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 For people with chronic illnesses, managing health conditions can be difficult. 

With the rising popularity of social media, patient communities have gotten far more 

sophisticated than earlier, text-based online support groups like message boards or 

forums. This ethnography examines patient-created and patient-centered online health 

communities for people with inflammatory bowel disease (IBD). This study has several 

major findings. First, community leaders use a small subset of social media technology 

to create multi-platform support communities. Second, communities face several 

challenges in staying active. Community leaders do not always have time to invest in 

the community, especially when they struggle with their own health problems, and 

sometimes conflicts can arise between members, or members can become 

disconnected from each other because their health situation can vary widely from 

others’ situations. Third, these online communities exist in part as a reaction against 

existing non-profit and medical professional support structures. While communities try to 

fill in the emotional support and informational support gaps left by established non-

profits and medical professionals, community leaders do not want their communities to 
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take the place of disease experts. Finally, community members use new media 

technology in myriad ways to challenge stigma and redefine what it means to live with 

IBD. This study provides a foundation for further research on the uses of online 

technology by patients to manage their health, and serves as a guide for more 

comprehensive research about online communities for other chronic health conditions. 
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CHAPTER 1 
INTRODUCTION 

 Inflammatory bowel disease (IBD) is an umbrella term for two distinct but related 

diseases, ulcerative colitis and Crohn’s disease. Ulcerative colitis is characterized by 

continuous patches of ulcers in the colon that cause diarrhea, bleeding, urgency, pain, 

and bloating. Crohn’s disease can affect the digestive tract anywhere from the mouth to 

the anus, though it is usually found in the terminal ileum (the transition between the 

small intestine and colon) or the colon (Crohn’s and Colitis Foundation of America 

[CCFA], 2012b). Both are autoimmune diseases with no known cause. The diseases 

fluctuate between periods of disease activity (flare-up) and remission (minimal to no 

symptoms). The goal of standard medicinal treatment (and occasionally surgery) is to 

get the disease into remission: at this time, there is no cure for either disease (Mayo 

Clinic, 2011a, 2011b).  

 When I was 21, I was diagnosed with ulcerative colitis (see Appendix A for the 

full story). I was living in North Dakota at the time, and unfortunately I could not find a 

single support group. I had never heard of the disease before I was diagnosed. In fact, I 

did not even know that “colon” and “large intestine” refer to the same organ (I find that 

few people know this, so I now make it a point to emphasize this). When I was facing 

surgery to remove my colon, I stumbled upon the online community for people with IBD, 

and from there, learned much about managing my disease, accepting my situation, and 

challenging the stigma—both internal and external—associated with this sometimes 

messy, smelly, and embarrassing disease. Soon after finding the stories of others 

online, I began sharing my own. I created a web community, The United Colon Vlog, 

which was the start of my outreach to people with IBD.  
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 What I have found through my work is that online social support is crucial and 

necessary for many people with chronic illness, including IBD. This dissertation is the 

culmination of more than six years of living with IBD and five years of actively working in 

the IBD community. While the online community was relatively small when I first began 

my work, it has since grown, and there are now many more people telling their stories, 

some in far more interesting ways than I have ever done. Using ethnographic methods 

with myself as a participant observer, I examined how this community functions and 

dysfunctions, how it is created and sustained in the online space, and how the 

community is breaking barriers for this embarrassing and difficult disease. In the 

remainder of this chapter I discuss in more detail how IBD affects people, why this 

research is important, what the outcomes of this research will be, and preview the 

subsequent chapters of this dissertation. 

Primer on Inflammatory Bowel Disease 

 Before talking about theoretical issues related to online health communities, it is 

necessary to understand how IBD affects people. Too much health communication 

research, in my opinion, treats health conditions as interchangeable. Communication 

scholars like to examine communication processes and effects and thus study health 

conditions that work well within a particular theoretical framework. In other words, health 

communication scholars often seem to examine conditions based on superficial criteria 

(e.g., Is the disease stigmatizing? Does the disease affect many people? Does the 

disease affect one gender, minority, or age group more than others?), and never really 

elaborate on how that specific disease affects communication behaviors around the 

disease.  
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 I take a different approach, as I believe that health communication around a 

disease is at least somewhat contingent on the disease itself: if the disease is removed 

from the equation and swapped with another, the communication environment will 

change based on the idiosyncrasies of that health condition. While inflammatory bowel 

disease bears some similarities to other chronic illnesses—like arthritis, diabetes, 

cancer, or genetic syndromes—these chronic conditions are not interchangeable. The 

similarities between conditions allow us to make some comparisons in how people 

communicate about their health, but the differences might help explain why certain 

theoretical ideas “fit” better with some diseases and not others. How understanding IBD 

as a disease might affect communication theory will be discussed later in the 

dissertation; for now, the following facts about the disease are pertinent for 

understanding why some patients feel compelled to communicate about their disease in 

online communities. 

Disease Incidence 

 Crohn’s disease was first described in 1932 by Dr. Burrill B. Crohn, Dr. Leon 

Ginzburg, and Dr. Gordon D. Oppenheimer (CCFA, 2013c). Crohn’s disease affects 

approximately 700,000 Americans, and ulcerative colitis also affects approximately 

700,000 Americans (CCFA, 2013d).  

Causes of the Disease 

 While some people suspect that diet and stress are causes of inflammatory 

bowel disease, researchers now believe that diet and stress do not cause the disease, 

but can aggravate symptoms (Mayo Clinic, 2011a, 2011b). Researchers believe that 

both Crohn’s disease and ulcerative colitis have two possible causes or influences, 

though nothing is certain. A faulty immune system is one potential cause: doctors 
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theorize that the immune system in the body is “triggered” by a foreign agent, such as a 

bacteria or virus. The immune system normally attacks the foreign agent, but in the 

case of people with IBD, the immune system attacks the digestive tract and cannot “turn 

itself off” when the foreign agent is no longer a threat. The second potential cause is 

heredity, as numerous genes have been associated with IBD. People with IBD, though, 

typically do not have other family members with the disease (Mayo Clinic, 2011a, 

2011b), so it is not yet known what role genetics ultimately plays. There is also some 

evidence that IBD affects people more in developed nations than developing nations 

(Molodecky et al., 2012). Some researchers have explored the hygiene hypothesis, the 

idea that people in industrialized (more sanitary) environments are not exposed to as 

many intestinal pathogens during childhood; therefore, when they are exposed to new 

pathogens later in life, the body’s immunological response is inappropriate (Molodecky 

& Kaplan, 2010). Evidence confirming this hypothesis, however, is weak. 

Risk Factors 

 Men and women are affected about equally with the disease (Mayo Clinic, 

2011a, 2011b). Age is a factor, as people usually develop the disease before age 30, 

though some people in their 50s and 60s can be diagnosed with ulcerative colitis (Mayo 

Clinic, 2011b). The disease can affect any ethnic group, though Ashkenazi Jews are 

particularly susceptible. Smoking can be a risk factor for Crohn’s disease (Mayo Clinic, 

2011a), and some studies have linked use of the acne drug isotretinoin (brand name 

Accutane) to ulcerative colitis (Mayo Clinic, 2011b).  

Treatment 

 Both Crohn’s disease and ulcerative colitis are treated in much the same way, 

often using identical medications. Pharmaceuticals are used to suppress the immune 
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system, which limits disease activity in the digestive tract but can also weaken the 

body’s overall immune system, making patients more susceptible to other diseases and 

infections. Some patients find that certain foods affect their symptoms and that they can 

lessen disease activity by avoiding (or consuming) certain foods. 

 Because there is no cure for the disease, the goal of medication and lifestyle 

changes is to get the disease into remission, which is a period of minimal disease 

activity. Surgery, though, is sometimes necessary to get the disease under control. 

About 70% of people with Crohn’s disease eventually have surgery, often to remove a 

damaged section of the bowel (CCFA, 2013b). Surgery can help patients maintain or 

achieve a better quality of life, though the disease often reappears later in life. Thirty 

percent of patients with Crohn’s disease have disease recurrence within three years, 

and 60% within 10 years. About 25-33% of patients with ulcerative colitis eventually 

have surgery (CCFA, 2013a). They might have a portion to the entirety of their colon 

removed (colectomy). After surgery, a person might live with an ostomy or a J-pouch, 

which is an internal pouch made from the terminal ileum which replaces the rectum, 

allowing the person to defecate in a nearly normal way. 

 One of the most common surgeries for ulcerative colitis is the colectomy, or 

removal of the colon, and some consider this surgery a “cure” for the disease because 

the disease often does not recur after surgery. Others, including myself, do not consider 

this surgery a cure, as it drastically changes how one lives and does not restore the 

person to the way he or she was before the diagnosis, even though it can provide 

considerable relief. Surgery often leaves people with an ostomy, either temporarily or 

permanently, and while it can take a while to adjust to it, people often have few regrets 
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about the surgery as it can improve their lives dramatically (Savard & Woodgate, 2009). 

People who undergo colectomies often experience less urgency, frequency, bleeding, 

and pain. For people who were diagnosed with ulcerative colitis, a colectomy often 

means the cessation of medication: because the disease is no longer present, and the 

risk of it spreading to other parts of the digestive system is low, people no longer need 

to take immunosuppressant drugs. Without those drugs, their immune system builds up 

again, lowering the risk for infections.  

 People with ulcerative colitis also have a higher risk of colon cancer (American 

Cancer Society, 2013); removing the colon lowers that risk. Living without a colon, 

though, is not without its drawbacks. An ostomy bag can leak, and some people with J-

pouches experience leaking as well. Because the colon’s main job is to absorb water, 

not having a colon results in looser stools, a state of having something not quite as bad 

or watery as diarrhea, but close. Because I no longer have a colon and instead have a 

J-pouch, I go to the bathroom much more frequently than the average person; however, 

the lack of urgency, pain, and accidents makes the trade-off worth it to me. 

Psychological and Social Effects 

 Inflammatory bowel disease has wide-ranging effects on a person’s life beyond 

the physical. A recent study, mostly of females with IBD (81%), found that most people 

with IBD have a lower quality of life compared to the general population and that people 

with lower health-related quality of life (HRQOL) tend to have higher perceived stress, 

more hospitalizations, and lower perceived social support (Moradkhani, Beckman & 

Tabibian, 2013). In a qualitative study of patients with Crohn’s disease, researchers 

found that the disease limits life in many ways (Pihl-Lesnovska, Hjortswang, Ek & 

Frisman, 2010). Common limitations include: pain, constantly searching for bathrooms, 
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lack of energy, and worrying about the future. Body image can also be a problem: some 

people experience rapid weight gain due to steroid use, particularly in the face, and 

some people experience rapid weight loss due to diarrhea, which is also troubling. Many 

people feel powerless, especially when experiencing side effects of treatment.  

 The main side effect of immunosuppressant medications is weakening of the 

immune system, which can lead to more infections. The drug prednisone is particularly 

notorious for side effects. While the drug is very effective for inducing remission, there is 

a cost: moon face, which is the swelling of the face due to the body’s retention of water; 

increased hunger and weight gain; sore joints; and for those taking the medicine for 

years, a decrease in bone density, which can lead to osteoporosis (MedlinePlus, 2010). 

 Dudley-Brown and Baker (2012) found that ulcerative colitis negatively impacts 

almost all patients’ lives and often makes daily activity burdensome. Seventy-five 

percent reported sexual difficulties, 64% reported relationship difficulties with a spouse 

or partner, 60% reported that the disease had wrecked important moments of their lives, 

and 59% reported relationship difficulties with friends and family. Most patients believe 

the disease is embarrassing and makes them feel more stressed and helpless. Most 

patients also learn to live with their disease and see frequent flare-ups and bathroom 

visits as normal. Sixty-two percent even felt it would be normal to have more flares than 

they currently do on average, suggesting that many patients have a high tolerance for 

disease activity in their lives. 

 I recently conducted a study in which I interviewed 14 people with IBD about their 

experiences with support and stigma (Frohlich, 2014). While most of them appeared to 

have adjusted well to their disease and overall reported supportive behavior from loved 
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ones, friends, supervisors, and teachers, all still had at least one story of being strongly 

stigmatized because of their disease. Sometimes this stigma even came from their 

doctors or nurses. A few people reported losing their jobs because of IBD, which put 

pressure on their families to take care of them. One woman had just started working at 

a bank when she had a hospitalizing flare-up (which actually put her in a coma). 

Because she had been at the bank less than three months, bank officials were within 

their rights to fire her without cause. Other research corroborates my findings: in 

another study, mostly of women with IBD (78%), Taft, Keefer, Artz, Bratten, and Jones 

(2011) found that perceptions of stigma for people with IBD tend to decrease as age 

increases and length of diagnosis increases.  

 I also have volunteered for four summers as a counselor at Camp Oasis, a 

CCFA-sponsored summer camp for children and teens with IBD; through talking with 

campers, I have learned that many of them experience significant stigmatization at 

school because of their disease (Frohlich, 2012). These campers often miss school for 

days to weeks at a time because of hospitalizations. When they return, they often find 

that classmates have spread rumors about them while they were away. One girl told the 

camp that her classmates had said she had died. Other researchers have found that 

IBD can significantly affect young people. Youth with IBD have higher rates of 

depressive disorders compared to youth with other chronic health conditions, and youth 

with IBD also have lower quality of life and lower reported social functioning compared 

to healthy youth (Greenley et al., 2010). 

Social Support Opportunities 

 Non-profits like the CCFA and the United Ostomy Associations of America 

(UOAA) do have a wide network of face-to-face support groups available for people with 
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IBD, but availability of these groups is spotty. According to the CCFA (2012a), 22 states 

have one support group or no groups. The states with the best coverage are California 

(29 groups), New York (18), Florida (15), Ohio (11), and Pennsylvania (11). Even within 

individual states, however, large geographic areas have no support groups. In Texas, 

for instance, seven of the state’s 10 support groups are located around the Dallas-Fort 

Worth metro area. Michigan has six support groups, but only one in the Upper 

Peninsula. States that have support groups, not surprisingly, tend to locate the groups 

in larger cities: Oregon’s only support group is in Portland. People in rural communities 

often have no support group within hundreds of miles. While there may be support 

groups not affiliated with the CCFA, perhaps operated by individual hospitals or 

churches, finding these support groups would likely occur through happenstance or 

word-of-mouth, as no national listing of them exists. 

 The UOAA also offers support groups, and while people might have ostomies for 

reasons other than IBD (e.g., colon cancer), some people with IBD do attend UOAA 

support groups. The UOAA has much better support group coverage than the CCFA, 

with only 7 states that have one or less support group (Alaska, Hawaii, Mississippi, 

Montana, North Dakota, Rhode Island, and Wyoming). The same concerns remain, 

however: coverage is patchy in some states, and rural areas again are underserved. 

Many people with IBD do not have ostomies, so they would not attend these groups 

unless they were considering surgery and wanted more information on living with an 

ostomy. 

 Research on the effects of social support for people with IBD has been mixed. 

Elevated levels of perceived social support can lead to decreased adverse outcomes of 
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Crohn’s disease, such as flare-ups (Cámara et al., 2011). However, people with IBD 

can cope with the disease in ways other than attending a support group. McCombie, 

Mulder, and Gearry (2013) identified several ways that people cope with the disease. 

Problem-focused coping seeks to eliminate sources of stress, and research has shown 

that it tends to have weak positive effects on psychological outcomes and is most useful 

for people with less disease activity. Emotion-focused coping, on the other hand, seeks 

to reduce emotional distress caused by a situation. McCombie, Mulder, and Gearry 

found in their meta-analysis that this form of coping is generally associated with worse 

psychological outcomes, though the results are highly variable between studies, so 

more research is needed to know what coping strategies work best. For instance, 

Fletcher, Schneider, Van Ravenswaay, and Leon (2008) reported that young women 

with IBD find that having a good attitude and seeing positive outcomes of the disease 

(e.g., it makes one a stronger person) also help with coping. 

Electronic Resources for People with Inflammatory Bowel Disease 

 While there has been no research into the ways that the online IBD community 

(as I conceive it) functions, there has been some research about electronic resources 

for people with IBD, with most research focusing on the quality of information found 

online. Bernstein et al.’s (2011) study of patients diagnosed with IBD found that patients 

have considerable information needs during the first two months after diagnosis, but 

that these needs often go unfulfilled. Twenty-four percent of patients were dissatisfied 

with information provided at the time of diagnosis, and 31% were moderately satisfied. 

The most common information sources were their gastroenterologist and a website 

about IBD. Patients rated the following information sources as “Very Acceptable”: 

discussion with medical specialist (89%), brochure or booklet (73%), website 
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recommended by healthcare provider (58%), information provided by a support group 

such as the CCFA (55%), and video recording (49%). While their needs for biomedical 

information are often fulfilled, information needs about coping and living with the 

disease are often unaddressed. Sixty-eight percent of patients thought that information 

about sources of support in coping with IBD was very important, yet 78% of patients 

received little to no information on the topic from their doctors. Similarly, 64% of patients 

thought that information about managing time away from work or school was very 

important, but 89% received little to no information on the subject. Information about 

how to inform family members about IBD was very important to 47%, but 82% received 

little to no information about how to do this. 

 Because so many people with IBD do turn to the web for health information, 

credibility of health information is important. Researchers checking the quality of IBD 

websites obtained through common search engines found, not surprisingly, that some 

websites provided good or excellent health information, and many provided poor or fair 

quality health information (Van Der Marel et al., 2009). Charitable sites like the CCFA 

often ranked very high, while alternative medicine and pharmaceutical sites tended to 

rank low in terms of health information quality. Surprisingly, Van Der Marel et al. often 

ranked institutional sites’ IBD health information as “fair.” Another study particularly 

relevant to this dissertation is Mukewar, Mani, Wu, Lopez, and Shen’s (2013) study of 

IBD videos on YouTube. They found that patient videos had significantly more views 

and comments than professional videos and that 60% of videos dealt with personal 

patient experiences. Personal videos expressing positive attitudes spoke of surgical or 

medicinal success. Some videos expressed negative attitudes, though, because of the 
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failure of conventional treatment, side effects of medicine, and financial struggles 

caused by the disease. They found that videos were predominantly viewed by people 

aged 45-54, though I have suspicion about how accurate YouTube’s audience metrics 

are, considering that they do not capture viewers who are not signed in or who have not 

created a profile. The authors concluded that most IBD videos on YouTube had poor 

educational quality.  

 I recently conducted a study about IBD cure information presented online 

(Frohlich & Birnbrauer, 2014) and found that the idea that IBD can be cured is easily 

dismissed by medical professional websites. However, any patient searching for 

information about cures has easy access to information about myriad “cures” using 

common search engines. While medical professionals might think this information lacks 

credibility and scientific accuracy, many patients think that this information is helpful in 

managing their disease. Evidence in support of these patient cures, though, is largely 

anecdotal and based on personal, often anonymous, testimony. 

 Even if patients find quality health information online, is more health information 

always helpful? A study of IBD patients in Australia found that patients with higher levels 

of IBD knowledge also have higher levels of anxiety (Selinger et al., 2013). As with all 

correlations, causation cannot be determined one way or the other: people with IBD 

might be anxious because they know about all the risks and complications of IBD, or 

because they are anxious they seek out more knowledge.  

 Research about online support groups for people with IBD has been limited to 

one study. Malik and Coulson (2011) studied an online support group for young people 

in the United Kingdom and found that most discussions concerned: personal 
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experience, sharing of information, requesting of information, and offering support or 

empathy. Only 0.5% of discussion posts had negative statements. Many people did 

qualify information disclosures by saying that they were relating their own personal 

experience, suggesting that not everybody who shares information makes blanket 

statements that this is the way the disease always works, as medical professionals 

often fear patients do when sharing health information online: 

It was also noted that when a member offered advice, other members 
would often enter into the discussion with their own opinions and 
experiences, thus creating an opportunity for recipients to appraise the 
credibility of the initial advice. Moreover, many participants clearly 
communicated that the information they were providing was based solely 
on their own personal experiences with the illness. (Malik & Coulson, 
2011, p. 445)  

Why Study Online IBD Communities? 

 As a CCFA support group facilitator in Gainesville, Florida, I know that support 

groups do have value, and for many with IBD, support groups provide the first 

opportunity to meet others who have the same disease. Unfortunately, most support 

groups only meet for an hour to 90 minutes once a month, and some CCFA support 

groups only meet quarterly. Attendance is fluid, as many people are sick or 

experiencing a flare-up on support group night; thus, they miss the meeting. Some 

people will miss support group meetings for several months because their chronic 

disease prevents them from attending consistently. 

 The online community has the potential to rectify many of the structural 

limitations of face-to-face support groups. Based on my own experience in the IBD 

community with UCVlog, and through a line of research on online support communities 

(see Frohlich & Zmyslinski-Seelig, 2012; Frohlich & Zmyslinski-Seelig, under review), I 

have seen how thousands of people with IBD can find support online. The Internet does 
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not have the same limitations as face-to-face communities. People can access the 

community any time of the day or night, any day of the month. Online communities are 

also far easier to access when people are sick or hospitalized. Many viewers have told 

me they watched my videos for hours while hospitalized because they had nothing else 

to do. Online communities also expose participants to far more people with IBD than 

they could ever meet in person. 

 Whether medical professionals like it or not, and whether websites offer 

trustworthy information or not, the reality is that many people with health conditions go 

online to find information about illnesses, find treatment advice, and find and offer 

support. According to Fox and Purcell (2010), 62% of adults living with one or more 

chronic illnesses go online compared to 81% of adults with no chronic disease. People 

with chronic illness get their information from a variety of sources: 93% from a health 

professional; 60% from a family member or friend; 56% from books or print resources, 

and 44% from the Internet. When controlling for age, education, and type of Internet 

access, people with chronic illnesses consume more user-generated health content 

than the general population: 37% have read about somebody else’s experience through 

a blog, website, or news group; and 25% have consulted rankings or reviews of 

hospitals and medical facilities (report did not specify what percentage of people with no 

chronic illnesses participated in these activities). Additionally, 20% of people with 

chronic illness create some form of online health content: posting comments or 

questions on a discussion group, posting a review of a hospital, and/or sharing photos 

or videos (Fox & Purcell, 2010). 
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 Many patients feel the need to share their story and to help others. 

Understanding how these communities are created will help scholars and medical 

professionals alike determine what is truly beneficial about online communities and what 

is worrisome. Research needs to move beyond simply asking what information people 

search for, how accurate the information is, and if social support provides any “tangible” 

benefits, as will be discussed later in this paper. 

Research Outcomes 

 Online communities constitute more than just formalized support groups. Online 

communities include the creators and users of Facebook groups, blogs, websites, 

YouTube videos, and many more new media and Web 2.0 technologies. The purpose of 

my research was to uncover how online IBD communities function as sites for 

information and support for people with IBD. This study examined how these 

communities are established, how they are maintained, how people with IBD benefit 

from spending time in the communities (and conversely, how these communities might 

be detrimental to peoples’ psychological, social, or physical health), and how these 

communities exist in relation to the medical establishment and formalized non-profits 

like the CCFA and UOAA. 

 As Chapter 2 will show, much research about online health content examines 

singular online health spaces: that is, these studies only examine health message 

boards or forums, only examine health blogs, or only examine health videos on 

YouTube. Instead of examining one Internet platform, I want to examine how IBD 

communities are constructed across platforms. The first outcome of this research is an 

understanding of how communities are built using multiple Internet technologies (e.g., a 

YouTube channel, blog, and traditional website). I could identify no previous research of 
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this nature, likely in part because cross-platform community building is a relatively 

recent online phenomenon. Additionally, as this dissertation shows, studying Internet 

communities established through multiple social media platforms is fraught with 

methodological challenges. 

 Another outcome of this research is a better understanding of how the patient 

community interacts with the established medical community. Research often 

conceptualizes patient voices as separate from medical voices, as will also be explained 

in Chapter 2. Patients and physicians, however, do not need to be construed as 

operating in two separate spheres. The web is a potentially democratizing space 

through which multiple voices can discuss an issue, so my research shows, at least 

from the patient community’s perspective, how their work overlaps with the work of 

medical professionals. 

 This dissertation also intended to enhance understanding of how people with IBD 

use new media to connect with each other, educate one another, and fill in the gaps that 

medical professionals are leaving. (For example, many of my viewers tell me that their 

doctors do not understand what it is like to live with IBD; hence, they find it valuable to 

hear from another patient.) Health communication researchers often skip over the 

“social” part of social media and go straight to understanding health outcomes (e.g., 

Does frequency of blogging correlate with higher perceived levels of social support?). 

Sometimes researchers can draw conclusions about the effects of participating in a 

health community, but then cannot explain how that community actually worked to 

produce those effects. With this ethnography, I took a step back to analyze the specific 
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ways that communities are formed. This involved an analysis of both the media 

structures and the content of media. 

Preview 

 In Chapter 2, I discuss the current research on support communities, health 

blogs, and online videos. While much research has been conducted about health 

communities and information online, it is often piecemeal, so gaps will be identified that 

this dissertation was intended to fill. Theoretical concepts useful to this ethnography will 

also be discussed, though not in great detail, as I wanted to minimize any theoretical 

biases I brought to the project that could prematurely influence my interpretation of the 

results. 

 Chapter 3 describes how this ethnography was conducted. Data came from five 

primary sources: my personal experiences within the community; data from material 

created by community leaders; data from material created by viewers and readers; data 

collected through direct engagement with community leaders; and data collected 

through direct engagement with viewers and readers. Direct engagement with 

community leaders and viewers and readers took the form of interviews and open-

ended surveys.  

 Chapter 4, the first of three results chapters, focuses on addressing the first two 

research questions, which concern how Internet communities are created and what 

challenges community leaders face in maintaining their communities. This chapter 

describes how specific social media technologies are used in the creation of these 

communities, both intentionally and unintentionally by participants. I also explain how 

specific behaviors by individuals can damage or weaken these communities, as well as 
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how certain social media technologies privilege some voices in the community over 

others. 

 In Chapter 5, I show how different segments of the community interact with each 

other, addressing Research Question 3. Patient communities in many ways are similar 

to formal, professional non-profits in the services they provide, and yet patient 

communities have a complex relationship with large non-profits, particularly the Crohn’s 

and Colitis Foundation of America. Some patient communities have even taken it upon 

themselves to create their own non-profits to address perceived gaps in support left 

unfilled by the CCFA. I also discuss how patient communities view themselves in 

relation to medical professionals, especially when it comes to disseminating health 

information. 

 Chapter 6, the final results chapter, explores how the online sphere and physical 

sphere intersect and overlap with each other, answering Research Question 4. 

Research into online communities often fails to examine what community participants 

do outside of the online community. What happens when participants go offline? What 

happens when participants share online things that happened to them in the physical 

sphere? This chapter lays the foundation for a more comprehensive theory about the 

intersections between these spheres. Finally, I provide evidence in this chapter 

answering Research Question 5, which was focused on the social construction of 

disease. 

 In Chapter 7, I discuss how these results contribute to the development of 

communication theory regarding online health communities.  Finally, I conclude in 

Chapter 8 by explicating avenues of research that this study opens up. I describe some 
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of the challenges I faced in conducting this research, providing recommendations about 

how scholars can improve digital ethnographic methods so that this line of research 

continues to be profitable. I close by explaining how these results could be applied by 

medical professionals, people with chronic illness, and caregivers of people with chronic 

illness. 
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CHAPTER 2 
LITERATURE REVIEW 

 The Internet has received considerable scholarly attention over the past decade 

in regard to its potential to offer health information and to provide support for people 

with chronic illnesses. While researchers recognize the immense potential of the 

medium to accomplish these two goals, current studies are often critical of health 

websites for the quality of health information presented. I will start by examining how 

specific kinds of websites— support groups and health communities, blogs, and 

YouTube channels—have been studied in the past. I focus on these three types of 

websites because of the multidimensional nature of this ethnography. In this 

ethnography I study how patient communities are constructed across social media 

platforms; however, most research only examines single platforms. Then I will explain 

how activity theory provides a useful theoretical lens for understanding the interplay 

between people, communities, and technology. I will also discuss the social construction 

of medicine, as IBD is a socially constructed disease as much as it is a biomedically 

constructed disease. I will articulate the theoretical assumptions that undergird this 

study, and finish by presenting my research questions. 

Online Communities 

 Even though Web 2.0 platforms such as video sharing sites and blogs have 

many social components, researchers have tended to ignore these features in favor of 

other research interests. An examination of previous research explicitly studying online 

communities, then, is in order. Before looking in depth at online health communities, first 

I will present some general research on how online communities are created. 
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Construction of Online Communities 

 The creation of online communities is often viewed from a social constructionist 

perspective. Gunawardena et al. (2009) argued that online communities are primarily 

created through discourse between members of a domain, such as a social network. 

Meaning is negotiated as members dialogue in a shared space. Individuals contribute 

what they know to the group, and the group as a whole benefits: “Social networking 

tools mediate between the knowledge of the individual and their contribution to 

knowledge building within the community” (p. 9). Experts in the community may 

construct “scaffolds” that facilitate growth of the community, such as tutorials or help 

options, that “guide the user in correct navigation and procedures” (p. 9) within the 

community.  

 The shared creation of knowledge is often examined in educational settings. 

Yang, Yeh, and Wong (2010) examined a university online learning community in which 

students submitted papers, read and offered revisions for others’ papers, edited the 

papers, and reposted them, continuing in this collaborative way to improve the quality of 

papers. The researchers viewed the social interaction between members as the 

construction of meaning surrounding these texts. The degree of participation naturally 

varied from student to student, and some edited their papers more than others. What 

this research revealed is that social interaction in a relatively small online community 

(46 people in this study, small compared to the hundreds or thousands of members in 

many Facebook communities, for instance), when directed toward a tangible goal, can 

be vibrant, and participants can take their roles as members of a community seriously 

(in this case, the roles of writer and editor). Perrotta (2006) studied an online community 

of psychology students and professionals, and drawing on the social constructionism 
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background, analyzed how perceptions of the psychology profession were socially and 

culturally constructed through written discourse between members of the forum. 

 Researchers and educators have suggested numerous ways in which the 

development of online communities can be guided to better facilitate community 

functioning. Gunawardena et al. (2006) proposed a model for developing online learning 

communities, or wisdom communities, as the authors referred to them as. The goal of 

such a community is not individual learning, but collective learning as the community 

grows together. One of the core principles of the wisdom community is giving back: 

people who possess certain abilities and talents share that knowledge with others. For 

such communities to be successful, the researchers argued that several elements are 

needed. The first is mentoring. Experienced members can mentor new members, 

providing a framework of support and training so that the community coheres. The 

second element was termed “knowledge innovation.” Knowledge holds the community 

together, and the innovation process is cyclic, following four phases: knowledge 

creation; knowledge recording, whereby knowledge is stored and archived in some way; 

knowledge access, whereby knowledge is made available to other members; and 

finally, knowledge enabling, in which members are taught how to use community 

knowledge properly for their own benefit.  

 Gunawardena et al. (2006) proposed that one way to evaluate the process of 

wisdom creation is to measure transformational learning. The authors argued that when 

people reflect on something they previously have taken for granted, and then change 

their view, transformational learning has taken place. The article was practical in nature, 

offering suggestions on how to create such a community, such as in a university 
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classroom, but some of the “best practices” the authors recommended may be already 

taking place in online health communities. These practices may not be occurring in 

ways as structured as Gunawardena et al. (2006) describe, but the more successful 

online health communities may be those that have some form of mentorship and 

practice some of the behaviors of knowledge innovation, which invites transformative 

learning among participants. 

 Bober and Dennen (2001) examined the role of intersubjectivity, defined as 

“shared understanding that helps us relate one situation to another” (p. 241), in online 

graduate courses. The researchers viewed the teacher’s role as not necessarily an 

expert facilitating learning from a top-down approach, but mixing with students to help 

facilitate peer interaction and learning. Intersubjectivity can be hard to achieve, 

especially when there are technical problems and communication difficulties inherent in 

such groups. Synchronous communication, such as a chat room, has the problem of 

information overload, of too much happening for people to comprehend at once. 

Asynchronous communication, such as a discussion board, has some advantages in 

that it can allow people to follow multiple threads and ideas at once and give them time 

to more fully develop their ideas; however, students often find it hard to break out of the 

mold of only responding to the instructor, not other community members. Community 

leaders, then, who provide discussion prompts in an attempt to get people talking, often 

succeed in getting people to talk with the leader, not each other. It remains to be seen if 

members respond the same way to leaders of IBD communities, responding primarily to 

the leader and not each other, or if intersubjectivity can be achieved in an online health 

venue. 
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 Skinner (2007) also argued that while co-constructed and negotiated knowledge 

between members of an online group should be something to strive for, numerous 

barriers exist. When examining learning communities in a university setting, Skinner 

found that trust can be hard to establish for multiple reasons. Some students do not like 

exposing to the group how little they know on a particular topic, preferring instead to 

listen to others discuss an issue. Conversely, other students felt let down when people 

did not participate in the community. Some students found it embarrassing for others to 

have access to their thoughts. The structure of the community can also be a barrier to 

knowledge construction. Some students felt a particular “loathing” for the online 

discussion group as they felt that the only commonality they shared with other students 

was simply being in the module together; thus, it was hard to build a community with 

people with whom one shares little (or at least, perceives to have few commonalities). 

