, regardless of age 

of level of study: “what types of resources would like to see made available on your own 

campus?” and “did you ever encounter a situation when you felt it necessary to disclose your 

illness?” The first question was far too abstract, and quite a bit to tackle, especially when asked 

without prior reflections. Rather, I realized asking what could be improved on would have been a 

better avenue to explore. Additionally, I could have listed various types of resources to help 

conceptualize what constitutes a ‘resource,’ as the scope can be very broad. For example, those 
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who applied for IBD scholarships and were successful (winners are posted publicly online) gave 

no mention of this during their interviews when discussing the various resource that they sought 

out. The latter question, I believe, may have carried a negative connotation to it, thereby 

deterring participants providing much of an answer, or even dismissing it right away.  

Ethical Consideration  

As expressed by many participants during their interviews, their illness identity is personal 

and, at times, a sensitive subject. Therefore, direct questions related to one’s diagnosis or types 

of symptoms they experienced were not asked – although many participants chose to share these 

details on their own accord. Questions were framed in such a way that allowed participants to 

disclose what facilitated their success, rather than insinuating negative outcomes or challenges, 

which is the focus of many IBD and disabilities studies. During the consent process, participants 

were reminded that they had the right to decline to answer any questions, and had the option to 

end their participation with no consequences to them or the study. Confidentiality was also 

ensured as all data was securely stored on the University of Guelph campus in a locked, personal 

locker, and pseudonyms were used for all participants. Participants’ privacy was also protected 

by foregoing the use of usernames, specific social media platforms, and other relevant 

information that could potentially be used to personally identify participants.  

Although three participants briefly spoke of their battle with depression and/or suicidal 

thoughts, only one participant became visibly emotional during the interview. As we discussed 

this participant’s perception of the public awareness surrounding IBD, she recounted her relief 
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when she was able to participate in the Gusty Walk this year, an annual Crohn’s and Colitis 

Canada fundraiser, on the account that she was in the hospital, unable to walk just a year prior. 

In this instance, I encouraged the participant to take her time to collect her thoughts. Then, in 

attempt to shift the focus from the participant, I recounted a related, light-hearted story. 

Afterwards, the participant assured me she was willing, and able, to continue. To mitigate any 

psychological risks after the interviews, participants were encouraged to lean on their personal 

support systems or reach out to helpful online resources and in-person supports offered by 

Crohn’s and Colitis Canada, should they feel any distress brought on by the content discussed in 

the interview.  

Methodological Challenges and Limitations  

While many avenues for recruitment were explored, I did not receive any responses for my 

efforts involving visual posters, posts published on a particular social media site, or e-mails. 

Conversely, although my call for participants seemed to generate interest from young adults 

(from both a social media platform users and Take the Stress out of IBS participants), I attribute 

this difficulty in reaching this particular age group and the timing of recruitment. Given the 

stressful, busy nature of a university student’s life, the data collection period was extended 

longer than expected, spanning from the end of August to early December (the fall semester), 

further reiterating the point expressed by Almadani et al. (2014) that recruiting post-secondary 

students proves to be a difficult task. 
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When comparing my various modes of recruitment, it is likely that using a popular social 

media platform was most successful because it was personalized through direct messages to 

prospective participants, and the individuals I was contacting had, to some degree, disclosed their 

illness identity publicly. Many of whom I had contacted via social media can be considered ‘self-

proclaimed advocates,’ making them more willing to participate in research of this nature, which 

may have, to some degree, skewed the data. Given the stigmatized nature of both IBD and 

students with disabilities, students who felt embarrassed, whether by their illness or accessing 

accommodations, would be deterred from participating.  

Recruiting participants that were active advocates online ultimately proved to be a positive 

aspect of my research study. I believed it allowed for open and honest conversations, thereby 

collecting a greater amount of rich data. Relatedly, Postill and Pink (2012) argue that “social 

media practices and technologies are often part of how ethnographic research participants 

navigate their wider social, material and technological worlds, and are equally part of 

ethnographic practice” (p. 123). This principle serves as a reminder that as a researcher, one 

should acknowledge the ways in which social media practices can inform social discourse and 

influence lived experiences. In fact, during their interviews many participants expressed various 

ways in which social media platforms impacted their illness experience.  

Had I attracted students registered with SAS and The Stress Management and High 

Performance Clinic at the University of Guelph, there is a possibility that my data would have 

been heavily focused on policy and students’ firsthand experiences with accessibility resources. 
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However, Barnard-Brak (2002) suggests that future research should address students who are not 

registered with their respective student accessibility services and thus do not access 

accommodations. Therefore, my original research design would likely not have included these 

individuals. This, in turn, would have prevented me from answering important questions as to 

why students with IBD choose not to access these supports. Moreover, it is possible that my 

research site may have been isolated to the University of Guelph. While there are some benefits 

to restricting the participant pool to a specific institution, region, or level of study, I was able to 

address a wider range of university experiences. By broadening the participant pool, I was able 

to collect differing perspectives that accompany the various points on the timeline that 

traditional, post-secondary education assumes.  
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CHAPTER 4 – Contextualizing the Illness Experience 

Personal accounts of early university experiences reveal that participants acknowledge the 

stigmatized nature of IBD, and are thereby reluctant to disclose their illness and tend to conceal 

their health identity during personal encounters. Participants embody the perceived negative 

discourse that surrounds illness and disability, and attempt to distance themselves from their 

illness as they express a strong desire to be ‘normal’ in the eyes of their peers and members of 

faculty. Illness is seen as a barrier to their social life and a threat to their academic success, 

leading to conflicting thoughts on illness disclosure and accessing supports while attending 

university. Considering that the chronically ill must actively manage and explain their condition 

to others, issues of identity and communication are central to understanding their experience 

(Radley, 2004). In this chapter, I present how the many facets of student life, and the invisible 

nature of IBD, present implications for young adults’ mindful bodies as they experience 

stigmatization and delegitimation of the body-self while navigating university.  

Challenging Normative Expectations of the Sick Role 

Illness, as defined in anthropology, is “the subjective response of an individual and those 

around him to his being unwell – particularly how he and they interpret the origin and 

significance of this event, how it affects his behavior and his relationship with other people, and 

the various steps he takes to remedy the situation” (Helman, 2007, p. 126). Relatedly, social 

scientists employ the concept of the sick role by which the ill individual is afforded, to an extent, 

a level of dependency and dismissal from capitalist notions of productivity (i.e. performance of 
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valued tasks) (Parsons, 1951). As such, there are culturally defined social responsibilities and 

expectations placed on sick persons that they prioritize recovery and adjust their behaviors in 

order to restore their health above all else (Parsons, 1951). However, the sick role generally 

applies to those with acute illnesses, therefore, normative expectations around illness are 

inadequately explained when applied to those living with chronic illnesses (Varul, 2010).  

By definition, chronic illness – a life-long medical diagnosis – excludes recovery (Varul, 

2010). Sociologist, Varul (2010), argues that if health can be seen as fluid, it can also be 

perceived as a resource that enables adaption, and thus presents an incentive for “normalization” 

whereby individuals return to normal role performances despite their persisting illness. As the 

chronically ill find themselves possessing “dual citizenship” in both the world of health and the 

world of illness, they are confronted with competing expectations of an ongoing sick role and 

everyday roles (Varul, 2010). The co-occurrence of both roles suggests that “the chronically ill 

feel themselves to be subject to the same normative judgements as the healthy” and therefore 

must strike a balance between self-care and overcoming disruption (Radley, 1994, p. 157).  

My analysis of university students living with IBD builds on Varul’s (2010) critiques while 

incorporating intersectional framing of the illness experience. I argue that balancing chronic 

illness and normative role expectations is especially difficult for university students as their 

particular social and institutional storylines further complicate how they experience the sick role. 

As students are immersed in a typically high-demand environment with many competing social 

and academic expectations, it becomes difficult for students with IBD to prioritize their health 

and seek the necessary supports without resistance from themselves and others. Yet, by adhering 
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to normative expectations of a typical university student they risk exasperating existing 

symptoms of IBD and jeopardizing their health. 

This pressure on students to fulfill normative expectations is highlighted by the ideal of the 

“university experience” which was referred in passing by many of the participants, eluding to a 

collective student experience, or what anthropologists refer to as the “liminal period” – a period 

when one is removed from one’s original place to undergo some type of transformation (Blum, 

2009). Post-secondary institutions build on this complex nature of the liminal period to initiate 

adolescence into adulthood, which is seen by many as setting the precedence for one’s eventual 

success (Blum, 2009). During their time at university, students gain factual and vocational 

knowledge, but also achieve a sense of peer rites, traditions, and practices (Blum, 2009). They 

tend to adopt a “work hard, play hard” mentality whereby an elitist viewpoint is born, celebrating 

those who can survive and thrive on “empty” (Blum, 2009; Low, 1996; Madriaga et al., 2011). 

For many students, this newfound autonomy and responsibility can be overwhelming and can 

translate to a lack of sleep, poor diet, and increased stress as they attempt to keep up with social 

and academic demands of higher education.  

Though the culture that is perpetuated across university campuses proves challenging for 

many young adults, it is reported that these social and organizational barriers create unnecessary 

burdens that marginalize students living with invisible chronic illnesses (Mullins & Preyde, 

2013). Thus, these students see their experience to be different than the ‘typical’ university 

experience (Mullins & Preyde, 2013); a sentiment that also weighed heavily on participants who 

must actively, and closely manage their health while at university. Ultimately, the “sick role” and 
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the social construct of the “university experience” are at odds as the former signifies dependency 

and a period suspension, whereas the latter suggests autonomy and advancement.  

Self-Perceptions & Understandings of IBD 

Stigma & the Body-Self 

Participants’ subjective illness experience initially begins, similar to that of many other 

individuals with chronic illnesses, by making a firm separation between their impaired bodies 

and their self-concepts (Charmaz, 1995). The self conceptualizes the human being as a “locus of 

experience” (Harris, 1989, p. 601), which theorizes that the person identifies “I,” “me,” or the 

self with a “permanent state of consciousness is unique to the individual and stable through the 

life span and physical change until death” (Scheper-Hughes & Locke, 1987, p. 14). Building on 

this notion of the “self,” Scheper-Hughes and Lock (1987) introduce the concept of the “body-

self,” which assumes that all individuals possess an intuitive sense of the embodied self unique to 

their individual bodies that influences the way in which the body is received and experienced in 

both sickness and in health. As argued by Kirmayer (1992), when addressing illness, it is 

important to “give weight to the primacy of the body not only as an object of thought but as itself 

a vehicle for thinking, feeling and acting” (p. 325).  

Participants were initially concerned that their illness would diminish their personhood to 

the stigma-laden labels of “sickness” and “disease” perceivably bestowed on them by others. 

Participants described their initial diversion to illness disclosure (i.e. revealing one’s health 

identity):  
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Amelia: For a very long time, growing up I never wanted to tell people I was sick. I never 

wanted to tell people I have a disease, it’s a scary word… and I didn’t want to be seen as 

different, or as the girl with Crohn’s Disease. I wanted to be seen as me first. 

Eve: I just don’t want Crohn’s to be… “Oh, Eve? She has Crohn’s.” I don’t want that to 

be it, I just want to be me. Yeah it’s a part of me, but it’s not like that’s me. And I think 

that’s my biggest thing why I don’t tell people.  

 

Participants feared that others would mistakenly pass judgment and see their illness as the 

defining feature of their true selves.  

 Stef illustrates themes of rejection and body-self seperation to depict the illness 

experience as she recalls dealing with her diagnosis and her temporary ileostomy bag,  

I thought, “oh no, people are going to look at me differently, and it’s now going to 

become a part of my identity” and the biggest thing was I used to unconsciously, in the 

middle of the night, I used to try and rip it off so it got to the point where I would wake 

up and my bag would not be on anymore…  

 

Stef illustrates how major body alterations can be consciously and subconsciously rejected, 

which pertains to Kirmayer’s (1992) argument that one’s sense of self can be undermined when 

there are bodily alterations that result in a loss of control. Kirmayer (1992) writes that “it is not 

necessary that a speaker realize her statement is a formal metaphor for it to be the expression of a 

metaphoric relationship, whether in the speaker's own cognitive model or in the relationship of 

body to society” (p. 340). Stef’s experience was a powerful example of ableist discourse and the 

associated stigmatization of those who are physically different (Lewis, 2013), and the separation 
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of the self from one’s impaired body.  

 In addition to stigmatized bodily differences, the intimate nature of IBD symptoms can 

offer further explanation as to why participants are initially distressed and hesitant toward illness 

disclosure. Stef explains,  

I think when you’re on campus, yeah, 20 years olds don’t want to be like “yeah, I have 

problems with my bowels” like that’s not a conversation they want to have because 

they’re worried about so many other little nuances in their life that they think are a way 

bigger deal… 

 

Discussing one’s IBD symptoms can be uncomfortable and embarrassing for the sufferer, and, as 

Stef explains, there are other concerns in young adults’ lives that may take precedence over 

health management. For example, participants were especially uncertain when trying to form 

meaningful, romantic relationships: 

Adah: I find it’s different when you have like, I don’t know, ADHD, everyone knows 

what that is, but sometimes IBD can be a little bit embarrassing, just based off the 

symptoms that you have, like hard to talk about sometimes, or if you should talk about it. 
I find like all my friends, since they’re in [health-related program], they already know all 

about it and they’re not grossed out by any of the symptoms I tell them about, but 

somebody that you’re dating, you want to like, not be perfect, but like paint yourself kind 

of like the perfect person… 

 

Participants feel that disclosing their illness could lessen their desirability and might make others 

feel uneasy. This self-perception of undesirability is harmfully engrained when others openly 

express their disgust towards IBD specific-bodily symptoms or related medical interventions. 
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Kathryn recalls a hospitals staff member’s reaction to her ostomy bag saying “Ew! That sucks” 

to which Kathryn explains “… she didn’t realize how hurtful that could be interpreted.” 

Participants are made to feel as though their bodies and related experiences are “taboo,” as 

Kathryn says,  

I always try to censor talking to people and not being too descriptive about it cause I 

know people are queasy, but even just talking in general about she was still a bit 

squeamish. 

 

Participants then take it upon themselves to repress and hide certain aspects of their experience 

so that others will feel at ease. As Charmaz (2002) notes, most individuals with chronic illnesses, 

to some extent, partition their experiences and stay intentionally silent in order to manage bodily 

stigma and preserve the self. In making individuals feel responsible for their own stigma it 

allows for “non-stigmatized people to relinquish the onus for creating or perpetuating the 

conditions that surround it” (Brown, 2013, p. 157).  