Late-comers to a community often felt overwhelmed if there was a deluge of messages 

to read through before they could respond. Comparing Skinner’s study, then, to Yang, 

Yeh, and Wong’s (2010) study reveals an interesting paradox, at least as far as learning 

communities are concerned. If students are thrown into a situation where they are 

compelled to discuss amongst themselves when they would rather not, desirable 

community outcomes may be unattainable. On the other hand, as Yang et al.’s study 

showed, online communities that are goal-directed can be very vibrant if people take 

their roles in the community seriously.  

 Online communities, though, are more than spaces in which to create 

knowledge. McCabe (2009) studied how members of pro-eating disorder online 

communities construct reality. McCabe used fantasy theme analysis to uncover the 
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shared rhetorical vision of the community. She found that for people in this deviant 

behavior group, constructing metaphors for their struggles helped unify the community 

and allowed members to view their behavior in normalizing ways. For instance, the 

condition was commonly personified by members using three characters: Ana, Mia, and 

ED. Ana (from anorexia) is a woman who represents everything pro-eating disorder 

women long for: a thin body, self-control, and confidence. Mia (from bulimia) is a woman 

who is tolerated, and sometimes embraced, but who is flawed compared to Ana. Mia 

lacks self-control, is lazy, and is not as thin as Ana. Members who fail at living up to pro-

eating disorder standards, however, take comfort in Mia’s fallibility. Finally, ED (from 

eating disorder) is the villainous male who attempts to change the girls’ behavior, 

making it more socially acceptable. McCabe showed that this rhetorical vision shaped 

the reality of girls in these communities and helped them accept behavior that most 

people in the larger society do not. 

 Another way to view online communities is not how the community itself is 

constructed between members but how individuals within the community construct a 

self-identity. Hurley, Sullivan, and McCarthy (2007) studied online communities for 

victims of domestic violence and argued that the self is constructed through dialogue 

and by positioning oneself in relation to others. They found that people positioned 

themselves in three ways when constructing their identity. First, people positioned 

themselves in regard to other community members. This was done in two ways: 

members either positioned themselves as “worse off than others,” explicitly establishing 

themselves “at the peak of a hierarchy of victimization and suffering” (p. 864-865). 

Others positioned themselves as “not as badly off as others,” minimizing and weakening 
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their stories of abuse in relation to others. Second, members positioned themselves in 

relation to their abuser, trying to figure out how much blame to place on themselves. 

Finally, members positioned their present selves in relation to their past selves, such as 

examining how they have grown and changed positively in light of their experiences. 

 In the later chapters of this dissertation, I show how people in online IBD 

communities not only socially construct the communities between members, websites, 

and platforms, but also how individuals position themselves in regard to others in the 

community, their disease, people outside the community, and themselves. 

Online Health Communities 

 A growing body of research is focused on online health communities, which often 

consists of analyzing message boards and forums. According to Fox and Duggan 

(2013), within the past year, 26% of Internet users have watched a video or read about 

somebody’s health experience, and 16% of Internet users have searched for others 

online with the same health conditions. While the number of people involved in online 

health communities may not be high, among the people who are involved, interest can 

be very high. 

 Researchers often look for connections between community use and concrete 

health outcomes. Beaudoin and Tao (2007), in a study of online cancer support groups, 

found weak evidence that asynchronous communication predicted positive health 

outcomes in terms of stress, coping, and depression. Zufferey and Schulz (2010) 

examined an online community called Oneself for people with chronic lower back pain. 

The community provided information and support for members, and members could 

interact with both lay people and experts either synchronously (in real time, such as in a 

chat room) or asynchronously (through a message board). Members liked interacting 
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with health experts and were aware of the risk of poor health information found online, 

so the credibility of health experts was very important. Credibility was seen as: 

connection to accredited institutions, transparent identities (a name and a face), lack of 

attempts to sell products, and control of the website (websites that required a log-in and 

password, rather than websites that were open to anybody). Members were intrigued 

about the possibility of interacting with other patients, though many did not engage in 

this behavior for fear of getting too emotionally involved. Members often did not want to 

think about their condition and actually wanted to avoid others with chronic pain. Many 

thought that because pain is such a subjective experience, they were not interested in 

others’ experiences. In the case of this community, then, many tools were available to 

build an online community, but because the participants did not want to interact with 

others, this community did not fully develop. 

 Lindsay, Smith, Bellaby and Baker (2009) thoroughly analyzed an online 

community for people with coronary heart disease aged 50-74. This community was 

developed by health professionals, and participants were given computers and 

broadband Internet access for one year to see how they used the community. The 

researchers examined this community in two phases: a moderated and an unmoderated 

phase. The moderators were often healthcare professionals who tried to spark 

discussion between participants and were available to answer questions, either through 

one-on-one messages or in the discussion forum. After several months of moderation, 

the moderators stopped starting new discussion threads and providing discussion 

prompts, though they were still available if participants wanted to contact them. During 

the unmoderated phase, participants decreased communication with the moderators by 
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23%, but increased peer-to-peer communication 50%. One goal of the project was to 

see if patients could increase their self-efficacy and have more confidence managing 

their disease. During the unmoderated phase, physician visits increased, perhaps 

because participants had lower self-efficacy and confidence in their ability to manage 

their condition without the direct support of moderators. During the unmoderated phase, 

participants also reverted to a poorer diet. Clearly an effective health community needs 

some sort of moderator to sustain the group. The researchers suggested that if an initial 

online intervention cannot be sustained long-term, then there needs to be an exit 

strategy to transfer moderating responsibilities to participants in the group or a third 

party.  

 Other scholars have conducted similar research looking for health outcomes from 

community participation. Tanis (2008) found that participating in online forums is 

positively related to coping, and the more active the participation, the more it helps with 

coping. In a more comprehensive outcomes study, Hu, Bell, Kravitz and Orrange (2012) 

surveyed 505 people involved in online support groups (for a variety of conditions) who 

had a scheduled primary care or specialist appointment within the next 14 days. They 

found that participants engaged in a variety of information-seeking behaviors before the 

appointment, almost all of which were Internet-based (e.g., reading medical articles, 

submitting questions to a community website, or visiting an authoritative health 

website). In addition, 67.5% of participants planned to ask their physicians questions 

about information they had found online, and 38% planned to discuss a new or different 

treatment based on information found online.  



 

42 

 Online support groups have many advantages as well as a few disadvantages. 

Coulson and Knibb (2007) studied an online support group for people with food allergies 

and found that the group was advantageous in that it was easily accessible, provided 

social support and empathy, and helped participants learn new coping strategies. 

Because of the anonymity of participants, however, participants said it was hard to trust 

people when they provide information. This concern might be lessened today as many 

people on social networks use their real name rather than a screen name. In a study of 

an online support group for complex regional pain syndrome, Rodham, McCabe, and 

Blake (2009) found that not only did people support each other, but they often focused 

on the positives in their lives and vented about frustrations. Tichon and Shapiro (2003) 

suggested that self-disclosure in online spaces can deepen intimacy in relationships. 

First, self-disclosure is used to elicit social support from others. Second, self-disclosure 

is used to provide social support to another. Finally, self-disclosure is used between 

people to deepen a shared, reciprocal social companionship relationship. 

 Researchers often examine messages posted in health community forums. 

Ginossar (2008) studied online cancer communities, specifically communities for people 

with Lymphocytic leukemia and lung cancer, and examined emails sent via the group’s 

listserv. Message types were classified as information support, emotional support, 

conflict, and advocacy, though informational and emotional support messages were far 

more common than the other types. Blank and Adams-Blodnieks (2007) looked at 

breast and prostate cancer groups on WebMD. They found that the breast cancer 

groups were twice as active as the prostate cancer groups, posting twice as many 

messages during the same time period. Message content included: medical/treatment, 
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intimacy/sexuality, emotional expression, support and miscellaneous. The results 

showed that 77% of messages were sent by a cancer survivor, illustrating that people 

who do not have cancer are sometimes a part of these communities. Similar studies 

have been conducted examining forums for people with disabilities (Braithwaite, 

Waldron, & Finn, 1999) and eating disorders (Eichhorn, 2008). 

 While studies that examine message content show us what people are talking 

about in these communities, they only show us a small part of how the community 

functions. When they examined message boards, Blank and Adams-Blodnieks (2007) 

for instance, only looked at the first message in a thread, not any of the responses “to 

avoid the iterative nature of threads of message, response, response to a response, 

etc.” (p. 1251). This is a poor way of studying community, as the responses to 

members’ questions can tell us a lot about how that community operates. 

 Malik and Coulson (2010) took a different approach to studying health 

communities by focusing specifically on the disadvantages of social support, ways in 

which the community did not provide support for its members as intended. They 

surveyed 295 participants of infertility support groups, almost all of whom were women. 

They found that more than 57.9% reported disadvantages to the groups, including: 

reading about negative experiences, reading about other women’s pregnancies (which 

caused participants jealousy and pain, as infertile women felt alienated from their now-

pregnant friends), inaccurate information provided by the group, and addiction to the 

support group itself. Participants sometimes received unhelpful replies to their 

questions; the large volume of messages in forums made it hard to follow certain 

people’s stories; and a small clique of people tended to dominate the conversations. 
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Finally, participants reported to a lesser extent technical issues, hostile behavior from 

some people, not receiving replies to messages, and lack of privacy. While this 

research is depressing in that it only focused on negative outcomes, it is important to 

remember that not everyone will benefit all of the time from social support, even in a 

viable health community. 

 Finally, scholars sometimes recommended that health professionals get involved 

with social media to better understand their patients and to provide accurate health 

information when requested. Johnson and Ambrose (2006) recognized that healthcare 

professionals are typically late adopters of new technology and urged professionals to 

be involved in health communities and not lag behind their patients: 

By merely making themselves aware of patient communities, physicians 
can still contribute to an improved quality of the patient experience by 
pointing them to suitable communities. By understanding the sociocultural 
backdrop, and how patients use these communities … health care 
providers will see the need to cultivate them for improved quality of the 
patient’s health care experience, with minimum investment on their part. 
(p. 112) 

Physical and Online Spheres 

 Researchers and the general public often view online occurrences as separate 

from events that occur offline, in “the real world.” As most of the literature in this chapter 

illustrates, researchers often study online environments, blogs, and other social media 

without regard to what happens in the physical world: what physical manifestations of 

disease drive people to search for health information online? How does online health 

communication affect in-person health communication between parents and children, 

doctors and patients, or friends and friends? Digital ethnographers are beginning to 

grapple with the arbitrary dichotomization often made between the “real world” and the 

“online world.” 
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 Hine (2008) said that researchers should not presume that these are separate 

spheres of reality, but recognize that they are actually interconnected. Boellstorff (2008) 

articulated that many researchers believe that “research on virtual worlds must have the 

ultimate goal of addressing the actual world, which is taken to be the only ‘real’ social 

world” (p. 62). Leander and McKim (2003) argued that physical and online spaces are 

co-constructed: it is not possible, or even advisable, to see them as separate spheres 

that never intersect with each other. Boellstorff said, “Actual-world sociality cannot 

explain virtual-world sociality. The sociality of virtual worlds develops on its own terms; it 

references the actual world but is not simply derivative of it” (p. 63). Carter (2004) found 

through her digital ethnography that online social relationships “are deeply embedded in 

the existing practices and power relations of everyday life” (p. 109), adding further 

credence to the idea that the virtual and physical are not so separate. 

 Even the terms researchers use can show their bias. If the term “real world” is 

used when referring to the physical world, the presumption is that what happens in the 

physical world is more real, more tangible, and more important than what happens in 

the online world. If the terms “online world” and “offline world” are used, then the 

opposite problem manifests: the physical world is now defined in terms of the digital 

world. The term “offline” is subordinate to “online”: the physical world is defined as 

something less than the online world. Boellstorff (2008) preferred the term “virtual” when 

discussing the online world, and defined virtual as “almost” the actual: there is a gap 

between representation in the physical world and the virtual world. This “almost” throws 

people out of balance socially, forcing them to consider anew social connections. If 

virtual is defined as mediated, then Boellstorff argued that human lives have been 
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“virtual all along” (p. 5), as humanity has always been mediated by culture. Thus, there 

is no “real” life apart from the virtual life. In this study, the terms “physical” and “online” 

will be used to distinguish between these two spheres, but the distinction between these 

spheres is useful only as terminological shorthand.  

 In the area of health, however, the split between the physical world and the 

online world is not so clean. People primarily go online to search for health information 

when they have an impetus from the physical world: they get sick, feel a weird pain, or 

know somebody who is sick and want to learn more about the condition (Fox & Duggan, 

2013). How their health condition affects them in the physical world drives them to seek 

out health information and communities online, and their interactions in the online world 

will be inextricably linked to the physical world. In most cases, a person will search for 

health information for a condition that affects him or her directly or indirectly. The 

number of people who get invested in an online health community with no personal, 

interpersonal, or professional connection to the condition, who seek out this community 

“just for the fun of it,” are likely in the minority. So while some research endeavors 

arguably should treat the online and physical worlds as fairly separate spheres of 

sociality, for this project, the intersections between these spheres are of prime concern. 

 Certainly, IBD as a disease functions in the physical body: it affects the bowels 

primarily, but can also affect the rest of the body, particularly when nutrition is poor. The 

disease also affects a person’s mental, social, and occupational health, and these 

spheres exist partially in the physical world and partially in the online world. While this 

ethnography is largely a study of the online IBD community, I later show the many 

connections between people’s online behavior and their bodily experiences with the 
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disease in the physical world. Community leaders and audience members alike bring 

their physical sphere online when they share their disease stories with others, and what 

they learn online may in turn influence how they manage their disease in the physical 

realm. 

Are Online Communities Real? 

 After all this discussion of how online communities may or may not function, one 

relevant question needs to be asked: are online communities “real” communities? 

Driskell and Lyon (2002) grappled with this question and concluded that they cannot be. 

A community needs common ties, social interaction, and a place: a virtual community 

has weak ties and social interaction, but no place, argued the authors; thus, it cannot be 

a community.  

 Carter (2004) found that the residents of Cybertown, a virtual city, however, did 

view that world as a place, and spoke about it as such, in terms such as “going there” or 

“being there.” Indeed, one does not technically visit “the Internet.” The “Internet” is 

simply the network of connections between computers and some background software 

programs that facilitate these connections. On the Internet resides, among other things, 

the World Wide Web, and on the WWW reside billions of websites. So when a person 

“goes online” they always arrive at specific websites, such as Facebook, which could be 

definite places, albeit virtual. And while people might tend to have “weak ties” with other 

community members, this should not be seen as an inferior type of relationship, as 

Driskell and Lyons (2002) did. The argument goes: if people have little binding them 

together, unlike many family relationships, then participants can leave the relationship at 

any time: hence, the tie is weak.  
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 People can leave online relationships at any time by ceasing to visit a community 

or website and changing their email address, never to be found again by their virtual 

friends, but in the physical world relationships break down when spouses divorce, 

children move away from parents, and people die. If the online relationship is 

completely voluntary, however, could the voluntariness of the relationship make it more 

special than a relationship that is maintained because of obligation and societal 

pressure, such as between family members or coworkers? People can drop their online 

relationships at any time, but because they often do not, because they persist in 

maintaining these relationships, even though there is no obligation to do so, should not 

this kind of relationship be afforded higher status than that of “weak ties”? 

 The research about the benefits, challenges, and uses of online health 

communities is far from complete. Abbott (2009) called for more qualitative and 

ethnographic research to better understand the relationships between social networks 

and social support. While quantitative work has some value, I think quantitative designs 

are inadequate for capturing the full range of supportive experiences and behaviors. 

From my experience, positive effects of social support are more idiosyncratic in nature 

than concrete. For a condition like IBD, which can affect people in varied ways, the 

benefits people receive from support groups will be contingent not only on their disease 

status, but on the type of support received, the type of support sought, personal factors 

such as attitudes and dispositions, occupational factors, length of time with the 

diagnosis, length of time receiving support, who the support comes from, and more. The 

value of qualitative research, then, is not in making generalizations to a group of people, 

but in identifying nuances and peculiarities in a population so that researchers do not 
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make hasty and potentially inaccurate generalizations. By having knowledge about both 

the breadth of experience and depth of experience, discerning medical professionals 

can draw on a wealth of data to provide relevant recommendations to patients based on 

myriad personal factors. 

Health Blogs 

 Perhaps because of the social nature of blogging technology (e.g., linking to 

other blogs, allowing users to comment on blogs), researchers recently have been 

studying how health blogs facilitate social support for people with health conditions. 

Some scholars have evaluated the quality of health information on blogs, 

deemphasizing the social structure of blogs, focusing instead on comparing the health 

information patients offer to health information medical authorities offer. 

 Rains and Keating (2011) surveyed 121 bloggers to see if bloggers perceived 

that they were socially supported by their community. They found that health blogging 

was associated with perceived social support from readers of that blog and that the 

more frequently one blogs, the greater the perceived support. Reader support was also 

positively associated with perceptions of personal growth and health self-efficacy. While 

this study is an important beginning to understanding the community features of blogs, 

the study itself was rather simplistic, examining frequency and word count of posts, but 

not specific strategies bloggers use to get support from their audience. The researchers 

looked at the proportion of posts with at least one comment and associated that 

measure with perceived reader support, but does simply having a comment on the blog 

imply community support of the blogger? What about the content of that comment? 

 Sanford’s (2010) study of morbidly obese bloggers offers much more insight into 

how blogging leads to social support. She surveyed 50 bloggers and examined their 
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blogs for four months and found many ways in which blogging was associated with 

social support. First, blogging allowed for empathy. Bloggers found that others 

understood what they were going through, and some found the online community more 

supportive than interactions they have with people face-to-face. Some bloggers also re-

read comments on their blogs, which helped them feel supported. Second, blogging 

ensured accountability. Morbidly obese bloggers were often trying to lose weight; if they 

posted their weight loss goals, readers could keep them accountable. Bloggers also 

shared with their readers their missteps, such as when they gained weight back.  

 Third, blogging provided a space for venting and seeking advice. Sanford (2010) 

found it was hard to distinguish between the two behaviors, as sometimes a blogger 

vented about a problem in the beginning of the post, but by the end was asking the 

community for advice on how to deal with the problem, and vice versa. Bloggers also 

did not vent entirely about health issues: sometimes non-health issues, such as marital 

problems, divorce, or job loss became the subject of conversation. Fourth, blogging 

about obesity validated the weight loss experience. Getting comments from others and 

recognition from other websites helped the blogger feel supported and validated. In 

some cases, blogging also led to television appearances or book deals, which further 

validated the blogger’s experience. 

 Sujin and Chung (2007) surveyed cancer bloggers to get a general idea of the 

characteristics of this group. They found that 59.3% of bloggers actually had cancer; 

31.9% of blogs were authored by family or friends of people who have cancer, and 6.2% 

of cancer blogs were authored by healthcare professionals. The researchers uncovered 

three general groups of bloggers: new bloggers, long-timers (people who have been 
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blogging for a while) and a highly motivated group (people who were more involved in 

the online community and tended to have the most frequent behavior change). Effects 

of blogging included: helping inform cancer decisions, learning new information, forming 

relationships, and feeling empowered.  

 Another serious health condition examined was ocular inflammatory disease 

(Mehta, 2007), which causes pain and redness and can lead to uveitis, a potentially 

blinding condition that can cause loss of independence, lost wages, and burdens on 

family and friends. The researcher studied 103 blogs to better understand the emotional 

and psychological impact of the disease on people. People often discussed the difficulty 

of getting in contact with their physicians and unsympathetic front office staff. Mehta 

suggested that physicians can learn a lot about patient perceptions and experiences by 

reading health blogs. Heilferty (2009) also suggested that health professionals should 

read patient blogs to learn more about a particular disease: “Reading and incorporating 

illness blogs into care will enhance patient-provider relationships by acknowledging that 

just a mere fraction of life with cancer can be expressed or observed during clinic visits 

or hospital stays” (p. 1546). 

 More general blogging research has focused on the characteristics of health 

bloggers and the quality of health information they provide. Miller and Pole (2010) 

analyzed 951 health blogs in 2007 and 2008 and found that women wrote a majority of 

the blogs (56.8%). The average age of bloggers was 35.8 years, and two-thirds had 

either a master’s or a doctorate—a highly educated population. Half of health bloggers 

also worked in health professions. Individual experiences with a particular health 

concern were discussed 42.6% of the time, and the conditions focused on most often 
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were mental health issues (19.8%). Of interest to this ethnography, only 5.4% of blogs 

focused on chronic illness. The authors mentioned “blogging’s interactive features—

blogrolls, links that appear in posts, and comment sections—might be especially well 

suited to creating virtual support networks” (p. 1516), but did not elaborate on how this 

is done. One goal of this ethnography is to fill this gap by understanding exactly how 

people build community using new media platforms like blogging.  

 Examining Internet content for the quality of health information remains a top 

concern of researchers. Buis and Carpenter (2009) examined health and medical blogs 

(those blogs whose primary purpose was to provide medical information, not illness 

journals in which a person described his or her history of illness) to understand what 

bloggers talked about and how they built credibility. They found that about half of blogs 

were disease-specific, and half were general medical blogs. Most often bloggers simply 

responded to external media (that is, health coverage in other media). Most of these 

bloggers had medical credentials, but actual medical information was not very 

prevalent. While this study yielded some interesting results, by cutting out personal 

journals, they largely excluded patient voices from their study.  

 Finally, Guardiola-Wanden-Berghe, Sanz-Valero and Wanden-Berghe (2010) 

tested the quality of eating disorder information on blogs. Only 37.6% presented 

appropriate eating disorder messages. Most often bloggers presented their individual 

opinions and disguised their identities. The authors also took issue that no blog used 

comment control settings (e.g., filters for inappropriate comments) or said anything 

about how readers should ethically post comments. The researchers argued that an 
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identifiable author and a link to a reputable medical institution “constitute the principle 

quality criteria to bear in mind” (p. 152), privileging medical voices over lay voices. 

 Blogging, though, can be about more than providing health information: it can 

also be a tool used in identity construction as health bloggers often tell stories about 

themselves and what they have experienced. Bamberg (2011) argued that narratives, 

the small stories people tell about themselves, can be used to construct an identity. This 

identity need not be fixed or subjected to one societal discourse. Bamberg suggested 

that instead of focusing on the content of stories, researchers could do well to examine 

how stories are told, the contexts in which they are told, and how the stories are 

adapted for local environments, as this process is just as much a part of identity 

construction as the story’s content is. I agree that research about health blogs needs to 

consider in greater detail the social nature of blogs, not just the content. 

YouTube and Health 

 Started in 2005, YouTube is currently the third most visited website on the 

Internet, behind Google and Facebook at number 1 and 2 respectively (Alexa, 2012). 

My interest in YouTube is not due to the site itself: social media platforms come and go. 

Rather, my interest is in video as a mode of expression. People have been expressing 

themselves and telling their illness stories through blogs, and before that through 

message boards, for years. The written word is one of the easiest ways to express 

oneself on the web. Video, however, is more challenging (though becoming less so with 

the decreased cost of digital recorders and cell phone cameras). Additionally, video can 

be much more personal than the written word: from my own experience with UCVlog, I 

know that many people feel as though they personally know me because I speak 
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directly to them on the camera. They form a bond with me and readily trust me, more so 

than I think they would if I expressed myself solely through writing. 

 Scholarly interest in health videos has understandably focused on YouTube 

because it is by far the most popular video sharing website and has the largest 

community of viewers of any video website. Research often focuses on the credibility of 

health information presented through YouTube videos, which is where this section will 

start. Following that, I will examine how users challenge medical knowledge and 

stereotypes through video. 

YouTube and Health Information 

 YouTube is often used to educate people on all manner of subjects, and because 

patients often turn to the web when seeking medical information, understandably health 

professionals are concerned with the quality of information accessible online. Backinger 

et al. (2011) searched for smoking cessation videos on YouTube to analyze the quality 

of medical information presented in 191 videos. In particular, they looked for evidence-

based practices. While many videos did contain evidence-based practices, more than 

half contained non-evidence-based information (which was least desirable to the 

researchers), or a mix of evidence-based and non-evidence-based practices (which the 

researchers saw as better, but not as good as information that is exclusively evidence-

based). Richardson, Vettese, Sussman, Small and Selby (2011) conducted a similar 

study on smoking cessation videos—seemingly in parallel to Backinger et al.’s (2011) 

study—and found that YouTube was not a major source of user-generated smoking 

cessation content. They shared the same concerns that many of the videos do not 

depict evidence-based practices. They recommended that public health professionals 

rectify the dearth of quality videos by first uploading existing versions of anti-smoking 
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commercials to YouTube, and in the long term, developing more evidence-based videos 

that take advantage of the interactive nature of the web. Essentially, they recommended 

that health professionals “flood” YouTube with good content to drone out bad videos. 

 Lim Fat, Doja, Barrowman and Sell (2011) searched YouTube for videos related 

to infantile spasm, a rare childhood epileptic encephalopathy. This condition can be 

distressing for parents; thus, proper education on recognizing infantile spasms could 

lead parents to seek treatment for their children sooner. The authors assessed videos 

on three criteria: technical quality, diagnostic accuracy, and efficacy as a clinical 

example. While most videos had good technical quality, only about 60% accurately 

portrayed a diagnosis of infantile spasms. The researchers found many excellent clinical 

examples that portrayed infantile spasms accurately; however, they also found many 

videos that were not good examples for parents. Thus, YouTube has the potential to 

provide high quality educational videos, but the researchers suggested that doctors 

need to be Internet guides who help patients find the right resources. 

 Murugiah, Vallakati, Rajput, Sood and Challa (2011) examined CPR 

(cardiopulmonary resuscitation) videos and found that most videos presented accurate 

information about how to perform CPR, but many videos included incorrect information, 

omitted vital steps in the CPR process, or did not list the credentials of the people 

making the video. The authors noted that while YouTube has the potential to be a vital 

platform for health education, the medical content on YouTube is also unregulated. 

Pandey, Patni, Singh, Sood and Singh (2010) looked at swine flu videos—a major 

public health interest in 2009—and classified them as useful (61.3%), misleading 

(16.2%) and news updates (22.5%). The news updates often contained no information 
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about prevention and treatment. Fortunately, they found that videos by the Centers for 

Disease Control had the highest viewership and most accurate information, which was a 

sign that people preferred quality information, though Murugiah, Vallakati, Rajput, Sood 

and Challa’s (2011) study on CPR found that view count was not associated with 

information quality. 

 The hit-and-miss quality of health information found in YouTube videos has been 

documented in other studies as well. Sood, Sarangi, Pandey and Murugiah (2011) 

examined 199 videos about kidney stone disease and found that 68% of videos had 

useful information, whereas 18.1% had misleading information. University channels had 

the best overall information regarding prevention, symptoms, treatment, and other 

information. Finally, Sajadi and Goldman (2011) searched Facebook, Twitter, and 

YouTube for information on incontinence and classified results as: useful, commercial 

product, complementary or alternative medicine, or not informative. On Facebook, only 

13% of results were informative; on Twitter, 60%; and on YouTube, 47% of results were 

informative. The authors concluded that at this time, social networking sites do not have 

as much useful information as they would like. 

 While these studies take important first steps in analyzing the quality of health 

information on YouTube, they all suffer from the same limitation: they do not capture 

how audiences perceive these videos, or what effect this information has on people’s 

health behaviors. People get health information from many sources, and likely nobody 

gets all her or his information solely from YouTube. Thus, a logical next step to this line 

of research is to understand how people discern good information from bad when 

presented with online video. 
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Challenging Conventional Medical Authorities on YouTube 

 Presentation of accurate or misleading health information is one thing: what is 

perhaps more distressing for researchers and health practitioners is the number of 

people on YouTube who not only present inaccurate information, but who challenge 

conventional medical authorities. Many people on YouTube approach medicine from a 

different perspective than the dominant Western perspective, and this is often (though 

not always) seen as a problem by researchers. To take a straightforward current issue, 

Ache and Wallace (2008) examined 146 videos for how they portrayed, either positively 

or negatively, the human papillomavirus (HPV) vaccine, which has been shown to 

protect against cervical cancer. Most videos portrayed the vaccine positively, but 25% 

portrayed the vaccine negatively in that video content reflected distrust of the efficacy of 

the drug, complaints about perceived side effects, or opposition to government efforts to 

mandate the vaccine in young girls. Yoo and Kim (2012) examined obesity videos to 

see how obese people are portrayed, looking in particular for stereotype-reinforcing and 

stereotype-reducing portrayals. They found that obesity was almost always presented 

as a personal failure; social and environmental factors were rarely mentioned. 

Unhealthy food choices and a sedentary lifestyle are the primary causes of obesity, 

according to the videos, and exercise and healthy eating are the solutions. The authors 

concluded that these videos reinforced fat stigmatization and did little to help viewers 

understand the causes and solutions to obesity in a more holistic manner.  

 Many researchers have examined smoking videos on YouTube and similarly 

found cause for concern about how smoking was portrayed. Forsyth and Malone (2010) 

found that smoking videos on YouTube were predominantly pro-smoking. Additionally, it 

appears that certain YouTube guidelines were frequently violated, as young-looking 
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girls were often shown smoking, which violates YouTube’s no-underage-smoking 

guideline. Kim, Paek, and Lynn (2010) came to a similar conclusion in their examination 

of smoking fetish videos (videos that show people, usually young women, in sexualized 

smoking situations). They found that 85% of smoking fetish videos were easily 

accessible to youth, even though the content of the videos, by YouTube’s own 

standards, should be locked to youth (meaning they would have to sign in to YouTube 

with an account verifying their age; youth can easily lie, however, about their age, with 

no penalties). Elkin, Thomson and Wilson (2010) examined smoking videos for their use 

of brand imagery. Major tobacco companies say they do not advertise online, though 

the researchers found that many pro-smoking videos did contain brand imagery. The 

researchers strongly implied that tobacco companies were indirectly advertising their 

products through user-generated videos, though this assertion could not be supported 

by the study. 

 Vogel (2011) warned against medical how-to videos, videos that depict 

procedures that doctors typically perform, such as removing toenails, teeth, stitches, 

and so forth. Vogel suggested that patients do not like to wait at doctors’ offices and 

either do not like to pay expensive bills for simple procedures or do not have insurance, 

so they might turn to the Internet to learn how to do these procedures themselves. 

Finally, Kelly, Fealy and Watson (2012) examined the top 10 videos on YouTube for 

“nurse” and “nursing” to see how the profession was portrayed, and three major nursing 

identities emerged: the nurse as a skilled knower and doer (4 videos), the nurse as a 

sexual plaything (4), and the nurse as a witless incompetent individual (2). While the 

authors found it encouraging seeing some videos portraying the nursing profession in a 



 

59 

positive light, videos that created or maintained alternative discourses about nursing 

were perceived as damaging to the profession.  

Importance of YouTube to Medical Professionals 

 Because of the increasing use and prevalence of social media, health 

professionals are slowly learning how to use the web in a professional capacity; 

however, as health professionals enter new territory, there are many questions about 

how health professions should use these new tools and still maintain the professional 

standards for which they are known and to which they are bound (Holt, 2011). Greysen, 

Kind and Chretien (2010) warned health professionals, particularly younger ones just 

entering the profession, to be careful about how they use social media, as this use 

leaves a digital footprint that can be hard to erase. They also said: 

We must go farther than curtailing unprofessional behavior online and 
embrace the positive potential for social media: physicians and health care 
organizations can and should utilize the power of social media to facilitate 
interactions with patients and the public that increase their confidence in 
the medical profession. (p. 1229) 

 Evans (2012), a family doctor, made a video about exercising and soon saw it go 

viral, watched by more than 2 million times and commented on extensively. Evans 

suggested that medical professionals have a huge opportunity to take advantage of the 

web and should seek to make content more interactive to engage with patients.  

 Health videos could also impact the medical knowledge of health professionals. 

Dinscore and Andres (2010) reviewed various websites that offered surgical videos, 

which can be a great educational asset for surgeons. They discussed the pitfalls of 

these various websites and offered suggestions about how surgeons can discern 

between good content and bad. Robichaud et al. (2012) wanted to see if first-year 

medical students were influenced by videos critical of the seasonal influenza vaccine. 
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They conducted an experiment in which the first group was shown a video that had a 

more “scientific” presentation critical of vaccines, and the second group was shown a 

video that used anecdotal evidence and media clips. The groups were surveyed before 

and after watching the videos to see if the video influenced their perception of the 

vaccine. Fortunately, the videos did not sway any medical students to change their 

views on vaccines, though a subset of the medical students on the pre-test expressed 

some doubts about vaccines.  

 The effect and use of videos by medical professionals has yet to be fully 

explored, as researchers have been far more interested in how videos could potentially 

affect patients. One thing that is clear from the studies about health information and the 

challenging of medical stereotypes on YouTube is that many researchers believe there 

is a lack of quality health information on the Internet and recommend that professionals 

and organizations fill this gap by providing more videos.  

 While this sounds good in theory, I believe in practice, medical professionals 

have far more barriers to posting content online than individuals do. Professional videos 

cost time, money, and effort, and medical organizations may be more worried about 

protecting their identity and reputation—and reducing their liability—than offering useful 

information to patients. In the inflammatory bowel disease community, I have seen that 

doctors and gastroenterologists have been extremely slow in taking advantage of 

YouTube as a medium for education: thus, patients fill the gap. I have observed that 

individuals are better prepared to post as videos more cheaply and easily, often just by 

turning on their webcam and uploading the video as soon as they hit Stop. Individuals 

are not burdened by professional codes of ethics or institutional review, and often work 
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solo, so they have few to no bureaucratic barriers to posting. Individuals often have 

fewer inhibitions and are more readily able to discuss topics that medical professionals 

do not often touch (such as criticism of the US health system or Western medicine 

practices), and there are few sanctions to individuals for posting inaccurate or 

misleading information. Hence individuals overwhelm the Internet with their content (for 

better or ill), and the dominant medical perspective becomes the minority in certain 

online spaces.  