Much of this discussion can be brought back to a lack of public awareness on IBD that 

further contributes to the stigma experienced by participants. As Adah had previously mentioned, 

IBD was unlike the well-known behavioral disorder, ADHD. Amelia comments on the poor 

public understanding as she expresses her frustrations,  

…for me it’s never been like I have bloody diarrhea every day, it’s not the case of me – 

and I know it is for some people – I just don’t like the it’s blanketed as a “shitting 

disease.” I feel like there’s a misunderstanding with that, like I don’t even struggle with 

any of those problems. I struggle with pain because of a sticturing in my intestine. So I 
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think that people need to learn about the huge variety of symptoms, but also it affects 

more than just your intestines! It affects your mental health, your joints, your eyes… so 

many different things!  

 

Amelia acknowledges the stigmatized nature of IBD and attempts to distance herself from it, yet 

advocates for increased awareness of the variety of symptoms and diverse experiences 

individuals with IBD can have. She continues,  

…it affects way more than people think it does and I think that that is really important to 

know because people will start to understand that “wow this isn’t just something they 

deal with when they’re going to the bathroom. 

 

For Amelia, and other participants, an important message for others to grasp is that IBD affects 

many aspects of daily life which extends beyond being primarily described as a “bathroom 

disease.” Katheryn helps to contextualize Amelia’s message by first illustrating the serious 

impacts chronic illness can have on mental health:  

…a lot of my doctors recognized there was a mental illness component to it, or poor 

mental health rather, cause I don’t have any formal mental health diagnoses, so I found 

that was a big part of it like anxiety and depression and sort of having these lows of 

feeling borderline suicidal and not in a way that I would act on it but my brain was going 

to those places. I felt like if I were to go to sleep and not wake up, I wouldn’t be sad 

about it, just cause things were so bad.  

 

Kathryn then further explains the impact of IBD on her mental health,  

The anxiety really got ramped up; exams became this huge pressure cooker situation, 

because I was like “what if I need to go to the washroom? What if I’m going to see a 
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theatre show and I can’t sit through it?” All these things that gave me enjoyment in life I 

couldn’t enjoy because of that anxiety and that became sort of this deep rooted aspect that 

I’m still working and finding strategies, because it just became a part of my body and 

how it operated – my body works on a high-anxiety level.  

 

Kathryn iterates Kirmayer’s (1992) conceptualization of the body as a “vehicle for thinking, 

feeling and acting” (p. 325) as she describes how her impaired body, coupled with the demands 

of university life, became a source of great anxiety. Kathryn’s further reflects on the deeper 

implications an illness can have on the self:  

Some of the medications I was on created brain fog in 2nd and 3rd year, so suddenly 

having an added difficulty level, which is to be expected because undergrad, especially 

being in [subject] classes where you’re talking about a lot of abstract concepts and trying 

to get your head wrapped around it… I can remember different days sitting in class being 

like “I have no idea what’s going on. I feel so dumb right now.” And that was very 

frustrating being the smartest kid at my high school and having won awards for having 

the highest GPA, so this was something that was very much point of pride, and then 

feeling like I don’t know what’s going on and I have no control over it.  

 

As Kathryn’s usual academic performance was altered by her mindful body, her academic 

identity also became threatened. She continues,  

My identity as a student is growing up always being labelled as the “smart kid,” whatever 

that means, and sort of being at the top of my class and being recognized for that, always 

having those internal pressures, my identity, self-esteem, my confidence, life trajectory, 

all of that was very much self-worth I guess was tied into my identity as a student and the 

achievements associated with being a student and then in undergrad that sort of became 

in flux and questioned when I suddenly asked myself “I am I smart? Can I accomplish 

these things?” – Cause with all the health stuff – “How much of this is being impacted by 

my health? And how much is impacted by I simply can’t do this or I’m not cut out for 

this…”  
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Kathryn’s self-questioning can be interpreted as a reluctance to grant herself the affordances 

given to those who adopt the ‘sick role,’ though denying these affordances becomes a direct 

assault on a significant component of her identity and self-worth. Similarly to the findings of 

Mullins & Preyde (2013), participants mention their natural ability to excel in academics prior to 

their onset impairments, and now report struggles which has shown to negatively affect one’s 

self-esteem. Although participants’ initial reactions are to reject the body in order to preserve 

their self-concept, their subsequent experiences and early self-perceptions only reinforce the 

reciprocal relationship that is the body-self.  

The Sick Role & Feelings of Guilt  

Participants see their illness experience as intersubjective indicating that their illness 

affects the ways in which they interact with others, and how it affects others. Participants express 

feeling as though they are a burden to others and thus feel guilty for being sick. For this very 

reason, participants are hesitant to disclose their illness identity when forming new relationships:  

Eve: I feel like people feel like they now they’re in this role that they have to take care of 

you, or they have to be this support system for you…  

Harrison: I try to make it seem not that bad, I don’t want them to have that much 

sympathy for me. 

 

Similar to the experiences detailed by Moore (2012), a scholar living with IBD, participants also 

described the difficulties of illness disclosure and how it was misinterpreted as a form of 
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attention seeking. They also noted that it is degrading when others feel sorry or pity them. 

However, unlike Moore’s auto-ethnography, my findings show that guilt is deeply felt as 

participants discuss their family relations. Eve describes her relationship with her sister: 

She’s also one that gets very emotional about my illness and she hates seeing me go 

through and I think it hits her pretty hard. I’ve always felt guilty that I put this on my 

family; that’s always been a common feeling that I’ve had. I hate that I’ve made my 

parents spend so much money on me and like that my sister kind of gets less attention 

than me sometimes, and I feel bad about that. 

 

Not only did Eve feel as though she was a financial burden, she also felt badly that her parents 

focused their caregiving on her more so than her younger sister. She noticed the emotional toll 

her illness took on her sister who has always been by her side and says she still struggles with the 

guilt of receiving special attention or allowances from their parents: 

I never want my sister to feel left out because she’s right there with me all the time so 

that’s a feeling I put on myself a lot and something I’ve tried to work through over the 

years. 

  

Eve struggles to what extent she can accept help and attention from others, namely her parents, 

without feeling guilty and as though it is at the expense of her sister.  Jamie also describes 

similar feelings of guilt when he says,  

…seeing how worried my family was while I was there [in hospital] and being really sick 

so I think that played an effect too, like I can’t make my mom go through that again, and 

I should do everything in my power do not make it happen again…and even though you 
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feel really shitty, you almost feel worse because you see the toll it’s taking on your 

parents or siblings. 

 

Jamie explains how it was the wellbeing of his family that ultimately played a role in his taking 

an active part in his health management instead of minimizing and ignoring his symptoms. 

 Feelings of guilt had even translated into participants’ school lives as Kathryn recalls 

how she ended her undergraduate degree with two failed grades due to the health complications 

she had dealt with over the course of the term. Though the courses were not necessary to 

graduate, she explains, Kathryn had to shift her expectations and reconcile with herself so that 

she could continue onto her graduate studies the following semester. This was something she 

struggled with as she says,  

So there was sort of a bad taste left in my mouth at the end just from that sort of sense of 

failure like I’ve let down these profs who have been so supportive and I didn’t hand in 

the work just cause I couldn’t at that time… so yeah, undergrad was definitely up and 

down and it sucks that the ending note felt like it could’ve been better and I’m not sure if 

there was something in my power to change something or not, like I don’t know if I 

would’ve had more energy if I pushed myself more or what. 

 

Kathryn’s internal struggle serves as a reminder that participants place a lot of emphasis not only 

on how they are perceived by others, but also on how being sick might affect others. It would 

seem as though accepting help is seen a surrendering to the sick role and its accompanied status 

of dependency, which becomes a great source of guilt.     
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Threat to Normalcy  

Social disruption arises not only due to the functional limitations of impairment, but also 

the embarrassment that it creates (Bury, 1982). Maintaining normal activities and appearances 

then become deliberate and conscious activities which can become frustrating and tiresome 

(Bury, 1982) as “the very ability to engage in social relations is put in question by a body that 

may no longer behave according to social expectations” (Radley, 1994, p. 151). For individuals 

living with a chronic illness, social disruption, or an alteration or collapse of one’s social life, is 

said to be a greater predicator of one’s emotional wellbeing than the physical impairments one 

faces (CCC, 2017). This statement is coherent with participants’ actions as they choose to engage 

in certain behaviors, despite potential negative health consequences, or express great 

disappointment when they cannot participate in the same capacity as their peers. Moreover, 

participants place a lot of pressure on themselves to meet social expectations and their own 

perceptions of what a ‘typical’ university experience ought to be. For example, Kathryn 

describes,  

As my health got worst, it deteriorated both the physical and the mental, and then that 

started to affect sort of the university experience in the social sense because I didn’t have 

the energy to go out and hangout with people and do all of those things… as someone 

who wanted to be involved in theatre, there’s sort of a culture at [university’s name] to 

overwork yourself and people pride themselves on how little sleep they get…and that 

became very frustrating trying to keep up with people and wanting to be involved and 

simply myself, wanting to do all these things because that was my mode always, and not 

having the energy reserves and ability to do that. So I started to get that “fomo-sense” of, 

you know, “everybody is doing these things and I can’t and I’m trying to do them and 

I’m doing them half-way!”  
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Kathryn uses the expression “FOMO,” a contemporary acronym meaning ‘fear of missing out,’ 

which describes the pervasive social anxiety that others may be engaging in rewarding 

experiences of which one is not a part. Essentially, ‘keeping up with peers’ becomes a significant 

objective for participants when their health becomes, or had been, severely compromised.  

 A major critique of the Parsonian sick role as it is applied to chronic illness is that it 

ignores the implications of the achieved ‘normality’ (Varul, 2010); anthropologists and disability 

studies scholars deem this achieved status as “passing” (Evans, 2017; Goffman, 1963; Hay, 

2010; Samuels, 2013).  Passing, more easily facilitated by the invisible and intermittent nature of 

one’s condition, allows for an individual to conceal their health identity as to appear ‘normal’ 

and avoid association with a stigmatized group (Evans, 2017; Samuels, 2013). However, 

pursuing excess normalization may cause individuals to minimize the significance of their 

impairment, or deny their limitations and pain, to ensure the comfort of others (Evans, 2017; 

Samuels, 2013). This can be especially problematic for the chronically ill who run the risk of 

relapse or hospitalization (Wendell, 2013). For many participants, this strong desire to ‘keep up’ 

with peers led denial and secrecy surrounding one’s illness, and ultimately overexertion:  

Jamie: When I went away I sort of pretended that it [illness] didn’t exist. So I lived in 

residence and tried to basically live the residence lifestyle that people without a chronic 

conditions live *laughs* and then I didn’t really have any supports in place or anything 

so then I think it was fine for about six months but then my last two and half months of 

residence I was really sick. 
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Jamie explains that the “residence lifestyle” is about fully immersing oneself in the busy social 

life, and the variety of activities, especially on weekends with peers living with no illnesses. 

Most notably, participants deemed the prominent drinking to be a necessary component of the 

‘university experience’ and a defining feature of what it means to be a ‘normal’ student. 

Erin: I tried to do it all in first year and I definitely tried to party and drink too much than 

I should have given the state that my body was in and the medication I was taking… so 

accepting you might have some limits you might have to deal with which sucks when you 

want to have the full university experience, so that was tricky.  

 

Eve: Drinking is a big thing that I’m like “ugh I know I shouldn’t but I just want to be 

normal and I just want to fit in and have fun with my friends.” My friends are very 

understanding but people who don’t know are like “chug this!” and I’m like “I can’t…” 

you know? And I’m not going to be like “I have Crohn’s” because I don’t like just saying 

that to everybody, like that’s something I don’t tell many people… I’m just like “No, I 

can’t”– I don’t know, it’s just off-putting the way that people are… but they don’t even 

know, right? But that’s one thing, I think drinking is the biggest thing that you don’t 

really feel like a normal student.  

 

Participants acknowledge that the consumption of alcohol, and related consequences, for 

example, lack of sleep, can be harmful to their health and interfere with their treatment plans. 

Though participants often choose to test their health capacities, they do reach certain thresholds 

whereby certain behaviors or social environments become too great of a risk to their health. 

When they feel peer pressure from those unaware of their illness, some participants feel the need 

to socially distance themselves from peers. 
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Stef: It was learning how to say “no” and being okay with saying “no.” Because I am the 

“yes” person; I will do a million different things at the same time so that can be “yes, yes, 

yes” for everyone… throughout university, I think that’s why I left and went home 

because I was like “I don’t need to be tempted by what’s happening here because I know 

the better option is to not be around a bunch of alcoholics” so I decided that I was going 

to go home and I had to be okay with that and thought “my friends are going to 

understand” and they did, they really did!  

 

Though Stef attended university with many good friends from high school who were supportive 

and aware of her illness, Heather admits that she opted not to share her illness identity with her 

new friends as she was excited at the prospect of starting anew, and thus being treated as 

“normal.” She struggled to shift her mindset about drinking amidst pressure from her friends:  

I’m like “oh you have drink to have fun” and I’m still horrible with that, I’m always like 

“ugh, I have to drink to have fun, like I can’t be the only one not drinking” when my 

friends aren’t drinking, like there would be one person and you don’t even realize that 

they’re not drinking and they’re still having fun. But I’m like “no, I’m really shy. I only 

have fun when I’m drinking.” But I have to get my head out of that and so I would go and 

sit in the lounge with my friends and they’re like “Oh go get a drink, you’re being a 

loser.”  

 

Heather eventually found herself avoiding social gatherings, often retiring early to her room, 

telling her friends she was “tired.” When Heather returned the following semester, her health had 

declined to a point where her physical appearance was noticeably altered, and she felt it 

necessary to disclose her illness to her friends. It can be difficult for the chronically ill who must 

continually strike a balance between “doing too little and doing too much,” because ignoring 
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one’s symptoms and passing as normal can be perceived as “reckless,” though focusing too 

much on self-care can pose the risk of being invalidated as a person (Radley, 1994, p.157) 

 It is not only the social dynamics that can marginalize students with invisible chronic 

illnesses, but the discourse that surrounds the institution itself perpetuates this standard of 

“normal,” which can alienate those with IBD by preventing or delaying the advancement of their 

education. For Joelle and Ren, their illness prevented them from attending university for a 

number of years. As a result, their age was a source of anxiety when entering university due to 

the perceived sociocultural norm that North American youth are to attend post-secondary directly 

after high school. Joelle briefly explains, “It was a little bit challenging to get used to because 

everyone else was straight out of high school so it was normal, you know, you do the usual high 

school, college, straight away, and I had taken 4 years off.” Ren builds on this notion of feeling 

‘abnormal’ and expresses conflicting thoughts on the matter:  

That was a big issue for me going into it because I was just way older than everyone, and 

I still kind of do think about it a lot, especially like, just in regards to classes, I always 

think about “what if I need to take time off again” kind of thing, but too, I met a lot of 

cool people, and made a lot of new friends where I feel like it hasn’t been an issue.  

 

While a difference in age did not appear to be a significant factor when building relationships 

with peers, Ren admits that it is still something she struggles with. She continues,  

It’s still kind of is an issue, like I think about it a lot, especially because I know some 

people my age – like one girl I went to high school with is in the same program as me but 

she’s in the first year of her PhD, whereas I’m still in my undergrad. So that is still 
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difficult and I still do think about that sometimes but I guess at the end of the day, it is 

what it is, so I’m going to make the most of it. But yeah, I kind of go back and forth with 

that. 