Gaps in the YouTube Research 

 To conclude this section on YouTube videos, it is important to point out the gaps 

in this line of research. Researchers have been particularly interested in the portrayal of 

health information through videos and have been distressed when the YouTube 

community challenges medical authority and medical knowledge. What has been 

missing in the research is an analysis of patient voices. Researchers have focused so 

much on medical information that they have missed the fact that many patients tell their 

stories through video, and these videos offer not just medical information, but also 

support for others with that condition.  

 In my experience online, many people have told me that they appreciate not just 

the medical information I provide, but more than that, appreciate just knowing about 

somebody else with the disease. Other evidence supports the idea that people desire 

more from the Internet than just health information; they also desire social support (Lee 

& Hawkins, 2010; Walker, 2013). For many people, the Internet is the medium through 

which they first encounter other people with their same health condition. In one telling 

example, Sood, Sarangi, Pandey and Murugiah (2011), in their study of kidney stone 

disease videos (discussed previously), categorized videos as useful, misleading, and 
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“personal experience.” These personal experience videos were counted separately and 

did not factor into their analysis at all, other than a simple count. Cannot personal 

experience be useful or misleading to other people? Personal experiences of patients 

seem to occupy, in some researchers’ minds, a state of lesser importance when it 

comes to scientific medical knowledge. 

 Researchers also occasionally display a lack of understanding about how 

YouTube works, and their recommendations for how health professionals should use 

YouTube is contrary to the spirit of the website. The most telling researcher 

misconception comes from Kelly, Fealy and Watson’s (2012) study of nursing videos 

and how the profession was portrayed. Because many of the videos portrayed the 

profession in a poor light, the researchers offered this criticism and recommendation: 

Although nursing’s regulatory and professional representative bodies are 
not expected to engage in an online discourse through posting video 
content on YouTube, their remit includes the effective use of their statutory 
clout to act to protect the profession from the propagation of immoderate 
and damaging representations of the nurse. This clout can be exercised 
by lobbying legislators to ensure the protection of the profession from such 
stereotyping. Such lobbying might include calls for even greater 
democracy in the process of moderating online YouTube content, with 
professional bodies having the decision-making powers alongside 
corporate voices. (p. 1811) 

 In other words, the authors did not like how YouTube ranked nursing videos, and 

they did not want to play by the rules of YouTube: they wanted the nursing profession to 

have a say in “the process of moderating online YouTube content” (p. 1811). They 

believed that if their professional bodies are given “decision-making powers alongside 

corporate voices” that this will lead to a more democratized web. In actuality, I believe 

this would lead to a less democratized web. Videos are ranked according to how 

popular they are: how many times they are watched, rated, commented on, and shared 
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on other social networking platforms. Occasionally advertising is used to boost the 

popularity of a video, but most of the popular videos on YouTube did not get to the top 

through advertising, but by word-of-mouth, through the viral spread of the video in 

online spaces: in other words, a very democratic process.  

 Elkin, Thomson, and Wilson (2010), in their study of pro-tobacco videos, found 

that many of them used imagery of specific cigarette brands. They argued that if 

cigarette companies do not advertise online, but their brands appear online, then they 

are indirectly advertising by looking the other way when individuals advertise for them. 

The authors made a strange argument that if the videos are not sponsored by tobacco 

companies, then that means individuals are breaking copyright laws through the use of 

brand imagery. Breaking copyright laws is grounds for video removal from YouTube, so 

the authors recommended that people flag pro-tobacco videos for alleged copyright 

violations. This argument is unusual because the authors are against the pro-smoking 

message, and yet want to tackle that message by pointing out copyright violations; in 

other words, helping protect tobacco companies’ own brand and image. The strategy of 

flagging videos for copyright violations would also likely be ineffective: it amounts to little 

more than fixing a leak in a boat by punching another hole in the hull so that the water 

can drain out. As meticulous as some companies are in flagging copyrighted material on 

YouTube, even Hollywood and the music industry cannot stop all pirating; if copyrighted 

imagery is deleted, nothing prevents it from being uploaded again in the future.  

 A good example of how medical professionals often do not understand how the 

YouTube community functions is explained in the research of Hess (2009). In the case 

study, he examines what happened when the Office of National Drug Control Policy 
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(ONDCP) uploaded eight anti-drug commercials on YouTube in 2006. Initially, viewers 

were allowed to comment on and rate videos, but the ONDCP quickly disabled these 

features when the videos were overwhelmingly rated negatively, and most comments 

challenged the authority of the ONDCP and federal government’s war on drugs, instead 

championing a pro-drug discourse. After disabling commenting and rating features—

which are central to the structure of how YouTube operates—viewers responded by 

parodying the videos, uploading videos with counter-narratives about drugs, creating 

videos that mocked the ONDCP, and re-uploading the original ONDCP videos—but with 

the comment and rating features enabled.  

 While Hess was quick to conclude that “YouTube’s dismissive and playful 

atmosphere does not prove to be a viable location for democratic deliberation about 

serious political issues” (p. 411), I offer an alternative explanation. YouTube as a 

community has unwritten and written rules about how the community should act and 

treat itself, and when people break those rules—particularly traditional authorities—the 

community may rally against the authorities, rather than include them in the 

conversation. I have seen from personal experience that YouTube can be a space for 

serious discussion of medical issues, and some of the research about the quality of 

medical information in YouTube videos speaks to this as well. Traditional medical 

authorities must work with the community, not against it. Their status as “authorities” 

does not necessarily hold the same weight in the online world compared to the physical 

world. In fact, some researchers have suggested that if physicians collaborate with their 

patients, such as by interpreting medical information patients find online and by 

suggesting credible online information sources, that this will not only strengthen the 
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patient-physician relationship, but patients may receive higher quality medical care 

(Wald, Dube, & Anthony, 2007). 

The Interplay of People, Communities, and Technologies 

 Because online communities involve so many different people, perspectives, 

concepts, and technologies, a theoretical framework is needed to organize how 

everything relates to each other. I find that prescriptive mass communication and health 

communication theories are often inadequate in explaining how online health 

communities work. Activity theory, an interdisciplinary framework, is one such 

theoretical viewpoint that proves especially useful. Activity theory has its roots in the 

ideas of dialectical materialism by Marx, but was developed by Soviet researcher 

Vygotsky as a theory of psychology in the 1930s, and later his work was expanded by 

his followers in the 1970s (Bertelsen & Bodker, 2003). The theory was a reaction 

against behaviorist theory that examined subjects and objects in isolation (Kuutti, 1995). 

Vygotsky criticized behaviorist psychology that examined how individuals act to 

accomplish goals in a laboratory setting, which he felt did not translate fully outside the 

laboratory.  

 Instead, Vygotsky, and later other researchers, proposed looking at how 

mediators explained the subject-object relationship (Bertelsen & Bodker, 2003). If 

objects are defined as the goal of action, then in the case of the online community under 

investigation, an object could be the acquisition of health knowledge. Activity theory 

posits that, instead of looking solely at how subjects pursue objects through action (in 

this case, what actions people with IBD take to acquire health information about their 

condition), researchers should look at the broader context that shapes people’s 

behavior. 
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 Under activity theory, the unit of analysis is not the subject-object relationship, 

but rather, the unit of analysis is the “activity,” which is defined as the actions in pursuit 

of a goal (object) mediated by means (or tools), community, rules, and a division of 

labor (Bertelsen & Bodker, 2003). While activity theory has been used extensively in 

education, scholars have been using activity theory to understand online communities 

and human-computer interactions (Barab, Evens, & Baek, 2004; Baran & Cagiltay, 

2010; Bertelsen & Bodker, 2003; Heo & Lee, 2013; Sam, 2012; Young, 2009). Activity 

theory has also been applied in the context of health, as in the case of Schaffer, Reyes, 

Kim, and Collins (2010) who used activity theory to understand how patients with type 2 

diabetes self-managed their chronic condition, or in the case of Toth-Cohen (2008) who 

used the theory to describe how occupational therapists use clinical reasoning when 

working with caregivers of persons with dementia. 

 

Figure 2-1.  Activity triangle, adapted from Engeström (1999) 
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 Activity theory is not a theory proper with predictions and hypotheses (Kuutti, 

1995), but a set of related ideas that assist in studying individuals and culture 

simultaneously (Sam, 2012). The main components of activity theory are visualized in 

the Figure 2-1, the activity triangle. 

 To make the components of this framework understandable, I will describe them 

in relation to the online IBD community. The basic relationship is between the subject (a 

community member) and the object or goal of action. In the case of audience members 

of an online IBD community, an object could be emotional support or raising awareness 

about the disease. The outcome, hopefully, follows from pursuit of that object: 

succeeding in being emotionally supported or succeeding in raising awareness. 

Individuals do not pursue objects without the influence of other cultural forces (Sam, 

2012). In this scenario, community acts as a powerful mediator: individuals, through 

participation in an online community, pursue objects. The subject-object relationship is 

also mediated by means or tools, which could be material tools (e.g., online 

technologies) or ideological tools (e.g., language; Barab, Evans, & Baek, 2004). The 

subject-community relationship is mediated by rules of conduct, norms for how people 

should participate in online communities. And finally, the community-object relationship 

is mediated by a division of labor: different people engaging in different actions in 

pursuit of the object. This entire system working together, then, constitutes the “activity.” 
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Figure 2-2.  One possible application of the activity triangle to the online IBD community 

 Activity theory also distinguishes between different levels of activity. Activities are 

motivated by something; activities are made up of discrete actions (which have their 

own temporal goals), and actions are made up of operations (Kuutti, 1995). To define 

these terms with an example from the online IBD community: an activity might be 

“providing support for people with chronic illness” which is motivated by the desire to 

help other people. This activity is accomplished through the use of different actions, 

such as posting an encouraging message in response to somebody’s illness story; the 

goal of this action is to provide support. That action is made up of smaller operations: 

logging onto the website, typing the encouraging message, then hitting “post” with the 

mouse.  

 In my study I am not concerned with operations, but instead, the difference 

between actions and activities. Bertelsen and Bodker (2003) differentiated between the 
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two by saying: “Activity is realized through conscious actions directed to relevant goals. 

Actions are realized through unconscious operations triggered by the structure of the 

activity and the conditions of the environment” (p. 305). In other words, the behaviors 

that people use to accomplish their goals are both conscious and unconscious but are 

always shaped by cultural factors. Kuutti (1995) argued, though, that the borders 

between activities and actions can be blurry. The same action can be directed at many 

different activities. The action of posting a comment on a blog could contribute to the 

following activities: providing emotional support, sharing health information, raising 

awareness, or responding to conflict in the community. In a similar fashion, activities 

can be accomplished through different sets of actions. If the activity is sharing health 

information, the actions used to accomplish that goal might be: writing a blog post, 

recording a video interview with a doctor, or posting a link on Twitter to a medical study.  

 The activity triangle as briefly described is designed to help think about the way 

subjects and objects are related (Roth & Lee, 2007). The framework might be 

particularly useful in examining the effect digital technology has on the way people 

undertake actions. Of importance to this study is how the use of new media technology 

shapes the online community. Wertsch (2002) argued: “It may be important to take into 

consideration the possibility that one cannot simply add asynchronous communication 

tools into an existing mix of social and psychological processes without changing them 

in fundamental, unintended ways” (p. 106). Later I show how the interplay between 

subjects, communities, objects, and technologies affects the shape of these 

communities, the way technology is used to achieve goals, and how people are affected 

by the technology they use. 
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The Social Construction of Medicine 

 Medical anthropologists have conducted considerable research into the ways 

society and culture constructs and represents illness and medicine. Western medicine is 

often biased by biomedical perspectives that see illness as largely a biological problem 

that is best combated with rational, scientific, objective medicine. Medical 

anthropologists have shown, though, that how society constructs medicine has a 

significant effect on both the patients and the medical industry that surrounds them. This 

discussion is particularly relevant for this research, as the study of online communities is 

not just about how these communities are created and maintained using communication 

practices. How people with IBD view and conceptualize their illness will likely have a 

substantial influence on how these communities function or fail to function. 

 Many facets of illness and medicine are social constructions, so it is good to start 

by examining how disease itself can be constructed. Mol (2002) argued, in her study of 

atherosclerosis, that disease does not exist as a single, objective reality; rather, multiple 

forms of the disease can exist in the same body, each of which are social constructions 

based on observable and experienced realities. Differences between these diseases, 

which may all go by the same name, can be slight to significant, depending on who 

evaluates the disease, from the physician to the surgeon to the technician to the patient. 

“In practice the body and its diseases are more than one, but this does not mean that 

they are fragmented into being many” (p. viii). She argued that different diagnostic tests 

can reveal different diseases: a surgeon might see one disease, but a technician sees 

another. To make these disparate accounts of disease cohere, a variety of techniques 

can be used. Diagnostic tests, which might produce different conclusions about the 

diseases, can be ranked in a hierarchy so that one test “wins” over the other. 
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Conversations between patient and physician can also condense these multiplicities as 

the two work to find a unified vision of what the disease is and how it can be treated. 

 Perhaps this is why patients and gastroenterologists have such divergent views 

on how IBD is experienced. Dudley-Brown and Baker (2012) surveyed both patients 

with ulcerative colitis and gastroenterologists (though not the same doctors who treated 

the patients) and asked each group about their perceptions of the disease. They found 

that patients perceive that their disease is more severe than physicians perceive it to 

be. Physicians tend to overestimate patient control over the disease and tend to 

underestimate the impact it has on patient lives. Patients reported an average of eight 

flare-ups per year, whereas physicians estimate that three flare-ups per year is average. 

Seventy percent of patients feel the disease is embarrassing, but surprisingly, given that 

the disease is associated with frequent accidents and bowel movements, only 33% of 

physicians feel it is embarrassing. The differing perspectives can probably be traced to 

the different experiences doctors and patients have with the disease. The patient has 

primarily her or his bodily experience, which is persistent and ever-present, whereas the 

doctor sees patients intermittently, so may have less experiential knowledge about any 

one patient, but on the other hand, has a breadth of knowledge that comes from 

examining many patients. 

 Treatment of disease is also contingent on many societal factors: the matter is 

more complicated than simply selecting a medicine as if it were a tool and applying it to 

the body to fix it. Surgery is inextricably linked to IBD as a treatment method, as a third 

of people with ulcerative colitis and up to 75% of people with Crohn’s disease eventually 

have some form of surgery (CCFA, 2013a, 2013b). One of the most common, and 
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arguably the most invasive, is ostomy surgery, which is often the result of colon removal 

or the removal of a portion of the small or large bowel. Sharp’s (2006) work on organ 

transplantation is illuminating here. Sharp articulated that Americans remain fascinated 

with organ transplantation, many considering it one of the great miracles of modern 

medical science. Admittedly, organ transplantation is more complex than ostomy 

surgery: attaching a foreign organ into a living body is more complicated than removing 

an organ from a living body. Ostomy surgery, however, is not afforded the same awe as 

organ transplant, even though both surgeries unnaturally extend life, permanently 

change the body, and have the potential to increase quality of life—albeit with risks and 

complications. In fact, ostomy surgery is often considered “disfiguring” by health 

professionals, rather than “refiguring,” a term that does not carry as many negative 

connotations. While bowel transplants are possible, they are rare (Brown, 2009). 

Transplantation of the colon is rarely attempted, as the colon is not considered a 

“necessary” organ. Small bowels are sometimes transplanted, but only as last resorts, 

usually for patients who suffer from small bowel syndrome, a condition caused by 

removing too much bowel, resulting in poor nutrition absorption (Children’s Hospital of 

Pittsburgh of UPMC, 2013).  

 The organ transfer industry, as well as many recipients of organ transplants, 

considers organ transplantation a “gift of life” (Sharp, 2006). Death from IBD is possible 

from certain complications, but is rare (Card, Hubbard, & Logan, 2003). For some 

people with IBD, though, some fates are worse than death, such as an untreated flare-

up, and ostomy surgery at the very least provides many people with a renewed quality 

of life, even at the cost of “disfigurement.” Sharp (2006) also explicated how taboos 
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surrounding organ donation are socially constructed—and deconstructed. Organ 

procurement officials work hard at maintaining the anonymity of organ donors, and yet 

transplant recipients often connect with the organ donor’s surviving kin: either 

psychologically through elaborate mental constructions, or personally by seeking out the 

donor’s kin with a bit of amateur investigation work, thereby resisting the cultural taboo 

against contacting donor kin, and reconstructing organ transplantation in a way that 

makes sense to the recipient. In a similar way, people with inflammatory bowel disease 

can resist the taboos against discussing defecation and chronic illness by reconstructing 

primary bodily functions in a way that makes sense to them. 

 Although Douglas’ seminal work Purity and Danger (1966) was primarily focused 

on explaining and affirming “primitive” religion, her discussion of dirt and pollution is 

particularly relevant here. Douglas defined dirt as “matter out of place” and discussed 

how many things—such as foods, bodily fluids, and sexual activities—can be 

considered “dirty” if they are experienced in the wrong context. Both primitive and 

contemporary societies, she argued, are concerned with the separation of the sacred 

and the polluted. Through rituals, dirt can be put in its proper place, which creates order 

in the world. Adult society often has a problem with the discussion of excrement and 

waste, contributing to the stigma many with IBD feel. And yet, expelling waste is a 

primary human function, something everybody does on a regular basis. Human waste 

can only properly exist in three places in America: in the body, in the toilet, or in the 

garbage can (but usually only in the cases of soiled diapers or animal waste). It should 

not come into contact with a person’s pants, and definitely not with a person’s bedding. 

Much of the stigma people with IBD feel, I have noticed, comes not necessarily from 
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other people, but from themselves. People seem to have a natural disposition against 

excrement touching their outside body. Excrement is put in its place through proper 

defecation rituals: “going to the bathroom.” That is the socially appropriate place to 

eliminate waste. Included in this ritual is the prelude, excusing oneself to “go to the 

bathroom.” Children are taught at a young age to either politely excuse themselves to 

the bathroom or to go on their own without asking for permission. Excusing oneself is 

meant to draw the least amount of attention as possible. If something must be said, 

saying “I have to be excused” or “Let me stop by the bathroom real quick” is better than 

bluntly saying, “I have to poop!” as kids sometimes say. Living with IBD is challenging, 

both for patients and outsiders, because it often involves a lack of control over “dirt.” 

 The social construction of IBD has been touched on by others, such as 

Defenbaugh’s (2011) autoethnography about navigating the medical system—which 

she saw as patriarchal and dehumanizing—and reconstructing her body image in light 

of her diagnosis with IBD. I will return to this topic later in the study when examining 

how people with IBD use new media tools to reconstruct the illness in a way that makes 

sense to them. 

Theoretical Assumptions 

 To conclude this chapter, I will outline the theoretical assumptions I bring to this 

study. Every researcher has biases, and these assumptions reflect my biases. By 

revealing my subjectivities upfront, the reader can better assess the quality of the 

research, not only in light of my perspective, but their own. 

 Patients and medical professionals both have authority over the disease 

and the body, but this authority is relative and contingent. I disagree with the view 

that medical professionals alone are experts on disease and health, that patients are 
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subordinate to medical professionals when it comes to management of the disease, 

knowledge of the disease, and knowledge of how the disease affects the body. In 

general, medical professionals have extreme, but intermittent, authority over the 

patient’s body, usually when the patient provides permission (except in cases when 

family members make medical decisions for patients who are unable to). Perhaps the 

most authority is given to doctors when the patient is under anesthesia during a 

procedure like a colonoscopy or surgery. In those situations, the doctor is in complete 

command of the patient’s body and has far more responsibility for the body’s wellbeing 

than the patient does. The patient, however, has a long-standing authority over and 

knowledge of her or his body. The patient lives with the body every day, not the medical 

professional, so while the medical professional may understand, theoretically, how the 

body and disease should function, the patient understands the body in a way the 

medical professional often cannot. 

 Kleinman (1988) made a now classic distinction between illness and disease that 

is relevant to the discussion. “Disease” is the biomedical, empirical examination of a 

health condition, largely the interest of doctors, whereas “illness” is the lived experience 

of a health condition, which is often not the concern of physicians, who are often trained 

to legitimize an objective, real account of disease over the subjective, even 

untrustworthy, account of illness. This is not to suggest that researchers should swing 

the other way and place patients at the top of medicine and subordinate doctors to 

them. This is not about who is “better” or “more authoritative” when it comes to health, 

but about recognizing that both patients and physicians have their proper place and 

proper expertise. 
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 Medical professionals and patients each have expertise, but in different 

ways. Each group needs to be evaluated on its own terms. Patients should not be 

expected, nor do they have the training or abilities, to be knowledgeable in ways that 

doctors are. When lay individuals provide health information online, however, they are 

often viewed with suspicion by doctors and researchers and are held to the same 

standards of knowledge dissemination as medical professionals are, regardless of 

whether or not patients are claiming to be medical authorities. While patients cannot be 

expected to be medically trained, it is reasonable, though definitely not a given, that 

they might understand how their bodies work. While many patients admittedly do not 

pay much attention to their own health, patients have the potential to establish in 

various communicative ways that they are authorities on their bodies. And just as 

patients should not be expected to be medical professionals, doctors should not be 

expected to understand fully what it is like living with the disease. While doctors can 

empathize with patients—especially after frequent contact with them, talking to them 

about their disease, and treating them—they should not be expected to give the same 

kind of support that another patient with the same condition could give. 

 Medical professionals sometimes openly distrust patient use of the Internet, as a 

few examples will show. Mukewar, Mani, Wu, Lopez, and Shen’s (2013) research on 

IBD videos on YouTube is notable here. As with other YouTube studies previously 

discussed, their classification of videos was suspect: personal experience videos and 

patient education videos were considered separate categories, as if one cannot be the 

other. The authors concluded that most IBD videos had poor educational quality and 

argued that healthcare professionals need to upload more videos to fill the gap. While 
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the authors did say personal experiences with IBD should be highlighted, they 

recommended that physicians who have IBD should be the ones to share their 

experiences. Thus, physician knowledge was greatly privileged over patient knowledge, 

and personal experience videos by patients were deemed rather useless. The authors 

implicitly acknowledged that videos could be a good way for patients to connect with 

other patients, but this is only good as long as they do not discuss anything that could 

be construed as medical information. From my experience, I find it difficult to have a 

conversation with another person with IBD without communicating at least a basic level 

of health information about drugs, treatments, symptoms, and tests and procedures with 

which we both have experience. 

 In the same study, videos that promoted alternative treatments or those from 

patients who had negative attitudes regarding the failure of conventional medical 

treatments were discussed with suspicion, as these videos might potentially lead 

viewers away from conventional therapy (Mukewar, Mani, Wu, Lopez, & Shen, 2013). 

According to these researchers, then, patients should not provide medical information; 

should not share personal health information (only doctors with IBD should do this); and 

should not criticize the medical establishment for fear that they might discourage others 

from seeking professional treatment. What is left to discuss regarding patient health? 

 Researchers Fortinsky, Fournier, and Benchimol (2012), when evaluating online 

resources for patients with IBD, acknowledged that many patients use social media for 

support but were fearful that some people with IBD advocate for non-evidence-based 

treatments on social media sites, which other patients could be directed to with the click 

of a button. Their suggested remedies to the problem of inaccurate health information 
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included: accreditation for health websites (although it would be difficult for such 

accreditation to keep up with the myriad patient websites produced and updated every 

day) and recommendations that physicians ask patients about what they find online, 

even providing a list of websites they use so that they can assess the quality of the 

websites. Given how strained doctors are for time during office visits, assessing website 

credibility for patients seems likely to be low on the list of priorities. On the other hand, 

the researchers suggested that physicians do not downplay the significance of the 

Internet or tell their patients not to use it; that might only encourage them to use it more 

and lead them to untrustworthy sites. There is a prevailing attitude within that medical 

community that physicians are best qualified to evaluate and disseminate health 

information for fear that patients will uncritically accept and act upon what they read. 

 This is not to say that scholars and medical professionals have to accept 

everything patients write online with the same level of trustworthiness that is usually 

afforded to physicians. In a recent study, a colleague and I examined websites that 

discuss cures for IBD (Frohlich & Birnbrauer, 2014); the disease, again, is considered 

incurable. The purpose of that study was not to assess what amount of online health 

information is accurate or inaccurate: those studies have been done, and not 

surprisingly to any native of the Internet, lies abound in this space. Rather, this study, 

which will be published in a medical journal primarily read by gastroenterologists, was 

about explaining how IBD cures are constructed, what rhetorical strategies patients use 

when discussing their cures, and what rhetorical strategies medical professionals use 

when discussing cures. One hope I have for this study is that medical professionals at 

least understand how patients view their own disease and treatment, even if they do not 
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agree with these untested and unproven therapies. For medical professionals and 

patients to have a shared worldview, one that is conducive to good health, there has to 

be some give and take from both sides. 

 That is one reason why I am more partial to the philosophy of shared-decision 

making, which can be defined as “a process in which the physician shares with the 

patient all relevant risk and benefit information on all treatment alternatives and the 

patient shares with the physician all relevant personal information that might make one 

treatment or side effect more or less tolerable than others” (King, Eckman, & Moulton, 

2011, p. 31). The goal of this model is to find treatment options that fit with patients’ 

ethical values and lifestyle in the hope that more congruent treatment options will lead 

to better healthcare. Cribb and Entwistle (2011) argued that “shared decision-making 

approaches, by recognizing the autonomy and responsibility of both health 

professionals and patients, aim for an ethical ‘middle way’ between ‘paternalistic’ and 

‘consumerist’ models of clinical decision making” (p. 210). From my personal patient 

experience with dozens of doctors and at least a couple hundred medical professionals, 

I can affirm that when health professionals have worked with me in the management of 

my disease, I have felt better about my treatment options, compared to the times when 

health professionals suggested treatments with little consultation with me about my 

preferences. 

 The diseases “Crohn’s disease” and “ulcerative colitis” are socially 

constructed categories that describe a collection of symptoms. While these 

diseases do have biological causes, because these causes are not completely 

understood, medicine operates with a considerable degree of approximation and 
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estimation. Because the course of the disease varies widely from person to person, one 

could argue that each condition is a new disease unique to that person, a disease with 

an occurrence of one, though to see every expression of the disease as completely 

unique would be problematic for many pragmatic reasons. So while these diseases do 

have an objective, biological basis, I believe that some aspects of the disease are 

socially constructed. For instance, some symptoms, like lack of bowel control, are more 

socially embarrassing than symptoms like bowel pain that are easier to hide. 

Embarrassment is a social construction; I find stomach pain to be more physically 

bothersome than accidents, and yet accidents, especially in public, can be more 

traumatizing than a hidden symptom.  

 Because IBD is at least partially socially constructed, patients can create and 

recreate the disease in opposition to or in concordance with society’s categorizations. 

As will be shown later, some patient communities are actively trying to shape the 

disease so that it is viewed in a positive, rather than negative, light. I believe that 

conflicts between physicians and patients can, and often do, arise when the patient tries 

to manage his or her version of the disease and the physician tries to treat his or her 

version of the disease. For IBD, this can occur when patients believe that diet plays a 

significant role in the course of their disease and want to adjust their diet accordingly to 

best manage the disease, but their physician denies or minimizes the role of diet as a 

cause of or factor in the disease, subordinating diet to pharmaceutical treatments. 

 The online world can be just as real as the physical world and frequently 

intersects with the physical world. Additionally, the online world is not a singular 

construct, nor is the physical world. A person’s “life world” (for lack of a better term) can 



 

81 

consist of multiple intersecting and independent online worlds, as well as multiple 

intersecting and independent physical worlds. My physical world of “school” is often 

completely different than my physical world of “home.” I have nearly separate social 

spheres in both worlds; I dress differently for school than I do when I am at home; I talk 

differently at school than I do when I am at home; and my computer use at school is 

often very different than my computer use at home. So while the terms “online” and 

“physical” denote a binary division of the two worlds, that binary should be seen more 

as pragmatic writing shorthand than as a strict representation of an abstract theoretical 

concept. How these two spheres intersect and overlap will be explored in greater detail 

later in this dissertation. 

Research Questions 

 The research questions guiding my study are as follows: 

RQ1: How do people with inflammatory bowel disease create online 
communities using multiple social media platforms? 

 I want to understand specific strategies people with IBD use to create their 

community. The mere fact that a website has a forum or chat room or puts a comment 

section at the end of a post does not create a community. While the structural form of 

Web 2.0 technologies helps in large part to facilitate online communities, managers or 

moderators of these communities still must intentionally work at creating the community. 

For my master’s thesis, I studied online amputee support groups on Facebook, of which 

there are hundreds, but I found that many of them are barely used at all. Hence, I 

learned that just because the tools are available to create a community does not mean 

a community will actually come into being. Examining the creation of online 

communities is a multifaceted endeavor, looking at technological structures and the 
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shared construction of reality, as well as the ways that the idiosyncrasies of the disease 

and patient experience shape the community. 

 Because this dissertation considers multiple Web 2.0 platforms, I am especially 

interested in how communities are constructed across these platforms. Just because a 

community leader utilizes a variety of platforms—such as a blog, Twitter, and Facebook 

group—does not mean that the audience is homogenous across all platforms. I suspect 

that the more platforms a leader uses, the more multiplied the community becomes: in 

other words, they might actually be constructing several different communities than one 

overarching communities. These communities, then, may be unified or disjointed, the 

only commonality across all of them being the community leader and the disease under 

discussion, not necessarily the community members.  

RQ2: What challenges exist in maintaining online communities for people 
with chronic illness? 

 This question follows naturally from the first. There could be many challenges, 

from technical to societal, in maintaining an online community. IBD as a disease offers 

challenges to community, as the disease is cyclical in nature; it goes through periods of 

remission and flare-up. Remission could last months or even years. If somebody enters 

an IBD community when she or he is sick and seeking help, would the person remain in 

the community once the disease settles down? Under what circumstances? Challenges 

can come from the disease itself, personal factors, societal factors, or even 

disagreements or conflicts generated within a community. 

RQ3: How do community leaders relate themselves to the medical 
establishment and existing support networks? 

 When comparing patient, medical, and non-profit communities, there can be 

considerable overlap between the goals of a community, the content shared and 
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created in that community, the people who use that community, and the technologies 

used in creating that community. From the community leader perspective, the work they 

do online can complement, challenge, and even replace educational work often done by 

medical professionals, and the support structures they create may complement or 

replace support structures maintained by established non-profits. I want to understand 

from the community leaders’ perspectives how they define their roles in regard to these 

existing medical establishments. Knowing how community leaders view their work will 

help the research community better understand if the animosity medical professionals 

sometimes feel toward online patient health content is justified or not. 

RQ4: In what ways do people’s physical health spheres intersect and 
overlap with their online health spheres? 

 While this ethnography primarily examines the online environment, it is also 

important to understand the ways in which the online and physical worlds of patients 

and community leaders intersect with each other. The disease affects a person’s body 

primarily in the physical world, and yet the disease also affects a person’s mental and 

social health, which transcends both the physical and online spheres. Thus, it is 

impossible to understand an online community without taking into account the offline 

effects of the disease as well. 

RQ5: In what ways do people use social media technologies and 
platforms to construct or reconstruct inflammatory bowel disease? 

 The purpose of this research question is to test my assumption that disease is, at 

least in part, a social construction. This research question has two parts. First, in what 

ways do people with IBD construct inflammatory bowel disease as a disease? Or to go 

one step further, in what ways do they reconstruct the disease? Do they challenge the 

way the disease has been portrayed and characterized by medical professionals and 
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society at large? And if people with IBD are constructing or reconstructing the disease, 

what role do specific social media technologies and platforms play in this construction? 

Do new media technologies facilitate or shape the way disease is defined and 

discussed? 
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CHAPTER 3 
METHODS 

 To answer my research questions, I conducted a digital ethnography. Medical 

ethnographies are often multifaceted in nature, examining people with a particular 

illness, the social structures surrounding their disease or illness, the medical industry, 

and how people construct their illness identities based on personal experience and 

societal pressures. This ethnography is focused primarily on the communication 

practices of people with IBD. While the disease itself plays an important role in the 

shape of these online communities, online communities are constructed primarily 

through communication practices: one person speaking to many, many speaking to 

many, and one speaking to one. Because of the wide range of media and platforms 

people with IBD have at their disposal for communication, this ethnographic approach 

will shed much light on how people with this disease connect with each other. 

 Traditionally, ethnographies are conducted by selecting a group to study, going 

into the field, and immersing oneself in the culture, the product of which is a “thick 

description.” Ethnographers use a variety of methods—such as interviews, focus 

groups, surveys, and participant observation—to gather data. Digital ethnographies are 

obviously different than traditional ethnographies in one key respect: there is no 

geographic “place” where the ethnography happens. The digital ethnographer confines 

him- or herself to specific websites and Internet communities but could also study the 

intersections between these online communities and the offline world, such as the 

structures in the physical world that enable or drive the creation of online spaces. In the 

case of this project, one real-world driver of online IBD communities is the physical 

manifestation of the disease in people. Other drivers could be perceived failings of the 
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medical community to properly educate patients, perceived failings of IBD-focused non-

profits to offer face-to-face support groups, or stigma experienced by people with IBD. 

 This study borrows from the ethnographic techniques of anthropologists while still 

relying on tried and true communication research practices, such as interviewing the 

producers of media, analyzing the texts they create, and engaging with the audiences of 

these texts. This digital ethnography is also influenced by the work of Boellstorff (2008), 

Hine (2008), Leander and McKim (2003), Murthy, (2008), and Sveningsson (2004), who 

detailed how ethnography can be conducted online. As the digital application of 

ethnography is still developing, my methodology was refined once I got “into the field” 

and began engaging with the online community. In this chapter I will focus on what I did 

to collect data for this project; in Chapter 8, I will take a step back by analyzing what I 

would do differently next time, offering my recommendations for how digital 

ethnographic techniques can be improved for future projects. 

Ethics of Digital Ethnographies 

Lurking in the Shadows: The Ambiguity of Consent  

 A common approach researchers take to studying online communities is to 

behave like a “lurker,” that is, somebody who observes and follows an online community 

without ever contributing to the community publicly. Murthy (2008) warned against 

“covert” ethnography, passively analyzing online texts without ever declaring the 

presence of the researcher to the researched. Murthy suggested that researchers make 

their presence known to their participants and said that the solicitation of data in the 

form of video diaries offers interesting data-gathering possibilities as people present 

their private affairs in a public forum. Murthy also suggested that researchers create 

pages in social networks specifically for their project or have respondents send them 
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video responses to question prompts. While these methods are clearly one way to avoid 

being a passive lurker in an online community, for this study I took a more naturalistic 

approach and studied the online community as it currently exists: requesting that people 

provide answers in a public forum would change the way the online community 

functions. Sveningsson (2004) agreed that studying covertly allows the researcher to 

have as little influence on the online environment as possible.  

 Studying the “natural” community, though, was not entirely possible for me as I 

maintained my own IBD community online, and some of my participants were familiar 

with it (When I surveyed community members about what online IBD communities they 

were involved with, some of them mentioned UCVlog). When I say that I studied the 

community naturalistically, then, I am not implying that my online presence disappeared 

during this project; rather, I called as little attention to my own online activities and the 

research as possible. Community members would have known that I was conducting 

research if they saw the recruitment messages soliciting participation in the online 

survey; however, it was impossible to tell everybody in the online community that their 

posts were being monitored primarily because the definition of the “community” is 

ambiguous, as I will explore in Chapter 4. If somebody left a comment on a video three 

months ago, but never left another comment again, is s/he still part of the community? If 

s/he continues to consume others’ content, lurking in the background, s/he might 

perceive her- or himself to be part of the community, but would active members in the 

community perceive that person as part of the community? 

 Additionally, letting people know they are being researched depends on one’s 

definition of “public.” In the physical world, people who mill around a community square 
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are part of the public, and as such, are not entitled to privacy when it comes to people 

taking pictures, video, or even a researcher sitting on the sidelines making notes about 

what s/he sees. Should a public website that anybody can access and to which they can 

post comments on be seen as an online corollary to physical world public places? I tend 

to think so. In the late-1990s, when large numbers of people were accessing the 

Internet for the first time, many people were worried about privacy and keeping their 

identity hidden (Clarke, 1999; Hoffman, Novak, & Peralta, 1999). With the rise in 

popularity of social networking sites such as Facebook that promote a culture of 

disseminating truthful information, and with more people constructing online résumés for 

the purposes of securing jobs, people’s definitions of privacy are changing, as more 

people are willing to disclosure private information in public, online environments like 

social networks (Miller, 2008; Waters & Ackerman, 2011). 

 Some engagement with the online community was necessary, particularly when I 

announced to the community that I was looking for people to survey and interview. The 

issue of consent to research, though, is ambiguous; Sveningsson (2004) suggested that 

researchers ask the owners of websites for permission to study the online community, 

though this is fraught with gray as website creators do not necessarily speak for 

everybody who uses their websites. From my experience with Institutional Review 

Boards, I have found that if data are available publicly in online spaces, then the 

researcher does not need permission to use it, similarly to how letters to the editor in 

magazines and newspapers are often considered part of the public sphere and are “fair 

game” for researchers. While I do use data from public websites in my report, I 

endeavor to protect people’s identities as much as possible by only using screen names 
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of people who give me permission. I did not collect data from areas of the Internet that 

were clearly meant to be private, such as chat rooms, closed Facebook groups, and 

personal correspondence (such as emails and Facebook messages) that was not 

initiated in response to research questions. 

 While the primary responsibility falls with the researcher to protect individuals as 

much as possible, readers of any research report bear some responsibility for not going 

to extreme lengths to uncover the identities of individuals quoted in the paper. Of 

course, even hiding screen names and website URLs does not perfectly protect a 

person’s identity, especially when a direct quotation is used. The reader, though, bears 

some responsibility in not seeking out, contacting, or harassing a person whose 

comment appears in a paper. Nobody can be protected completely from a malicious 

stalker, though this problem is not new to Internet research. I believe most people in 

society are reasonable and perhaps do not have the time, resources, or desire to cause 

trouble for someone whose name or identifying information is published in a public 

forum. 

 Hine (2008), however, cautioned researchers to take care with how they protect 

people’s online identities. Normally, the ethnographer will change all the names of the 

participants to pseudonyms; that technique is certainly possible with this ethnography. 

People often construct their online identities in part by the choice of a handle or 

nickname; however, by changing a nickname to something else, does the researcher 

strip the person of part of his or her online identity? For this study, I used online 

usernames, but only with permission. The community leaders, because they are so few 

in number, would be hard to keep anonymous, even with pseudonyms. Some of them 
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have created unique communities. If I were to talk about a “young female blogger who 

works for the CCFA and writes about marathon training,” it would be fairly easy to figure 

out who that person is (in this case, Lauren, one of the participants I will describe in 

detail later). I asked all the community leaders I interviewed if I could use their actual 

names and website names in this research report. I explained to them the difficulty of 

keeping their identity secret, though if they wanted me to, I would use a pseudonym. All 

community leaders gave me permission to use their online name (all but one use their 

real names; for the one who does not, I use the screen name by which she is known) 

and permission to reference their websites directly (both by the name of the website and 

by URLs to the website) in this report. 

 For people with whom I have no direct involvement (such as when I quote a 

comment on a video or blog post), I used no name at all because the use of their 

material, even though it is public, is involuntary. It must be noted, though, that not all 

material from these individuals would likely be considered sensitive to a reasonable 

individual. A comment on a blog that says nothing more than “Nice post! This really 

helps me manage my disease” is much less revealing than a 10-paragraph novella in 

which a person details his or her history with the disease, down to dates of diagnosis, 

tests, surgeries, and listing of medications used in the past and the present (No 

exaggeration: every once and a while people have posted their life story on my 

websites). Direct quotations are used in the paper to the extent needed to understand 

the flavor of conversation, particularly if somebody has an interesting way of phrasing 

something, but comments that reveal personal information not directly relevant to the 

analysis (such as email addresses or phone numbers) were excluded, trimmed, or 
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summarized in a way to obscure who said it. As I intend to be a part of this community 

for a long time, both professionally and personally, I have taken extra precautions in 

protecting the rights of the people I study, who on the one hand are my research 

participants and on the other hand are my friends and colleagues. 

Gaining Access to a Community 

 For the ethnographer who is allowed to study the online community in some 

explicit way, the next ethical issue that arises is the question of authenticity and trust. 

Often before digital ethnographers can gain access to a community, they must first be a 

part of the community. If a researcher is studying a gaming community, that usually 

means creating a game character or profile and interacting in the community for some 

time to be seen by members of the community as an authentic and trustworthy person 

(Hine, 2008). Fortunately, because I have been a part of this online community for so 

long, I did not have a problem with being seen as authentic or trustworthy. Some of the 

people in these communities were already familiar with my work with UCVlog, and for 

those who were not, I clearly referred them to my website so they could confirm who I 

am. Even though I have extensive experience with this community, I could not take for 

granted that I would be fully accepted in all corners of the community. Each interaction 

with community leaders and audience members provided new opportunities to establish 

trust, especially when I recruited participants with whom I had no connection.  

Communities under Examination 

 Before discussing ways in which I gathered data for this project, I will explain how 

communities were discovered and chosen for study. Given my experience in the online 

community for six years, I was already familiar with some communities. While there is a 

diversity of voices in the online community, the community is not so large that its 
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borders are difficult to find. I began by selecting communities with which I was familiar 

and that I thought would provide good data for the study. Along the way, I found other 

possible communities: sometimes my participants suggested communities to study. 

Other times I found links to other communities in Facebook support groups or blogs. I 

even spent some time on search engines looking for newer communities that might 

have popped up in recent months. 

 The selection of communities was based on the following criteria:  

 The community had to be focused, at least in part, on people with IBD. 

Some of the communities were more focused on living with an ostomy; the audience for 

these communities might be people who have ostomies for reasons other than IBD, 

such as colon cancer. That was okay, as the leaders of these communities all had IBD 

and still catered some of their content to people with IBD. In chronic illness 

communities, it is often hard to find people who only have one health condition; often 

people have multiple related conditions, so trying to find a “pure” community that is only 

focused on one health condition is difficult. Even if such communities could be found, I 

am not sure it would be desirable to study such a narrow segment of the illness 

experience. 

 The community had to exist across two or more social media platforms, 

such as blogs, Facebook pages, Twitter accounts, YouTube channels, and so on. 

As mentioned already, previous research often examined singular health communities, 

like a message board or forum. But with the popularity of social media, many 

communities now utilize a multitude of web platforms, so the old way of researching a 

single platform to understand how a community functions is no longer desirable or 
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meaningful. What this means for this project, then, is that people with IBD who created 

a community using only one social media platform, like a WordPress blog, were not 

contacted or studied. 

 The social media platforms had to show evidence of an active community. 

Many patients write blogs and have Facebook pages, but if nobody ever comments on 

those platforms, can it be said that a functioning community has been created? I argue 

no. While the voices of single patients writing about their experiences are important, 

they were not relevant to this study as I was studying communities, not individuals. 

Evidence of an active community varied from website to website. In some places, 

communities were extremely active, with people posting stories every day (or several 

times a day). Some websites got considerably more traffic than others and always got 

comments on their posts. Other websites had smaller communities with fewer weekly 

comments. Some websites used many social media platforms; others used fewer. In 

other words, the communities under investigation did not have to be uniformly active, 

but I needed to see tangible evidence in the form of comments, likes, shares, 

subscriptions, and other social media activity markers that the community was active. 

 The community had to be, at least in part, public. There are ways to create 

private communities online, such as through message boards or social networks that 

require log-in accounts or passwords. I explicitly only studied communities that were 

public as these were easiest to access, not just for me but for participants of these 

communities. While closed private online communities can be very successful and 

active, in my experience online, the most vibrant and largest IBD communities were 

open. Even though many social media platforms require people to have an account to 
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participate, these same communities are often public to people who just want to read 

and not participate. Facebook offers a case in point: there is a distinction between 

Facebook groups and Facebook pages (Pineda, 2010). Facebook groups are semi-

private gathering spaces for like-minded people that require membership to join. 

Membership can be open to anybody, or it can be administered and regulated by those 

in charge of the group. Pages, on the other hand, were originally intended for 

celebrities, businesses, websites, and other properties that may have a following. The 

content on Facebook pages is often public, even to people who do not have Facebook 

or are not signed in to Facebook. Anybody can follow a page simply by “Liking” it (rather 

than joining it, as with groups). This criterion of only studying public communities ended 

up being a moot point: in all cases, community leaders made the entirety of their content 

open to the public. No community contained a private section (excluding emails and 

private messages that take place between community leaders and audience members). 

 While not an explicit criterion of inclusion, I also tried to find a diversity of voices. 

Based on my experience online, most of the IBD community leaders (and participants) 

are women, even though the disease affects each sex about equally. When I first 

started telling my story online, I had assumed women would be too embarrassed to talk 

about their bowels as they would be more self-conscious of their body image than men; 

thus, men would have the dominant voice online. I have found this not to be the case; 

women community leaders have actually told me in private that they appreciate the 

work I do in the community, as male voices are few and far between, so I am not the 

only one who has made this observation. Additionally, most community leaders are 

young, in their 20s to 30s. This is not surprising as the demographics of YouTube, 
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blogs, Facebook, and Twitter are skewed toward younger demographics, though older 

adults increasingly make up a larger share of the audience (Duggan & Brenner, 2013). I 

spent considerable time, then, trying to find male voices and voices of older individuals.  

 When I identified a possible community, I first spent some time skimming through 

the community’s websites and social media platform to see if the community fit these 

criteria and if it would provide good data for the study. Then I sent an email to the 

community leader requesting her or his participation in an in-depth interview 

(Recruitment messages are found in Appendix D). I contacted community leaders 

between the beginning of October and early December 2013, a two-month window. 

During this time I contacted 22 community leaders; in the end I interviewed 12. Some 

people never responded to my requests. More often, however, people did respond and 

expressed interest in the project, but for many reasons the interviews never happened. 

Several times I had interviews set up with community leaders, but before we conducted 

the interview, the community leader would get sick and cancel. This is the difficulty of 

working with people with chronic illness. Many of my possible participants were 

hospitalized because of a flare-up of their disease, and while I tried following up with a 

few of them, some of them were sick for weeks on end. I know from personal 

experience that recovering from a flare-up, especially one that hospitalizes a person, 

can take weeks. So in these cases, when it was clear that the person was sick, I 

stopped contacting him or her and let the person recover. 

 Once I had interviews finalized, I began collecting data and analyzing those 

communities in more depth. I did not want to include data from communities in this 

report if I had not first talked with the community leader; even though these communities 
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are public, as I discussed above, there are ambiguities in studying online public spaces. 

A breakdown of the communities under investigation can be found in Appendix E. 

A Variety of Data Collection Methods 

 Even though this ethnography is focused on a very specific aspect of the 

disease—how it is communicated between people with the disease—many 

opportunities for data collection existed. I gathered data from diverse sources so that I 

could best answer my research questions. Using multiple data collection methods 

helped triangulate the data. Triangulation allowed for a greater depth of understanding 

by illuminating multiple aspects of the phenomenon, and it also ensured that the 

analysis of the phenomenon under study was not biased by any single data collection 

method (Creswell, 2013; Maxwell, 2013). The data for this study came from five general 

areas: material created by community leaders; material created by audience members; 

data collected through direct engagement with community leaders; data collected 

through direct engagement with audience members; and my personal experiences 

within the community. 

Material Created by Community Leaders 

 The 12 community leaders under examination have created much material 

online, providing me with many rich texts for study. Community leaders utilized the 

following social media platforms in the creation of their communities: blogs, Facebook, 

YouTube, Twitter, Instagram, Pinterest, Flickr, Vimeo, and a few smaller social media 

platforms. When scholars conduct online research, a common practice is to “scrub” the 

data or record it in some fashion. The idea is that websites are not static and can 

change on short notice (or disappear altogether) so capturing digital data is one way of 

“freezing” a website in time. Digital data can then be analyzed at a later time, and 
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should questions ever arise in later stages of project execution, the researcher can 

always go back to this captured data; if data were not captured and saved in some 

fashion, then the researcher runs the risk of going back to that specific website and 

finding the data in question missing. 

 Capturing data from so many websites and social media platforms, however, 

proved challenging and time consuming. Websites (like personal .com or .org 

addresses) and blogs were the easiest to capture. Some of this was done by hand in 

the beginning, copying pages one by one and saving them on my computer. Later I 

found a computer program, WinHTTrack Website Copier that captured this data for me, 

though the program often took 8-16 hours to capture an entire site, creating tens of 

thousands of files in the process. 

 Data from social media websites, like Facebook, Twitter, and YouTube, were 

much harder to capture. I could not find a program that worked for my purposes, so this 

data had to be captured manually. I did not, however, capture all the possible data from 

these websites for several reasons. First, capturing data manually is time consuming, 

and had I been striving for exhaustive digital records of every community I studied, I 

would likely still be capturing data instead of writing this report. Second, and more 

importantly, not all data from these websites needed to be captured or was relevant to 

this study. I captured data specifically related to my research questions. Third, similar 

content was present in all of these communities; capturing every piece of content—

every Facebook post, every comment, every photo—would have created a corpus of 

overlapping and unnecessary data. Even being selective about what data I captured, I 
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still had several thousand pages of data collected from these communities, more than 

enough to answer my research questions. 

Material Created by Audience Members 

 Most Web 2.0 platforms—YouTube, blogs, Facebook, and Twitter—make it very 

easy for audience members to respond to community leaders, often in the form of 

comments left on material posted by community leaders, such as individual videos or 

blog posts, or as responses to questions posed in Facebook groups or Twitter. I 

captured thousands of comments from these communities, but I could easily have 

captured tens of thousands. Again, I captured comments that were relevant to my 

research questions. Comments that were off-topic (perhaps referencing recent pop 

culture events, like a new TV show) were not necessarily irrelevant as they may have 

been part of how that community functioned. But comments that constituted spam were 

not relevant (e.g., comments that advertise unrelated products, link to websites that 

might only peripherally be related to IBD health, such as a link to Viagra), or comments 

that were incomprehensible due to language differences or technical mistakes, such as 

somebody posting a comment after only writing one word, were not relevant. 

 While text comments are the most common form of audience engagement, 

audience members also posted other content in these communities. Sometimes people 

uploaded pictures—either comedic photos or photos of themselves—to platforms like 

Facebook. Sometimes people submitted videos to community leaders, who then edited 

the video submissions together and posted them on YouTube. Some of this data was 

captured and will be referenced in the results chapters. However, personal photos and 

the like, even though they were posted to a public space, will not be used in this report 

or future publications without the express written permission of the people who 
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uploaded that content. The line might seem arbitrary, but I feel more comfortable 

quoting text-based comments from a public forum than including photos from a public 

forum. 

Data Collected through Direct Engagement with Community Leaders 

 The study of each community began with a cursory examination of the posted 

materials on the various Web platforms in use by that community. Once I had a sense 

of what a community leader was doing with his or her community, I contacted him or her 

for a possible interview. The interview was long-form and semi-structured. A detailed 

interview guide is found in Appendix B. Some interviews were conducted via Skype, and 

some were conducted over the phone. The medium of the interview did not seem to 

affect the flow of the interview or the nature of the conversation we had. Interviews were 

conducted between October and mid-December, 2013. Interviews ranged in length from 

61 minutes to 104 minutes, with an average of 76 minutes. I later transcribed all 

interviews. Some interviewees were later contacted through email for minor 

clarifications of some of their answers. 

Data Collected through Direct Engagement with Audience Members 

 I could gain a good sense of how audiences interacted in a community by 

examining the material they posted. Through talking with community leaders, I learned 

more about how audiences communicated among themselves or with the community 

leaders. However, one concern I constantly had was: are these public expressions of 

the audience actively reflective of how the entire audience feels or acts? Could there not 

be silent audience members who actively follow the community and yet never contact 

anybody directly? I created a short survey, then, to try to gather data from the potential 
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silent part of a community, as well as to get opinions from the active members of the 

community, maybe learning things that they would not or had not expressed publicly.  

 I created an open-ended online survey, which was distributed in many of these 

communities (The survey text can be found in Appendix C). I did not post the surveys 

myself: rather, when I interviewed community leaders, I asked them if they would post 

recruitment messages either on their blog or Facebook group. Not every community 

leader posted my recruitment messages, which did not pose a problem for this study 

(Four posted the recruitment messages, and in one community, the recruitment 

message was reposted six times on other websites not studied for this project). Even if 

all community leaders had posted my recruitment message, the response would not be 

representative of any larger population. This was not a quantitative survey, so the notion 

of following proper sampling techniques was not relevant. I simply wanted to get 

additional qualitative data from a portion of the audience to assist in answering my 

research questions. 

 The survey was created in Qualtrics and was open from October 16, 2013, to 

January 24, 2014. During this time, 152 people attempted the survey: several 

respondents were eliminated from this pool as they did not consent to the study, did not 

have IBD, or submitted blank surveys. This left 139 useable responses. The average 

age of respondents was 30.4 years. The split between sexes was extremely 

unbalanced, as I had expected it would be: 122 individuals were female (87.8%), and 17 

were male. Even though ulcerative colitis and Crohn’s disease exist is roughly equal 

numbers in the United States, the respondents also skewed toward diagnoses of 

Crohn’s disease: 77 people had Crohn’s disease (55.4%), 45 had ulcerative colitis 
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(32.4%), 14 had indeterminate inflammatory bowel disease (10.1%) and 3 were still in 

the process of diagnosis (2.1%). From this pool of 139 respondents, though, only 101 

provided any useable qualitative data, which is what I was most interested in. Of this 

group, 52 people had had some form of surgery, ranging from bowel resections to 

colectomies to ostomy revisions to surgeries necessitated by complications caused by 

previous surgeries. 

Personal Experiences within the Community 

 Observation of a culture is one of the primary ethnographic data collection 

methods, and the researcher can take the stance of a complete participant to a 

complete observer, with gradations in between (Kawulich, 2005). My status as a 

researcher in this community does not fall neatly into categorizations like “complete 

participant” or “participant observer.” I have done all the activities that my informants do: 

I created websites, I posted updates about my health, and I interacted with my audience 

through social media. However, I did not have much direct interaction with the 

communities in question before I began this project. In the past I have commented on 

their material, and sometimes I have reposted their videos on my blog, but I did not 

collaborate with them on projects and did not follow their every posting. For most of this 

project, then, I approached these communities primarily as an observer who happens to 

do all the things they do but in a mostly separate online sphere. 

 I have a wealth of personal experiences from which to draw upon with this 

project. I have years of online postings that could easily be used as data in this study. 

This dissertation is not, though, about my community. I do not think I could be critical 

enough of my own community to study it alongside the communities of others. In the 

following chapters, then, I will reference my experiences when they are relevant to the 
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discussion at hand, either to confirm that something happening in other online 

communities also happened in mine, or to contrast my experience with the experiences 

of others. Because of my place in this community, it is impossible to be truly impartial 

about how these other communities operate. Being an impartial scientist, though, does 

not fit my code of research ethics. I embrace my participant status and realize that my 

subjective experience will illuminate many of my observations but at the same time will 

bias me to be favorably disposed to the work the online community is doing. 

Data Analysis 

 Because the goals of ethnography are description and explanation, a variety of 

qualitative data analysis techniques were used to uncover themes of interest. 

Throughout the data collection phase, numerous field notes were created, which 

included both my observations of these communities as well as impromptu analysis of 

items of interest (Emerson, Fretz & Shaw, 2011). These notes, as well as my interview 

transcripts, survey data, and textual materials, were read and reread to find 

commonalities across the data as well as contradicting examples.  

 Additional ways of analyzing qualitative content include: drawing codes out of the 

data inductively; using a priori theory to find meaningful data points; and identifying 

keywords, phrases, or concepts that are of interest to the researcher (Hsieh & Shannon, 

2005). While I employed some of these analytical techniques in sorting through the 

data, my goal was not to reduce the data to a handful of codes or themes. I first 

identified themes of interest (partially arising from theoretical work conducted before the 

study began, elaborated in Chapter 2, and partially from inductive analysis of the data 

during and after the collection period), and then I sought to fully understand what those 

themes meant and what participants meant when they answered my questions. My goal 
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was to find rich and deep explanations for what I observed. My analysis started with an 

interpretivist stance, as elaborated by Hijmans (1996). My personal experience with this 

emerging online community was vital to understanding how it works. 

 Morgan (1993) argued that qualitative content analyses can involve counting 

codes, as some counting is necessary to describe the dataset for the reader. He pointed 

out that many qualitative researchers implicitly count their data when they make 

statements like, “Most people talked about Subject X” or “Few people mentioned having 

a problem with Y.” Some of my analysis, then, involved counting instances of 

theoretically interesting responses, the purpose of which was to help describe and 

explain the data I have, not to conduct statistical analyses. 

Institutional Review Board Protocol 

 Upon approval of the dissertation proposal, I had sought IRB approval. While 

some IRBs require researchers to get approval before examining public data 

(Whiteman, 2007), UF’s IRB did not require such approval and posed no problems in 

this regard. There are many supposed risks with qualitative interviews, particularly when 

the interview has less structure and involves divulging very personal information (Corbin 

& Morse, 2003). The IRB did not have any major concerns about my study and only 

recommended small wording changes to my documents. A detailed list of recruitment 

messages and informed consent documents is found in Appendix D. 
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CHAPTER 4 
RESULTS: THE CONSTRUCTION AND MAINTENANCE OF ONLINE COMMUNITIES 

 Before examining the research questions about how people interact with each 

other within communities, between communities, and with other medical support 

structures, it is important to have a grasp of how these online communities are created 

in the first place. In the first half of this chapter, I will provide data to answer Research 

Question 1, which asked how online communities are created using new media 

technologies. Then I will examine the other side of the phenomenon, providing data for 

Research Question 2: threats to the maintenance of these communities.  

 Note: throughout this chapter and the next two, direct quotations that come from 

online material posted by community leaders, comments left by audience members, and 

responses audience members provided to the online survey are used as is, with all 

punctuation, spelling, grammar and spacing left intact. I prefer this style of quoting 

textual material, as opposed to correcting writing mechanics or writing [sic] after 

mistakes for several reasons. First, correcting another person’s writing can have the 

unintended effect of insulting the writer by pointing out that something s/he wrote is 

“wrong.” Second, I believe some people intentionally write in a more relaxed, less formal 

way when communicating online. Finally, while poor writing mechanics can obscure the 

meaning of what a person intended to say, or even make the text incomprehensible, 

none of the quotations used in this project have such egregious spelling, grammar, or 

punctuation so as to make the quotation unintelligible. 

How Online Communities are Created 

 Before I explain specific aspects of the creation of online communities, I will 

briefly describe what these communities are. For this ethnography, I examined 13 
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different online communities. Appendix E provides a quick reference describing who 

operates these communities and what social media platforms they use, but here I will 

provide a more descriptive account of what these communities look like. Appendix F 

features screenshots from many of these communities so the reader has an 

understanding of what they look like. Then I will explain several aspects related to the 

creation of these communities: the reason for their existence, how web technology is 

used to create or enhance the community, and the trajectories of these communities. 

 Throughout this dissertation I use two similar terms when referring to the online 

community. When speaking of the “online IBD community,” I am referring in general to 

all of these individual websites as a whole. Many of these websites are interconnected 

to each other, and many of the community leaders are at least familiar with most of the 

others in this study; some are even good friends with each other. The term “online IBD 

community” also extends a bit beyond the websites explicitly studied. Many of them 

refer to and link to other communities that were not studied, and some of those 

community leaders post comments or material within the communities I did study. The 

term “online IBD community,” then, should not be understood as every IBD website; that 

goes beyond the scope of this project. Other times I speak of individual online IBD 

communities (e.g. the Girls With Guts community). This use of community, then, refers 

to all of the interconnected social media platforms utilized by the leader/s of one specific 

community, such as Girls With Guts’ website, YouTube channel, Twitter, Facebook, and 

other social media platforms. 

Different Forms of an Online Community 

 The 13 online communities under examination have much in common. All are 

operated by somebody with either ulcerative colitis or Crohn’s disease. Many of the 
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community leaders have had such severe manifestations of the disease they have had 

surgery to remove part of or their entire colon. The communities have been in existence 

for two to four years, on average. All community leaders told the personal story of their 

illness somewhere within the social media sites they maintain, but most of them also 

provide general health information and support to people with inflammatory bowel 

disease. Some communities are more focused on living with ostomies, so these 

communities have appeal to people outside of the IBD community as well. In addition, 

some of the community leaders have been diagnosed with other chronic illnesses, so 

they, too, reach an audience that includes people without IBD. For all their similarities, 

each community is different in its focus and how the leaders present their messages. 

 iHaveUC. Adam is a young man who has had ulcerative colitis for 5 years. His 

community, iHaveUC, is focused primarily on people with ulcerative colitis, in contrast to 

the majority of these online communities, which address both forms of IBD. While Adam 

does share his illness story, especially through video, his website primarily features the 

stories of other people with IBD. He encourages people to submit their own illness 

stories, posting several stories a week. At the time of this writing, more than 1,700 

people or so have submitted stories to his website. These are stories from all 

demographic groups: young people and older, mothers, fathers, children, people newly 

diagnosed and people who have had the disease for years. 

 Fernpixel’s community. Fernpixel (chosen screen name) operates the oldest 

community among those examined (no formal community name). She has had 

ulcerative colitis for more than nine years and started her community more than five 

years ago. Her community exists primarily on YouTube, though she has a blog and a 
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Twitter account as well. Fernpixel is a proponent of the Specific Carbohydrate Diet, a 

special diet that some people with IBD use to help treat their illness. Many of her videos 

educate people about the SCD, and some feature SCD-friendly recipes. Her community 

was also the least active as of this writing: she has withdrawn from the online IBD 

community for a variety of reasons and has posted little content in the past two years. 

However, all of her previous material remains visible and accessible to her audience. 

 Ostomy Outdoors. Heidi has a permanent ostomy and has battled ulcerative 

colitis for 14 years. Her community is about showing that even with an ostomy, a person 

can still pursue his or her passions. Heidi participates in many extreme sports—

snowboarding, rock climbing, mountain climbing, and others—and shows people how 

she engages in these activities while having an ostomy. Her primary content is a long-

running series of videos showing how she returned to the world of sports and the 

outdoors following surgery. 

 Blood, Poop & Tears. Jackie operates two mostly separate IBD communities. 

Her first one, Blood, Poop & Tears is primarily a blog documenting her illness journey, a 

series of surgeries, and recovery. Her blog is notable for her brutal honesty about the 

illness experience, doctors, and thoughts about various controversies in the online IBD 

community. Jackie is one of the most opinionated community leaders studied for this 

project, and her viewers seem to appreciate that she tells it straight and does not 

sugarcoat the illness experience. (Her second community will be discussed 

momentarily.) 

 Awestomy. Jason, who has had Crohn’s disease for 16 years, is also a 

permanent ostomate. His community is quite different from the other communities under 
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examination. His website is the only for-profit business studied and specializes in 

making undergarments and other accessories for people with ostomies. His company 

sells a series of high-waist lingerie for women designed to cover and conceal an ostomy 

bag. He also sells underwear for men, wraps that help keep the bag secure, and T-

shirts with ostomy-related humorous sayings. Awestomy maintains an active Facebook 

page and often partners with other online IBD communities, especially smaller non-

profits, as a way of creating unity within the online IBD community. 

 A Guy With Crohn’s. Jeffrey thinks male voices are less prevalent in the online 

community and wants to change that. Through his blog he explains his illness history 

and provides his thoughts on various controversies within the online IBD community. He 

is also a prolific tweeter and uses Twitter to connect to his audience members in more 

personal, one-on-one ways. 

 Sick Girl Diary. Kelly Fricke has been sick for more than 10 years but was only 

diagnosed with Crohn’s disease two years ago. Her community is focused, in part, on 

the struggle of living with undiagnosed illness and the difficulty some people have in 

getting straight answers from their doctors about what is wrong with them. Her 

community is active on a variety of platforms, including YouTube, Tumblr, Facebook, 

and Twitter. Her community is probably the most overtly inspirational of the communities 

studied. Nearly every day she posts inspiring messages for her followers, gives them 

encouragement, quotes Bible verses, and otherwise tries to give people hope and 

strength to keep fighting their illness. 

 Forward is a Pace. Lauren has had Crohn’s disease for nine years and has a 

unique position in the online IBD community: she is the only community leader who also 
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works for the Crohn’s and Colitis Foundation of America. Her online community 

originally started as a running blog. Lauren has participated in several races, including 

half-marathons, over the years and often writes about her training and race days. A 

couple years into her running blog, she started talking about her Crohn’s disease. Her 

community is now more explicitly focused on IBD than it was in the beginning. About the 

same time she started talking about her disease, she was hired by the CCFA to be the 

Team Challenge manager for her chapter. Team Challenge is the CCFA’s half-

marathon fundraising event, so her job and community combines her interest in running 

with her experience of living with IBD. 

 Let’s Talk IBD. Maggie Baldwin is the youngest community leader in the group, 

age 20 at the time of this writing. She has had Crohn’s disease for eight years and 

began her online community several years ago when she was still in high school. She 

started on YouTube, telling her story and trying to help other people live with an ostomy. 

She has since utilized many more social media platforms, including a blog, Twitter, and 

Facebook. Based on the popularity of her videos, many ostomy supply companies have 

asked her to review their products. Through her success online, she has started 

modeling for ostomy supply companies. 

 Stolen Colon. Stephanie, like Maggie and Kelly, started experiencing symptoms 

of Crohn’s disease at a very young age: she’s been living with the disease for 13 years 

(currently age 27). Her blog chronicles her illness journey. She has also had surgery 

and currently lives with a permanent ostomy. She is athletic and writes about running 

and other activities she is trying again post-ostomy surgery. 
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Non-Profit Communities 

 Several of the communities under examination were developed as non-profit 

organizations. These non-profits are small and have only been around for a few years. 

The leaders of these communities are not trying to challenge larger non-profits like the 

CCFA or UOAA directly, but rather are trying to meet needs that these organizations are 

not meeting. 

 The Great Bowel Movement. Andrea is a co-founder of the Great Bowel 

Movement, a non-profit with a simple goal: getting people to talk about IBD. The GBM 

accomplishes this through fashionable T-shirts that direct others to “Ask me about my 

Crohn’s disease/ulcerative colitis/J-pouch/ostomy.” Their online community encourages 

members to get T-shirts to raise awareness in the physical sphere. While the GBM does 

feature some health information, and Andrea and co-founder Megan do share their 

illness experiences, their goal is to get other people talking about their disease. 