 

Ren describes her struggle to reconcile with herself because she feels as if she is behind most 

peers her age. Kathryn, too, describes this internal struggle, though in her experience, it was not 

age but rather her institution’s customs that amplified these insecurities: 

Fifth year was a bad year simply because I didn’t plan on staying for a fifth year. I didn’t 

want to stay for a fifth year. And there’s this culture at [institution’s name] – which I hate 

– is that it’s so focused on your graduation year. When you enter [institution’s name] you 

get overalls at orientation that say ‘class of [graduating year],’ all your jackets are ‘class 

of [graduating year],’ or your graduating year… so this is such a part of your identity, all 

your cheers are about it, like all of that, and as someone who actually participated in 

those community school spirit things it’s just engrained in me – you’re not ‘incoming 

class of [year],’ you’re ‘graduating class of [year]… 

 

Kathryn describes how these expectations place a normative standard on students can have 

adverse effects on one’s wellbeing:  

… being there for a fifth year it felt like it was so noticeable that I’m suddenly here for 

another year… it felt like “why are you here? Why are you back for a fifth year?” and 

whether or not that was true or just my own perception and insecurities about it… that 

made 5th year mentally a lot harder.  

 

Illness is therefore seen as a threat to one’s normality as participant fear the risk of being seen as 

different, or straying from the social norm of culturally specific life course expectations. Such 

feelings can have profound effects on not only one’s health but also their self-identity.  
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Experiences of Delegitimation  

Delegitimation is defined as “the experience of having one’s perceptions and definitions 

of illness systematically disconfirmed” (Ware, 1992, p. 347). This is often the case when one’s 

illness is invisible or non-apparent. When compared to more visible conditions, invisible 

conditions present additional challenges; as few outward signs are visible to others, the ill-

individual is faced with trials of believability (Barned et al., 2016; Hay, 2010). Ware (1992) 

describes two forms of delegitimation: 1) instances where an individual’s symptoms are 

trivialized and/or depreciated, and 2) a lack of recognition whereby the severity of the subjective 

experience is felt to be masked by outward appearance. These encounters that repeatedly 

disconfirm one’s reality can lead to self-doubt, as well as secrecy and social isolation for fear of 

being stigmatized (Ware, 1992). Participants recounted both fear of delegitimation, and first-

hand experiences of delegitimation while navigating university with an invisible chronic illness. 

The Good Student & Trials of Believability  

The most common context in which the participants expressed a fear of not being believed 

was found in relation to their course participation whereby academic performance meets class 

attendance. As those with invisible illnesses must often legitimize or defend their health status 

(Barned et al., 2016; Hay, 2010), participants attempted to do so through their work ethic and 

academic performance. Considering many participants seemed to derive part of their identity and 

self-worth from their academic success and natural abilities to excel in school, it was imperative 
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that their professors view them as a “good student,” should the time come when they had to miss 

class or delay an assignment due to their illness. 

 Participants noted that if they were registered with their institution’s Accessibility and/or 

Disability Services that part of their service was to send an anonymous, generic, letter to their 

professors making them aware that they had a condition (generally no specifications) that 

entitled them to certain accommodations and affordances should their condition prevent them 

from meeting class requirements or deadlines. However, personal illness disclosure was 

important to participants who felt that these letters of accommodations required greater 

explanation, as Amelia expressed,  

This is the weird thing about Accessibility Services, you have these accommodations but 

they’re anonymous, like you don’t know what’s wrong with the person – and not that 

your teacher’s need to know but I felt as though I should disclose what I’m experiencing, 

even if it was just in a vague way, so that they could understand better and they didn’t 

think that I was bullshitting. 

 

Amelia felt as though approaching professors personally, or sending them a personalized e-mail, 

came off as more genuine and believable. For those who attended smaller universities, personal 

illness disclosure was more easily facilitated as participants felt that they were able to get to 

know their professors, and vice versa, on a more personal level:  

Brooklyn: I would’ve liked to have like the really big university experience but it became 

helpful when it came times for me to miss classes because I could reach out to my 

professors personally, they knew who I was, they knew my work ethic.  
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Heather: I went to all my classes and I made sure I did because I knew if I needed to skip 

because of an appointment, my profs would understand. But if I just skipped my class for 

nothing they would think “she’s not a great student, she doesn’t go to class.” So I wanted 

them to have a good impression of me.  

 

For Brooklyn and Heather, having a more intimate setting was seen as an opportunity to be 

recognized for their academic performance which would then reflect positively on their character 

and ease the fear of not being believed. However, in some cases, the need to succeed and excel in 

university caused participants to ignore or downplay their symptoms:  

Kathryn: I freaked him out one time when I came to class with an IV in my arm *laughs* 

he’s like “What are you doing!?” and I’m like “I got a day pass because I wanted to come 

to class!”  

Brooklyn: I got a call Saturday morning – just from somebody in the blood lab - saying 

“you need to go to the hospital!” I guess cause my iron was extremely low… and my 

mom looks at me and goes “and you’ve been carrying around this equipment all the 

time!? How have you done that?” and I go “I don’t know, I just -”. I mean, you could 

definitely see how it was affecting me - like I was over sleeping a lot… I showed up to 

one class and my professor looked at me and said “go home.”  

 

For young adults to feel they are presenting their authentic self, they must align their outward 

appearance and behaviors with their personal values (Spencer et al, 2018). In my study, 

participants position themselves as driven, committed, and hardworking students, even when 

their symptoms may have profound impacts on their university participation.  

 Another factor that has shown to exasperate the fear of not being believed is the lack of 

public awareness that surrounds IBD, as Adah explains,  
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I think it’s really important for them [professors] to know cause, again, in [health-related 

program] they would know, but if I was in a different program I would probably be 

extremely worried about, you know, “hey this is what’s happening” and if they didn’t know 

too much about it [IBD], they might think it’s maybe and excuse or I’m not taking school 

seriously. 

 

Again, participants’ fear of not being believed is directly tied to their academic identity, and 

Adah demonstrates the adverse effects that poor public understanding can have on one’s illness 

experience. Therefore, it is important for participants that others are aware and understand that 

IBD is a predominantly invisible illness when disclosing their health identity. Brooklyn explains,  

When I had my medical letter during third and fourth that I sent to all my professors that 

my nurse practitioner had wrote, one thing that she put in there was “people with Crohn’s 

may look healthy but they are not…” and then she described the symptoms and how 

those could manifest, and I thought that was a really useful thing to put in there, that the 

idea that just because somebody looks okay – and it’s going back to whole invisible 

illness thing – that they could be dealing with something like Crohn’s or colitis; they 

could be dealing with even rheumatoid arthritis – like any of those sorts of disease that 

can affect how you go about your day to day that you can’t see immediately. 

 

Brooklyn was appreciative that a member of her healthcare team took the time to explain the 

significance of living with an invisible illness in order to promote understanding and public 

awareness of IBD that is currently lacking. The legitimacy of an individual’s health status and 

severity of symptoms is often questioned when there are few physically perceivable markers.  
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Barriers to Accessing Supports  

As individuals occupy the sick role, they enter into a social contract under which they are 

obligated to get well, and, as such, they retain the right to professional help and support (Varul, 

2010). However, accessing supports and accommodations while at attending university can be 

especially problematic for young adults living with chronic illnesses because receiving benefits 

requires them, more often than not, to declare their illness as a ‘disability.’ Chronic illness, 

among other invisible impairments such as mental illnesses, learning and cognitive differences, 

and repetitive strain injuries are all a part of a “category crisis” whereby individuals are not 

readily included as part of the disability community and face a “daily struggle for 

accommodations and benefits that reflect the dominant cultures insistence on visible signs to 

legitimate impairment” (Samuels, 2013, p. 325). Participants who have actively sought 

assistance have been met with resistance by resource providers and institutions that cause them 

to question their deservedness and legitimacy of their chronic illness status. 

Disability Labels and Conflicting Definitions  

The most common resource that all participants had referenced, whether or not they had 

accessed the offered services, was their institutions’ on-campus service providers, Accessibility 

and/or Disability Services. Supports and accommodations can include financial aid, counselling 

services, assignment extensions or exam deferrals, anonymous illness disclosure to professors, 

and so on.  Prior to enrollment, participants had not sought any accommodations, supports, or 

benefits pertaining to their illness. Most participants chose not to initially register with their 
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institutions simply because they felt their services were not needed. Among those who decided to 

register with accessibility services, most waited until they experienced a severe flare or health 

concern before reaching out to support staff. Participants noted that navigating university 

systems while being sick or during an active flare was burdensome and stressful, especially when 

not much guidance was provided to students on how to initiate these important conversations. 

Additionally, most were generally unaware of the extent of the services offered, how to access 

them, and, more importantly, whether they are able or allowed to do so.  

As identified in previous studies involving university students with invisible disabilities, 

a prominent barrier that they face when it comes to accessing on-campus supports are the 

uncertain, or negative, self-perceptions towards disability labels and accommodations. Due to the 

elitist discourse present in higher education, accessing accommodations can be seen as deviant 

(Low, 1996; Madriaga et al., 2011). Stef speculates,   

I think that at university, I know that they say that there’s centers you can go to that will 

help you, but I also think that it draws a lot of attention to the students that don’t want it. I 

think if you’re extremely confident in yourself, you might be able to do that but 90% of 

the people might not go and seek actual professional help because it might be 

embarrassing… I also just think that removing the stigma of “I’m weak if I get help.” 

 

Stef explains that accessing accommodations may attract unwanted attention onto students who 

are embarrassed to disclose their illness identity and worry that their character may be in 

question if they admit to needing support. Amelia expresses similar concerns when she says,  
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I didn’t ever want to tell anybody because I didn’t want them to provide me with 

accommodations without me knowing. You know, I wanted to be treated like everybody 

else and I wanted to achieve those things as a normal person. I didn’t want to be like “oh 

look how much they’ve done with Crohn’s Disease.” I mean it’s great to see but I think 

there’s a level of wanting to be like everybody else.   

 

Amelia describes how others may wrongfully assume that she is incapable because of her illness, 

which is why she originally expressed reservations about accessing accommodations. She also 

notes that the recognition and praise, though it may seem positive, can actually be alienating and 

diminish one’s accomplishments.  

Kathryn discusses the steps her institutions carried out in order to mitigate these negative 

perceptions and stigma towards disability labels:  

They changed to ‘Accessibility Services’ and the umbrella association of counselling 

services was rebranded as the ‘Wellness Centre’ so sort of moving away from negative 

associations and stigmas – I’ve heard a lot on that front of sort of the power of language 

and how people self-identify and I think my perception and assumption would be it was 

changed so students would feel more comfortable being like “I need accommodations, I 

need these things…” versus “I’m admitting that I have a disability” …  

 

Using services for students with disabilities may be difficult for young adults who wish to 

disassociate from negative disability labels that do not capture their own notions of self-identity 

(Spencer, et al. 2018). Kathryn continues,  

…for some students that can be hard, especially on the level you’re at with your illness 

cause for me I’ve gone through periods where I ask “would I identify as someone with a 

disability?” because on paper technically I do… I’m registered, I have a chronic illness, 
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but in my day-to-day life, depending on my state of health, I wouldn’t identify as having 

a disability. So going to ‘Disability Services,’ sometimes it feels like you need to be at a 

certain level, like a bad enough level to warrant going to there, whereas Accessibility 

Services opens it up that more people can go there and you feel comfortable going there.  

 

As Kathryn reflects on whether or not she identifies with the disabled community, she 

demonstrates how the fluctuating symptoms and severity of IBD can complicate students’ 

understandings of group membership and identification. She continues,  

Kathryn: there’s different days that I want to use the accessibility washroom and I need to 

use these things but if you look at me, even if I was in a super bad state of health, I don’t 

necessarily look unhealthy. Like I don’t have any mobility devices that would signal 

people that I’m dealing with something… or you know other medical devices on me… 

 

Kathryn demonstrates the contradictions between appearance, behaviors and social expectations 

when it comes to disability (Samuels, 2013) when she notes though she may look healthy, at 

times is necessary for her to use the accessible washrooms. However, without an assistive 

device, her behaviors do not line up with social expectations of an individual with disabilities.  

Disability is a complex umbrella term that encompasses congenital and acquired 

conditions, permanent, temporary, or episodic states, and range from mild to severe or 

fluctuating. According to Canada’s Federal Disability Reference Guide (2013), there is no 

single, harmonized definition of disability operating across federal programs. This is problematic 

for those seeking to access disability supports and benefits as Heather describes:  
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My doctors and nurses at [hospital name], they did give me a lot of resources for 

disability scholarships from the government… I didn’t get it because you had to be 

walking with a cane and stuff like that… which I kind of find ridiculous because my 

Crohn’s wasn’t considered a disability from the government because it wasn’t affecting 

my everyday life, like all time, but when it does affect me, I’m done. I can’t do anything. 

And my arthritis – they say you have to be walking with a cane, it can’t be sometimes, so 

I found that to be… disheartening, I guess.  

 

It is common to be denied benefits and accommodations among those with invisible impairments 

and are often perceived as minor (Brune & Wilson, 2013). Heather also mentioned that it was 

because a lack of mobility assistance device that her claim was denied which supports the 

common perception of disability be accompanied by visual marker of impairment (Brune & 

Wilson, 2013). She continues,  

But it’s fine, I don’t really need… Like I used to play soccer and dance. I had to stop 

them because my arthritis was too bad, and that was my life and my life has changed now 

forever and they weren’t understanding of that. Which, I didn’t really need it but I was 

questioning “why shouldn’t I have it when my life has changed.” So I didn’t I didn’t get 

any scholarships or bursaries because it wasn’t “life-changing” but it kind of was. 

 

Though the working definition of disability includes impairments, participation restrictions, and 

activity limitations (similar to the limitation Heather had described), the government criteria 

stipulated that invisible chronic illnesses were not considered to be a “disability” and ultimately 

discounted Heather’s illness experience and dismissed her suffering. Heather struggled to grant 

herself the legitimacy of her ill-health in light of conflicting definitions of disability.  
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Joelle was applying to her institution’s Accessibility and/or Disability Services and 

needed her family doctor to sign off on the official paperwork in order to process her request. 

Though she was claiming both mental health and physical health problems, her family doctor did 

not deem her IBD to be a disability, and, therefore, did not see fit to report any IBD symptoms. 

Joelle pulled out the check list of various symptoms that her doctor had filled it, as she explains:  

So it was just for the mental health disability, not for colitis because he said everything 

was under control. Anything physical, he just put “none” like I’m fine – except for 

stamina! I really pushed for that one, like not my stamina, it’s not good! So it was really 

just the mental health stuff that he did. The colitis stuff is more “if it were to happen.” 