 Girls With Guts. Jackie’s second community began as a collaboration between 

other female IBD community leaders. GWG is focused on supporting all women with 

IBD. This non-profit also has several programs with which people can get involved. 

They have an annual retreat focused on getting women together in one location to build 

personal connections with others. They have their own version of face-to-face support 

groups called Butt Buddies. They also have a program called Butt Baskets where they 

send gifts to people who are in the hospital for bowel surgery. Finally, they facilitate an 

ostomy supply drive, collecting unused supplies from people who no longer need them. 

The supplies are then redistributed through another non-profit to people in the United 

States who cannot afford ostomy supplies. 
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 Hospital Patient and Crohn’s Disease Warrior Patrol. Michael has a 

multifaceted community, telling his own illness experience through a blog, YouTube, 

and Twitter, but also operating his own non-profit, the Crohn’s Disease Warrior Patrol. 

Michael, age 50, was the oldest community leader among this group and has been 

living with sickness for the longest, more than 30 years. He has had more than 20 

surgeries and more than 200 hospitalizations. He is a tireless advocate for people with 

chronic illness and is very active online when his health permits. His non-profit, CDWP, 

is focused on matching veterans of the disease with newly diagnosed people so that 

they can develop a mentor-mentee relationship.  

Division of Roles 

 Most of these communities are operated largely by individuals. Adam, Fernpixel, 

Jeffrey, Kelly, Lauren, Maggie, Michael, and Stephanie maintain their own websites and 

create their own content, although community members submit content as well in the 

form of comments and occasionally other material. Aside from Adam and Michael, who 

are on disability because of their illness, the others either work or attend college. But a 

few community leaders have the support of others. While I did not interview these other 

partners, they should be mentioned so the reader does not have impression that all of 

these communities are operated by individuals.  

 Andrea is one of two co-founders of the Great Bowel Movement. While Andrea 

focuses on the logistics of running the non-profit and the maintenance of the website, 

Megan focuses on product design and the day-to-day work needed to bring ideas and 

projects to fruition. They are also joined by four others who help them with outreach, 

writing blog entries, and providing accurate medical information. Heidi is the face of 

Ostomy Outdoors, but her husband, Doug, is just as much a partner in maintaining the 
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community. Doug shoots and edits all the videos, handling the more technical aspects 

of the website. Doug occasionally blogs, offering his perspective as a partner to Heidi 

through her illness experience. Jackie is the president and founder of Girls With Guts 

but is also supported by a team of women. Four others help develop the non-profit, 

create content, and manage the books. Jason created Awestomy with the help of his 

partner and fiancé, Jessica. Jason handles the technical needs of the website whereas 

Jessica assists in content creation, graphic design, managing the business, fulfilling 

orders, and is also the point-person who talks to the lingerie designer about their 

product ideas. 

Reason for Existence 

 While all of the community leaders created their communities to document their 

illness, help other people, and raise awareness, their reasons are much more nuanced 

than that. Understanding why community leaders started their websites leads to a better 

understanding of how these communities function. Knowing their intentions, it is easy to 

see why community leaders post certain things, communicate with their audiences in 

certain ways, or engage with some new media technologies and not others. 

 No community leader had only a single reason for starting her or his community: 

each of them had three or four reasons, often interrelated. The longer communities 

have been in operation, the more the purpose of the communities matures. While many 

people began their communities for personal reasons, once they started getting a 

response from people, the reasons for sustaining their communities became more 

outward. The leaders sustain their communities just as much, if not more, for the sake 

of their audience than for their own sake. 
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Connecting with others 

 Many leaders stated that one of their primary reasons for starting their 

community was to find other people with the disease. Many of them acknowledged that 

they did not know many people with the disease when they were diagnosed, so they 

started telling their story in the hope of finding others with the disease. Maggie said:1 

I remember seeing all these commercials for ostomy supplies, and they 
always had like elderly people advertising it. (laughs) So I thought that I 
was the only 16-year-old girl with one. I thought, “I can’t be the only one in 
the world, so I’m gonna see who else is out there.” So I just threw up a 
video on there just to see what would happen, if anyone would see it. It 
was crazy, the amount of people messaging me saying, “Oh my gosh! I 
have the same thing too! I didn’t know! I thought I was the only one!” 

 While many community leaders were looking for people in general who had the 

disease, some were looking for a very specific type of person. Lauren, who enjoys 

marathon running, wanted to meet other people with IBD who were also athletes. 

Looking for such a specific demographic group is difficult in face-to-face settings, but in 

the online environment, it is much more feasible. She said: 

And then in 2011 when I started, or when I was half-Iron Man-training and 
started to have those setbacks, I started looking online for runners, 
athletes who had Crohn’s or colitis who could understand those kinds of 
things. And I didn’t find much. … I thought, “Well, there has to be other 
people like me out there. Maybe no one is saying anything.” So I started to 
say things, and I found a triathlon coach who lives in Seattle who has 
ulcerative colitis is a professional triathlete and has, you know, had to start 
and stop her training because of hospital stays and flare-ups. As I started 
writing about it, then it was like people starting coming out of the 
woodwork. 

                                            
1 Unless otherwise noted, quotations from community leaders come for personal 
interviews. If a quotation comes from a blog, Facebook post, or other textual source, an 
explanation of the source precedes the quotation. 
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Documenting illness 

 Online technology like blogs and vlogs allow for a person to easily chronicle his 

or her day-to-day experiences with illness. Posts can be short, and because they are 

organized in reverse chronological order, it is easy for either the author or the audience 

to go back and read a story from beginning to end. When many people started their 

communities, their only aspiration was to document their illness. Communities were 

often started shortly before or after a person had surgery, usually to remove their colon. 

Because surgery is often conducted in two or three stages over the course of four to six 

months, the surgery experience can impact a person’s life for a significant amount of 

time. And because surgery is filled with uncertainty, blogging about what one is going 

through and any complications or setbacks that occur seems to offer not only a way of 

staying occupied during a lengthy recovery, but a good opportunity for a writer to reflect 

on the life-altering changes that are happening to their bodies. Jackie said: 

I started blogging in March of 2010 when I realized I was going to have 
surgery, because in the beginning I hid it from everybody. I was 
humiliated, and no one I knew had it, and nobody in my family had it, and I 
made everybody I know lie. … Then when I realized I was going to have 
more surgery that’s when I kind of came out of the closet and started my 
blog, the Blood, Poop & Tears blog. 

 Other people use the blog to give family and friends an update on what they are 

going through. When a person has a severe chronic illness, their health status can 

change drastically from week to week. If they have strong support structures, those 

people naturally want to know how their child, cousin, nephew, niece, grandchild, or 

friend is doing. Because surgery and hospitalizations can take a lot of energy out of a 

person, sometimes bloggers find it easier to update their loved ones online. Stephanie 

wrote on her blog: 
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There are a number of reasons that I started this site. One was to be able 
to keep people updated. I’ve seen such an outpouring of support over the 
past weeks and I wanted to be able to let everyone know how I’m doing 
and this is the most efficient way to do that. 

Helping others 

 While many community leaders start telling their story for personal reasons, 

many of them also want to help others with the disease. Altruistic reasons for creating 

an online community emerge soon after the community is created. While Kelly started 

telling her story to find others, she found very early that her strength was in giving 

inspiration to others. She said: 

I was in my room, and I was like, “You know what? Today was a really 
rough day, and I’m just gonna make a video and put it on YouTube and 
just see if anyone, you know, is in the same situation as me, maybe can 
give me advice or help.” And then after I did that first video, I saw that a lot 
of people were in the same situation. I was like, “Well, maybe instead of 
me asking for help, maybe I can be someone to kind of help others and 
give light to the situation.” 

 Michael started his non-profit, Crohn’s Disease Warrior Patrol, because of a 

perceived failure of medical professionals to provide adequate support for people with 

chronic illness. He had heard many people tell horror stories online about their illness 

experience, people whose doctors did not have the time to explain what their disease 

was or the ability to provide compassion. He realized that medical professionals have 

institutional barriers to providing one kind of support that patients seek: 

I formed this organization with the intent of matching patients all over the 
world … Listen, I don’t blame healthcare professionals. I think health 
insurance has really caused doctors and nurses and PAs and nurse 
practitioners to spend less time with patients, you know. So I thought that, 
if a patient would help another patient that could really—it’s very 
simplistic—but it could really go a far way. 
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Raising awareness 

 As I will discuss in Chapter 6, many people in the online community feel that IBD 

is stigmatized in particular ways. The online IBD community works to challenge various 

stigmas and raise awareness about the disease. Heidi said: 

When I was recovering from surgery I was kind of thinking about … how 
much better I felt and realizing that I wasn’t talking about my disease 
because it was stigmatized. But being quiet about it wasn’t helping to get 
rid of that stigma, so I decided I should start sharing my story to amend 
that because I’m not helping the situation any. 

 For some community leaders, challenging stigma and raising awareness means 

helping people overcome their inability to talk about the disease. That is why The Great 

Bowel Movement’s mission is to get people talking. Andrea said: 

We have the most simple mission, and you can lose sight of it so quick 
because it is so simple that we constantly are reminding ourselves of it. 
Reminding other people of it. Like, “No, no, no, no, no! We’re not here to 
do research. We’re not here to raise money. We’re not here to do walks. 
We’re not finding cures. We are literally getting you to talk about it.” And 
then you can go do all those wonderful things. Literally, just talk about it. 

 Adam had a similar goal when he created his website, though he accomplishes it 

in a different way. Instead of getting people to talk about their disease face-to-face, he 

wants people to share their story online. He said: 

I was like, “Jeez, maybe if I make a website talking about my situation I’ll 
meet someone, someone will find it, and all I want to know is, ‘Will this get 
better?’” That’s the obvious question. That’s when I started sharing my 
story. … After a couple of months I thought, “You know what? Maybe I can 
see if other people want to share their story on this website,” so I asked 
people that wrote, saying in a comment, “If you’d like to share your story, 
fill it in there and I’ll post it on the website.” 

Use of Technology 

 Community leaders have myriad reasons for telling their story online and building 

their communities. How exactly, though, do people build their online communities? On 
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the surface, the answer appears intuitive: they use websites and social media platforms 

like Facebook. Websites are necessary for an online community, but that seems 

axiomatic given the topic of this study. In this section I will discuss how community 

leaders use specific new media technologies to construct their communities and 

communicate with the audiences. 

 When I use the term “new media technology,” I am referring primarily to the 

software needed to facilitate an online community. While all websites are built with a 

common technology—computer languages such as HTML, CSS, and PHP—the 

arrangement of code is unique to each platform. To me, the social network platform 

Facebook is a different technology than Twitter, even though they do very similar things 

and are built with a similar language. The user experience is different on Facebook than 

Twitter, and the user experiences on both are different than that on YouTube or 

Pinterest. Within a particular platform, multiple technologies are often at work. Twitter, 

for instance, allows people to send and receive text or image tweets; allows users to 

retweet the tweets of somebody else, and allows people to follow other Twitter users 

and be followed by other Twitter users. All of these actions that a user can take while on 

Twitter constitute sub-technologies of the greater technology of Twitter. 

 New media technology also includes a hardware component. The World Wide 

Web and its associated technologies exist as code, but that code, that data, is stored on 

physical computers and servers, and those servers are connected via conduits and 

wires, which are in turn linked to individual machines operated by users: desktop 

computers, laptops, tablets, and mobile phones. For this project, I was not concerned 
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with the hardware side of new media technology, other than that I acknowledge its 

necessity in making the software technologies work. 

 Each online IBD community is built using a web of social media platforms. While 

not every community utilizes every platform, some platforms are used quite frequently 

by the community. The common platforms are blogs, Facebook, Twitter, YouTube, and 

email. 

Blogs 

 Blogs are utilized by every community leader in some way. For some, like 

Jeffrey, Lauren, and Stephanie, blogging seems to be their main type of content. For 

others, blogs are just a smaller portion of the overall website, as is the case with 

Awestomy, the Great Bowel Movement, Girls With Guts, and Let’s Talk IBD. Blogs 

primarily feature the illness story of community leaders. Jackie and Stephanie used their 

blogs to explain the day-to-day process of going through surgery and then recovering. 

Other people, like Lauren and Jeffrey, have not had as severe a case of IBD, so they 

often write more topically about medicine, treatments, procedures, or other illness 

experiences they have had. 

 Sometimes community leaders will post about topics of interest to their audience. 

Several community leaders have written posts about sex over the years, for example, 

often at the request of their audience, usually addressing the question and fear: how 

does a person approach sexual situations when s/he has a chronic illness? Other times 

community leaders will let somebody else post on their topic, usually referred to as 

guest posts. Some blogs get almost no comments, yet other blogs, like Adam’s 

iHaveUC blog, often get 20-40 comments on every post. 



 

119 

Facebook 

 Everybody except Fernpixel had a Facebook page. Facebook is used for several 

things. First, most community leaders will post links to unique content that they have 

created elsewhere. For example, when they write a new blog entry, they will post the 

link on Facebook. Posting a link to Facebook is one way to get increased exposure for 

that content. Second, people will post links to other content, such as content created 

within other online IBD communities, news stories about Crohn’s disease or ulcerative 

colitis, or reports about new medical treatments or procedures. Third, community 

leaders will post photos of their fans, of themselves, or still images with humorous or 

inspirational sayings. Fourth, community leaders will sometimes ask questions of their 

audience; these questions usually are not about health problems the community leader 

is having, but rather general questions about treatments, procedures, health 

experiences, etc. These questions are designed to get the audience to converse with 

each other. Finally, community leaders will sometimes use Facebook to give updates on 

their community or to tease future projects. 

 Audience members also can post anything they want on a Facebook page as 

long as they have “liked” it and have a Facebook account. However, almost universally 

across the communities, audience-generated content is uncommon compared to leader 

content: Leaders post far more content, and get a far better response, than audience 

members do. This might be partially explained by audience members coming to these 

communities more to consume health information and support than to provide it. 

Another reason audience content is so overshadowed is that Facebook pages, as a 

technology, privilege the voices of community leaders over audience members. 

Facebook pages were originally created as a way to promote celebrities and 
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businesses, not to facilitate support groups. If I “like” a page for Mountain Dew, for 

instance, it is probably because I want to get updates about Mountain Dew, not because 

I want to hear what other people have to say about Mountain Dew. 

 Facebook does have a more democratic forum where posts by one specific 

group of administrators are not privileged over other people in the group: Facebook 

groups. At least within the online IBD community, most everybody seems to be using 

Facebook pages to reach their audience, not Facebook groups. Thus, it is worth 

explaining how Facebook privileges the postings of leaders. When a person first visits a 

Facebook page, the default view will be “Highlights.” Highlights show the most recent, 

and most popular, posts by the page itself. In one small box it shows “Recent Posts by 

Others,” which will list the first line of about five posts by audience members. Posts by 

community leaders are typically shown in full. “Highlights” can be changed to either 

“Posts by Page” or “Posts by Others.” Those filters show, then, either all the posts by 

the page or all the posts by others. No matter what the setting is changed to, however, it 

always reverts to “Highlights” when a user leaves the Facebook page and revisits it. 

Because Facebook pages always default to privilege the voice of the community 

leaders, audience member postings do not gain as much exposure as they probably 

should for community members to feel more invested in the community. 

 Many community leaders recognize that Facebook is not always fair to the voices 

of their audiences. Oftentimes, community leaders will repost an audience member’s 

question. That way, the question gets more exposure when it comes from the 

community leader. Many community leaders do this, and the community leader’s repost 

always has many more comments than the original post. By posing the question to the 
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community, leaders “crowdsource” the answer; that is, they seek an answer from a 

large crowd under the assumption that somebody will know how to answer it. Stephanie 

said: 

I met one girl who was having an issue with her stoma prolapsing and was 
asking if I knew of any way to kind of help with that, and it was just 
honestly something I’d never dealt with. In those kinds of scenarios that’s 
where things like Facebook really do come in handy, because I’ll usually 
ask, “Do you mind if I post this on there?” Sometimes if you post a 
question on Facebook you can find other people out there who may have 
dealt with that situation and can give some advice that way. 

Twitter 

 Every community leader uses Twitter, some more than others. Sometimes 

community leaders use Twitter in spurts: tweeting frequently for a few months, 

decreasing their activity for a time, and then tweeting more frequently again. Others, like 

Lauren, Jeffrey, Adam, and Michael, use Twitter throughout most days. Because tweets 

are limited to 140 characters or a single image, not much can be said. Twitter is used, 

then, to 1) give short updates about the community leader’s health, 2) share links to 

new content on a blog or YouTube, 3) promote contests or programs, 4) share links to 

other IBD websites, news articles, or medical studies, 5) ask questions of the audience, 

6) respond to questions from the audience, and in the case of those communities with 

products, 7) promote new or discounted products. Occasionally community leaders use 

Twitter for personal reasons as well, such as to comment on current events, celebrities, 

or pop culture. 

YouTube 

 Nine of the community leaders utilize YouTube, but not all with equal success. 

Kelly, Fernpixel, Adam, Heidi, Maggie, and Michael use YouTube the most. Some 

community leaders post recipe videos (Fernpixel and Adam, who are most convinced 
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that special diets help their disease). Many provide videos with medical information. And 

some give updates on their health, particularly if they are facing something serious, like 

a colonoscopy or surgery, or if they are recovering from a surgery or hospital stay.  

 Videos, though, are time-consuming to make, and some community leaders who 

started on YouTube, like Maggie, Fernpixel, and Heidi, realized early on that YouTube 

as a platform does not offer the best support for a community. People can comment on 

YouTube videos, and each YouTube channel has a general discussion page, but a 

community leader often needs to communicate with his or her audience in other ways. 

Any text-based platform allows for community leaders to give quick updates about new 

things happening in the community. Sometimes, certain topics lend themselves better to 

the written word. People with active YouTube communities usually try to provide this 

sort of information in the description box of each YouTube video. However, YouTube, 

by default, shows a condensed description of the video: text is deemphasized, video is 

emphasized. So much like Facebook privileges certain kinds of content, so does 

YouTube. Community leaders who use YouTube often include links in the description to 

their other platforms, and often they will tell their viewers, either verbally in the video or 

in text form, to click on the description to find links to more information.  

Email 

 Email is not commonly thought of as a social media platform, but email is an 

online communication tool at the disposal of people in the online IBD community. Every 

community leader prominently displays her or his email address (and some 

communities use several email addresses), and audience members take advantage of 

this communication method. The difference between email and all other platforms 

reviewed is clearly the private nature of email. Whereas all these other platforms 
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encourage public communication, email is private, and sometimes audience members 

are more willing to discuss personal issues through that medium rather than a public 

medium. It should also be noted that most social media platforms—like Facebook, 

Twitter, and YouTube—also provide audiences the option to send a private or direct 

message to the administrator of the page. While the specific service used might differ 

(sending a private message through Facebook as opposed to Gmail), the end result is 

largely the same: private, one-on-one communication. 

 Many community leaders said that their audience members talk to them in more 

detail about their illness history through email than through public forums. Heidi said: “I 

think they do email more personal stuff. Every once and awhile I get a comment that’s 

really open, but I would say as a rule the private emails are a lot more personal. They 

share more specific details.” Maggie suspected that people email community leaders 

more personal details because they are afraid that their friends and family might see 

their public comment, which is certainly a drawback of certain social media spaces: 

In emails and messages they go into a lot more detail of the nitty gritty 
stuff, like if they have accidents or things like that. A lot of people don’t 
wanna, like, put that kind of comment on a video because a lot of the 
people who have YouTube channels or YouTube accounts, they’re not 
just on there for Crohn’s. They’re on there for other stuff. They might have 
other friends who have no idea what’s going on in their lives, so they don’t 
necessarily like to comment.  

 Many audience members wrote2 that they had emailed community leaders in the 

past. Sometimes, it was just to praise a community leader for the work they were doing: 

“I have emailed the blogger Ostomy outdoors to compliment her on her writing and 
                                            
2 When I say that “audience members wrote” or “an audience member wrote,” I am 
referring to the written responses they provided to my online survey. If an audience 
member’s quotation comes from a blog comment, Facebook comment, or other online 
posting, I introduce the quotation as such. 
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inspiration to me” (female, ulcerative colitis, age 41). Many audience members also 

wrote that they emailed community leaders to ask them about medical issues. 

Other social media platforms 

 Blogs, Facebook, Twitter, and YouTube were the main social media platforms 

utilized by the communities in this study. Whether these platforms will always be 

popular is impossible to say: likely new platforms will rise in time and some of these 

platforms will fall in popularly. Community leaders have experimented with other 

platforms, but these platforms were mostly underutilized. These platforms included 

Pinterest (4), Google+ (3), Instagram (2), Tumblr (2), Vimeo (2), Flickr (1), Spring.me 

(1), and YouInspire (1). Because these platforms were not widely used, it is difficult to 

say what effect they have on the online IBD community.  

Trajectories of the Online Communities 

 It is hard to predict how long individual online communities will last. The 

communities explored in this ethnography have been around for 2-4 years: will they be 

here 10 years from now? Community leaders were unanimous that they wanted to 

continue their online communities as long as they could. Adam said: 

If I have time and it’s still fun and interesting and exciting, then yeah, I can 
see myself doing it. But if it’s not fun and interesting and exciting, if I don’t 
feel like people are really enjoying it. If people are still enjoying it, and I 
wasn’t enjoying it, then I would maybe find someone else to take it over.  

 Several people said that they would like to turn their advocacy work into full-time 

careers, whether or not that revolved around the existing community. Kelly said: 

I really would love to like have a career with all this stuff. Like I would love 
to be doing public speaking, or, you know, talking to other people at 
conferences and things like that, just trying to help other people. That’s 
really what I would love to do, but, you know, it’s all in God’s hands. 
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 Some of these communities have a financial aspect to them, either as a business 

or non-profit, and finances are a major determinant of how long these communities can 

sustain themselves. Jason from Awestomy said that he would love to turn the business 

into a full-time job; he currently runs three different businesses. He admits, though, that 

this is unlikely because of the product he sells: 

I just think that unfortunately it’s a very small niche business where there’s 
only a set amount of people that have an ostomy or would need these 
kinds of products, so I don’t think it would be something that we can do on 
a full-time basis unless we got an investor or something like that. 

 Jackie explained that even though she loves Girls With Guts, she does not 

anticipate ever turning it into a full-time job. For one, she likes being president of the 

organization, yet said that board members of a non-profit cannot be paid. Second, doing 

Girls With Guts full-time would necessitate having health insurance and a 401K, and 

she could not justify taking that much in donations when that money could better be 

spent on the people who need it. Instead, she longed for the financial means to hire 

employees to continue the work of Girls With Guts: “So right now, and probably for the 

foreseeable future, I would rather hire somebody else to work for Girls With Guts. As a 

selfish decision, a strategic decision, and also as a business decision.” 

Challenges in Maintaining Online Communities 

 While community leaders are committed to maintaining their presence online, 

and while they all have good intentions to help other people with IBD, many challenges 

exist in sustaining and maintaining these online communities. In this section I will 

examine two perspectives on the maintenance of these communities: challenges that 

the community leaders face in sustaining their communities, and challenges that 

community members face in participating. 
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Community Leader Challenges 

 While not every community leader identified the same set of obstacles, many of 

them agreed on similar obstacles. Community leaders face three threats to the 

development of their online communities: lack of time, personal health struggles, and 

staying up to date. 

Lack of time 

 The biggest obstacle community leaders face is not having enough hours in the 

day. Most of these leaders either have full-time jobs or are attending college, and they 

all have a chronic illness, meaning that maintenance of these online communities 

comes on top of already busy lives. The number of hours community leaders spend with 

their communities is staggering. Andrea estimated she spends 20 hours a week on the 

Great Bowel Movement: processing orders, answering emails, and balancing the books. 

Fernpixel estimated she spent 2-4 hours a day on her community during the height of 

her involvement, noting that a 5-minute video could take 10 hours to edit, depending on 

the subject matter. Heidi spends 2-3 hours a night on average. Jackie spends 20-30 

hours a week on Girls With Guts. Adam, who was unemployed at the time of the 

interview due to his illness, spends 40-50 hours a week on iHaveUC. 

 Maggie from Let’s Talk IBD also said that she tried to take advantage of extra 

blocks of free time, however long that can last, in an attempt to build up content: 

I just feel like there’s never time to get everything going. I don’t know if you 
look at my videos, but there’s always like a two-month lag. I’ll do videos, 
you know, I’ll do a whole bunch of videos in a two-week period, then you 
won’t see me for a few weeks (laughs). I feel like there’s so many things 
going on, so I try to get on there as much as I can, and I feel bad. 
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Personal health struggles 

 All of the community leaders live with IBD, and many of them have other chronic 

illnesses as well. While many of them were feeling well when I interviewed them, many 

of them also have had a very unpredictable history with their disease. The disease can 

flare up and strike when a person least expects it, which can make updating the 

community challenging. Kelly, who had more health struggles than most of the 

community leaders, talked about how maintenance of her community sometimes came 

at the expense of her own health: 

It does get challenging at times, especially when we don’t have very much 
energy as it is, and sometimes I just wear myself out helping everyone 
else. I’m making myself sick because I’m trying so much to help other 
people that I don’t focus on helping myself. That just brings challenges 
because then if I get really sick, then I can’t help people as much, and you 
know, write as much because I’m not as focused. 

 Several of the community leaders mentioned that their health has a major effect 

on the amount of free time they have. Often a bad health day can seriously derail their 

plans for their community. Michael said: 

Sometimes I can’t get out of bed, so that’s a lost day. I could work for 
many hours straight. … When I’m feeling well, you know, if I’m having a 
good day, I try to get as much done as possible. And I will work maybe 14 
hours. I mean, I’ll take a break, of course. Because there are many days I 
can’t work at all. When I’m healthy I try to take advantage of it. And I can’t 
predict it either. 

 Oftentimes a community leader will explicitly tell his or her community that health 

problems have prevented him or her from being more active. Michael once posted on 

Facebook:  

I had to postpone producing this week’s “CDWP Answer Video” – 
“Diagnosing Crohn's Disease” - because i am having Lung Surgery on 
Monday to help diagnose a chronic Lung Condition I most likely contracted 
from a Crohn’s drug and I’m simply not “up to it” and must rest before the 
surgery 
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Staying up to date 

 The first two challenges, lack of time and personal health struggles, are 

intimately related to a third challenge: keeping the website up to date. Evidence of 

community leaders falling behind their own schedules for posting new content is 

widespread. At some point, most community leaders have made an “update post” on 

their blog, Facebook, Twitter, or YouTube: sometimes in all places at once. The 

community leader typically starts the update post by apologizing for not being more 

active and then rededicating him- or herself to making up for it. For example, Stephanie 

once wrote: 

I hate that I’ve been neglecting The Stolen Colon lately. I am over a week 
behind on my Team Challenge Tuesday updates. While I really don’t like 
feeling so disconnected from this little world of mine, I have been focusing 
right now on my day-to-day world. I am slowly getting myself more 
organized and put back together. I’m not there quite yet, but I’m making 
my way back. [This post was made 3 days after a previous update post, 
which was made 10 days after the post before it.] 

 Some community leaders take a different approach. Instead of disappearing for a 

period of time with no explanation, and then apologizing later, some are more proactive, 

warning their community in advance that they will be missing. Maggie, for instance, has 

frequently taken breaks due to school taking priority. She once wrote on Facebook: 

I thought I’d just mention I need to take a little YouTube/fb/everything 
break... but only until the end of May! I have been having a lot of trouble 
balancing school work and youtube and my store while trying to have fun, 
too. Please stay healthy and I’ll talk to you at the end of May! Now off to 
write 2 papers and do 9 pages of chemistry homework... see? 

 When community leaders fall behind in creating content or answering emails, 

many feel guilty about neglecting their community. This guilt can be a barrier for leaders 

in maintaining their communities. When providing updates about their lack of 

involvement, many leaders apologize and vow to be more active. I, too, have 
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experienced this guilt: if my participation online dropped for a couple weeks I would feel 

guilty about not updating. Sometimes that guilt can be so overwhelming that I would put 

off updating the website for another day, and then another day, and then another day. A 

cycle of inactivity then starts. And while the solution to this guilt might sound simple—

just update the website!—updating the website happens out of obligation, much like a 

chore. And once voluntary, service-oriented work—which is supposed to be fun and 

generally gives community leaders much satisfaction—becomes mandatory due to self-

imposed goals, there is less incentive to do the work. 

 Before I started this project, I was aware of these gaps in content in the online 

community. Was it simply because people were busy, or did they ever run out of things 

to say? I know in my case, after operating UCVlog for five years, my partner and I really 

had nothing new to talk about anymore. While our health still challenged us, the 

struggles we face were more of the same. We had pretty much covered everything we 

could. I asked community leaders, then, if lack of content was ever an obstacle to 

posting, but to my surprise, most people had plenty of ideas, just not enough time to 

implement them all. Heidi from Ostomy Outdoors explained: 

I thought I would when I first started my blog, “Gosh, am I going to have 
enough stuff to write about?” But I have so many ideas, and for me the 
thing is just a lack of time. It’s not ideas. I can think of so many things I 
want to write about. I need to remember to keep a list, because I tend to 
forget them. 

Community Member Challenges 

 A functioning community needs people who talk to each other and get along, but 

no community is going to get along 100% of the time. Conflicts arise, sometimes 

between or among audience members and sometimes between audience members and 

community leaders. Other times, community members can become disconnected from 
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each other, not because of any explicit conflict, but because community members might 

be in different stages in their illness journey and have a fundamental difference in how 

they view illness. In this section, I will explore three types of conflict that have the 

potential to weaken a community: community member-to-member conflict, conflict 

directed toward community leaders, and structural disconnections between community 

members. 

Member-to-member conflict 

 Not every community member has a problem with other people in the community. 

Based on the survey of audience members, many people have had no negative 

experiences in the online IBD community. Others, though, did have a problem with how 

certain community members acted: 

Some people indulge in a lot of “poor me” attitudes.  Everyone grieves 
differently, so I won’t tell these people how to feel.  However, I try my best 
to stay positive, no matter what, so I wish there were certain groups that 
were deemed more positive than others. (male, ulcerative colitis, age 36) 

I don’t like it when people one-up each other. You had 2 surgeries? Well, 
I've had 15...it should always be a nurturing community. (female, Crohn’s 
disease, age 41) 

 Many community members have also witnessed negativity coming into their 

community from the outside. This kind of behavior is sometimes called “trolling” and is 

common in many online communities unrelated to health. A troll is somebody who 

bullies, mocks, or harasses other people in an online community, not necessarily 

because s/he disagrees with somebody, but mostly for his or her own entertainment. 

Several community members wrote that this sort of conflict is a threat to the community: 

Sometimes ‘trolls’ are able to actively use these community websites and 
make fun of or bully others for what they are going through with their 
disease. This has probably been the only thing that’s ever made me 
contemplate ‘quitting’ IBD-related social media. It’s seems that moderators 
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are not very quick to stop this type of abuse. (female, Crohn’s disease, 
age 20) 

 Occasionally people do leave a community, but few people reported having done 

so. “I have stopped following a few folk on twitter because all they do is whine, 

sometimes you need to do that but I don’t want to read it about it every time I see their 

tweet come up” (female, ulcerative colitis, age 41). Some audience members 

speculated that negativity in these groups can lead to a lack of support between 

community members. One person wrote that IBD puts people on a “rollercoaster” 

because there are many positive and negative aspects of living with the disease. While 

he acknowledged that it is okay for people to vent once in a while about their 

frustrations of living with the disease, too much venting can be bad for the community: 

It is easy to find folks in the various online communities that are 
consistently negative, aren’t willing or able to advocate for themselves in 
relation to the care they receive and those that are downright bitter about 
their situation and can negatively impact those that are truly looking for 
positive feedback to deal with their personal situation. (male, 
indeterminate IBD, age 32) 

 Community leaders occasionally have to step in to sort out conflict between 

members. Jackie said Girls With Guts has a largely positive community, but on rare 

occasions they have conflict between members. She told one story about a woman with 

an ostomy who was asking about one-night stands and how others have brought up 

their ostomy to potential partners. Some in the community gave her pertinent advice, yet 

others criticized her for engaging in “immoral” activity and said she should not even be 

asking about one-night stands. Jackie said GWG’s policy is usually to leave comments 

public, even if people disagree, but in this case they deleted some of the negative 

comments: 
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There were some personal attacks on people in the posting that got way 
beyond what our community is all about, in terms of like, it wasn’t even 
about IBD anymore. It wasn’t about IBD anymore. It wasn’t about one-
night stands. It was about, like, “You’re an idiot because you said this 
stuff” and I was like,”Ehh, that’s not who we are.” 

 Andrea said that sometimes people fight on the Great Bowel Movement’s sites 

about different treatment options, about which people can hold very strong opinions. 

While the GBM tries to stay out of these conflicts, occasionally they do engage people: 

People get very passionate about their form of treatment or how they talk 
about it or don’t talk about it. You know, some people overcompensate 
and come on so strong and defensive, and nobody’s ever even said 
anything to them. And I know, I think Megan and I both light up because 
we’re like, “Ooh, that’s a teachable moment. Okay, let’s help that.” You 
know, like, relax! 

Conflict directed toward community leaders 

 Sometimes community leaders and their audience members come into conflict. 