You know, if I had my flare-up or something. I’m sure if I needed to go to the hospital or 

I had to see my specialist or something, then I’m sure I probably would’ve needed a 

doctor’s note just to say “her condition is flaring up, she needs time to rest, and her 

assignments need to be pushed back” or something, but for the disability stuff, my colitis 

was not included. 

 

As depicted by Joelle, and earlier by Kathryn, students with invisible chronic illnesses are 

conditioned to think that their illness does not warrant attention and support, unless of course it is 

severe enough to the point of hospitalization, or becoming dependent on an assistive device. 

Therefore, being proactive and having supports in place in case of unpredictable and fluctuating 

symptoms is ultimately discouraged by various parties, and in some cases, the service providers 

themselves, as Heather recalls:   

Everything was great until my flare-up… and I was registered with them for the purpose 

of my flare-up so they would figure out everything so I didn’t have to… and they didn’t 

do anything. I had to write all my e-mails, I had to figure – like I was asking them 
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questions, like “who do I talk to? What do I have to do in order to take a leave of 

absence?”   

 

When Heather contacted her institution’s Accessibility and Disability Services and registered 

with them, she was told by support staff that only when necessary, support would be provided to 

her, though no concrete course of action was conveyed to her at the time. Unfortunately, they 

were unable to answer Heather’s questions or provide her with any guidance. Heather explained 

that perhaps the reason why she received poor service was because she believed that their 

services were targeted towards learning disabilities and visual impairments and/or injuries. The 

invisible nature and fluctuating symptoms of IBD force individuals to often legitimize or defend 

their health status, yet they are still being denied accommodations by numerous authorities, 

which further complicates the terms of membership among the disability community for students 

with IBD.  

Mental Health and Mind-Body Dualism  

In more recent times, the relationship between mental health and IBD has begun to 

receive more attention and recognition by major community stakeholders, such as Crohn’s and 

Colitis Canada. Their online segment targeted towards youth and post-secondary students, which 

includes, Below the Surface: Mental Health and IBD, discusses the importance of holistic care 

while promoting the lesser known and overlooked fact about diseases of the gastrointestinal tract 

and how they are more intimately connected to mental health (Crohn’s and Colitis Canada, 

2017). In fact, gut bacteria creates hundreds of neuro chemicals that the brain uses for 
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physiological and mental processes, which is why the human gut is sometimes referred to as the 

“second brain” (Crohn’s and Colitis Canada, 2017). Therefore, it is important to acknowledge 

the reciprocal nature of mental and physical health; as much as stress or anxiety can trigger 

symptoms of IBD, experiencing physical symptoms, such as fatigue, can lead to depression 

(Crohn’s and Colitis Canada, 2017).  

Situating the discussion of IBD and mental health within the context of anthropological 

theory, I employ the concept of the ‘mindful body,’ presented by Scheper-Hughes and Lock 

(1987), to challenge the Cartesian Legacy: a guiding premise of Western medicine, steeped in 

fundamental binary oppositions, in which the mind and the body undergo an artificial separation 

(Scheper-Hughes & Locke, 1987). Scheper-Hughes & Lock’s (1987) doctrine conceptualizes the 

body as both a physical and symbolic artifact whereby fundamental oppositions – 

tangible/intangible, spirit/matter – become interconnected and complementary. As participants 

attempt to access mental health resources, their mindful bodies are not recognized by their 

institutions, causing their mental health struggles to be denied or depreciated.  

Participants often referenced mental health when drawing parallels between stigma and 

invisible chronic illnesses. Despite commonalities described by participants, the widespread 

mental health movement was offered as an explanation why they, themselves, or other students, 

did not receive adequate care or consideration when attempting to access on-campus services. 

Some participants even felt that mental health was prioritized over physical illnesses which 
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became a source of tension and frustration. Eve reluctantly expresses these sentiments when she 

says,  

I hate saying this – but what kind of bothers me about the whole mental health thing is 

that I feel like people are very much like “oh there’s this big stigma around mental 

health” – and I get that there is in a way, but I also think that we have turned a corner, 

and a lot of people do have it so people are more accepting of it now – in my own 

experiences anyways. And I feel like we’re very much central around that and I’m like, 

there are so many other problems in this world, you know? Yeah, mental health is an 

invisible illness but why don’t we talk about other invisible illnesses? There’s 100. 

There’s so many, I don’t know why we don’t talk about that. When is that going to be a 

thing?  

 

Eve felt that the topic of mental health had been exhausted and felt as though it had gained 

widespread public acceptance, and, therefore, advocated that efforts should focus on representing 

all invisible illnesses. Brooklyn, too, expressed frustrations as she recounted her experience 

trying to access on-campus supports and accommodations compared to her friend who had 

declared a mental illness:  

In my undergraduate, I went to an on-campus counselling appointment at some point but 

the resources there are stretched so thin that I wasn’t really a high priority for that. When 

I took time off school, I did come back to the Accessibility Office and say “okay, here’s 

what’s happening…” and they didn’t really do anything for me… and it was interesting 

because a couple months before my friend who was experiencing some depression, she 

went to the office and I went with her and she said what was happening and they gave her 

all of these resources to deal with mental illness… but when I came up and said “hey I’m 

dealing with inflammatory bowel disease” they’re like “did you e-mail your professors?” 

and I go “yeah, I did”, “okay.” 
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The response that Brooklyn had received places expectations on the individual to orchestrate 

their own plan of action, and negates one’s illness experience by dismissing their illness burdens 

and situations of distress, such as openly disclosing their illness to their professors. When asked 

why she thought she was not given adequate attention, Brooklyn replied,  

I think there was a lack of understanding. I think, unfortunately, there was a big 

emphasis, at that point – this was, you know, early-mid 2010s – mental health was like 

really… like ‘Bell Let’s Talk’ was just starting up and there was this really big 

awareness, and campuses kind of realizing that a lot of students did have these problems 

so I think they were making more of an effort to address it; but it’s unfortunate that other 

illnesses kind of fell behind on that.  I was wondering, had I gone in there and said I have 

anxiety and depression, I think things would’ve gone a bit differently…  

 

The staff members’ reaction, or inaction, towards Brooklyn’s predicament could be interpreted 

as a display of indifference; however, what it really demonstrates is the lack of public awareness 

and knowledge around IBD. In Brooklyn’s case, the institution fails to acknowledge mind-body 

connectedness, thereby denying Brooklyn the assistance to which she is entitled. As a result, 

Brooklyn felt that the only way to be recognized and to receive support is to declare a mental 

illness, rather than IBD.   

Extending beyond campus limits, participants further iterate how their mental health had 

been neglected by their own healthcare team who may have turned a blind eye or merely offered 

a “Band-Aid” solution aimed at the short-term management of IBD. In Kathryn’s case, receiving 

proper, professional treatment for her mental health struggles was something she was not 

afforded and advocates that mental illness is “a big part of the illness (IBD).” 
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Kathryn: The most I was given was Ativan to help me sleep at night if I was, you know, 

worried about an exam or essay or whatever. That was really the benefit of the 

psychiatrist I linked with is he would just write me notes and give me medications, which 

was nice because that’s what I needed at the time but it also would’ve been nice to have 

more of the proper mental health factor of the conversations and the delving into it.  

 

Based on Kathryn’s healthcare experience, it is difficult to say whether some health care 

professionals fall prey to the Cartesian Legacy, or perhaps they may perceive these issues as 

outside the scope of their provided treatment. Due to the nature of their illness and poor 

understanding both publicly and professionally, participants’ needs had not been met, or 

adequately acknowledged, causing them to feel marginalized and underserving of 

accommodations or supports.  

Discussion & Conclusion  

The stigma and lack of public awareness that surround IBD are prominent factors that 

diminish the body-self and cause young adults with IBD to utilize normalizing tactics to keep 

their health identity hidden while navigating university. It can be especially difficult for students 

with IBD to grant themselves legitimacy, and see themselves as deserving of supports and 

accommodations when the terms of disability membership are unclear and their mindful bodies 

are not being acknowledged by relevant authorities. Therefore, discussion around IBD and 

related, fluctuating bodily states need to be normalized and understood within an everyday 

context. Moreover, the mind-body connection needs to be recognized in order for students with 
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IBD to receive holistic care and access the necessary supports to ensure their academic success 

and wellbeing while attending university.  

 My findings confirm anthropological literature on chronic illness that stigmatized 

individuals make an initial separation of the self from their impaired bodies (Charmaz, 1995; 

Kirmayer, 1992). However, the sources of stigma that I present differ from past studies as I 

include invisibility and sociocultural taboos in my analysis: the factors that exasperate the stigma 

experienced by my participants with IBD. My findings also align with qualitative studies on IBD 

that suggest individuals prefer to “pass” for fear of being stigmatized or not being believed. 

However, my study examines strategies that students employ to mitigate issues of believability, 

for example, by ensuring they are viewed as a “good” student, which has yet to be a topic of 

discussion within the literature.  

Experiences of delegitimation documented in anthropological literature on chronic illness 

generally involve chronic illnesses that are not readily recognized by clinicians due to the lack of 

verifiable evidence of a serious physical disorder or pathology (Phillips & Rees, 2018; Sachs, 

2001; Ware, 1992). However, as participants have received a formal medical diagnosis, the issue 

at hand is not about the validity of their physical condition within the medical community, but 

rather the medicalization of the body itself. In other words, when participants’ bodies are treated 

only as a biomedical objects, it creates a mind-body dichotomy that ignores how bodily states 

affect one’s mental health. On the contrary, participants do not see their bodies as biomedical 

objects but rather part of their everyday experiences (Sachs, 2001). Essentially, participants’ 
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bodily states dictate their level of participation in university life and ability to accomplish certain 

tasks which in turn heavily influences their wellbeing. Within the sphere of disability literature, 

my findings confirm that individuals with chronic illnesses remain on the margins of the 

disability community as invisible or non-apparent impairments are not readily recognized as a 

disability. Due to the fluctuating and predominantly invisible symptoms of IBD, individuals with 

invisible chronic illnesses can be seen as less deserving of disability benefits and supports. While 

past studies have focused on the deterrents of why students with invisible impairments choose 

not to present themselves to university disability services (Mullins & Preyde, 2013; Spencer, et 

al., 2018), my findings show that it is equally important to discuss the obstacles these students 

face after they make their health identity known.  

The experiences of my participants indicate that they first reflected on their subjective 

experiences of stigmatization and delegitimation in order to enact both personal and social 

resistances towards society’s inclination to devalue and hide the impaired body. It is crucial that 

the individual body and related experiences be an immediate point of analysis as it is said to be 

the “proximate terrain where social truths and social contradictions are played out, as well as a 

locus of personal and social resistance, creativity, and struggles” (Scheper-Hughes & Lock, 

1987, p. 31). In the following chapter, I demonstrate how participants validate their suffering and 

share their illness narratives in order to re-legitimate the body-self and remake the social body.  
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CHAPTER 5 – Reframing the Illness Experience  

Though participants’ initial university experiences caused them to reject and even question 

their health identity, they develop alternative understandings of their body-self which allow them 

to normalize and re-legitimate their impaired bodies. Participants recognize and rely on 

relationship building and open communication, or what is known as social connectedness, in 

order to help them cope with the deleterious effects of stigmatization and delegitimation. As 

participants acknowledge and analyze the extent of their suffering, they are able to attribute 

meaning and value to their illness experience, and begin to heal their mindful bodies. In this 

chapter, I challenge biomedical understandings of curing and demonstrate how young adults with 

IBD seek to re-legitimate their impaired bodies by integrating the body-self and making their 

hidden bodily disruptions publicly known. While this newfound integration of the body-self is 

amplified through sharing one’s invisible illness narrative, it allows for various forms of 

visibility work to become deliberate and purposeful acts to help others with IBD to also 

legitimate their body-self.  

Coping with Illness: The Importance of Representation  

The different styles of coping that are adopted by individuals with chronic illnesses 

should be understood in the context of their situation and largely depend on the material, social, 

and educational resources that are available to them (Radley, 2004). Unfortunately, the needs of 

young adults, especially those who suffer from chronic illness, do not receive adequate 

consideration in policy and research (Bonnie et al., 2014), which ultimately translates to a lack of 
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services and resources dedicated to their age-specific wants and needs. Therefore, forming social 

ties and representation play equally important roles in achieving a positive sense of identity and 

community. I refer to representation as a visible, and notable presence of others who share 

similar experiences within society or mainstream culture. Considering it can be difficult to rely 

solely on self-projected identity when there are no role models to aspire to, representation can 

impact young adult self-esteem and identity construction (Toft & Langley, 2019).  

When first diagnosed with IBD, many participants were merely provided a diagnosis 

without a detailed explanation of the disease, nor any accessible resources to refer to, participants 

turned to the inviting and familiar spaces on social media.  

Heather: So way back when… I was diagnosed, I was sitting in the hospital bed, 15 years 

old, and I did not know what it [Crohn’s] was. So first thing I did, I went on [social media 

platform] and search ‘#crohns’ and I actually spelt it wrong *laughs* c-r-o-n-s, and then I 

realized “oh that’s wrong! There’s an “h” in there!” and then I found this girl, and it’s 

called [social media username]…  

 

Heather recalls her first thought when she first opened the page and saw that this girl had a 

feeding tube similar to hers as she recalls,  “I was like “oh my gosh, that’s so amazing! I didn’t 

know she could be so pretty and have Crohn’s… like she’s a normal teenager!” And then it just 

boosted my confidence, right?” Heather demonstrates the deeply ingrained stigma that surrounds 

illness that initially made her feeling abnormal and unattractive, but simply seeing how someone 

with a similar experience, and appearance, as her, she was able to begin to shift her self-

perception. 
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Similarly, Kathryn explains how she took to social media to gain an understanding of 

how IBD, and the subsequent ostomy surgery she underwent, affects others’ daily lives:  

Kathryn: So having that sense of community and finding those people on [social media 

platform] and seeing what they’re doing – one girl is a body builder – so being like “cool, 

I can work out with an ostomy and I can do that safely” and one girl who was like 16, she 

was posting about outfits she’d wear and her day-to-day life at high school, other women 

who had kids while having an ostomy… I don’t know why, [social media platform] was 

just sort of the first avenue, I think because being a visual medium, it was nice to see 

people, see their state of heath, see their bags, see what they’re wearing… 

 

Though Kathryn’s early perceptions of IBD and her ostomy bag were focused on potential 

limitations, seeing the different capacities in which others were living their lives on social media 

opened her eyes to new possibilities. Kathryn, and other participants, viewed their bodies as part 

of their everyday experiences, and not as biomedical objects (Sachs, 2001).  

In Brooklyn’s experience, although she had been provided formal healthcare information, 

the material was targeted at elderly individuals, making her feel alienated: 

...you think that you’re the only one your age having to deal with it when that’s not true 

at all! And I think that representation in healthcare materials should reflect the age 

groups! I mean, if you look at brochures – I remember when I learned I was going to 

have ostomy surgery, I remember they gave me this brochure and there was this elderly 

couple on the front of the brochure… or same when I had to have a wound-VAC and I 

was reading about it and there were no young adults… So I just think representation 

seems like a small thing but I just think that it would go a long way to make people – 

cause it’s kind of subconscious where you keep seeing these images associated with one 

thing… 
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Brooklyn raises an important issue that is present in both anthropological literature and 

healthcare systems, where greater emphasis is placed on the elderly when addressing chronic 

illness, which lends to the dismissal or minimization of one’s illness if they find themselves 

outside the age range where it is socially accepted and tolerated to be ill (Wendell, 2013).  

Due to the lack of representation in both healthcare and mainstream media, university 

institutions stand to be a catalyst for creating safe and inviting spaces for young adults with 

chronic illnesses. In fact, many participants involved themselves in IBD community-specific 

supports groups on their campus in order to connect with others who shared similar experiences 

and challenges.  

Kathryn: Pretty well everyone involved on the committee either had Crohn’s or colitis or 

knew someone who had it so there’s that sense of understanding which was really nice 

because that was the first time in undergrad that I started to meet other people who I 

knew had some form of IBD – because obviously I could’ve interacted people like that 

before and just not known, so that was really nice. I think for new students, definitely 

looking into if there’s student-level groups that could be supportive because it helps to 

find community in the sense of finding people who have a shared understanding of your 

experience and what you’re going through. Obviously that’s a potential for a support 

system depending how open you are and what relationships you want to foster. 

 

Though many participants noted positive experiences with support groups on campus, others 

noted that a significant deterrent from those types of supports within their off-campus 

community was the lack of attendance from young adults. Brooklyn shares her perspective on 

support groups as she says,  
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That wasn’t ever something that really appealed to me… and I think it’s the idea that the 

age demographics might be a bit off at the meeting and it’s not really something that 

young people are going to go to.  

 

Amelia confirms Brooklyn’s assumption when she notes that this issue was what drove her to 

create a youth-specific group:  

I think that the support group portion is very important; we have monthly meetings, and 

we talk for an hour and it’s good… but at the same time, there’s not a lot of people that 

come who are young, that are my age, or even younger than that… that’s why we started 

this youth group because we want children to get involved. There’s so many kids now 

that are being diagnosed! I think just having a conversation with people of your same 

demographic, who are going through similar experiences; just really getting that support 

and tips from other people is the main thing I want to come out of it, and also having a 

place where you can feel like you can relate to other people.  

 

Jamie supports Amelia’s point that interacting with individuals within a similar age range is 

beneficial as he explains that he may have taken his health more seriously when he first enrolled 

at university had he had a positive role model that had share the same age-specific experiences as 

he expressed “I wish I had someone who was like 5 years older than me, who had IBD, or just 

something similar like a chronic condition, cause maybe I would’ve listened to someone else…”. 

It is important to note that all participants had disclosed that they had not seen initiatives 

on their campus that would help spread awareness about IBD or offer support to those in need. 

Though many participants had advocated for more campus-based initiatives and their importance 

in lessening feelings of isolation, some participants were still hesitant to utilize these supports 
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themselves as it might draw unwanted attention to them. Nonetheless, the simple presence and 

awareness that these supports were available to them can be reassuring and comforting until they 

are ready to engage in a group setting that serves to socially validate one’s illness experience and 

offer socio-emotional support.  

Mobilizing Illness Understandings: Processes of Healing  

Healing, in the traditional sense of the word, means to “restore health,” generally 

referring to one’s physiology or physical state (Wiley & Allen, 2017). Chronic illness, however, 

is a lifelong medical diagnosis which challenges notions of “good” health, and therefore, 

traditional notions of healing and its biomedical understandings. Healing, though it can take 

many forms, is said to be a constant process of acceptance whereby individuals must reconcile 

their personal views of themselves when it comes to their acquired condition (Halder & Assaf, 

2017). When recovery and cure are not relevant to the ill individual, healing can be achieved by 

“reconstructing identity, reforming purpose, and revisiting their life narratives to accept or find 

meaning and transcend suffering” (Egnew, 2005, p. 259). Young adults with IBD transcend 

suffering by developing new understandings of the body-self in order to re-legitimate the 

impaired body, and subsequently amplifying the integration of the body-self through illness 

narratives and visibility work to socially legitimate the body-self.  

The Mind-Body Integration  

Once participants were able to effectively manage feelings of stigmatization and 

isolation, they sought to permanently resolve these issues by integrating a newly established 
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body-self. Anthropologists and other social scientists have long theorized that individuals living 

with a chronic illness experience a loss of self when exposed to an increase of perceived stigma, 

in which case they must work to redefine, or reconcile, the self (Bury, 1982; Charmaz, 1995; 

Defenbaugh, 2013; Hay, 2010; Manderson et al., 2010; Mattingly & Garro, 2000; Taft et al., 

2009). Defenbaugh’s (2013) description of what it means to “reconcile” the self is an accurate 

depiction of participants’ changed self-perceptions, as she writes:  

 “I have fought against the revelation of this name by others for years, but I cannot 

always ignore my medical reality. I can no longer deny the changes in my body or the 

recognition that my identity has also changed. I have arduously come to accept, at times, 

my ill self as part of a more complex identity” (p. 160). 

 

When reconciling one’s self to illness, individuals acknowledge the effects of impairment, but 

they neither accept illness as a defining feature of the self, nor do they accept others’ assertions 

of whom they ought to be (Charmaz, 1995). Similar to Defenbaugh’s recognition of a “more 

complex identity,” participants also strike a balance between acceptance and resistance of one’s 

illness identity:  

Stef: This whole notion of being defined by your illness, like are you defined by your 

illness? And I agree with half of that statement and I also disagree with half of that 

statement… no I’m not my illness, I don’t wear my illness on my sleeve, but I am my 

illness because my illness changed me in ways that I would’ve never changed if it didn’t 

happen to me.  

 

Erin: I think when I was first diagnosed I was nervous about it and I think that was 

because I was still coming to terms with it myself and I didn’t know what it meant for 
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me. Whereas now it’s become more normal where it’s just this thing that’s a part of my 

life but it’s not like who I am or anything. I think now that I – I don’t want to say 

dissociated with it because I haven’t – but like I’ve kind of assimilated it into who I am 

but it’s not such a big focus anymore…  

 

Participants redefined their bodies by resisting and restructuring ideas of normalcy that did not fit 

with their subjective experiences. Participants ultimately resist stigmatized notions of the 

impaired body and bodily differences, and remake the body into an entity that is both socially 

acceptable and legitimate.  

Participants demonstrate how they employ expressions of transformation to described their 

illness experience and restore continuity in the wake of life disruptions (Becker, 1997; Charmaz, 

2008) as they are able to frame their illness experience as a tale of strength and resiliency. For 

example, Eve states, 

I guess I’ve kind of realized without having Crohn’s now, I would not be the same person I 

am now. It’s made me so much stronger, in that way. It’s definitely shaped me into who I am 

now as I’ve grown from it. So, I just feel like I’ve matured from it; it’s a part of me now, and 

I have to learn to accept it, which has been a hard thing but I feel like if you do accept it as 

part of you it does help you in a way instead of going against it and like hating your body – 

feeling like its betraying you.  

 

Eve discusses her arduous journey of acceptance and reconciliation leading to a newly 

established body-self. She advocates for the harmonious balance between the body and self, 

rather than rejecting or diminishing the impaired body, which has ultimately allowed for self-

growth. Moreover, participants were able to let go of any existential vulnerability that they had 



 

 

 

101 

 

 

previously harbored when they questioned their state of being. In other words, participants had to 

rid themselves of negative thought patterns that led them to question why they fell ill and 

subsequently avoid falling into a state of despair.  

Erin: I remember thinking in first year like “this is so unfair. I have all these extra 

challenges to deal with, and having to keep up with everyone else” and it felt like I was 

carrying this huge burden on my back but in hindsight, I would prefer not to have gone 

through it again but it was good to have that experience of really having to fight and get 

through that, and to overcome it was a good life lesson that I think it’s made me more 

resilient.  

Stef: All the ups and the downs I’ve experienced – I would never ask for it to happen 

again, absolutely not – but I’m not regretting that it happened, there’s no “why me?” 

anymore, I’m just at peace, just being, cause that’s life – no one’s journey in life is going 

to be a skip and hop, and if it is well kudos to you *laughs*  

 

Part of the newly established integration of the body-self meant accepting the fluctuating nature 

of the mind-body-state and recognizing that it is possible to transcend suffering. Enduring bodily 

disruptions, though extremely difficult at times, positively shaped the self. Kathryn recalls being 

thankful that her mother had encouraged her to alter her perspective towards her illness 

experience, even amidst negative circumstances:  

Kathryn: Not to say it’s worth it but it’s a way to try to find the silver lining and try to 

find the positive – I’m like “I just want to vent and I want to dwell and I want to hate the 

world!” That was frustrating during different moments of my health journey but ended up 

being very useful at the end now that I’m in a better spot because I can self-reflect and 

look and say “okay, where are the positives?  
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Participants’ personal accounts mirror that of chronically ill scholar, Wendell (2013), and her 

sentiment on chronic illness and suffering which explains “… although most of us want to avoid 

suffering, if possible, suffering is a part of some valuable ways of being” (p. 171). My findings 

show that it is important for participants to recognize their suffering to ultimately process new 

ways of being that have allowed them to transcend suffering. These processes ultimately shape 

them into stronger, more resilient individuals and allow to them heal by re-legitimating the body-

self.  

“Un/covering” the Impaired Body through Illness Narratives 

Once participants establish a resilient and valued body-self, they amplify this body-self 

integration through the process un/covering. Un/covering, as deemed by Evans (2017), occurs 

when individuals with invisible impairments publicly assert their disability identity by openly 

acknowledging their impairment and related on-going experiences. My findings thus challenge 

the body of social science literature that only addresses why stigmatized individuals attempt to 

“pass” in order to avoid association with a stigmatized group, rather than calling attention to their 

differences (Evans, 2017; Goffman, 1963; Hay, 2010; Samuels, 2013). By explicitly and 

repeatedly acknowledging the impacts of their invisible chronic illness, it allows for participants 

to process new ways of being that reflect the realities of living with an impairment, and make 

sense of their suffering (Evans, 2017).  

  While Evans’ (2017) work is steeped in disability politics, it does include individuals 

with invisible chronic illnesses, and namely IBD, within the participant pool. However, her study 
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enlists the narratives of an older demographic (29-54 years of age). Therefore, my analysis of 

young adults’ experiences offers new perspectives regarding the process of un/covering. In my 

study, I discovered that participants narrate their own illness experiences and engage in the 

process of un/covering by 1) utilizing their academic platform and creative mediums to delve 

into a deeper exploration of their subjective illness experience, and 2) taking to social media to 

offer a dynamic narration of their on-going experiences. Anthropologists have long advocated 

for the healing powers of illness narratives as it allows individuals to process their illness 

experience and attribute meaning to these events (Evans, 2017; Frank, 1995; Mattingly & Garro, 

2001; Moore, 2012). However, un/covering offers repeated opportunity to solidify one’s body-

self integration and ultimately socially legitimate, or re-legitimate, the body-self, which I argue is 

an essential part of the healing process for young adults with IBD.  

Kathryn’s Story: Illness Narratives Shared through Creative Mediums 

 To date, few in academia have published their personal struggle with IBD, though these 

authors consider it to be a cathartic act; a journey that allows for self-exploration and 

understanding, allowing readers to recognize their own struggles within the author’s narrative 

(Defenbaugh, 2013; Moore, 2012). This is precisely what one participant, Kathryn, sought to do 

as she engaged in self-directed learning and chose to explore her subjective illness experience 

through both visual and performative art. As a theatre major, Kathryn, took every opportunity 

she could to ‘investigate’ her illness experience from various creative angles. Kathryn describes 
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one of her many academic projects during her undergraduate years which she had completed for 

her theatre class,  

One of the elements is design aspects of theatre, so one of the units was looking at 

costumes so I was looking at sort of how does one perform illness, in particular invisible 

illness and we had to do mini models so this was the model I did *shows two parallel 

images* and I stole a hospital gown from [hospital name] so I was sort of showing the 

comparison between an apparently ill person, you know hair is messy, hospital gown, and 

then this was a typical sundress but using the material as a signifier of the health because 

just looking at the one, if you don’t know that’s a hospital gown, you just think that’s a 

dress, there’s nothing obvious.  

 

Here, Kathryn uses her love of theatre and costume design to evoke a powerful visual 

representation of invisible illness while challenging what our perceptions of the pragmatic “sick” 

person. The images also demonstrate one’s ability to “pass” as healthy and often it is not until the 

sick individual engages in the process of “un/covering” that others are made aware of their 

condition.  

 Kathryn continues to explore this medium in her graduate program as she creates an art 

book documenting many aspects of her health journey. She enthusiastically references parts of 

her project as she explains,  

These were drawings from my notebooks, and those were random write-ups that I had 

from my notebooks. Having stuff like that *points to image of a black dot* where there’s 

no explanation but if you know about it, it’s a stoma dot and on it there’s actually a piece 

of tape, but adding texture to it because that was like a bandage over it so the marker 

wouldn’t get washed off, so things like that.  
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Kathryn’s art book, although not a comic medium, greatly parallels graphic illness narratives as 

they are characterized by their focus on physical, social and emotional impacts of disease, and 

present visual representations inspired by physical experience (El Refaie, 2019). In particular, 

with the use of a stoma dot, though it may seem like an abstract or generic image to some, but for 

Kathryn, and others who have undergone similar surgeries, this may conjure powerful feelings 

related to the impaired body. Kathryn creates her own embodied understanding of IBD by 

making reference to the permanency of this major surgery and its implications for the integration 

of the body-self as it critiques the process of delegitimation that separates the mind from the 

body.   

 She continues,  

This was fun; these were all the medications that I had in my body sort of visually 

represented based on how much I took of them – over 70 different had been through my 

body! So that was really fun as sort of the first go at. So the art book was sort of a hybrid 

of some written pieces and some visual interpretation of my health and where I was at… 

so I actually calculated how many days and nights I spent in the hospital, all the different 

hospital stays I’ve had, and the dates and how it fit into my timeline. 

 

Kathryn arranged the vast amount of names of medications into a cluster of words, which may 

invoke a sense of feeling overwhelmed, and uses stylistic expression such as bold and enlarged 

text to signify the significance of particular medications and their medical strain on the body. All 

of these medications allow the impaired body and its fluctuating states to remain mostly invisible 

to others. That, in addition to Kathryn’s use of timelines documenting her numerous hospital 
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stays, serves as a reminder that the body is being medically controlled and ultimately re-

legitimates her illness experiences by drawing attention to the severity of her condition.  