This is not surprising, as people can have disagreements over treatments, medical 

advice, attitudes toward living with the disease, or any number of other issues. Most 

community leaders commented, though, that negative, insensitive, or even 

inappropriate comments happen rarely, maybe 1% of the time. When community 

leaders do face negativity, they are quick to shut it down, which might explain in part 

why these leaders face so little of it: they rarely engage people to perpetuate the 

conflict. 

 Jason from Awestomy explained that he has had to ban a few people from the 

social networks: 

It was just more of the negative reaction to individuals with their pouches 
out or something like that and was just kind of someone trying to be a troll 
saying, you know, “My output comes out the right end” and all those kind 
of stuff. They even put a vulgar picture of somebody’s bare butt of 
somebody on there. And that’s just cruel. And no matter how I tried to 
explain, you know, it didn’t matter. 
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 Occasionally an audience member will question a community leader’s credibility 

with regard to the way they tell their illness story. Kelly said: 

Especially all the undiagnosed stuff, a lot of people were like, “Oh, you’re 
just pretending to be sick,” and it’s like, “Umm, no. Why would I pretend 
about being in the hospital every month?” You know? So that was 
definitely something that was hard to receive, but it doesn’t even matter 
anymore. 

 Maggie said that sometimes she does not see a negative comment right away, 

and before she can respond to it, somebody else in the community has already 

addressed it: 

Usually I don’t see them for a little bit and all the other people who see the 
comment and they start yelling back at them saying, “You shouldn’t write 
that on this video!” (laughs) So it seems like that’s taken care of by people 
who watch! (laughs) 

 Something that Nadia and I experienced often over the years with UCVlog was 

creepy or stalker-like people, always directed toward Nadia. Men would ask her to 

marry them; they would send her repeated private messages and in general come on 

very strong. I never received similar treatment from my audience, so I asked some of 

the female community leaders if they had similar experiences with creepy people who 

say or ask inappropriate things. Many of them confirmed that this did happen from time 

to time, but usually they ignored it. Fernpixel reported having the most of this kind of 

conflict: 

I mean, some people, you know, most harmless ones are like, “Oh, I have 
a crush on you,” cute things like that, but then I get people who are 
making weird suggestions like, “You know, you can get more hits on your 
website if you do a video in a bikini,” and I’m like, “Really!” I’ve got people 
that wanted to marry me. I’ve had people that wanted to know too much 
about me, like, where I live and what I do. 

 The community leader who seems to have received the most criticism was 

Michael from Hospital Patient. He was planning a documentary about people with 
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Crohn’s disease and ulcerative colitis and was telling people in some communities 

about his idea, looking for people to support him. But some people misinterpreted him 

as showing more concern for people with Crohn’s disease over ulcerative colitis. He 

said some of the conflict stemmed from the name of his charity, Crohn’s Disease 

Warrior Patrol. Even though the charity helps people with both forms of IBD, he said he 

named it “Crohn’s disease” Warrior Patrol because he personally has Crohn’s disease: 

They felt that, “Oh, are you doing just Crohn’s and not ulcerative colitis? 
Oh, you’re doing both? Why are you calling it Crohn’s?” I was like, “Look, I 
mean, first of all, I can’t believe that you’re challenging me. I dedicate my 
life to doing this.” In my mind, I’m thinking, “I help so many people. I can’t 
believe they’re hassling me over this.” … It got to a point in this particular 
Facebook group where I was almost in tears because people were 
ganging up on me. While it was going on, I would get emails from other 
people supporting me, saying, “Michael, I can’t believe,” but they wouldn’t 
in public do it because I guess there was a clique of people who don’t like 
me. 

 Eventually Michael left that group as he concluded he could not win against the 

prevailing opinion. 

Community disconnect 

 While there are many ways that communities can develop conflicts among 

themselves, sometimes a more subtle conflict happens when community members have 

different expectations about what they are looking for in a particular group, or with 

whom they are looking to interact. Some people reported that certain communities were 

not as active as they would like, or that their questions went unanswered. For instance, 

one audience member wrote: 

I feel that sometimes people get lost in the larger online communities and 
individual relationships do not get formed. For example, you post a 
question in the morning and by the afternoon there are 10 other posts so 
people dont see your question and it doesnt get answered. Also there is a 
lack of “community” because there is not a way to chat or converse easily 
through the group. (female, Crohn’s disease, age 21) 
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 As mentioned in the previous section about the creation of online communities, 

some community leaders will take questions from their audience and repost them, 

thereby giving them more exposure. But they do not do this in every case, or even a 

majority of cases. One community member once remarked on Stephanie’s Facebook 

page: 

I wish this group was more active. I mean….Come on fellow poopers. I 
need some support. Let’s trade advice and humor. Let’s walk through this 
together. Hold my hand. Just make sure you washed your hands, first. I’m 
open to friend requests. I will bare my constipated soul to others with IBD. 

 Stephanie responded that the person could certainly start a conversation and 

asked her what she wanted to discuss. The person replied that people could start by 

introducing themselves (a common practice in many online groups). The person then 

explained who she was and gave a brief summary of her disease diagnosis. Nobody 

else responded.  

 One person observed that many of the online communities, especially on 

Facebook, are very similar to each other. This is something I also observed in this 

research: many people tell their stories in isolation, creating their own communities, 

when they actually have very similar goals. The person wrote: 

A lot of the groups seem to be duplicates of each other. Facebook keeps 
asking me to join “such and such IBD group” which is usually “a group for 
people with IBD to ask questions and find support”, except that there are 
already more groups like this than I can count and a lot of the times it’s the 
same people in all of them....so they are dividing the community and it’s 
not positive or productive. (female, ulcerative colitis, age 29) 

 Many people contended that the online IBD community is dominated by people 

who are very sick. People who are very sick tend to go online the most; thus, a person 

who is less sick might have a skewed perception of the disease if s/he spends too much 

time in these communities. One audience member explained: 
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When reading the various forums you have to keep in mind that most 
people asking questions are having a problem. Very few write in to say 
how well they are feeling. The initial impression can therefore be a bit 
daunting, especially for newcomers. (male, Crohn’s disease, age 57) 

 In a comment on a blog post in which she shared online resources that she liked, 

Heidi offered very similar reasoning, reasoning community leaders often use: 

One note too about online groups. They can be wonderful sources of 
information, and I love the support I have found on such sites. However, 
many people write on them when they are having issues (I have!) so 
sometimes reading through the posts of all the things people are going 
through can seem a little scary. It can appear like every person who has 
been through surgery is having problems with their appliance leaking, their 
skin, food troubles etc. Keep in mind that these are often the things that 
we post when we are new to our ostomies and trying to figure things out. 
Once people are past that learning curve and are out happily living life, 
they often stop posting. That can often make things feel a little unbalanced 
towards the negative on message boards. 

 Lauren said that when she first started telling her story, she, too, felt like an 

outsider because her disease was not “as bad” as some of the people in the online 

community had it: 

At first, I felt kind of guilty about that. Like I would write my little blog, and I 
would read about other people who were so, so sick, and I sort of felt 
guilty. Like I’ve never had surgery, and I’ve never had a long hospital stay. 
And I would sort of feel guilty about that, which is totally crazy, but I would, 
because maybe my story isn’t as worthwhile to share because I haven’t 
had it so bad. 

 Finally, some audience members felt out of place because their disease status 

was different than others in the online community: 

I understand that Crohns is a more serious disease than ulcerative colitis, 
but sometimes because of this I wish UC had more of its own 
blogs/websites because most sites focus on Crohns and UC is less of a 
focus. (female, ulcerative colitis, age 38) 

I still feel quite alone. I never see another person posting who has been 
sick their entire life like I have. I read most posts of people saying that they 
were diagnosed five to eight years ago and how they were so young, but 
they really weren’t, they remember a “before” and “after”, and never had to 
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try to make friends while sick in the hospital, and know what a normal 
body feels like. (female, Crohn’s disease, age 21) 

Summary 

 Research Question 1 asked how online IBD communities are created using new 

media technologies. This chapter examined the common social media platforms used to 

create online communities—blogs, Facebook, Twitter, YouTube, and email—and how 

these platforms shape each community. While there were commonalities between 

communities, each community used technology in different ways to better meet their 

needs and achieve their goals. Community leaders’ motivations for creating their 

communities were also explored: connecting with others, documenting illness, helping 

others, and raising awareness.  

 Research Question 2 was concerned with the challenges to community 

maintenance. Community leaders commonly cited lack of time, personal health 

struggles, and staying up to date as their main challenges. The maintenance of online 

communities was also challenged from the perspective of community members, who 

sometimes got into conflict with each other or with community leaders. Other times 

community members had differing expectations about what the online community 

should be about or who it should be for, and these unrealized expectations led to a 

fundamental disconnect with the community, not because of overt conflict between 

members, but because some people felt like they did not fit in. 
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CHAPTER 5 
RESULTS: RELATIONS BETWEEN ONLINE COMMUNITIES AND EXISTING 

SUPPORT STRUCTURES 

 Online IBD communities do not exist in isolation. Individual communities are 

often interconnected to each other; many of the communities studied share links to each 

other, some more than others. But online IBD communities also exist in relation to 

established support structures. While some of the communities in this study were non-

profits, all have been established within the past three-four years. However, existing 

non-profit support structures, most notably the CCFA and UOAA, have been around for 

much longer. For Research Question 3, I was interested in how online communities 

provide support compared to these more established non-profits. Second, I was 

interested in how online IBD communities exist in relation to medical professional 

support structures. Much health information is shared in these online communities. 

Health information, once thought of as the domain and expertise of doctors and other 

medical professionals, is now being co-opted by patient communities. Community 

leaders share health information, audience members seek health information, and new 

media technologies easily facilitate this information exchange. 

 Note: throughout this chapter direct quotations that come from online material 

posted by community leaders, comments left by audience members, and responses 

audience members provided to the online survey are used as is, with all punctuation, 

spelling, grammar and spacing left intact. 

A New Kind of Support, and a Reaction against Existing Support Structures 

 It is no secret that online communities function, in part, to provide support for 

people with illness. While many people find online communities helpful, these are not 

the only places that people can go for support. Established non-profits like the Crohn’s 
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and Colitis Foundation of America and the United Ostomy Associations of America have 

extensive networks of support groups and fundraising opportunities that serve to 

connect patients with one another. Even though people might not be close 

geographically to a support group, fundraiser, or educational event, these non-profits 

also maintain social media presences and online message boards. Why, then, do so 

many people forgo the support of “professionals” to find support instead from patient 

communities? Although the patient communities in this study are extensive and have 

large audiences, they are not always refined or polished. Sometimes their websites can 

look amateurish; sometimes there are long gaps between postings. Most of these 

communities are run by individuals, and given the time commitment these communities 

require, community leaders cannot always give audiences much of their attention. But 

even with all these imperfections, tens of thousands, likely hundreds of thousands, are 

involved in these patient-run and patient-centered communities. In this section, I will 

show how the rise of these online communities is, in part, a reaction against existing 

non-profit support structures. Then I will discuss the benefits members derive from 

online communities and how they view online support versus face-to-face support. 

Support for and Criticism of the CCFA 

 The non-profit that receives most of the support and criticism is the Crohn’s and 

Colitis Foundation of America. Most everybody with IBD knows about the non-profit, and 

many people have some experience with the CCFA, either through its events or 

educational materials. Community members and leaders alike find much to appreciate 

about its support structures. But in many ways, people can become very frustrated with 

how the organization operates (Some of these criticisms will be discussed in greater 

detail in Chapter 6). 
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 One common criticism of the CCFA is that it is too focused on research and does 

not focus enough on the patient experience. The CCFA spends millions funding 

research for new treatments for IBD. It also has been instrumental in investigating the 

causes of the disease. Some people in the online community think, though, that it has 

gotten too big, too corporate, and has lost touch with the people it is trying to help. 

Jeffrey from A Guy With Crohn’s said:1 

I’ve grown up with them, and we thought, “Okay, they are the leaders for 
Crohn’s and colitis.” Now from talking to people and doing some research, 
I’m kind of getting the feeling that they’ve lost touch with the community. 
They’re focusing more on trying to raise money and that’s it. I think they 
got too big. I mean, big is not a bad thing, but I think they just lost sight.  

 Several audience members agreed with this perspective. One audience member 

wrote about her distrust of the CCFA’s motives: 

I’m suspicious of the CCFA as I’ve become suspicious of most disease 
related foundations and whether they really want to find cures. Maybe I’m 
jaded, but I don’t know that I trust the CCFA any more than I trust big 
pharma. (female, ulcerative colitis, age 32) 

 Another audience member wrote, however, that she thought the CCFA should 

conduct a different kind of research—studies on the effectiveness of its educational 

materials:2 

The websites (in particular those of CCFA) are not based on literature and 
no research is being conducted to see if they are helping with disease 
management.  I feel like in the last couple of years the CCFA has 
produced a lot of websites to help with disease management but they are 

                                            
1 Unless otherwise noted, quotations from community leaders come for personal 
interviews. If a quotation comes from a blog, Facebook post, or other textual source, an 
explanation of the source precedes the quotation. 
2 When I say that “audience members wrote” or “an audience member wrote,” I am 
referring to the written responses they provided to my online survey. If an audience 
member’s quotation comes from a blog comment, Facebook comment, or other online 
posting, I introduce the quotation as such. 
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just what someone thought would be helpful but they are not based on the 
disease management literature. (female, ulcerative colitis, age 28) 

 Some people also reported that when it comes to social media, the CCFA does 

not “get it” the same way patient community leaders do. One audience member wrote: 

“The very informative websites run by national foundations are usually to formal with too 

much jargon to really understand well” (female, indeterminate IBD, age 22). Maggie 

from Let’s Talk IBD elaborated that she thought that the CCFA’s online resources were 

more to-the-point than material from patient communities, and this directness made the 

organization seem more stiff and cold, whereas online patient communities seemed 

more personable: 

They’re very professional. They’re very, you know, “Here are the facts. 
This is what’s going on,” and you kind of feel like you have to stick to that 
when you’re on. That’s how I feel personally. But on my website, or all 
these … YouTube channels, I feel like you don’t feel as strict. You feel like 
they’re a real person that you could be friends with them. 

 Stephanie from Stolen Colon added that although the CCFA does have patient 

stories on its websites, these patients feel distant and inaccessible compared to 

members of patient-run communities. She said that when she writes to somebody in the 

patient community, she knows: 

I’m going to be getting an immediate response back. And like a really 
thought-out one, not some generic answer, but somebody who really 
writes me a message. And I think a lot of times, when you get some of 
these different organizations, it’s hard to find that kind of personal 
connection as much. The CCFA, even though they share some people’s 
stories, they’re not sharing people’s stories that you’re necessarily 
emailing that person and talking to them. 

 Even though many community leaders take issue with the CCFA, many of them 

nonetheless support many of CCFA’s initiatives. Stephanie has written on her blog 

about being involved with the planning committee for a local Take Steps walk. She has 



 

142 

also participated in CCFA’s Team Challenge half-marathon fundraiser. Despite 

believing that the CCFA has lost its focus and spends too much effort on research, 

Jeffrey also participated in CCFA’s Take Steps walks. He wrote after one event: 

CCFA does this walk all over the country.  This year was my first walk and 
I raised $506.  I was worried I wouldn’t raise any so this amount shocked 
me.  I plan on doing this again next year and hopefully I will be in better 
shape.  The best part of the walk was seeing all the support for us 
sufferers of IBD.  One group raised over $27,000.  The love is out there for 
us.  YEAH. 

 Several community leaders have also participated in Camp Oasis, a week-long 

summer camp for children and teenagers with IBD. Heidi from Ostomy Outdoors wrote 

on her blog: 

My three-hour drive home was not nearly enough time to process all the 
things I had learned at camp… all the inspiration I was feeling… and the 
amazing memories that will be part of me forever. … Volunteering at 
Camp Oasis was one of the most valuable things I have done. I would 
highly recommend it to anyone. 

 Jackie has volunteered at both the Wisconsin and Michigan camps. She wrote 

after one camp on her Blood, Poop & Tears blog: “Man, I love camp. Every time I’m at 

camp I wonder why I didn’t think about that as a career choice back in my younger 

years. Camp makes people better versions of themselves. I do love it.” 

The vision of the vanguard 

 Community leaders construct their communities, and audiences participate in 

these communities, in part because of the perceived failings of existing support 

networks to meet their needs. However, the online IBD community also recognizes that 

existing support structures do have merit. The CCFA provides the most face-to-face 

support opportunities, something very hard (but not impossible) for the online 

community to do, and it also conducts much needed research into the treatment and 
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cure of IBD. Online communities exist as a counterpoint to the CCFA, but community 

leaders are not attempting to replicate everything the CCFA does. That can especially 

be seen in the three non-profits studied in this ethnography: Girls With Guts, The Great 

Bowel Movement, and the Crohn’s Disease Warrior Patrol. Community leaders said that 

they were not in competition with the CCFA, but thought that they were filling niches left 

by the CCFA. Andrea said of the Great Bowel Movement’s relation to the CCFA: 

We don’t try to stub anybody’s toes. CCFA definitely is helping research 
all things cure. We totally support people doing—I mean, I do Team 
Challenge practically every year.  There’s this gray area, but I don’t view 
us ever as competition. 

 Andrea said the GBM’s mission of raising awareness is in line with the CCFA’s 

mission, albeit accomplished in a different way. She even asked the CCFA national 

director of development directly: 

“Are we a threat to you in any way? Or do you view us as a threat to you, 
because I know we’re not?” And she’s like, “No. I feel like you guys are 
great at what you’re doing.” She said again, too, “People aren’t going to 
come to our walks if they don’t even know it exists. So if you guys are 
talking about getting involved, then that’s okay with us. You guys don’t do 
walks. You don’t do, X, Y, and Z, but you start that ball rolling,” and that’s 
our goal. 

 Jackie explained that one main difference between the CCFA and GWG is the 

focus: the CCFA caters to everybody, kids, adults, men and women. But GWG focuses 

solely on women: “For us, we focused on women as a strategic move. We can tell 

women’s stories. Like all of us are women, so I can obviously tell that story. I can’t tell 

the man’s story.” 

 While Jackie fully supports the CCFA’s mission and has participated in Team 

Challenge and Camp Oasis, which she thinks is the best program the CCFA does, she 

said that GWG wants to remain more focused on its audience: 
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And I have kind of said that our goal is to be patient-focused. So none of 
our money is ever going to go to research. I can say that whole-heartedly 
and honestly. We will never give money to research because CCFA is 
doing that, and they’re doing it well. 

 Michael similarly felt a disconnection between the CCFA’s mission and patients. 

Not only does he try to keep Crohn’s Disease Warrior Patrol patient-focused, but he 

thinks that because the non-profit is run by patients, its perspective on how to help 

patients is fundamentally different than the CCFA’s perspective. Michael commonly 

uses a parable when explaining how the CDWP is different from the CCFA (emphasis 

added): 

A guy’s walking down the street … and out of the blue a sinkhole 
happens. It’s like 40 feet wide and 40 feet deep, and he’s stuck at the 
bottom. He can’t get out. And he’s screaming, “Help, help, help!” Everyone 
passes him by. 

All of a sudden a priest stops by, and he looks down. “Oh my God, I 
wanna help you!” And he’s like, “Father, Father help me!” So the Father 
says a couple of prayers and walks away. … 

Next a doctor walks by, and he says, “Doctor, doctor, you gotta help me! 
Help me get outta here!” And the doctor kind of looks at him and throws 
down a prescription. And he’s like, “What the heck am I gonna do with 
this? This ain’t gonna get me outta here.” 

The next person who walks by is his best friend. And he’s like, “Charlie!”  

“What are you doing?”  

“I’m down here!” And then his best friend jumps into the hole with him. And 
he looks at his best friend and says, “Charlie! What are you doing? I’m 
stuck down here! Now two of us can’t get out!”  

And his best friend turns to him and says, “Yeah, but I’ve been down 
here before, and I know the way out.” 

And that’s really what my organization is all about. It’s people who know 
the way out. 

 Lauren, being a CCFA staff member and friends with Andrea, had an interesting 

perspective on how these smaller non-profits differ from the CCFA. She said: 
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Well, like the Great Bowel Movement in particular, they have a very 
specific focus, and their focus is just awareness and empowerment of 
patients to create their own awareness. Awareness is part of CCFA’s 
mission, but it’s only part, you know. CCFA’s mission is to do research 
and improve the quality of life for children and patients. 

 She also explained that the CCFA is a large organization, and with that size 

come certain benefits. However, large organizations can be tougher to change and to 

organize, whereas a smaller organization like the GBM can more quickly respond to its 

audience. “So, I think, both are good and both have their place, but they’re going to 

react really differently and act very differently because the nature of the size and focus 

of the organization.” 

Benefits of Online Support 

 People benefit from online support in many ways. Often in the literature this kind 

of support is called “emotional” and/or “esteem” support. This kind of support consists of 

compliments, prayers, sharing of stories, and showing empathy and concern when 

people are depressed, angry, upset, or frustrated. The phenomenon of emotional 

support was frequently observed in this study: people share stories on Facebook, 

encourage each other on Twitter, give advice on YouTube, and acknowledge the 

difficulties one another faces. The literature clearly shows that emotional support takes 

place in online communities, so instead of reconfirming the forms of emotional support, 

this section discusses the ways that people benefit from emotional support. Nearly all of 

the audience members surveyed shared how the online IBD community yielded 

emotional benefits. The following benefits were most commonly articulated by people in 

the online community: inspiration, confirming stories, creation of friendships and 

pseudo-family, finding understanding, and confronting fears. 
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Inspiration 

 Many people spoke of being inspired by the online community, inspired to 

continue living with the disease and inspired to regain control of their lives. Community 

members draw inspiration not only from the community leaders, who share their stories 

in-depth, but also from other community members when they share stories or post 

photos of themselves. Audience members wrote: 

The online IBD community is so inspiring. Not only do these people share 
their experiences with IBD, but they also manage to inspire and 
encourage others all while being real. The sense of comradery and 
community is what I needed after I was diagnosed. And the support! It is 
just so amazing. (female, Crohn’s disease, age 19) 

The sense of community with others who understand the challenges 
associated with UC. I am often encouraged and inspired by others living 
with this disesse. (female, ulcerative colitis, age 38) 

 Inspiration is a nebulous concept and could mean different things to different 

people. What many people seem to find most inspiring is hearing accounts of people 

living productive and happy lives in spite of having IBD. A common fear among people 

with IBD is that the disease will irreversibly change life as they know it for the worse. 

People fear the disease limiting their potential at work or at school, and they fear having 

unsatisfying romantic relationships. When people see stories of other IBD patients 

succeeding, they are inspired because those stories show that the disease does not 

have to control a person’s life. 

Confirming stories 

 Many people with IBD report that they knew few or no people with the disease 

when they were first diagnosed. Consequently, people do not have a frame of reference 

for how typical or atypical their disease experience is. When people are first diagnosed 

with the disease, they often experience symptoms that they have never experienced 
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before. Something that most people take for granted—defecating regularly and without 

pain, blood, or mucus—suddenly becomes extremely abnormal. Social comparison can 

be a powerful force for confirming that people are not out of the ordinary with their 

disease. Audience members wrote that they appreciated hearing stories from others 

who’ve had similar experiences: 

Finding people in the same situation as you, and finding out weird stuff 
that happens to you happens to other people too. (female, Crohn’s 
disease, age 23) 

Hearing other people going through their own trials - seeing parallels, or 
seeing ways in which to deal with things that may yet come. (female, 
indeterminate IBD, age 23) 

When I started getting involved online it was quickly apparent that my 
experiences are more common than I expected. (female, Crohn’s disease, 
age 24) 

 Even though the particulars of everybody’s disease might be different, people in 

the online IBD community often find plenty of similarities between each other. Finding 

similarities provides a paradoxical sort of inspiration: certainly if asked, likely nobody 

would say that they are happy that others have suffered in the same ways they have. 

Rather, people with IBD know that 1.4 million Americans have the disease, so they are 

happy when they finally find each other. One audience member wrote that she 

appreciated “seeing how similar our stories actually are.  This group of diseases brings 

a characteristic chaos to life.  Know that my story is not unique is the greatest comfort to 

me” (female, ulcerative colitis, age 41). 

Creation of friendships and pseudo-family 

 Naturally, people who have experienced such similar suffering develop unique 

relationships with each other. People mostly know each other through their health; in 

the online community, while people do share some stories related to their personal 
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lives, most discussions concern health. People learn the intimate details of each other’s 

health situations in a way that they might not learn from their non-IBD friends. Not only 

did many audience members describe the people in the online IBD community as 

friends, but many of them stated that fellow community members seem like family. 

Describing somebody as “like family” might sound cliché, but community members do 

not seem to toss the term around lightly. Finding other people with the same condition 

can be such a relief, and many audience members spoke of the comfort they felt in 

telling community members—who are otherwise strangers—the intimate details of their 

health and struggles. Audience members wrote: 

I found a family of others with IBD on these websites. They gave me a 
sense of hope and support. (female, Crohn’s disease, age 20) 

Plain and simple...at a times when I feel like I’m going through this alone, 
these people remind me that I’m not alone. They lend support, tips, 
laughter, prayers. They’ve become like family. (female, ulcerative colitis, 
age 46) 

It’s made it so much easier to deal with. Without the form of an online 
community I would not have the amount of support that I have. I have 
made so many new friends through online IBD communities. (female, 
Crohn’s disease, age 20) 

Finding understanding 

 Sharing stories with others in the online community builds friendships. People 

appreciate hearing similar stories, and when they bond with others in the online 

community, they find a special understanding that is often lacking in other spheres of 

their lives. One woman wrote that the online community: 

[is] a place where we all know what each other is going through. We don’t 
have to feel insecure or like we are complaining to people who don’t 
understand, because everyone does. It’s also great to give others advice if 
they are going trough a situation that you’ve been through in the past or 
are going through presently. (female, Crohn’s disease, age 20) 
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 Understanding is achieved through honesty. Many people with IBD confess that 

they cannot speak honestly to their friends, family members, coworkers, or even doctors 

at times. Sometimes they feel judged or stigmatized. Sometimes they feel like their 

words are inadequate in expressing their pain. And sometimes they feel like others do 

not want to take the time to understand. Generally, people in the online IBD community 

trust each other to tell truthful stories. While conflicts can happen in the community, as 

shown in Chapter 4, people rarely second-guess each other’s stories. There seems to 

be a shared assumption that when people tell their stories, other people will believe 

them and take them seriously. For example, one audience member explained that 

people in the online IBD community understand her in ways others do not: “I find that it 

helps me sort my feelings, because it is nice to know that other people are going 

through the same things that I am. Because many people around me do not 

understand” (female, ulcerative colitis, age 22). 

Confronting fears 

 People with IBD might be scared about any number of things: negative side 

effects of medication; the failure of surgery to provide relief; not finding a romantic 

partner who can accept their condition; or losing a job and consequently health 

insurance. By listening to others’ stories, many community members report that their 

fears are assuaged: 

It has truly helped put me at ease with my illness. Seeing others speak 
positively or honestly about what they are going through gives me strength 
to do the same and have my own IBD website. (female, indeterminate 
IBD, age 19) 

 In some ways, comparing oneself to others is beneficial when a person finds 

somebody who has experienced the same things, as previously discussed. Other 
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people, though, find stories of people with more difficult health situations encouraging. 

There is always somebody who has a worse health situation, and when people realize 

that, it helps minimize their fears about their own situation. One woman wrote that the 

online community: 

just lets me know that others out there are going through what I am going 
through and that I am not alone and that they are others who are having a 
much more harder time with their disease, so I should always be grateful. 
(female, ulcerative colitis, age 36) 

 “It could always be worse” again might seem like a cliché, but many people find 

comfort in this kind of social comparison. Another audience member explained: 

Especially because the online community allows you too see real people 
and all the potential things could happen with the disease. It scares me 
into not letting things get too out of control, which for me, is a great thing. 
It also helps me mentally when the effects of the disease just get me down 
(female, Crohn’s disease, age 31) 

 This is not to say that hearing worse health stories than one’s own is universally 

encouraging. Other audience members reported that hearing so-called “horror stories” 

actually scared them more, the opposite of emotional support. One person said that the 

online IBD community’s effects are “negative in that I can clearly see how bad it can 

get” (female, ulcerative colitis, age 50). 

Face-to-Face Support vs. Online Support 

 Many researchers have identified the advantages and disadvantages of online 

support versus face-to-face support (Wright, Johnson, Bernard, & Averbeck, 2011). 

Many of these findings seem intuitive in retrospect: online communities make finding 

people easier; online communities can be accessed any time of the day; and online 

communities can provide much useful medical information. Face-to-face support has its 

own advantages: it is immediate and unmediated; it is easier to pick up on nonverbal 
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cues and facial expressions; and people can be supported in tactile ways (e.g., hugging 

and touching) and practical ways (e.g., giving a person a ride to the doctor’s office). But 

researchers have not fully explored the question of which type of support people prefer 

given the choice.  

 Many people recognize that both forms of social support have a purpose, that 

one is not necessarily better than the other. Stephanie from Stolen Colon said: 

I definitely think that there is a big place for both. I think the online is 
especially important. Kind of in the beginning when it’s a little scarier, but I 
definitely wouldn’t give up having the people that I can just go out to eat 
with and hang out with and talk about things. I mean, not even having to 
talk about Crohn’s stuff and things like that. Just kind of knowing that they 
can understand. 

 Stephanie described in one of her blog posts about her first experience going to 

an ostomy support group. When she was a child with IBD, she never felt the need to 

attend a support group, but when she found out she needed an ostomy at age 26, she 

longed to speak with other ostomates. When she first showed up to a face-to-face group 

with her husband, she was distressed to find most people older than 65. Even though 

she found it hard to connect with people outside her age group, she still appreciated 

having the group as a resource. She wrote: 

And I have also found that I really have enjoyed getting to know to know 
those a little outside of my age group. They are a fun and interesting 
group and I am fortunate to have gotten to know them. 

 While Heidi really enjoys her support group, she recognizes that face-to-face 

support has some limitations. She said that people are more likely to get to the point 

online, more likely to talk about intimate details of their disease quicker than they do in 

face-to-face situations: 

The face-to-face at the regular meeting is nice, but I almost feel that 
sometimes the online one people get a little more detailed with their 
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intimate information ... You can be anonymous with it, so sometimes 
people ask more questions that they might not feel comfortable asking in a 
group. 

 As mentioned, nonverbal cues can be nonexistent in online settings. Michael said 

that this limits him in some ways online: 

I think joking around is difficult to do online because it’s typing and if 
you’re going to be sarcastic with everyone, sort of break the ice, you gotta 
be careful online because people who get your message when they’re in 
severe pain or…But yet when you see them in person, you can kind of 
gauge what’s appropriate. So I tend to be more monotone when I’m online 
… I’m very direct, and I keep it to the point.  

 Even though many people recognize that online and face-to-face support both 

have their place, many community leaders actually prefer face-to-face support. This 

seemed surprising at first given how invested many of them are in their online 

communities. Adam said, “I hope that people can realize that websites and the Internet 

is really cool, and videos are cool, but face-to-face interaction, in my opinion, is way 

more valuable than through a website.” 

 Jackie explained that when she first met people with IBD she felt a connection 

that she did not feel with her online community: 

I remember meeting them, and it’s that “aha” moment of, “People get me. 
Look, we’re in person and we’re laughing and you’re not eating vegetables 
either” … Doing Camp Oasis in 2010 … was the first year I met in person 
people with IBD. I left there feeling completely different because I had an 
ostomy then and I finally met people who understood me ... I mean, I had 
been blogging for like 8 months at that time, but I still didn’t really know 
anybody. 

 Jason said face-to-face support opportunities allow people to connect in ways 

that are almost impossible online: 

Yeah, I think I prefer a face-to-face versus an online support group, just 
because, I think it gets you really motivated to help people more. … It’s so 
much more intimate to look into somebody’s eyes and say, “I understand 
what you’re going through and I want to help,” or “I want to be a sounding 
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board,” which you can’t get that through social media, whether it be tone 
or just the ability to write whatever you want and not have any 
consequences. 

 Even though Lauren from Forward is a Pace works for the CCFA, she has never 

attended a support group. But she does find immense support through the walks and 

runs she organizes. Lauren always envisioned that support groups functioned like they 

are portrayed in the movies, with everybody being sad and complaining about their 

disease. She was relieved to find that face-to-face support is not always like that: “Team 

Challenge was the first time I, like, met people face to face who had Crohn’s. And that 

was a big deal for me because I knew other people my age who were going through it.” 

 Many people, though, find more support online than face-to-face. This might not 

necessarily be because they dislike face-to-face support, but that they have not had 

good experiences with face-to-face support, so they refocus their energy and effort in 

the online community. Audience members wrote, for instance: 

people who do not have any ibd problems have no clue what i go through. 
… people in these groups understand what i go through.. even though 
they haven’t met me face to face they seem to care about me and how i 
am doing. (female, Crohn’s disease, age 34) 

They make me feel like I am not alone in the everyday struggles with the 
disease and situation. People on these sites totally understand. My 
husband still does not understand the difficulties (female, ulcerative colitis, 
age 54) 

 Sometimes people have an awkward experience at a support group, which turns 

them away. Fernpixel said that her first support group experience convinced her that 

online support was more favorable for her: 

At one point I went to a CCFA meeting, and I don’t know; it wasn’t my cup 
of tea. I thought it was a little strange. So I was like, “Okay, um, it’s cool 
that the work that you do, but I don’t think this is for me!” (laughs) So I 
went to the one meeting and I was like, “Oh, okay, this is what this is 
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about.” I think I feel more comfortable doing the online thing. I tried! 
(laughs) 

 Jeffrey said online support allowed him to meet people around the world, giving 

him a global awareness of the disease that he could never experience face-to-face: 

You can talk to a lot more people and reach a lot more people. If I was just 
to say something out loud here, my community might hear and that’s it. 
When you go online, you’re reaching the whole world. … It blows your 
mind to realize the disease doesn’t discriminate. It’s global, and it’s sad 
that it is so big and gets so little attention. 

Health Information: Changing Views on the Role of Medical Professionals 

 Previous research has shown that people in online communities often share 

health information, sometimes termed “informational support” (Braithwaite, Waldron, & 

Finn, 1999; Eichhorn, 2008; Ginossar, 2008; Mo & Coulson, 2008; Qian & Mao, 2010). 

Some researchers have gone beyond this to evaluate the quality of health information. 

As shown in Chapter 2, many scholars are dissatisfied with the quality of medical 

information available online. This section takes a step back from the evaluation of online 

health information to explain more fully why and how people share health information 

online. The relationship patients have with online health information is complex. I will 

explore how health information is shared, how community leaders define their roles as 

disseminators of health information, and how community leaders report reactions to 

their communities from medical professionals. I will begin, though, by examining the 

love-hate relationship the online IBD community has with the medical professionals 

entrusted with their care. 

Criticism of Medical Professionals 

 People with IBD see the doctor a lot. Because the illness is incurable, doctor 

visits, procedures, tests, labs, and trips to the pharmacy are an integral part of daily life. 
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While many patients do appreciate the care they receive from medical professionals, 

many also report bad experiences with doctors, nurses, office staff, billing staff, or 

insurance companies. Because people with IBD spend so much time in the healthcare 

system, it seems inevitable that they would have at least a few negative experiences. 

 Kelly from Sick Girl Diary, who spent many years undiagnosed, made a video 

entitled “Things Doctors Say When They DON’T Know What’s Wrong.” She began, 

“Let’s talk about things doctors say when they do not know what’s wrong, ‘cause I’m 

sure everyone out there has heard these comments way more than one time.” In three 

minutes, she gave 33 responses she or others have heard from doctors, including: 

• You really shouldn’t be in that much pain. You’re really young. 

• I’m not sure what’s going on here, so we may just have to open you up and take 
a look. 

• You know, you should really just start getting better by now. 

 Many of the commenters on this video shared their own frustrations with doctors 

who could not tell them what was wrong. One person wrote: 

The problem today is that Doctors are not taught about real problems 
people have...they are taught about writing prescriptions and doing 
surgery....that’s it. Forget about curing you or finding the MECHANISM of 
the real problem....just take these pills and call me in the morning. 

 Maggie from Let’s Talk IBD said that she tried to ask her doctor about a new 

treatment option. She had been reading about people ingesting a particular type of 

worm that was supposed to help balance the gut naturally. Her doctor, though, was not 

very engaged in the subject: 

We were very interested in this study because we felt that the results were 
incredible for it, and it didn’t seem like my medicine was working for it at 
the time. I went to talk to my doctor about it, and she kind of blew it off, 
like, “Oh, yeah, yeah. I’ve heard of that. Don’t do it.” And not really going 
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into why. … So I feel like that’s created a little bit of tension because both 
my dad and I are kind of annoyed. 

 Sometimes community leaders express their anger with their doctors online. 

Jackie on her Blood, Poop & Tears blog has not been afraid to name names of specific 

doctors she likes and doctors she dislikes. In one blog entry she wrote a “No BS Doctor 

List” where she gave her honest impressions about all of the main doctors she has 

seen. She wrote of one colorectal surgeon: 

Total fucker. Honestly if you read my last entry, this is the doctor I talked 
about that made fun of me, didn’t introduce himself, ect. Had I not known 
who he was before, I still wouldn’t considering he never told me his name. 
Rude, no bedside manner, and clearly in one hell of a hurry. I dont know if 
hes smart or good at what he does because he literally did not talk to me 
or give me any suggestions on how to fix my problem. 

 Audience members also reported bad experiences with doctors. Many wrote 

about how their doctors were not as supportive as they would have liked: 

I read forums to see how long it should take to respond to medications for 
treatments so I can decide if something is working or not.  Ideally this 
would be something that I would discuss with my GI doctor but that does 
not always happen. (female, ulcerative colitis, age 28)  

 Sometimes communities air their frustrations with doctors in the most unexpected 

places. On Girls With Guts’ Facebook page, a young mother posted a photo of herself 

and her daughter. The post described that she had been sick with Crohn’s disease for 

seven years and had been untreated for five years. The post ended by soliciting support 

and encouragement. While many people offered support, others asked why she was 

untreated. She explained that she did not have insurance and lived in a strange 

financial borderland where she could not get Medicaid or disability. From there, the 

audience berated the medical industry, with many people telling their own stories about 

struggles they have had with healthcare: 
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This health care system is so broken. If you can find a compassionate 
naturopath who works on a sliding scale financially (or see you pro bono), 
they may be able to look at things like stress, digestive enzymes, pH 
balance and other things “regular” docs tend to overlook. My GI guy was 
shocked at my progress- and it’s not progress i made on his fancy pricey 
drugs alone. 

Healthcare in the US sucks and there are so many people like Denise who 
cannot afford the care they desperately need. So called obamacare will 
help a little but we need a single-payer system that would give all of our 
citizens access to affordable care when they need it. Unfortunately, this is 
unlikely to happen with an Obama administration and certainly not with 
Romney. 

 Many community leaders seem to provide health information because of 

perceived failings of medical professionals to provide the information they need. While 

not every bad experience is because of medical professionals failing to provide medical 

information, it seems as though community leaders want to equip their audiences with 

enough information so that audience members do not suffer what they have suffered. 

Support of Medical Professionals 

 While many people have had terrible healthcare experiences, no community 

leader had a universal disdain for medical professionals. Many of them had very good 

things to say about their healthcare, which is what makes the relationship between 

patients and medical professionals so complex. Heidi discussed on her blog a series of 

complications she experienced because of a couple different medications she was on. 

However, she was not upset with her doctors. She said: 

I developed avascular necrosis in my shoulder from prednisone. And 
that’s just really rare, so I never knew that that was a side effect of that 
medicine or anything, but I knew my doctors were really trying to get me 
off the prednisone. They admitted that that drug in particular is bad news. 
… I don’t really blame them for that either. I mean, I was super sick so 
they were doing what they could. Part of that was just bad luck. 
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 Jackie, who was very critical of some doctors in her “No BS Doctor List” also had 

good things to say about some of her doctors. She wrote of one doctor: 

This man saved my life. Literally. It was a fluke that I met him when I did. I 
had just been discharged from the hospital the day before, and I was 
worse than when I went in. I met him at his office, and he took some short 
tests on me, and told me that if I didn’t get to an ER, I would go into heart 
failure and die. Something…apparently no other doctor could tell me. … 
He is smarter than any other doctor I have ever met, literally. 

 Even though people do share horror stories about their doctors through social 

media, the opposite also occurs. The Great Bowel Movement asked on Facebook: 

“Who is satisfied with their GI doctor relationship? If so, what do you like best about that 

relationship?” Many people shared how wonderful they thought their GI doctors were: 

i love my GI doc! he is a great listener. probably my favorite thing about 
him is that he isn’t afraid to try new meds/treatments and if something isn’t 
working he is not afraid to say so. he is also really great about cutting back 
on my meds and doses to find a good balance so i’m not over medicated. 

 The Great Bowel Movement created an award for nurses during National Nurses 

Week 2013. Community members nominated nurses who “went above and beyond, or 

really made an impact on their journeys with disease.” They gave three nurses prize 

packages consisting of GBM T-shirts, hygiene products, and cards for free Starbucks 

drinks. They featured the stories of the three award winners on their website. 

 Perhaps the community leader with the most complex relationship with doctors is 

Michael from Hospital Patient, who has been struggling with Crohn’s disease and other 

chronic illnesses for 30+ years. He told many stories about the struggles he has faced 

over the years from doctors who did not trust him or provide good medical care. But at 

the same time, he has also has had many supportive doctors. He said that while 

patients are experts on their own experiences, doctors play an important role in the 

management of health: 
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I always tell patients … you always have to respect doctors, like don’t ever 
think that you know more than the doctor. You might, in your particular 
situation, but don’t underestimate. You always got to be respectful of the 
position, you know, regardless of who the doctor is. And as long as they’re 
respectful, I think it’s a collaborative relationship. 

 Because many community leaders have good experiences with their doctors, 

they share health information not to usurp medical professionals’ authority and area of 

expertise, but to supplement doctors who are either too busy to fully educate their 

patients or cannot offer the type of information patients are looking for. When 

community leaders’ support and criticism of medical professionals are taken together, it 

seems that community leaders supplement the information about the patient experience 

that doctors cannot provide, yet they are not trying to overstep their boundaries and 

encroach on the authority of medical professionals.  

Sharing Health Information and Medical Advice 

 Community leaders and members alike often share health information about IBD. 

The following topics are frequently discussed in the online community: 

• Symptoms of IBD 

• Conventional treatments for IBD 

• Surgical treatment options 

• Alternative treatments for IBD, including supplements and special diets 

• Complications from drugs, the disease, or surgery 

• Ostomy care 

 When people share health information, they often tell others to follow up with 

their doctor before acting on any information. Doctors are considered most 

knowledgeable about the disease, especially when community members have very 

specific questions. While ideally people with IBD would ask medical questions of their 
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doctors, this is not always possible. Jackie explained in simple terms why this line of 

thinking can be unrealistic: “You can’t get a GI appointment for four months a lot of 

times, so what are you going to do?” Many people report either having to wait a long 

time between doctor’s visits, or the difficulty of trying to reach medical professionals in 

between visits. Thus, sharing of health information between patients is almost a 

necessity given that the healthcare system is often overloaded. 

 When community leaders share health information, they seem most comfortable 

speaking from personal experience. Lauren said: 

I’ve had people write and ask me to review things like all-natural cures … 
and that hasn’t been my experience. I take medication and it works very 
well for me, so that’s what I’m comfortable talking about … Otherwise, I 
would never write a post saying, “Here are some great treatment options!” 
because I’m not your doctor. 

 Stephanie added that she is always clear with her viewers when she is speaking 

about her experience: “Whenever I talk about medical or health information, I’m always 

very explicit to say that, you know, ‘This is what my experience was.’” Many community 

leaders are bothered when people speak outside of their personal experience, 

especially when they speak in absolute terms about treatment options. Stephanie said: 

I think that anybody who tries to go out there and say, “Hey, this works 
and this is what’s going to make you better, or this is what’s going to make 
you worse” is kind of just asking for trouble because that’s just not how, 
these diseases don’t play by those rules. 

 A person’s experience with illness is a kind of health information, one that 

community leaders and members seem comfortable discussing. Many community 

leaders, though, try to separate this kind of health information from medical advice, 

which some people are less comfortable giving to members. Andrea explained the 

Great Bowel Movement’s stance on medical advice: 
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We’re never really trying to give advice. All we can tell you is what we’ve 
been through and what has worked or didn’t work, and if somebody can 
relate, that’s great. … We’re more concerned with the people side of it and 
not the medical side of it. 

 Many people see differences in the kind of health information doctors provide 

versus what patients provide. Heidi explained that doctors and patients each have 

something to offer when it comes to medical information. Her view is largely shared by 

the other leaders: 

I think sometimes doctors and nurses who haven’t been through it don’t 
necessarily…I mean, they know the textbook version of things, but they 
don’t know what it feels like to have gone through it, the problems, or even 
how great it is. … So the doctor might know what’s normal and what’s to 
be expected, but no, they haven’t experienced it. 

 Medical information that patients provide supplements the information doctors 

provide. As long as the person is sharing his or her own experience, no harm is done, 

according to this perspective. People in the online community are seen as experts on 

their own story and their own illness, and a person’s experience with illness is assumed 

to be 100% plausible in the case of one instance: that of the person telling the story. 

People in the online community rarely disbelieve somebody’s story. Community leaders 

and members alike seem to find value in health information of the personal experience 

kind. 

 For many people, medical advice seems to be a step beyond personal 

experience as health information; instead of just sharing what has happened to her- or 

himself, the person who gives medical advice is saying what should happen, what other 

people should do about their health. While many community leaders say they do not 

give medical advice, not everybody shares that view. Jason from Awestomy said that 
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there are some situations where it is acceptable for patients to give each other medical 

advice: 

If it’s something like skin irritations or, “I think I’m having a blockage” or 
something like that, I think that that’s a common enough thing that people 
can give their advice that I don’t think would be detrimental. If it’s anything 
more serious or discoloration or I don’t know, it just seems like there’s a 
multitude of things that can happen. I always want to be clear and let 
people know that we are not medical professionals, even though 
sometimes it seems like they expect us to be. 

 Jackie confirmed that medical advice is okay to give if the patient giving it has a 

lot of experience with the issue: 

I feel okay about giving out medical advice when I know that it’s something 
that I can speak strongly to. If it was about, “I have a blockage. Can you 
talk to me about that?” I never had a blockage, so I don’t feel comfortable 
talking about that because all I know is other people’s experiences with 
blockages. I’ll tell you how I know they worked it out, but I’ll also say, “I 
don’t know for sure. You might wanna call your doctor.” 

 Community leaders commonly share health information by publicly answering 

questions on their blog, Facebook, YouTube, Tumblr, or other social media space. 

Many leaders get the same questions from viewers time and again. Publicly addressing 

these questions makes the community leader’s job a little easier. For instance, Kelly 

often replied to anonymous questions individuals had posted on Tumblr. One person 

asked her: 

Ok I think I have IBD but im not really sure what are some symptoms from 
someone first hand? Mayo Clinic isnt always as helpful as someone who 
suffers from it! Thank you :) 

 Kelly began her reply by providing medical information—common information 

about the disease—but then ended with a caveat to seek a doctor: 

Aww, I completely understand. :) 

Everyone is different, not everyone gets all the symptoms, but most are 
accompanied by symptoms such as: frequent diarrhea, urgency, 
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cramping, bloating, weight loss, blood in stool, ulcers, and reduced 
appetite.  

If you are experiencing symptoms, you need to get checked out by a 
doctor as soon as possible. <3 

 Sometimes community members share information with which community 

leaders disagree. When this happens, community leaders often take it upon themselves 

to correct what they perceive to be misinformation. For example, a commenter once 

shared on Fernpixel’s blog his or her idea about a cure for IBD:  

AS ive mentioned in a comment to you on youtube, there is a man who 
has supposedly found a cure. When i was on the diet, i wasn’t allowed to 
tell any doctors his name or what I was doing because i guess it was 
“under the table” but basically, with a few months to a year of this certain 
diet and a few meds, he’s cured a few people, even one with colon 
cancer. 

 The person then explained some of the food options of this diet. Fernpixel tried to 

respond politely, but disagreed with many of the commenter’s claims: 

Thanks for sharing your story. I’m sure there’s a valid science to your diet, 
but I don’t think I would try the “cure” you mentioned without more 
information on it. It just seems very doubtful to me. Mostly because you 
are hiding this information from your doctor.  

Colitis is unique because it is a different experience for everyone. I’m not 
sure if your “cure” will work for everyone. I know that the diet I am on is not 
for everyone either, but it happens to work for me. 

 Medical advice does not always concern symptom management and treatment 

options. Community leaders often provide medical advice of the emotional kind, telling 

patients what they can expect when trying a new treatment, how to cope with changes 

in lifestyle because of the disease, and what attitude they should have toward the 

disease. Jason once posted on Awestomy an article entitled “What To Expect After 

Ostomy Surgery.” The blog was in a way descriptive of his experience with surgery, but 

also included these pieces of advice: 



 

164 

• My advice to future ostomates is that after surgery try to relax your mind and 
understand that the hospital is doing the best it can for you. You need to do your 
best to come to terms with the fact that you may be in the hospital for a while and 
accept that this is the start to the road of recovery. 

• It’s extremely important to try and do a little bit of exercise as soon as possible. 
Something as simple as walking will work wonders for your strength and 
demeanor. 

• My advice on being at home is much like it was in the hospital. Don’t try to do too 
much too fast. You will be advised to be wary of doing anything too strenuous, 
especially be careful picking up items that are more than ten pounds. 

 Other community leaders provide medical advice in the form of helping audience 

members sort through medical decisions. Heidi said her most popular blog post, by far, 

was one in which she laid out her reasoning for getting a permanent ostomy and not 

pursuing a J-pouch. She said with her active lifestyle, a permanent ostomy just made 

more sense. This post has 70+ comments: usually Heidi’s posts have a few comments, 

10-12 at most. In the post she explained what her concerns were and how an ostomy 

addressed those concerns better than a J-pouch. She wrote near the beginning of the 

post (emphasis in original):  

The point of this post isn’t to tell you that one surgery type is better than 
the other. They are both very good options. My goal in this writing is to 
share the thought process I went through to make my choice. 

 This type of post is fairly common; community leaders often justify the treatment 

options they pursue and other aspects of managing their health. While this type of post 

might seem more like a personal story and not medical advice, community leaders often 

write these posts at the request of their audiences. Community members often want to 

know how a person made a decision to have surgery, or how they decided to pursue 

one alternative treatment method over another. Community members ask for these 

kinds of posts so that they can make better decisions about their own health. These 
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kinds of posts indirectly could be seen as medical advice, as they provide a framework 

to assist audience members in making medical decisions. 

 Audience members very much appreciate the health information they find in the 

online IBD community. Many audience members wrote about the value of the health 

information available in these communities: 

It is helpful to see how other people deal with certain aspects of the illness 
and have the potential to ask questions and keep track of your own 
progress/illness (female, ulcerative colitis, age 18) 

It’s good to be able to see others’ experiences with things that I may be 
going through, get opinions on medicines and procedures, etc (female, 
Crohn’s disease, age 21) 

 Audience members also explained, just as community leaders did, that personal 

experience is a different and necessary kind of health information than what medical 

professionals are able to provide: 

I like reading about individual patient’s experiences - though anecdotal, 
this is sometimes more helpful than the technical information I receive 
from my doctor or from other articles and websites. (female, ulcerative 
colitis, age 29) 

Community Leaders’ Responsibility for Health Information 

 While people in the online IBD community talk about very technical issues with 

treatments, symptoms, and complications, community leaders do not let their audiences 

get away with saying just anything. All of the community leaders spoke about the 

importance of providing accurate health information to their audiences. Lauren 

explained: 

Maybe it’s the teacher in me, but it’s like a gigantic pet peeve of mine 
when I see people positioning themselves as health activists online but 
then—I’ve seen someone who is pretty well known in the IBD community 
… on their About Crohn’s and Colitis [page] they called it irritable bowel 
disease, and I was like, “Oh my gosh! You can’t say you’re an activist and 
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then not have the right name of the disease!” Like, it’s inflammatory bowel 
disease! Come on, man! 

 Sometimes community leaders feel incredible self-imposed pressure to be 

accurate in their reporting of health information. Fernpixel said that when she first 

started her community and got a positive response from people she was excited, but 

when she thought about the magnitude of what she was doing, she began to question 

her work: 

I was very, very excited about it in the beginning, but then I think I put too 
much pressure on myself because I was one of the first people. … People 
started looking to me for medical advice, and I’m like, “Whoa! I’m not a 
medical doctor! Slow down!” and I got scared. I’m like, “What if somebody 
looks at my stuff and then something bad happens to them and, you know, 
I’m going to be responsible.”  

 Responsibility extends to other areas as well. Product manufacturers and 

medical suppliers often contact ostomy bloggers, asking them to review their products in 

their videos or on their website. Community leaders spoke of the need to be accurate 

about product endorsements, especially if they are compensated. Heidi explained that 

she chooses who to endorse very carefully: 

Sometimes I refuse. I only try to review it or try it out if I think it’s 
something that fits with Ostomy Outdoors, like something you’d use in the 
outdoors. I try to have that as a filter.  

 Of all the community leaders, Maggie has the most experience reviewing ostomy 

products. In one video, she reviewed ostomy products from a company called Salts 

Healthcare. She was searching for a new ostomy company because the supplies from 

her old company were irritating her skin. In the video she talked about the products and 

the customer service experience. She noted in the description, though: “*This was not a 

paid review. This video was made on my own.” In another video, she reviewed a 
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product called the Equalizer from the company Stomaplex. This time in the description 

she wrote: 

Just to let everyone know, yes I was paid and given these products with 
the intention of modeling them for the Stomaplex website. However, I do 
truly think they are terrific products. 

 While community leaders seem to have carefully considered their responsibility 

when disseminating medical information, their viewers might not share the same beliefs. 

Social media is challenging; community leaders want people to talk with each other 

about their experiences, yet regulating social media is difficult because members might 

have a different view on how to responsibly handle medical information than community 

leaders do. Jackie explained Girls With Guts’ policy when it comes to audience 

members providing medical information: 

We’re obviously okay with it because we do it all the time, but we do read 
the responses. If somebody’s giving wildly wrong information, we will 
probably make a comment about that and redirect the conversation a 
different way, or say, “That is not a medically approved treatment, just so 
you know, something, something, something.” Sometimes it’s getting 
creative in telling people that they’re wrong without saying, “You’re wrong.” 

 Andrea said that The Great Bowel Movement has a similar policy of monitoring 

everything that people write. They try not to step into conversations unless they have to. 

She admitted, though, that they have not had a problem with people giving 

misinformation: 

We’ve never had anybody put anything antagonistic on there or, you 
know, hating Remicade or something blatantly on our page. Either it’s 
been dumb luck or people just don’t really, that’s not their outlet for that 
kind of thing. I don’t know. 

 Whenever people discuss treatments, surgery, symptoms, or complications, 

much of what they post is in line with what the CCFA and American Gastroenterological 

Association teaches about IBD. Jackie theorized that because the online IBD 
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community is often made up of people with a very severe form of the illness, these 

people tend to be better educated: 

The people who are a part of our community want to be a part of the 
community and have been through a lot of crap the way that we have, so 
they’re not the sort of fair-weather patients, the ones who are generally 
doing okay but sometimes have issues. They’re all the ones who are 
looking for help because they’re having problems. And to me, those are 
some of the most educated people that I have met in this community, the 
people like me who didn’t have a smooth ride. They had a really bumpy 
ride, and those are the ones who learned about everything because you 
had to, because you lived it. 

Written medical disclaimers 

 Throughout the interviews, every community leader talked about the importance 

of giving accurate medical information. However, this data collection method might have 

been biased, in that it might have been unlikely for an individual to tell a researcher that 

s/he knowingly gave out misinformation and believed that was acceptable. While social 

desirability is a danger of the interview methodology, the ethnographic method allowed 

me to confirm or disconfirm what community leaders told me because I thoroughly 

studied what they posted online. At some point, all community leaders provided some 

sort of written disclaimer about the medical information they provided. For example, 

Stephanie once wrote about the different types of Crohn’s disease and how it is treated. 

She ended the post with: 

This post is merely a conglomeration of information from CCFA, UNC 
School of Medicine, and Wikipedia. Since this is not an academic paper, 
some of the information I took straight from these sources without 
worrying about putting it into my own words. I am in no way trying 
to plagiarise and pass this off as my own work. 

 Oftentimes a community leader will say in a post, video, or comment something 

along the lines of, “This is only my personal experience. Please consult with your doctor 

as they know your situation better than any of us do.” Community leaders often face 
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questions, though, about things they have not experienced directly. When this happens, 

they pose the question to their community. Community leaders commonly use 

Facebook to ask questions of their audience, but other platforms are used as well. For 

example, when Heidi was faced with a question about men’s health, she deferred to her 

community for an answer: 

A question for all the sport-loving men with ostomies out there. Someone 
sent me the following email wondering about stoma placement. Do you 
have any advice or experiences to share regarding this? “I am coming up 
fast on surgery now and I was wondering if you know any men with 
ostomies whose stomas are below their belt line? I am totally freaked out 
right now that I will be forced to get a stoma on or above the beltline or 
that I will wake up with one like that even if they mark it below.” 

 Adam’s iHaveUC website clearly had the most robust disclaimer and privacy 

policy of any community. This is probably appropriate for a patient-centered website, 

especially one that features as many patient stories as iHaveUC does. On the site’s 

terms of use, he states in part (emphasis in original): 

No Medical Advice – DISCLAIMER 

There are no guarantees of accuracy and reliability to the information 
within this website.  The materials located on this website are for general 
informational purposes only and shall not constitute medical or health 
advice nor shall they constitute any kind of doctor-patient nor 
health/medical adviser relationship. The information and any products or 
services offered from or by this website is not created by medical 
professionals, someone licensed to practice medicine, or any dietitians or 
others licensed in any related fields.  You SHOULD NOT rely upon the 
medical information or opinions provided in this Website, and you should 
always speak to your personal health care provider before beginning, 
changing or stopping any medication or any treatment for a health 
problem. 

 While community leaders are good about providing disclaimers of some sort, 

they do not universally provide such caveats with every piece of medical information 

they share. Not every blog post, video, photo, tweet, or Facebook status update carries 
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a written disclaimer. Providing caveats for every piece of health information would likely 

get cumbersome. Frequent members of a community will come across disclaimers at 

some point. It might not appear in the first post they read, but on some post they will find 

it, or they will learn that community leaders are not experts if they contact them directly.  

Response from Medical Professionals to Online Communities 

 As seen, online IBD communities have a complex relationship with medical 

professionals. Some people criticize medical professionals, yet many in the online IBD 

community have great respect for their doctors, and community leaders often defer to 

the expertise of medical professionals. While this ethnography did not examine the 

online IBD community from the perspective of medical professionals—meaning 

examination of websites created and maintained by medical professionals—what I can 

offer is evidence of how medical professionals have reacted to some of these online 

communities.  

 While it does not happen often, sometimes a medical professional will comment 

on a website. On Heidi’s blog, for instance, a certified wound and ostomy care nurse 

(CWOCN) commented: 

I am a CWOCN and was looking for additional resources to assist one of 
my patients who is having a recurrent issue. Got a couple ideas. THANK 
YOU for your candid blog. I will be a follower for sure! Yall are the Folks 
who LIVE AND BREATHE ostomy 24/7. I am only an eager assistant. 

 Nurses often comment on the usefulness of ostomy videos. Many community 

leaders have posted videos about how to manage ostomies, and sometimes nurses find 

this material useful for teaching. Maggie said, “I had a few different nursing teachers 

emailing me asking if they could use my videos in their classes,” and Heidi said that her 
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videos have helped nurses offer better suggestions to their patients. One student 

commented on a video Maggie made about changing an ostomy appliance: 

Very inspiring, thank you so much for being so confident and sharing 
these videos. I am a student nurse and i’m currently looking at patients 
who suffer with long term conditions and you’ve shown me that strong 
people like you can deal with anything that is thrown at them in life, 
including IBS! Thank you x 

 Occasionally community leaders will share their work with their doctors or 

surgeons. Jackie said her surgeon supported the work she did with Girls With Guts: 

My surgeon knows all about it. There are flyers at his office. We gave 
flyers to all the girls at the retreat if they wanted to give stuff at their 
doctors’ offices and talk about it. Like my neurologist knows about Girls 
With Guts and my professors in school knew about Girls With Guts. 

 Leaders did not always tell their medical team about their online community, 

perhaps because they had a bit of humility about their online work. Sometimes, though, 

medical professionals will come across the work of their patients by happenstance. For 

example, Kelly told a story about how this happened to her in the hospital: 

One of my doctors from the hospital and the nurses, they saw that I was 
writing when I was in the hospital overnight ... (laughs) And they were like, 
“What are you doing?” And I’m like, “Oh, I’m writing.” And then they were 
asking me questions about what I did, and they wrote down like all my 
websites, and they follow everything. 

 Lauren has developed relationships with a few doctors through her role as a 

manager of Team Challenge. One doctor occasionally emailed her about her website: 

Dr. Rubin has corrected me before, which I appreciate because I think it’s 
important to be accurate. … It was when I was going through my transition 
from Crohn’s to colitis and freaking out about the fact that I had colitis and 
it’s more genetic so I’ll pass it on to my children ... He emailed me and 
was like, “FYI [for your information] it is a little bit more genetic, but 
statistically it’s like this much different and you need to stop panicking.” … 
Which I appreciated because A, it helped me stop freaking out a little bit, 
but B, I don’t want to be spewing inaccurate information, so I appreciated 
that. 
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 Sometimes audience members said that their doctors referred them to online IBD 

communities. Heidi said that her surgeon really appreciates the work she does online 

and actively shares her site with his patients: 

I know from my surgeon, you can imagine, as a surgeon you have this 
ability sometimes to heal people through surgery, but a lot of times they’re 
not that open to it. Ostomy surgery, a lot of people say they’d rather die 
than have that. I think from my surgeon he’s been really appreciative of 
having my site show to patients, like, “Here’s someone going and leading 
a full life with an ostomy,” so he uses it in that way just to show, “Hey, this 
isn’t going to be the end of your life.” I love that. 

 While some medical professionals participate in the online IBD community, either 

through consuming content or referring patients to websites, these people are 

unfortunately in the minority. There is little interaction between these two spheres of 

authority: the medical authority and the patient authority, and community members 

notice this. An audience member wrote that one major problem with the online 

community is 

the lack of a lot of the healthcare professionals being in the online 
communities, so they don’t see what our biggest worries are or what we 
literally go through daily. A lot of the online communities are unknown or 
blocked from healthcare personnel while they are in their clinic. (female, 
Crohn’s disease, age 34) 

Summary 

 Research Question 3 asked: “How do community leaders relate themselves to 

the medical establishment and existing support networks?” Both medical non-profits and 

medical professionals offer patients with IBD informational and emotional support, but 

sometimes these sources are lacking. Many people in the online community think that 

established non-profits, most notably the CCFA, do not always offer the kind of support 

patients are looking for. Many people reported dissatisfaction with their doctors about 

how they were educated—or not educated—about their disease and treatment options. 
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Online patient communities, then, serve as a counterpoint to existing support structures, 

meant to address the unfilled support gaps. The online community, though, does not 

speak with one voice. Many people are appreciative of the support they receive from 

their doctors, even though they recognize that doctors cannot always provide the kinds 

of medical information they are looking for. Even though many community leaders 

criticize the CCFA—some have even set up their own non-profits to address support 

gaps left by it—many still participate in CCFA fundraisers and educational events. The 

relationship patient communities have with existing support structures, then, is nuanced 

and complicated. 

 Even though some community members are very active online, and all 

community leaders spend many hours each week online, many people recognize that 

online communities have their own challenges, and long for face-to-face support 

opportunities. Some people are active in the online community because they do not 

receive quality support from their friends and family in the physical sphere, yet others 

are active in the online community and have good sources of face-to-face support. 

 While many people in the online community reported dissatisfaction with doctors 

or other medical professionals, the online community generally is not antagonistic or 

distrustful of medical professionals. Most people recognize that medical professionals 

play an important role in the treatment of disease. But people in the online community 

often look for something medical professionals cannot be expected to provide: 

information about how the disease affects a person’s day-to-day life. People want to 

know what side effects others have experienced from medication, for instance, or what 

it feels like to undergo a surgery or procedure. They want to know how others have told 
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their family, friends, coworkers, and supervisors about the disease, and how to handle 

embarrassing symptoms. When people share health information, they primarily share 

stories about their own health experiences. While people in the online community are 

clearly comfortable with this, community leaders still think that they have a responsibility 

for disseminating accurate health information. Some leaders are not comfortable giving 

medical advice, telling people what they should do about their health, but others are 

comfortable providing medical advice if they have considerable experience with the 

medical issue. Community leaders also frequently tell their audience to check with their 

doctor before acting upon medical information or advice, and all of them include some 

sort of written disclaimer about medical information somewhere on their websites. 
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CHAPTER 6 
RESULTS: THE FLEXIBILITY OF COMMUNITY AND DISEASE 

 Communities do not exist in isolation; neither do online communities stay within 

the confines of the Internet. In this chapter I provide evidence to answer the final two 

research questions. Research Question 4 was concerned with the way the physical 

sphere—sometimes called the “real world”—intersects with the online sphere. Because 

this ethnography was mostly concerned with the functioning of the online IBD 

community, I cannot provide exhaustive evidence for what happens to patients before 

they enter and after they leave the online sphere. However, I do have considerable 

evidence about the way the physical and online spheres overlap, which will provide a 

foundation upon which to conduct future research into the interactions of these two 

spheres. 

 The final research question was concerned with the ways people with IBD use 

social media technology to construct or reconstruct the disease. While IBD has a 

biomedical definition that is commonly accepted by both patients and medical 

professionals, the disease also carries with it many social connotations. In this section I 

discuss the many, and sometimes differing, ways people with IBD use Internet 

technology to shape conversations about the disease. 

 Note: throughout this chapter direct quotations that come from online material 

posted by community leaders, comments left by audience members, and responses 

audience members provided to the online survey are used as is, with all punctuation, 

spelling, grammar and spacing left intact. 
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Intersections and Overlaps between the Physical Sphere and Online Sphere 

 As explained in Chapter 2, many people conceive of the online world and the 

physical world as separate spheres of reality. While unique things happen in the 

physical environment that cannot happen online, and vice-versa, the spheres are not 

completely separate, especially when it comes to managing health. For example, 

physical manifestations of IBD, such as bleeding, joint pain, or intestinal scarring, 

happen entirely to the body in the physical sphere. However, in the digital realm, people 

can talk about what has happened to them because of their disease; they can meet 

others with the disease; they can learn about the disease and how to treat it; and finally, 

in some cases, they might take what they have learned online and apply that advice in 

the physical sphere, ideally to positive effect. 