 An evocative visual component of Kathryn’s art book was her sketches of cartoon 

caricatures and abstract self-portraits. One in particular was an alien, in hospital garb, hooked up 

to an IV. It was placed in the middle of the black page as quotes from Kathryn’s doctors 

surrounded the alien. As these quotes were directed at Kathryn, one can presume she was self-

represented as the alien, which may relay feelings of alienation and loneliness, as well as feeling 

attacked, misunderstood and silenced during her hospital visits. All of these visual elements 

played a crucial role in representations of the invisible illness experience and her experiences of 

delegitimation. Kathryn processes the ways in which her doctors had negated her mindful body 

in order to re-legitimate the body-self as justified and rational.  

 More recently, Kathryn had the opportunity to portray her health journey in a theatrical 

piece and explore her illness experience from an intersubjective point of view:  

So talking to my family about how they felt and what their experience was interesting 

cause I knew some of it but obviously a lot of that was censored because I was so sick so 

they didn’t tell me everything. I was able to interview my parents, got a bunch of material 

and the script I was doing was sort of a hybrid between verbatim theatre, which is using 

the actual language that my parents and other people I interviewed said and some of my 

own musings and thoughts on it. I was able to interview – not in-person – but I got some 

e-mail material from the person I had dated in first year because he was sort of the person 

closest to me during the initial diagnosis period and figuring things out. 
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As discussed in the previous chapter, the intersubjectivity of the illness experience was 

something that weighted heavily on participants in the form of guilt. Therefore, addressing the 

experiences of family, friends, or significant others is an important aspect of Kathryn’s illness 

experience that she felt necessary to confront.  

 Kathryn describes her play in more detail and discusses the important, albeit unexpected, 

perspectives she sought to showcase: 

Then I interviewed my parents and my hairdresser because funny enough my hairdresser 

was one of the only people – aside from my parents – who has known me pre-, during, 

and post everything, because I’ve had the same hairdresser since grade 8. So it was really 

cool to hear about their perspectives because I’ve been with her for over 10 years and she 

could actually see my health in my hair – like more than just it falling about – but she 

was like “I could tell when you started new medication” – cause just like rings on a tree, 

you could see banding in the hair and you could see sort of like timeline.  

 

Kathryn utilizes the health of her hair to communicate her physical and bodily experiences that 

are generally “hard to relay to others without recourse of embodiment” (El Refaie, 2019). 

Kathryn relies on subtle yet concrete details to relay the realities of the body in order to critique 

processes of delegitimation.   

 While Kathryn describes the process of choosing scenes that would be “interesting and 

evocative” from a dramatic standpoint as she hopes to present it on a public stage, she also 

expresses the importance of a realistic portrayal, one that audiences could relate to: 
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So some scenes are done, and sort of the longer goal for it is I’m applying for different 

fringe festivals and funding and hoping to put it on its feet to sort of show people that this 

is an experience of IBD and the sort of day-to-day life on it. I’m excited to see where it 

goes… and again, it’s part of that education of wanting people to know a realistic – 

because it was my own – life experience with this and maybe seeing some of themselves 

or some of their siblings, or their parents, or their friends, in this. Also giving a taste of 

this is one unique experience with it but a lot of the elements of this unique experiences 

are not unique – they are very relatable to people who have gone through either IBD or 

chronic illness in general. 

 

Kathryn sees the value in sharing her own story and hopes it will resonate with many others, as 

her approach has the ability, similar to graphic illnesses, to “convey both uniquely personal and 

universal aspects of the illness experience” (El Refaie, 2019, p. 187). Like Kathryn, a number of 

participants who chose to publicly share their illness narratives stressed this point as they were 

driven by a need to be known by oneself and others. Though processing deeply personal aspects 

of the illness experience is cathartic in itself, recognizing a shared experience with others allows 

one to socially legitimate the body-self.  

 As Becker (1997) says, “narrative ameliorates disruption: it enables the narrator to mend 

the disruption by weaving it into the fabric of life, to put experience into perspective” (p. 166–

67). Becker’s (1997) work addresses the deep connection between embodied experience and its 

enactment through narratives, as they have the ability to give voice to bodily experiences and 

ultimately mediate life’s disruptions to promote self-healing. Kathryn eloquently echoes 

Becker’s statement as she reflects on the making of her play,  
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 It’s interesting too because of when my diagnosis and my surgeries happened – and that’s 

what I talk about in the opening scene – it’s waking up, diagnosis happens, and then 

showing the student card photos from [undergraduate] and [graduate], because my 

[undergraduate] photo was one you could take at home and send in, so I did all that and 

sent it in and I was actively ill at that point but I wasn’t diagnosed yet and I still looked 

fine, like you couldn’t tell anything and then seeing my [graduate] photo which was taken 

a day before my final surgery when I came up and visited the center. I looked almost 

identical in the photos like the only difference is my hair is a little shorter, my makeup is 

slightly different but I basically look the same, even how my head is turned and how I’m 

smiling is this exact same, which was kind of uncanny to see because looking at all the 

photos I went through a 40 pound fluctuation during everything from being malnourished 

and all that stuff, and all the hair changes that happened…  

 

Kathryn draws on the visual similarities of both photos in order to “confront the reality of many 

invisible aspect of our bodies” (El Refaie, 2019, p. 184). Though she recalls the many changes in 

bodily states she endured throughout her undergraduate years, there were no drastic physical 

differences from one school photo to the next. She continues,  

 … seeing the bookends  of the predominant 5 year experience – which entirely coincided 

with undergrad, I look the same but I’m totally different, I have less of my innards 

*laughs* so much has happened but looking on a page at these two photos, you would 

never guess… and how poignant that was to really exemplify this illness. It’s just so 

interconnected with undergrad – like whenever I talk about undergrad, talking about 

health stuff it always comes up because it was always so intricate. Everything I was 

doing, the choices I made, and everything was affected by my health, consciously or 

subconsciously. 

 

Kathryn ultimately mirrors a particularly pronounced element of the genre of graphic illness 

narratives that is the inevitable focus of attention on what is, what is not visible to others (El 

Refaie, 2019). She recognizes the subconscious, yet profound, implications of the body as it 
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affects thoughts, emotions, and relationships (El Refaie, 2019). Kathryn’s in-depth exploration 

allowed her to process experiences of delegitimation and ultimately publicly re-legitimize the 

body-self by sharing her invisible embodied experiences that are made communicable through 

creative mediums. 

The Role of Social Media: Solitude to Solidarity 

Research suggests that individuals living with IBD are among the most vulnerable groups at 

risk of social isolation due to the secrecy and stigma that surrounds IBD (Fourie, Jackson & 

Aveyard, 2018). While many participants have acknowledged this feeling of exclusion and 

isolation, my findings show that they actively resist the invisible nature of IBD by openly sharing 

their experiences on various social media platforms. After all, as Frank (1995) explains, “the 

disease that sets the body apart from others becomes, in the story, the common bond of suffering 

that joins in their shared vulnerability” (p. xi). Participants utilize various social media platforms 

to re-legitimate the body-self while also establishing and strengthening group membership.  

 Un/covering differs from first-time disclosure (i.e. revealing one’s impairment) because 

the actor utilizes “repeated opportunities to narrate one’s on-going experiences and thus integrate 

those experiences more fully into one’s identity” (Evans, 2017, p. 18). Evans (2017) declares that 

un/covering takes place after disclosure, “after the big risks have already been taken” (p. 18), 

indicating that disclosure may have negative consequences on one’s social relationships, career 

opportunities, and personal self-esteem. However, for many participants, un/covering may not 

necessarily take place after disclosure. Furthermore, in some cases, un/covering actually helped 
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to negate certain fears surrounding face-to-face disclosure, or even general discussion about their 

illness. Stef’s initial un/covering was simultaneously a first-time disclosure. She recalls a long 

period of isolation and secrecy prior to sharing her story: 

I felt really alone because I was the only one that knew about it and didn’t talk about it with 

anyone for 7 years until one day I sat down – I’m a very good creative writer… I’ve always 

loved to sit and write – for years, 7 years, I can vividly remember snippets of what happened 

but I’ve never put the pieces of the puzzle together so it took me months but I wrote out my 

story and then I just shared, and then when I shared it publicly via social media, a lot of 

people were like “I know someone who has that! My friend has that! My dad has that! There 

was so much discussion about it, so something that I was ashamed or embarrassed of, it’s 

actually something that a lot of people want to know more… 

 

Similar to Stef, Amelia, too, received an overwhelming positive response to the sharing of her 

illness narrative online:  

At the time, I felt compelled to tell my story and that’s why I started the blog. Then later, like 

month later, I started the [social media account] after, which is kind of funny cause I now my 

[social media platform] is my main platform. I still blog every week, but I post on [social 

media platform] multiple times a week. I really loved getting to know different people. Not 

only Crohn’s or colitis, but people who have other chronic illness because it was a really 

good way to connect with other people and see that my condition is not that unique, if that 

makes sense? Like I felt like I was the only person that had this stricture in the ileum 

*laughs* like I thought the only person!  

 

After sharing their illness narratives publicly online, participants overcame their feelings of 

isolation as social connectedness enabled them to view their impaired body and bodily states as 

normal and served to re-legitimate the body-self.  
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Though Evans (2017) notes that un/covering “occurs among people who are already aware of 

the impairment, and is not a performance used to communicate disability to strangers” (p. 20), 

Kathryn’s social media profile was open to any online user and allowed her to expand her social 

network. Similarly, Brooklyn, wrote about her illness experience on her personal blog on a 

public site, though she chose not share it with her friends and family in the early days of her 

undergraduate degree, as she explains,  

At that point, it wasn’t something that I really disclosed to everybody. I think I’m a lot more 

open about it now and I think that just comes with age. But at the point, I as writing a blog 

about illness but I was writing it semi-anonymously where like I didn’t really share it on any 

of my personal social media; I kept it very separate, but I think that helped me in becoming 

just more comfortable talking about in general and so when I had disclose that to people I 

knew in real life, it wasn’t as intimidating. I think it also just helped me as kind of a coping 

mechanism because I didn’t really have a break in between high school and university – I 

jumped right in! And before my senior year of high school, I was really sick and had this life-

changing surgery and I didn’t really give myself time to think about that. It wasn’t till later 

that it kind of started to hit me like “this thing happened to you” so I think the writing helped 

me to rationalize all those feelings. 

 

Similar to Stef, Brooklyn, too, underwent an invasive, body-altering surgery prior to entering 

university, but given the demands of higher education, she did not have time to process these 

events and their underlying impacts. Not only was Brooklyn able to reflect on her illness 

experience, but she also speculates that her writing enabled her to become comfortable with 

disclosure in her everyday life.  
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Heather, too, grew more comfortable with illness disclosure after she created a social media 

page dedicated to documenting her illness experience. Heather notes that in the early stages of 

her illness experience, in-person disclosure was too emotionally taxing to the point where she 

found it impossible to speak about her illness, but found solace in writing:   

I thought “may as well, [social media platform] is the best place” and I found writing was 

easier than talking… like my parents would find out how I was feeling by my posts; I 

wouldn’t talk to them because I found when I start talking, I’d cry and get emotional. So 

yeah, I would start posting about it – it was just easier than telling each person the same 

story. 

 

Sharing her illness experience on social media alleviated feelings of distress caused by illness 

disclosure till eventually Heather grew comfortable with her illness identity and became an 

active member within the IBD community, both online and in-person.  

 Considering the invisible nature of IBD, representation plays a crucial role as group 

membership requires constant and active assertion of one’s status (Evans, 2017). Kathryn 

describes another form of active and constant ‘visibility’ which is unique to social media as she 

explains, 

In my bio I have “UC Warrior. J-Poucher” and I had “ostomy” on there when that was 

the stage I was at. I found it was really important because I started following people and 

then they would follow me back and you’d start that shared sense of liking each other’s’ 

photos and sometimes sending comments of support and doing all of that.  
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For Kathryn, having a “permanent” declaration of her identity, or rather identities, in her bio was 

an important step for accessing community support.  

Participants who are active on social media recognize the influence they can have on 

others and consciously negotiate, or curate, the content they choose to share. In other words, 

participants choose to mobilize certain narratives while strategically representing certain 

experiences via social media. Within these narratives, there seems to be an emphasis on 

positivity. For example, as Heather describes the kind of content she posts, she sheepishly admits 

that while she was able to stay positive in the beginning, her posts did not always have an air of 

optimism as her illness persisted. Brooklyn offers one potential explanation as to why 

participants might feel guilty for posting content about one’s struggles as she says,  

You definitely decide what not to say and especially because I think my Crohn’s was a very 

“worst case scenario” case, that’s something that I don’t really want to… if somebody like 

me when I was first diagnosed and you do searches on the internet and you don’t want to 

hear about the worst case scenario because you’re going to think like “oh my god, that’s 

going to happen to me!” so that’s something I had to keep in mind as well.  

 

Brooklyn alludes to the traumatic experience of chronic illness and wanting to avoid 

discouraging others who may just be embarking on their own health journey with IBD. While 

censoring comes from a place of consideration, it may also come from the desire to overcome the 

prevalence of negative attitudes towards impairment, and the apparent scarcity of positive 

outlooks (Kelly & Carson, 2012). Amelia, therefore, stresses the significance of curating the 
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content of her illness narratives, as sharing only negative accounts of IBD can potentially hinder 

the healing process: 

So, I think [social media platform] is a great platform. I think it can be great, but I also 

think it can be terrible cause I know, and I have followed some of these accounts in the 

past where it’s people just sharing complaint, after complaint, after complaint about their 

issues and it’s like “I understand you’re trying to explain and work through these things” 

but sometimes people follow only negative accounts, people who are complaining and 

it’s like, that won’t help you grow and prosper… and heal, or try to do better – especially 

when you have a chronic illness, cause it can be easy, when you’re really struggling, to 

be like “this is the end. This is how it’s going to be forever” so I think that surrounding 

yourself and curating what you’re seeing is very important. 

 

Amelia admits healing, or transcending suffering, can be quite difficult at times, especially when 

your primary source of information is saturated with negativity. As previously mentioned, part of 

the healing process emerges from acknowledging one’s suffering, but if there is no element of 

growth or transformation that succeeds these hardships, the body-self integration can become 

compromised.  

 While some participants struggle to determine the extent of what to share on their social 

media, Kathryn explains her reasoning for a less ‘curated’ approach:   

I found it important to have in my bio “this is what I deal with, this is my life” because 

some people, their [social media platform] was branded “this is my health stuff” and then 

they’d had a separate personal one which was great because sometimes they would get 

more candid and more open about whereas for me I’m like I want to have this as part of 

my own, core [social media platform] – that’s just the only one I have because I want 

people to see the good days and the bad days and I want other people who are dealing 

with IBD to see “oh wow, she travelled overseas; she’s doing her Master’s she’s doing 

these things and she’s living her life” and not in a braggy way but just this is possible and 
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trying to give hope that it isn’t always going to be coasting, you can get to this level of 

enjoying life again. Sometimes my stories would be more like “today’s been a really bad 

day dealing with this…”  

 

While Kathryn notes that she does not shy away from sharing the “bad days,” she emphasizes 

that they do not overshadow her accomplishments, and wishes to provide hope to those that 

might be struggling. Like Evans’ (2017) findings, Kathryn makes her illness identity “legible to 

others in small but normalizing ways” (p. 18). Kathryn demonstrates the acceptance of 

fluctuating bodily states and hopes to integrate her medical reality into her everyday life. This 

body-self integration recognizes a more complex identity whereby her medical realities are not 

ignored but they are not all-defining, which re-legitimates the body-self and enables one to heal.  

 However, Kathryn shows that various social media outlets are used for different 

purposes, and accepting of different attitudes, as she described her alternative social media 

accounts:  

One was ‘colitis problems’ and the other was ‘ostomy problems’ cause you know ‘first 

world problems’ and whatever, so that was kind of fun cause it was basically just me 

venting about different things that would happen. [Social media platform] sort of became 

my “vent page” for everything. It was nice cause other people would [reply] being like 

“oh my god, that’s me today!” so having that sense, again, of support but in a different 

way and in a way that was maybe cathartic or could resonate with people like “oh my 

god! That problem they were dealing with? I’m dealing with. I was puking all night… 

ugh! I was there last night!” versus like having the warm-fuzzies support. Sort of having 

that dark humor, other side of the support.  
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As Kathryn describes, that is particular social media platform is a space that welcomes self-

deprecating, dark humour that others can identify with, unlike [social media platform], which 

offers a more gentle and encouraging approach to providing support. It is argued that “social 

media practices and technologies are often part of how ethnographic research participants 

navigate their wider social, material and technological worlds” (Postill and Pink, 2012, p. 123) as 

Kathryn describes,   

My sense of humour has definitely shifted from all of this and I would make different 

jokes because you kind of have to and having friends make them back was always really 

nice because there was a sense of “You get me! You accept me!”  

 

While Kathryn uses this social media platform as a space to vent, the type of humour she uses 

translates to her everyday life where she appreciates when friends engage in this type of 

comradery that creates a sense of belonging and essentially ‘normalizes’ her illness and the 

body-self. My findings suggest that there may be a pressure on young adults to stay positive 

throughout their illness experience, and while predominantly positive spaces, such as certain 

social media platforms, can be instrumental in the process of healing, young adults need avenues 

where all feelings can be expressed.   

 These findings demonstrate the potential impacts of social media platforms in offering 

safe, accessible, and appealing spaces for young adult to create social ties and find solidarity by 

signaling to others their illness identity (Evans, 2017). As participants explain, acknowledge, or 

remind others of the ways in which chronic illness affects their daily lives, they craft a rhetoric 
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that “reflects a growing sense of self-confidence and comfort in wearing the cloak of 

differentness” (p. 20), which positively impacts their sense of illness identity and establishes, or 

strengthens group membership (Evans, 2017). Sharing one’s illness narrative via social media 

allows young adults with IBD to alleviate feelings of isolation by normalizing discussion around 

IBD and related bodily states that were once a source of stigma, shame, and embarrassment. By 

interacting with others online, participants become a part of an online community that offers 

support and validation and ultimately allow them to heal by re-legitimating, and socially 

legitimating the body-self.  

The Valued Illness Experience: Helping others through “Visibility Work” 

Following this newfound integration of the body-self and the individual process of re-

legitimation, participants have a renewed sense of illness identity. They now feel as though they 

are in a position where they are able to help others with IBD by raising public awareness and 

choose to engage in what is known as “visibility work.” Visibility work is described as a form of 

patient advocacy and disease recognition that renders the impaired body visible to others across 

various sociocultural contexts.  (Phillips and Rees, 2018). Not only does this type of activism 

accomplish broader illness recognition, but it can also provide individuals with a sense of 

purpose (Phillips and Rees, 2018).  

Phillips and Rees (2018) introduce the concept of “visibility work” among older adults 

with Multiple Chemical Sensitivity (MCS), an invisible illness that is often not observable in a 

clinical setting; therefore, patients with MCS must find other ways to legitimize their struggles 
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beyond the clinical gaze. Their findings show that they do so by interacting with other MCS 

patients through online communities and making themselves visible to each other. As shown in 

the previous section, peer recognition was also a motivating factor for young adults with IBD to 

take to social media and share their illness narratives. As participants build their following on 

social media, their motivations to alleviate personal feelings of isolation shift toward engaging in 

visibility work to provide socio-emotional support and validation to others with IBD. Amelia 

explains, “That’s my main goal with all of this, is to help other people – even if I can help just 

one person.” Heather provides further commentary on the subject of personal motivations when 

she says,  

This is why I’m doing this just to let people know they’re not alone… It [illness] can 

shrink you, you know… hide you. I feel like that brings awareness to it, and people who 

follow it are able to make connections – even people without Crohn’s, they would 

understand and learn about the emotions I go through – because that’s what I write about. 

It’s really important to know that you’re not alone.  

 

Heather explains how she raises awareness of IBD through her social media account and 

subsequently legitimates the body-self by addressing the disempowering and isolating effects of 

living with an invisible chronic illness.  

Though social legitimation is essential, being legitimized in the clinical realm is also 

extremely important to participants. Unlike MCS cases discussed in Phillips and Rees’ (2018) 

study, IBD is a medically recognized condition; however, participants’ mindful bodies remain 

largely unacknowledged. Many participants described the timeframe prior to receiving a 
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diagnosis for their IBD as a lengthy and frustrating process that often included being dismissed 

by clinicians or initially misdiagnosed. Stef explains,  

…it’s interesting to see how many people are suffering from chronic illness and aren’t 

able to find answers and I know how frustrating that is, how debilitating it is, and how 

much others don’t understand it, and how a lot of mainstream doctors don’t know what to 

do with chronic illness and so it just becomes the unknown thing and people just live their 

lives in constant pain and frustration and that breaks my heart… 

 

Stef describes how western medicine can often delegitimize sufferers of chronic illness when the 

condition is not apparent or presents as psychosomatic. Kathryn voiced how IBD can easily be 

mistaken for others ailments like IBS, hemorrhoids, or even chronic stress, which significantly 

delays the process of being officially diagnosed:  

I think it’s important to know what symptoms are and all the different health 

complications that could be associated with it so people can actively advocate for 

themselves with their doctors. Voicing that their dealing with these types of symptoms, 

pushing them to look into it, not such just “oh it’s hemorrhoids, oh it’s IBS, or it’s stress” 

like it could be this, and making sure you get diagnosed. The diagnosis can take so long 

for people because if it’s not presenting enough, it’s really hard to get to that stage, 

especially if there’s no bleeding or something that’s super concrete so I think that having 

education around it people will be able to advocate for themselves. 

 

Self-advocacy, she says, was something she often thought of, as it pertains to her own 

experience, and that she was recently able to help a friend who was struggling with his own gut-

health as she admits, “it was nice to think that my experience was now able to put this [IBD and 
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related tests] onto his radar and to now advocate for his health.” As Kathryn argues that IBD 

symptoms are not easily recognized by physicians and are often misdiagnosed or dismissed, 

sharing her knowledge with peers was a way in which she could evade traditional top-down 

communication of doctor-patient and empower others (Jacobson, 2018; Phillips & Rees, 2018).  

Relatedly, participants encourage others to take control of their medical appointments and 

limit skepticism from healthcare providers. An important component of this is to normalize 

discussion around IBD. Stef explains,  

I feel like now I’m very okay with when people ask me the most open questions like “how 

many times do you go to the bathroom a day? I’m sorry if that’s really personal.” I honestly 

have no shame cause we all go to the bathroom! These are all normal things, and no one’s 

going to talk about them, but at the end of the day we all do them so I’m really not going to 

hide behind those types of things, or those types of questions… whereas maybe before I 

would’ve danced around them but now I just don’t care. If I can be helpful to you, and I’m 

okay to share that, I’ll share it. 

 

As participants grew more comfortable with their illness identity and related bodily states that 

previously brought feelings of embarrassment and shame, they were able offer support to those 

struggling in the early stages of IBD and ultimately encourage others to make informed health 

decisions.  

 As the clinical space was shown to be a source of delegitimation for many participants, 

many attempt to occupy or alter that space by strategically aligning their illness experience in a 

way that is intelligible to the biomedical community while simultaneously acknowledging and 
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legitimizing other important aspects of the human experience as it relates to disease. Amelia, a 

graduate student, is hoping to also make an impact in the healthcare world with a major research 

project that explores the healing properties of space and place. She notes that the extensive 

amount of time she spent in hospitals made her aware of their individual impact on health and 

healing, and took this as an opportunity to address the poor designs of hospitals, as she explains,  

For my [project,] I’m trying to bridge the gap between hospital and home, because there’s 

this huge shock when you come from hospital to home, and basically, I’m trying to see 

how people can make their homes more accessible for healing and also how there might 

be an opportunity, or need, for somewhere in between hospital and home – basically 

coming up with guidelines and best practices on how to design these in-between spaces, 

but also how you can modify your home to promote healing because hospitals, at the end 

of the day, don’t really promote it. For me, for my [research,] I always wanted to make 

something that people could actually use at the end.  

 

Amelia notes the importance of making her findings accessible and attainable for healthcare 

systems in hopes that her recommendations and architectural designs might be realized in order 

to ease recovery processes for those with physical illnesses.  

Also entering into biomedical world, Stef describes how she expanded her advocacy efforts 

by becoming an active member of the IBD community and discussing her illness experience with 

youth,  

… then I started getting involved in  [a nation-wide fundraising event for IBD] every year – 

so I’ve been doing that for the last 5 years, you putting together a team, and going out and 

being very present there; I really try and go to those events, I had even gone back to [a 

children’s hospital] a couple times and done seminars with other people who had suffered the 
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same surgeries as me and it was really interesting and it’s great to have those conversations 

and you build relationships with so many different people along the way. 

 

Stef takes a highly medicalized experience of surgery and makes it comprehensible to youth 

while also making meaningful connections founded on shared experience. Adah also discusses 

the value in being able to relate to others as they navigate unchartered territory of the healthcare 

system:  

As a nurse, you don’t always get that perspective so being a patient, I feel like I have a 

new understanding of what it’s like from the other side, and also just learning about it in 

school as well as personally – I feel like I might want to work in endoscopy just because I 

can relate more to the patients. 

 

Adah feels that her subjective illness experience will help her take better care of patients if she is 

able to personally relate and understand the experiences and challenges they face.  

 Visibility work can be achieved in many ways, but for young adults with IBD raising 

awareness about IBD is much more than recognizing one’s medical reality. Repurposing one’s 

illness experience is heavily influenced by one’s capacity to help others by recognizing their 

mindful bodies. While visibility work is most common online, young adults with IBD extend 

their work beyond online communities in order to occupy clinical spaces that medicalize the 

body and perpetuate the mind-body dichotomy. Interestingly, participants push for awareness 

and recognition amongst the medical community and within the public sphere in order to help 

others with IBD and other chronic illnesses re-legitimate their own body-self.  
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Discussion and Conclusion  

Young adults with IBD rely on social connectedness, whether it be in-person or online, in 

order to cope with experiences of stigmatization and delegitimation. Therefore, increasing 

representation on campus and within healthcare systems is important to recognize and normalize 

young adults as a legitimate group that lives with chronic illness and subsequently provide them 

with age-specific resources and supports. These processes are initial steps that allow young 

adults with IBD to shift their stigmatized self-perceptions and form a newly established body-

self in order to re-legitimate the impaired body. Participants then amplify this body-self 

integration by sharing their invisible illness narratives through creative mediums and public 

forums which serves to socially legitimate the body-self as they must find ways to healing that 

extends beyond medical intervention.   

Though my study had confirmed that individuals with chronic illness, and namely individuals 

with IBD, engage in normalizing tactics in order “pass” and avoid association with a stigmatized 

group (Evans, 2017; Goffman, 1963; Samuels, 2013), the findings presented in this chapter serve 

to critique this well-documented phenomenon that fails to acknowledge the ways in which young 

adults with IBD reclaim their narrative and make their illness identity known. By applying 

Evans’ (2017) concept of un/covering, I am able to portray how young adults are active agents in 

creating their own narratives and how they creatively mobilize these narratives to ultimately 

overcome experiences of delegitimation and integrate a newly established body-self. I also 
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introduce new perspectives to the process of un/covering and re-legitimation that can be seen as 

unique to young adults as it intersects with their use of social media.   

 My study is among the few contemporary anthropological studies to highlight the 

importance of online communities among those with chronic illnesses as they serve to validate 

one’s experiences, raise awareness, and help others cope by providing socio-emotional support 

(Jacobson, 2018; Phillips and Rees, 2018). Though this phenomenon of sharing one’s illness 

narrative publicly via social media and engaging in visibility work has only been explored 

amongst terminally ill patients (Jacobson, 2018), and among patients of MCS (Phillips and Rees, 

2018), the use of social media among young adults with chronic illnesses has not been explored. 

Relatedly, while an important component of my findings demonstrates the positive impacts of 

sharing one’s illness narrative and engaging in visibility work is impactful on a personal level, it 

also confirms the lesser explored interpersonal motivations of such actions that gives participants 

a sense of purpose as they raise public awareness about IBD (Chaudoir and Quinn, 2010; 

Jacobson, 2018; Moore, 2012).  

 My findings build on established anthropological views that illness narratives have 

healing capabilities as they are said to allow ill individuals to make sense of their suffering, 

attribute meaning to their illness experience, and ultimately redefine or reconcile the self (Bury, 

2001; Frank, 1995; Mattingly & Garro, 2000). However, my findings place greater emphasis on 

the body and its relation to the self and its significance to healing (Becker, 1997; Kirmayer, 

1992, Moore, 2012; Scheper-Hughes & Lock, 1987). When discussing invisible chronic 
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illnesses, and one that is highly stigmatized such as IBD, it is especially important for the process 

of re-legitimation to render the impaired body visible. By acknowledging the embodied 

experience the deleterious effects of invisibility and the mind-body dichotomy are confronted. In 

her auto-ethnography documenting her experience with IBD, Moore (2012) writes “Those 

individuals are not alone in their suffering; their bodies can become united with others through 

their failings, their vulnerabilities, and insecurities” (p. 206). Ultimately, these healing processes 

merge the body/mind, and the self/other, and individual/group to re-legitimate the body-self and 

remake the social body (Scheper-Hughes & Lock, 1987). 
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CHAPTER 6 – Conclusion 

Summary of Arguments 

While attending university, young adults with IBD struggle to fulfill expectations of the sick 

role as they conflict with ideals of the university experience. In other words, students who are 

chronically ill must actively and closely manage their health in an environment that does not 

particularly allow for them to prioritize their health. As young adults with IBD struggle with 

academic and social pressures of university, they are also faced with conflicting thoughts of the 

body-self. Both the stigmatization of ill-health and the experience of bodily disruptions make it 

difficult for young adults with IBD to reconcile the self with their impaired bodies and, 

subsequently, experience feelings of guilt, shame, and embarrassment. When their impaired 

bodies can no longer perform according to social expectations, participants use normalizing 

tactics in order to “pass” as heathy individuals for fear of stigmatization and rejection from peers.  

The invisible nature of IBD and lack of public awareness exposes young adults with IBD to 

threats of delegitimation and complicates access to on-campus accommodations and other 

disability-related benefits. The burden of legitimation is placed on participants as they position 

themselves as hardworking, committed students so that when their impaired bodies do not meet 

normative expectations, they are not met with suspicion. However, the fluctuating nature of IBD, 

and the lack of consistent and clear terms of disability membership across institutional, clinical 

and government realms cause participants to question the legitimacy of their condition and their 

worthiness of support. As a result, there is an emphasis on the individual responsibility for health 
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as the mindful body is not recognized by university support staff and healthcare providers, 

further marginalizing young adults with IBD. 

In order for young adults with IBD to cope with the deleterious effects of stigma and 

experiences of delegitimation, social support is crucial. While this support is and can be found 

among friends and family, connecting with individuals who share the same experiences and 

struggles, whether it be through face-to-face interactions or online communities, has shown to be 

most impactful. As a result, participants’ early self-perceptions of the body-self are positively 

transformed and self-acceptance is more easily achieved as their experiences are socially 

validated. However, participants note the lack of representation, both on and off campus, can 

hinder these self-discoveries. Participants recognize that their acceptance of the body-self is 

cultivated through mainstream representation and public awareness, and, therefore, choose to 

engage in their own “visibility work” which enables the impaired body to be seen medically, 

politically, and socially (Phillips & Rees, 2018).  

My findings challenge biomedical understandings of healing that have previously 

marginalized individuals living with chronic illnesses as I argue that healing is fostered by 

addressing and processing the experiences of delegitimation. Particularly, healing is not 

promoted by overcoming or curing illness, but rather brought to fruition when one’s hidden 

bodily disruptions become perceivable and normalized within public discourse. In turn, one’s 

impaired body is socially legitimatized, or re-legitimatized, following its integration into one’s 

body-self. The process of sharing one’s invisible illness narrative amplifies this body-self 



 

 

 

129 

 

 

integration and serves to socially validate one’s newly established body-self. Subsequently, what 

was initially a highly private illness experience becomes a public journey of self-reclamation and 

empowerment for young adults with IBD.  

Significance of Study  

Academic Contributions  

First, this study contributes to the anthropological literature on chronic illness as it looks to 

address a significant age gap that fails to adequately represent the experiences of young adults. 

Within the anthropology of chronic illness, there is a large focus on aging and the elderly 

population, further contributing to the marginalization and skepticism young adults face in 

regards to chronic illness. Voices of young adults are often absent from these types of 

anthropological studies, or their experiences are generalized with that of older adults (Becker, 

1997; Becker & Heurtin-Roberts, 1993; Hay, 2010; Helman; 2007 Kirmayer, 1992; Kleinman, 

1988; Phillips & Rees, 2018). This is problematic because it dismisses the increased stigma faced 

by young adults who have more difficulty compared to older adults in convincing others that 

they are ill (Wendell, 2013). Furthermore, their health identity is further trivialized when 

expectations of the sick role compete with their role and expectations as a student. In response, I 

situate my research in the context of post-secondary education in order to highlight age-specific 

experiences.  

Secondly, anthropological studies on chronic illness tend to focus on physical differences as 

a significant source of stigma (Ablon, 1981; Albon, 2002; Goffman, 1963; Helman, 2007; 
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Kleinman, 1988; Murphy, 1987; Nowakowski, 2016), leaving the concept of invisibility largely 

unexplored through the anthropological lens (Hay, 2010). My study contributes to the 

anthropological literature on invisible chronic illnesses as it looks to expand understandings of 

the processes of delegitimation and visibility politics. IBD-specific cases offer a unique 

opportunity to explore illness-related stigma as individuals with IBD encounter additional 

challenges when attempting to render their bodies and their experiences visible to others. 

However, the experiences of individuals with IBD are mostly documented within biomedical 

literature which does not highlight patients’ voices, but rather engage physicians and researchers 

in a clinical dialogue.  

Though young adults with IBD are also marginalized within the biomedical literature, my 

findings do confirm prominent themes found within qualitative health studies on IBD, such as 

living in secrecy and fear of not being believed, as they are applied to the broader IBD 

community. However, instances of re-legitimacy and empowerment are absent from these 

accounts, which is why is important to capitalize on young adults’ positive health narratives that 

move beyond traditional forms of health management and healing. By applying an 

anthropological perspective to the experiences of young adults with IBD, my study seeks to 

capture the micro-context of the illness experience to determine key local categories of a 

particular illness that offer an understandings of popular conceptions of the body, self, and 

disability (Kleinman, 1988) that are absent from biomedical literature.  
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Though my research is primarily framed within an anthropology of chronic illness, I was able 

to integrate perspectives from disability studies whereby the concepts of “visibility” and 

“invisibility” are more widely discussed. The overlap between chronic illness and disability 

becomes apparent in the context of post-secondary education and presents an ideal opportunity to 

discuss the longstanding, problematic relationship between disability and illness (Wendell, 

2013). Disability studies scholars have critiqued the silence that surrounds impairment within the 

disability movement and call for the crucial inclusion of individuals with chronic illness in 

disability politics (Frank, Baum & Law, 2010; Reid-Cunningham, 2009; Shuttleworth & Kastniz, 

2004; Wendell, 2013). These scholars urge medical anthropologists to adopt a new approach to 

impairment that includes medically-based descriptions of the body-self, but also the continuity of 

experiences of the body-self that are significant in how they affect daily life (Frank, Baum & 

Law, 2010; Reid-Cunningham, 2009; Shuttleworth & Kastniz, 2004; Wendell, 2013). My study 

adds to this ongoing discussion that argues for the recognition of individuals with chronic 

illnesses as members of the disability community, and deserving of legitimate disability status 

and related accommodations.  

Public Contributions  

A major community stakeholder that would benefit from these research findings is the not-

for-profit national organization, Crohn’s and Colitis Canada, whose online content was heavily 

relied upon for the basis of this research project. After viewing and analyzing a series of 

webinars that made up the Youth Education Series, my newfound knowledge was utilized to 
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make informed decisions to formulate interview questions to not only reiterate some important 

questions that were asked by audience members, but also highlight voices of young adults with 

IBD. Though I felt that the presented material and topics of discussion were extremely important 

and relevant, I had some suggestions in regards to the inadequate form of knowledge 

dissemination (i.e. quality and accessibility of content) and the low level of engagement from the 

intended targeted audience (as discussed in my observations in Chapter 3: Research Methods). 

Thus, my findings can be used to inform the development of both non-virtual and virtual safe 

spaces and resources that are both accessible and attractive to young adults with IBD.  

Chronic illness, especially one that presents increased stigma such as IBD, can be harmful to 

one’s identity and self-worth. However, providing spaces and resources that are targeted towards 

young adults can promote more meaningful connections and advance advocacy and social justice 

when age-specific experiences are being addressed. My recommendation for Crohn’s and Colitis 

Canada would be to pay special attention to the role of social media as these platforms should be 

considered as an effective means for the dissemination of age-specific resources and health 

information that may address the deterrence of community support groups, and lack of 

enthusiasm toward formal biomedical literature and lengthy webinars. Furthermore, the inclusion 

of young adults in the content creation and decision making can be extremely beneficial – 

whether it creative short films, colourful infographics, or informational blog posts – in educating 

others with IBD and the wider public.  
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These research findings also have the potential to influence university institutions, in 

particular, on-campus service providers such as Student Accessibly and Disability Services and 

other wellness services. By identifying structural and psychosocial barriers faced by young 

adults with IBD while navigating university, these types of services can evaluate their current 

services to ensure IBD-specific needs are acknowledged and met, and see that these specific 

barriers are eliminated, or at least reduced, in order to promote inclusivity and accessibility for 

all students. These findings also illustrate the importance of visibility and representation on 

campus, in order to reduce social and academic marginalization and exclusion among young 

adults with IBD, increase awareness among peers and members of faculty, and ultimately 

decrease stigma associated with IBD. 

While my findings acknowledge the ways in which the university context can unwittingly 

contribute to the social and academic exclusion of young adults with IBD by focusing on the 

mind-body dichotomy and conflicting definitions of disability, it also recognizes these issues 

within the clinical context as participants noted feeling stigmatized or marginalized by healthcare 

providers. Anthropologists have long argued for the value of documenting the illness experience 

and how it can inform healthcare providers and medical students, urging them to see past an 

individual’s pathology and give weight to the human experience of illness (Becker & Heurtin-

Roberts, 1993; Kleinman, 1988; Manderson et al., 2010). Though medicine is traditionally 

considered a healing profession, Western understandings of medicine do not offer an operational 

definition of healing that goes beyond the physiological processes related to a cure or recovery 
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(Egnew, 2004). My study applies a definition of healing more inclusive for those with chronic 

illness that may assist physicians and other healthcare providers to promote holistic healing and a 

sense of well-being even when illness is present (Egnew, 2004; Ferraro & Barletti, 2016; Frank, 

Baum & Law, 2010; Thin, 2009;). It is necessary for healthcare providers to acknowledge the 

mind-body connection, and, more specifically, the prominence of mental health struggles among 

young adults with IBD that are too often dismissed.  

Future Research  

 An interesting finding was the discovery of social media as an important space for 

individual expression, socio-emotional support, and informal knowledge dissemination among 

young adults with IBD. The topic of online communities and the sharing of illness narratives has 

only has only recently gained attention among anthropologists and social science researchers 

within the last few years (Foster, 2016; Jacobson, 2018; Phillips & Rees, 2018). Given the 

methodological and ethical complexities of online ethnographies, and vast extension of the 

Internet (Postil & Pink, 2012), my thesis only begins to unearth the ways in which young adults 

utilize these spaces to socially validate their experiences. Future studies should include a focus 

on the use of social media among young adults with IBD and other chronic illnesses to determine 

its impacts on the illness experience.  

 Future research may also look to address some of the identified limitations of my study, 

for example, the gender divide as the majority of participants were women, with only two male 

participants. It also remains unclear whether members of the LGBT2SQ+ community were 
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represented as they too face unique challenges related to health inequity. Charmaz (1995) notes 

there are notable differences among men and women in regards to the illness experience and how 

one copes with illness and adapts to a re-conceptualized identity. Therefore, it is important that 

studies offer a more nuanced understanding of how young adults’ experiences vary across social 

dimensions, which include not only gender identity, but also factors such as religion, race, 

socioeconomic status, and timing of diagnosis. Some of these factors were briefly mentioned by 

participants as important influences on their illness experience, though there was insufficient 

data and limited time to launch an inquiry into how these factors influence one’s ability to cope 

and manage one’s illness.  

Additionally, though I had originally planned to conduct my research exclusively on the 

University of Guelph campus, given the difficulties I had recruiting participants, my study was 

not isolated to one particular geographical location. Methodologically, perhaps offering an 

incentive to prospective participants, or alternative forms of data collection such as focus groups 

or photo elicitation, may have been more appealing to young adults given my findings on social 

connectedness and creative outlets. Researchers wanting to work with young adults need to find 

appealing recruitment tactics to entice young adults to participate in research as past studies have 

shown it to be a difficult task to undertake (Almadani et al., 2014). Nonetheless, focusing on one 

particular post-secondary institution, or region, may be more effective in helping develop best 

practices and applicable guidelines (provincial or institutional) to address the concerns and 

challenges faced by young adults with IBD while navigating post-secondary education. It may 
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also be useful to include voices from on-campus service providers and healthcare providers to 

discover their understandings and perspectives on IBD to offer a more comprehensive analysis of 

the external forces that may shape the illness experience of young adults with IBD.  

While young adults with IBD face many obstacles while navigating post-secondary 

education, their positive integration of the body-self proves to be the most rewarding challenge 

as it empowers them to achieve a sense of well-being through the legitimation, or re-legitimation, 

of their impaired body. Through acceptance and self-understanding, young adults can overcome 

experiences of stigmatization and delegitimation that have denied the acknowledgement of their 

mindful bodies. Without a cure, healing processes take on new meanings as young adults with 

IBD find the courage to make their illness identity known within public spheres and ultimately 

help others on the same journey. Their subjective illness experiences encourage us to re-

conceptualize notions of health and well-being and ultimately re-imagine the university 

experience as a whole.  
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APPENDICES 

Appendix A: Participant Breakdown 

Name 

(Pseudonyms) 

Age  Level of Study 

Adah  20 Undergraduate  

Amelia 22 Graduate Student 

Brooklyn 25 Alumna   

Elsie 18 Undergraduate 

Erin  24 Graduate Student 

Eve 21 Undergraduate  

Harrison 20 Undergraduate 

Heather 19 Undergraduate  

Jamie 23 Undergraduate  

Joelle 21 Undergraduate  

Kathryn 24 Alumna 
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Ren 24 Undergraduate 

Stef 26 Alumna 
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Appendix B: Interview Guide  

 

Demographics:  

 Age 

 Education  

o Institution 

o Level of Study  

 

Acceptance and Enrollment Process  

1. How did you feel when you received your acceptance letter?  

2. What factors influenced your decision to attend (insert institution)?  

3. Did you ever consider an alternative choice (e.g. online schooling, not attending, 

deferring, etc.)?  

4. Did you feel adequately prepared or ready?  

Current School Environment  

 

Can you please describe your experiences with: 

 

a) Residence or Living Situation 

b) Weekly Class 

c) Exam Time  

d) Extra-curricular Activities  

 

Management Strategies and Helpful Resources 

 

1) Are there any on-line resources, or resources in your home-town, that helped you to feel 

prepared to navigate post-secondary prior to your enrolment?  

2) Have you accessed any resources on campus to help cope with struggles related to IBD? 

3) Alternatively, have you accessed any resources off-campus?  

4) What influenced your decision to seek out these resources (on-campus or off-campus)?  

5) How did they compare? 

6) Were there any factors that prevented you from seeking help if or when you needed it 

(e.g. barriers at the university, being unaware of your rights, or confusion between 

disability and illness)? 
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7) What strategies have you used to help balance school-life and your health? 

8) How do you manage during times of “flare-ups?”  

9) What are types of resources would like to see made available on your own campus? 

10) If you could offer advice to an incoming first-year student with IBD, what would it be?   

 

Personal Relationships and Disclosure 

 

1) Did you ever encounter a situation when you felt it necessary to disclose your illness? 

What was the outcome?  

2) How do you feel when you disclose your illness?  

3) How has illness disclosure (or non-disclosure) impacted your university/college 

experience? 

4) Are there certain people in your life that you turn to for support who are fully aware of 

your illness? 

5) How important is it to you to have a support system?   

Public Awareness  

 

1) In your opinion, do most people on campus know about IBD?  

2) How would the student population or faculty benefit from learning about IBD? 

Have you seen initiatives on your campus that would help spread awareness about IBD or offer 

support to those in need? 