 The physical and online spheres are not so much separate spheres of reality that 

a person bounces from one to the other. In this section, I show four major ways these 

two spheres intersect with each other. Researchers already know that people go online 

to find support and seek health information. I show how these motivations influence 

what people with IBD do online and how they behave when “leaving” the online sphere. 

Next, I show how people with IBD extend their advocacy work into the physical sphere. 

Finally, I explain how relationships forged in the online world are strengthened in the 

physical sphere. 

Drivers of Online Support Seeking 

 Researchers have uncovered considerable evidence, as discussed in Chapter 2, 

that people participate in online support groups to receive emotional support. While this 

observation is confirmed by this study, seeking support is more complicated than a 

person having a deficiency of support in the physical sphere. In other words, to say 
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something like, “People with IBD often lack face-to-face support for their disease, so 

they go online to find people with the disease who will support them” is a bit simplistic 

and a warping of reality. 

 Unfortunately, many people with IBD face stigmatization at some point. Almost 

everybody I surveyed or interviewed had stories about ways they were stigmatized in 

the physical sphere. One audience member wrote:1 

When I was first diagnosed people were really weird about me being sick.  
People would not come over to my house in case they got sick from me.  
One of my parents friends decided that I was pregnant and that was why I 
was sick and so we told everyone that (which was embarrassing for an 18 
year old girl).  People at church stopped talking to my sister because I was 
sick.  Many people who I thought were my friends stopped talking to me or 
to my family. (female, ulcerative colitis, age 28) 

 Many, though not all, of the community leaders also had stigmatizing 

experiences in the physical sphere. Kelly said, “I lost a lot of friends after high school 

because some of them did understand, but it was too much for them, like I totally 

understand. It is a lot of responsibility to be friends with someone who is that sick.”2 

Stephanie has been sick since a young age. She recalled back in middle school 

classmates spreading rumors about her: “I didn’t know this at the time, but I remember 

my mom was having to defend me against rumors that I was anorexic and that sort of 

thing, and that’s why I was losing so much weight.”  

 It seems reasonable that people who have had stigmatizing experiences in the 

physical sphere would then seek out support from other people with chronic illness in 

                                            
1 When I say that “audience members wrote” or “an audience member wrote,” I am referring to the written 
responses they provided to my online survey. If an audience member’s quotation comes from a blog 
comment, Facebook comment, or other online posting, I introduce the quotation as such. 
2 Unless otherwise noted, quotations from community leaders come for personal interviews. If a quotation 
comes from a blog, Facebook post, or other textual source, an explanation of the source precedes the 
quotation. 
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the online sphere. The data I collected, however, reveal a counter-intuitive reality: many 

people who have experienced stigma also reported having great sources of support 

from family, parents, friends, co-workers, and medical professionals. Additionally, many 

of the audience members surveyed reported that they had great sources of offline 

support and could not think of a single stigmatizing experience, either in the physical 

sphere or online sphere: 

My family is my biggest support. They have been behind me since day 
one of this fight. Also, my colorectal surgeon is amazing, she is more like 
a friend than a doctor. We really have a bond and I think that helps a lot 
when dealing with Crohn’s. (female, Crohn’s disease, age 19) 

All my family, friends and co workers know about my ileostomy and 
always give me great support and encouragement (male, indeterminate 
IBD, age 36) 

 At least among the people I studied, who seemed to be moderately to highly 

involved in the online IBD community, stigmatization or lack of face-to-face support is 

one influence of going online, but it does not fully explain why people seek online 

support. Some people reported that they got different kinds of support from different 

sources, implying that a complete lack of face-to-face support is not solely what drives 

people online; rather, the online IBD community offers a different kind of support than 

face-to-face sources. One audience member explained: 

I think there are many different forms [of support]. I get knowledge from 
my medical team. I get laughter from my friends. I get understanding that 
my research (phd) has dropped off ... (female, Crohn’s disease, age 48) 

 Sometimes something that happens in one sphere crosses into the other. One 

audience member wrote: 

I receive support from my family and friends as much as they are able 
though there is a disconnect in what they understand and how well we are 
able to relate to each other about my disease.  One thing that online 
support groups and reading the blogs and interacting online has done is 
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allowed me to understand better how to be more open with my family.  I 
find that I will watch a youtube video of someone sharing their story and 
then I will use that as a template to express myself. (female, Crohn’s 
disease, age 30) 

 As a person who has made many YouTube videos explaining my illness, I can 

confirm that engaging in online communication can enhance communication practices 

offline. For instance, in making videos, I had to be succinct with how I explained my 

disease and illness history: if I rambled too much, the video would be too long and 

boring. Making online videos allowed me to practice my own illness narrative in a safe 

and non-judgmental environment. 

 Another person wrote that social media technology helps her indirectly convey 

information about her disease to her family and friends: 

All my friends, family and co-workers who are aware of my disease are 
supportive though they don’t seem to come close to truly understanding, 
probably largely in part to the fact that I don’t talk about it and try to seem 
“normal”. I often share the Facebook posts that relate to me the most so 
that they can get a little more insight without me personally having to talk 
about it (female, Crohn’s disease, age 31) 

Health Effects of Online Health Information 

 Another well-known driver of participation in online support groups is the seeking 

of health information. As explored in Chapter 5, people in the online IBD community 

share much health information and ask each other many questions about the disease. 

In this section I present anecdotal evidence about the effects health information has had 

on individuals in the online IBD community, based on participants’ responses to a 

question about whether and how the health information they found online affected how 

they managed the disease. Health effects generally fell into three areas: physical, 

emotional, and improving relations with doctors. 
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Physical health effects 

 Many people reported physically benefiting from time spent in the online 

community. People share information about treatments, complications, foods to try, 

symptoms, and in the case of ostomies, products to help manage their ostomy. Many 

people obtained advice or information on new treatments to try: 

I have found answers, such as last year when I developed pyoderma 
gangrenosum [ulcers that develop on skin tissue] a month after my 
surgery; people helped me find ways to keep my appliance’s seal on 
longer, and I discovered a medicine that really helped me finally start 
healing. (female, Crohn’s disease, age 21) 

These forums allow for me to try different methods to alleviate some of the 
symptoms associated with my Crohn’s disease. Sometimes medicine 
doesn’t cut it, and a home remedy could be more effective. I wouldn’t 
know of any unless I didn’t have my forums to refer to. (female, Crohn’s 
disease, age 25) 

 Some community leaders also found online health information useful in the 

management of their disease. Jeffrey, for instance, talked about how he found two very 

useful pieces of information online: 

It’s helped me find some new treatments. Like I never would’ve known 
about LDN [low dose naltrexone] if I hadn’t gone online and talked to 
people. I probably never would’ve thought about going gluten free. And to 
me, those are the two that have made a world of difference. Up until a few 
years ago, I said diet had no role in IBD. And now I say the exact 
opposite. 

 Jeffrey told his doctor about what he found online, and to his surprise and 

appreciation, his doctor did his own research on the treatment before prescribing it to 

him: 

Any questions I feel like I can ask him, and I know if he doesn’t know, he’s 
gonna find out the answer. It’s just that he has no one on LDN, he knew 
nothing about it, and he took his own time to go and research. 
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Emotional health effects 

 Many people reported that the online IBD community has helped them cope 

emotionally. This is to be expected, as many people reported how much they appreciate 

the support they get from the online IBD community, as discussed in Chapter 5: 

It hasn’t affected the management of my disease but overall it has helped 
to manage the mental health aspect of life with a chronic illness. (female, 
ulcerative colitis, age 41) 

It has helped my know what might be coming my way and what to be 
more aware of, a lot of things that my doctor had not told me about. 
(female, indeterminate IBD, age 29) 

there’s times that i am in so much pain that suicide does not seem to bad 
but the women in the group i am in have different thoughts about that and 
have been very instrumental in me being here, and also along with my 2 
fur kids. (female, Crohn’s disease, age 34) 

Relations with doctors 

 Many people mentioned that online health information has helped them improve 

their relationship with their medical care team. This is potentially one of the best 

outcomes of online health information: patients becoming more informed, which then 

improves their relationships with their doctors, which them improves their health. One 

woman wrote: 

It has given me a crash course in gastroenterology so that I can engage 
more intelligently with my medical team. Generally I find with all medical 
personnel I need to establish that I am intelligent and am willing to learn 
early so that they treat me as a person rather than a terminal ileum with a 
person attached. It also provides me tools for advocacy on my own behalf. 
For example when something is going wrong I can flag it with the medical 
team in specific terms that may prompt them into action earlier. (female, 
Crohn’s disease, age 48) 

 One person had her own Tumblr account through which she documented her 

illness journey. This online journal became a medical record of sorts that she referenced 

in her visits with her doctor: 
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It’s good to be able to document my symptoms, I can look back in my 
tumblr archives and see patterns of when I was sick. I use this when 
seeing my doctor so I don’t forget to mention anything. It has improved my 
doctors visits a lot. For example if I say I have had bleeding, I can point to 
which day instead of trying to estimate. (female, Crohn’s disease, age 24) 

No health effects 

 Most survey respondents answered the question about how the online IBD 

community has affected the management of their disease, and most of them found 

benefits in one of the three areas identified. A few people were honest, though, that the 

online IBD community has not affected the management of their disease: 

Apart from a couple minor things that have to do with a different 
autoimmune disease that developed where my Crohn’s wounds are, the 
online community has not affected my management of Crohn’s in any 
way. I’ve had it since birth and have been through nearly every medicine 
and complication that can develop, so I’m usually the one helping others 
with my experience. (female, Crohn’s disease, age 21) 

 When I asked how the online IBD community affected peoples’ health, the 

question was neutral as to what those effects could be. I did not ask “How has the 

online community helped you in the management of your disease;” I even explicitly 

stated that the effects could be positive or negative. Although this sample is not 

representative of the online community or people with IBD, it is encouraging that nobody 

reported any negative health effects of something they learned in the online IBD 

community; mostly they reported indifferent health effects if they did not have anything 

positive to share. 

Raising Awareness Online and Offline 

 As shown in Chapter 5, many people in the online community are also involved 

with non-profit organizations like the CCFA or UOAA, which have a considerable 

presence in the physical sphere. But several communities also raise awareness in their 
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own ways in the physical sphere. The online community that does this the most is the 

Great Bowel Movement. Their mission, according to their website, is simple:  

The Great Bowel Movement is a social awareness movement with the 
goals of empowering patients associated with Inflammatory Bowel 
Disease (IBD) including Crohn’s Disease and Ulcerative Colitis, as well as 
J-Pouch and Ostomy, to embrace their disease, be proud of their 
experience, and spread awareness throughout their communities. 

 They spread awareness through T-shirts designed to spark conversation about 

IBD and ostomies. Since 2010, Andrea estimates that the GBM has sold or given away 

more than 2,000 T-shirts and sweatshirts. The shirts have a simple message: “Ask me 

about my Crohn’s disease/ulcerative colitis/J-pouch/ostomy.” People are encouraged to 

buy and wear a shirt either telling people which disease they have, or if they have had 

surgery, that they have an ostomy or J-pouch. They also have shirts for family members 

and friends of people with IBD, which say, “My _____ has Crohn’s disease/ulcerative 

colitis” and people are expected to fill in the blank with “daughter, son, friend, etc.” Many 

people with IBD have never told others about their disease. Wearing the shirt in public is 

a big step for many people to take. The online community, through social media 

platforms like Facebook, encourages one another to take the initiative to start a 

conversation. Andrea told one story: 

We had one post one time where this girl was like, “Okay, look. I’m calling 
myself out. I got my shirt. I’m too big of a sissy to wear it. I wear it around 
the house when I’m cleaning. I really want to wear it outside.” And she just 
got flooded with, “You can do it! Take a friend with you. Have your speech 
ready!” It was so cool. And then she followed up saying, “Okay I did and 
the cashier asked me and it was just so cool.” 

 The online IBD community has reacted very positively to the shirts. The GBM’s 

website includes many stories about people who have been inspired to wear the shirt: 

I was having a terrible doctor’s appointment day until I went into a store 
wearing my “Ask Me about My Colitis” hoodie and made a new friend. The 
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clerk asked me when I entered the store if she could help me, stopped 
mid-sentence, came running to me with open arms and said “you have 
colitis?! I have Crohn’s! When were you diagnosed? What are you 
taking?” I must have hugged her three times and I hate being touched. :) 
We ended up exchanging numbers. I’m so happy. 

 It is not just audience members who have found the shirts encouraging: many 

community leaders wear them in videos they post and in images on their websites. 

Lauren, for example, wrote on her blog about how she gained the courage to wear her 

“Ask me about my colitis” shirt: 

I’m kind of embarrassed to admit that it took me a while to work up the 
nerve to buy and wear it. It’s from The Great Bowel Movement, and I’ve 
been eyeing their awesome designs for months. … 

Despite the fact that I jumped for joy when my shirt came in the mail on 
Friday, I’ll admit that I was a little nervous to wear it out to brunch. At a 
CCFA event? Of course. In Las Vegas, when I’m running around with my 
Team Challenge teammates? Heck yes. But out to brunch and Target? 
Where I didn’t have the support of a fellow IBD-er if someone actually did 
ask me about my colitis? Oh, I was nervous. … 

So yesterday was a big step. I wore my shirt out in public and nobody said 
a thing. But that’s okay. Because I’m going to wear it again. And again. 
And someday I know someone will ask me about my colitis, and then I’ll 
tell them. 

 In the interest of research, I purchased a shirt, the “Ask me about my J-pouch” 

one. I have worn it in public several times. The first few times I wore it, nobody asked 

me about my J-pouch. But I could tell people were reading my shirt. Somebody at my 

support group suggested that a J-pouch might be too foreign to some people; because 

people do not have a frame of reference for understanding what that is, they might be 

shy in asking about it. We hypothesized that the “Ask me about my Crohn’s” or “Ask me 

about my colitis” shirts might spark more conversation, as those words are somewhat 

more familiar to people (Many people have at least heard of Crohn’s through drug 

commercials on TV). 
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 When I was traveling between Florida and North Dakota, I decided to wear the 

shirt through the airport as I would be exposed to a large number of strangers 

throughout the day. Again, many people looked at the shirt but did not comment. I did, 

though, get a question from a flight attendant who was serving drinks. I only had about 

20 seconds to explain it to him before he moved on, but it was a start. When I got home, 

my friends and family were more comfortable asking about the shirt, but then again, 

they already knew my illness story. 

 While the Great Bowel Movement is bringing the online offline in a unique and 

intentional way, this is not the only organization raising awareness using physical 

products. Kelly and Maggie have also sold IBD awareness paraphernalia to continue 

their advocacy in the physical sphere. Kelly explained how she began: 

I started making ribbon key chains, and I went to the Crohn’s and Colitis 
walk, and I actually sold my ribbons at like a kiosk thing at the walk. After I 
sold a lot, I was like, “Wow, maybe other people would want it online.” 

 Kelly uses a platform called Etsy, a website that allows people who make their 

own products to create an online store, to sell her wares. Kelly started by making key 

chains, but her store now includes awareness wristbands, heating pad covers, and jars 

of inspirational and encouraging sayings, among other items. Kelly believes offering 

patients something personalized not only helps raise awareness of chronic illness, but 

also can support people during illness: 

All the things on there are all things that would either help someone to 
comfort them on their rest days, or to give support to them. I think it’s just 
so important to have things that can help comfort you even when, you 
know, your medication’s not working or your doctor’s not calling you back. 

 Maggie also had an Etsy shop where she sold IBD awareness bracelets she had 

made. Her shop was no longer active during the time of data collection because once 
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she started college she did not have as much time to devote to it. Her shop was active 

for 3 or 4 years, and she usually donated a percentage of her earnings to the CCFA.  

I calculated it one day and I think like over 200 of my Crohn’s bracelets 
are out there in the world. (laughs) Yeah, it’s really cool, and I occasionally 
see people post the pictures saying, “Where can I get this bracelet?” 

Meeting in Person 

 One specific way people’s support experiences cross spheres is through in-

person meetings. The online community is diverse, comprising people all over the 

United States and quite frequently other countries as well. It would seem that meeting 

another community member in person would be challenging, if not impossible. And yet, 

because the community is so large and diverse, one can very easily find somebody 

geographically close to them. Community leaders and audience members often meet 

up, and those physical connections can go a long way in making people feel less alone. 

One audience member wrote about the benefits of in-person meetings: 

The first time I met other people with my disease and similar experiences 
and attitudes, it really opened my eyes for the better. Now, when I see 
someone else have that “I’m not alone” moment online, it reminds me how 
great it is, and how important connecting to others is. I have made some 
great friends through FB, or built up friendships with people I’ve met briefly 
(like if they live far away or something). (female, ulcerative colitis, age 29) 

 Most of the community leaders had met someone in their audience at some 

point. When I interviewed Adam he was on a road trip across the country. During this 

trip, he met several people: “We have met people that I guess I wouldn’t have known 

them other than through the website.” Adam also said that he has talked to quite a few 

people over the phone, which may be less personal than meeting in-person, but can be 

far more personal than talking through email or text: “There’s a few people that I talk to 
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on the phone; for whatever reason, we just become more than just Internet friends or 

whatever.”  

 One of the most common places for people to meet is at CCFA events and 

fundraisers. While people’s support for the CCFA varies from person to person, the non-

profit is a common denominator; even though not everybody has access to CCFA 

support groups or activities, people in populated parts of the country do. Lauren, in 

particular, meets many people from the online community through CCFA events: 

Yeah, quite a few actually now, to the point where it stopped seeming 
weird to my parents when I say that, “Oh, I’m meeting this person from the 
Internet.” The girls, Andrea and Megan from the Great Bowel Movement, I 
knew both online before I met them in person. … And then I’ll meet people 
now who I’ve known online but then they do Team Challenge in a different 
part of the country, so then I’ll meet them on race weekend, which is nice.  

 Michael’s charity, the Crohn’s Disease Warrior Patrol, focuses on matching 

people with IBD face-to-face so they can support each other. Michael uses Twitter and 

Pinterest to promote his warriors, telling the stories of children with IBD and sharing 

pictures of people wearing his T-shirts. In late 2012, Michael’s charity visited their first 

warrior in the hospital. Along for the meeting was Jeffrey from A Guy with Crohn’s. 

Michael wrote of the experience: 

This picture perfectly captured how GREAT it felt today to visit with 9-year 
old hospital patient Damon Froeschl-Tuttle who has been at Maria Ferari 
Children's Hospital at Westchester Medical Center (Valhalla, NY) since 
November 1st. … 

Damon is a cute, VERY resilient and kind kid whose been thru the 
absolute “mill” in so many ways and once a few folks on Facebook were 
informed of his plight by Ivy Lindsay of “Comfort Ostomy Covers by Ivy,” it 
was a no-brainer to band together to try and help. 

 Perhaps the most organized and intentional meet-ups are facilitated by Girls With 

Guts. GWG began when several women, all with their own online IBD communities, met 
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one weekend to brainstorm ways they could work together. Jackie was so inspired by 

the weekend, plus the time she has spent as a counselor at Camp Oasis (a CCFA-

sponsored summer camp for children and teens with IBD), that she wanted to replicate 

that face-to-face support experience with other women in the online IBD community: 

I left camp and I was like, “Holy cow, this is so valuable knowing people in 
real life.” Online support networks are great, but there’s something about 
an in-person, face-to-face connection that is hard to explain, but it makes 
everything so much stronger. 

 At first GWG was planning a “big, stuffy, yucky conference,” according to Jackie. 

GWG eventually decided on doing a camp similar to Camp Oasis. 

I had learned through my experience that in-person relationships and in-
person support networks I think are stronger than the people you meet 
online, even though, both the people on my board I met online and they 
are my two best friends, but those got stronger when we met in-person. 

 One goal of the camp, which had 36 attendees the first year, was to help women 

forge relationships that would last after the retreat was over. 

The retreat was designed around finding people that you could take away 
as your in-person. And what I did is I actually roomed them 
geographically, so there were three people to a room. So I put them state 
by state as much as I could, to the point where, if you’re having a bad day, 
hopefully you can call someone and maybe they can drive a couple hours 
and come see you. 

 The retreat is not the only in-person meeting opportunity available through GWG. 

The organization also has its own version of face-to-face support groups, called Butt 

Buddies. Jackie explained the purpose behind the groups: 

Generally we’ve found the term “support group” to have a negative vibe 
associated with it, and our groups are anything but negative! Butt Buddies 
are IBD support groups for people who hate support groups. 
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 At the time I interviewed her, Jackie said GWG had two Butt Buddies groups, one 

in Fenton, Michigan and one in Dallas, Texas. At the GWG retreat, they began training 

for girls interested in starting their own groups.  

What I have found is people with IBD don’t need to be prompted. I’ve 
found that you can put them in a room and they can talk for hours and 
hours and hours and you don’t ever have to say, like, “We ran out of stuff 
to talk about.”  

 Jackie mentioned, though, that the Butt Buddies group she facilitates is not 

always well-attended. Lots of people say they want a group, and yet when meeting night 

arrives, few people show up. Her attendance has ranged from 2-15 people, comparable 

to the support group I facilitate in Gainesville for people with IBD. 

 While many people with IBD have met in person with individuals they have 

known online, these people seem to be a minority of people in the online IBD 

community. Almost all community leaders, who are very active in the online community, 

have met people. Those who are more active in the online IBD community, who not only 

spend a lot of time posting and consuming others’ content but who also make many 

personal connections with people in the community, tend to be those who take the next 

step to meet in person with those they have encountered online. 

Social Construction of Inflammatory Bowel Disease using New Media 
Technologies 

 Patients and medical practitioners alike generally agree on the biomedical 

characteristics of inflammatory bowel disease as a disease, outlined in Chapter 1. Most 

everyone acknowledges that IBD has no known cause, and most people agree that 

there is no cure. The symptoms are well-known: diarrhea, abdominal pain, nausea, 

weight loss, dehydration, bleeding, and intestinal scarring. And while not every 

treatment is effective for each person, most patients seem to agree that the standard 
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treatments—from steroids to immunosuppressant drugs to biologic drugs—are effective 

for at least some people. However, many people with IBD are stigmatized by the 

disease, and often they feel like popular conceptualizations of the disease, even well-

meaning ones, do not reflect the reality of living with the disease. 

 This section is focused on how IBD as a disease is constructed and redefined by 

patients in online communities using new media technologies. Even though most 

patients and medical professionals seem to agree on the biomedical aspects of the 

disease, IBD also carries with it a lot of social connotations. People in the online IBD 

community use new media technology to make the disease more socially acceptable or 

to reduce the stigma associated with the disease. Patients and non-patients often have 

differing views on how the disease affects an individual’s day-to-day life, and some 

patients believe these differing views can be hurtful. Many in the IBD community have 

learned to use new media technologies to shape perceptions of IBD, not only for 

outsiders, but for others with the disease. 

 In this section I will discuss five specific ways people with IBD use new media 

technology to redefine the disease: the refiguring of the body is beautiful; inflammatory 

bowel disease is serious and deadly; inflammatory bowel disease is humorous; the 

disease makes one stronger; and the disease is invisible, but needs to be made visible. 

The online community is not always in agreement, though, about how the disease 

should be redefined. Multiple redefinitions of the disease can compete, which can cause 

conflict among IBD community members. 

The Refiguring of the Body is Beautiful 

 At first glance, it can seem that people in the online IBD community are obsessed 

with appearances. Some platforms, especially Facebook, are populated with people 
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who post photos of themselves: photos while they are in the hospital; photos while they 

are at home administering injections or treatments; photos in bathing suits; and photos 

of scars and ostomies. Some community leaders like Maggie and Kelly post beauty and 

make-up videos. The intense focus on beauty in many of these communities is not a 

superficial conceit. These people are reacting against the stigma they face because of 

the way the disease alters their appearance in ways that are socially less desirable. 

Some people lose significant weight while in a flare; others gain a lot of weight due to 

side effects of medication like prednisone. Some people have small, neat, non-obtrusive 

scars, yet others have large, deep and messy scars caused by emergency surgeries. 

Ostomies are gross and disgusting for many people: having waste attached to a bag 

outside the body is not natural. 

 So individuals often post photos as a reaction against a definition of IBD that 

says IBD makes a person less attractive. This common sentiment was expressed by 

one blogger on Girls With Guts: 

IBD is not genenerally considered a sexy disease. People don’t want to 
talk about how many times a day they poop, the consistency of their poop, 
or the amount of blood in said poop. Mostly, ‘cause it’s not sexy. It’s not 
empowering. It’s private, and society tells us, it’s embarrasssing. 

 The redefinition, then, is this: people with IBD are beautiful, and re-figurings of 

the body are also beautiful. The re-figurings of the body, such as scars and ostomies, 

are not blemishes that have to be ignored. People who have had their body re-figured 

by surgery are not beautiful despite the scars or ostomies. Rather, the scar or ostomy 

itself can be beautiful for what it represents. 

 Jackie has mentioned several times on Girls With Guts, Blood, Poop & Tears, 

and her YouTube channel that she often struggled with her weight gain due to IBD: 
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Before I got sick, I was an athlete. I played soccer. I was a runner. I was 
proud of my body. But years of steroids have left my abdomen covered in 
stretch marks and dozens of scars from incisions. For years I refused to 
show my stomach to anyone. I was disgusted by it. But over the past few 
years I’ve learned to accept my body. I’ve learned that all of these scars 
make me who I am. I am proud to share my story. 

 Jackie posted a series of videos and blog entries about her decision to have 

plastic surgery to reform her stomach so that the scars were less visible and the loose 

skin left over from weight loss would be less noticeable. While the disease itself 

reformed her body in ways she could not initially accept, she eventually chose to reform 

her body in a way that made her happier. 

 Girls With Guts features many stories of women who came to accept their 

beauty. One woman wrote: 

One of the things I was looking forward to when I had my stoma closed up 
was having a hot body again. I’ll admit I was always a bit vain about it 
before the stoma and liked to show it off and I was looking forward to 
doing that again. So I was surprised and disappointed after the take-down 
about how I felt about my scars, which cover most of my tummy, one of 
my best features before surgery. I couldn’t get over how ugly I found them. 

 She wrote about how she posted a photo of herself in lingerie, scars and all, on 

reddit.com. She wondered how people would react to her and anticipated that guys 

would say the “rest of me still looked hot and the scars weren’t that bad.” What she 

received, though, was a very different response. People did find her attractive, but they 

also found her scars attractive: “not physically, but because of what they say about me.” 

 Audience members usually respond very favorably when people post images of 

themselves or talk about their beauty: 

After the first surgery, my confidence took a weird turn. I was thinner and 
felt more like myself after I was able to stop taking Presnisone. I dropped 
probably forty pounds, got a sexy new wardrobe and strutted my ass 
around campus. Boys started flirting with me again, and I even forgot 
about the bag I had glued to my abdomen to catch my feces. 
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 Jeffrey also used new media technology to spread the message of beauty. On 

World IBD Day 2013 he posted a video showing what Crohn’s and ulcerative colitis look 

like. This video was in part a response to the CCFA Escape the Stall campaign (which 

will be discussed later in this chapter), but the point of the video was to show what life is 

like for people with the disease. Audience members submitted pictures—of themselves 

in the hospital, of IVs, and of scars and ostomies. These pictures were shown in a 

slideshow; the background music was Christina Aguilera’s famous song “Beautiful,” 

which says, in part, “You are beautiful no matter what they say / Words can’t bring you 

down.” 

Conflict in the community regarding redefinitions of beauty 

 While the community is very supportive of those who tell their stories and post 

pictures of themselves, not all of those who make themselves vulnerable through public 

postings experience positive responses. One woman told a saddening story about 

stigma she faced in the IBD community over her photos. She had been inspired by 

other young women who posted photos of themselves online and met with a 

photographer friend to do a photo shoot. She took pictures of herself showing off her 

ostomy bag, some more revealing than others. She was nervous, and taking the photos 

was a big step for her: “I’m not young and beautiful like the Girls With Guts, Jess 

Grossman, or Alison. I am also quite camera shy; I don’t take photos well!” 

 She posted the photos to numerous IBD groups on Facebook. While the positive 

response was overwhelming, it was not universal. She wrote: 

But then 1 group totally shattered me! It was an IBD group. I was told I 
looked hideous, that my face was enough to scare anyone, let alone my 
bag, and then the comments came that I was horrific and that my photos 
were enough to scare anyone out of having surgery. This hurt the most as 
my whole reason for doing the shoot was to help people not scare them! 
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 Occasionally audience members expressed jealousy toward one another when 

somebody posted a photo. This seems to be more common among women regarding 

the issue of weight. As mentioned, IBD can either cause drastic weight loss or 

substantial weight gain. People react to medicine differently. Prednisone, for instance, 

can increase hunger and fluid retention. Because prednisone is commonly used when 

people have serious flare-ups, a person who initially had lost substantial weight 

because of the flare-up might quickly gain back that weight, plus more. However, not 

everyone has this experience. When a young, thin girl posts a photo of herself online 

showing off her scars or surgery, she will often get compliments from others, but a few 

women will say something like, “I wish I looked that good” or “I wish I was as thin as 

you.” Most everybody seems to affirm that weight lost due to IBD, while it might have a 

beneficial side effect of making one thinner and more desirable, is not lost in a healthy 

manner. 

 As mentioned before, these communities are predominantly run by women and 

populated with women, even though the disease affects both sexes in nearly equal 

amounts. Because of the dominance of women in this community, male voices are less 

prevalent, and photos of males showing off their ostomies or scars are even less 

prominent. Jason, the co-founder of Awestomy, posted a photo of himself on Facebook, 

shirtless, showing his ostomy. The caption read: “15 years Crohn’s battler; 6 month 

ostomate. I show my S.C.A.R. with pride. Strength. Courage. Attitude. Resilience.” 

 He got many compliments and a 100% favorable response. But that does not 

always happen. On the Ostomy Outdoors Facebook page, for instance, a man once 

posted a photo of himself shirtless, showing his ostomy. There were no comments or 
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likes. He posted a couple times later that day, and two people thanked him for sharing 

the photo, but there were no comments in the form of “You are so beautiful” as are 

frequently seen on female photos.  

 Some men do long for other men with IBD to be more open. On a Girls With Guts 

blog post about beauty, one male commenter wrote: “Completely agree with what you’re 

doing here. But men have the same, if not worse, problems with body image after 

surgery. You should make one of these sites for guys too.” The poster, a woman, 

responded in part: “We started this site because the majority of people who come to us 

are female and they seem to be the ones who are usually talking about this stuff, the 

guys seem to be more quiet. I’d love to see more guys being open about their feelings 

and talking too.” 

 This redefinition of IBD, that refiguring of the body is beautiful, definitely is 

advocated by women and directed at women far more often than men. Women seem to 

have embraced the technology of sharing stories and posting photos, and the more 

prevalent these photos become, the stronger the redefinition. 

Ostomies are gross, and the Right 2 Remain Sexy 

 In July 2013, a Cincinnati, Ohio, television station broke a story that 

unintentionally offended ostomates in the online community, illustrating how the wider 

public often perceives ostomies, and how this ill-formed perception (in the eyes of many 

ostomates) is an impetus for redefining people with ostomies as beautiful. WCPO 

reported that the Cincinnati police department was launching a new outreach campaign 

intended to reduce the rate of juvenile shooting victims. The news story read, in part 

(emphasis added): 
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Cincinnati District 3 police are taking unusual steps to try to stop the 200 
percent increase in juvenile shooting victims over the last five years. 

They’re hoping pictures of gunshot survivors who are paralyzed or 
require a colostomy bag will make some at-risk teens think about 
their lifestyle. 

With the help of probation officers, juveniles involved in drugs and gangs 
will be invited - or forced by court order - to attend a large meeting at Oyler 
School in Lower Price Hill. 

The first of its kind Youth Initiative in District 3 will appeal to the vanity of 
teenage boys living a life of drugs and crime. 

Lt. Joe Richardson said the teens will see gruesome photos of gunshot 
survivors from the University of Cincinnati Medical Center. 

“You’re not killed, but you’re walking around with a colostomy bag 
and that’s just not the way to get a girl’s attention by limping down 
Warsaw Avenue with a colostomy bag,” said Richardson. (Warren, 
2013a) 

 People with ostomies were upset that ostomies were being used as something to 

“gross out” teenagers. Jason noticed the story being spread in groups online. He 

wanted to redefine the terms of the campaign, changing it from “people with ostomies 

are gross” to “people with ostomies are sexy.”  He wrote in part on his blog: 

Our brainstorming process usually starts with some of the most ridiculous 
names. We wanted to weave in something ostomy related with a police 
theme but with humor which is common here at Awestomy. Usually it just 
ends up in giggling. Some of the names we came up with were 
#stopinthenameofstoma, #showyourmalewhaletale, 
#pouchesandparkingtickets. We landed on #right2remainsexy because we 
felt it applied and otherwise would be something a police stripper would 
say to a client. 

As we posted the contest, we thought that we’d see some of our continual 
supporting fans, with maybe a few new faces but we knew immediately 
that something had struck a chord with this. After a post from Katie was 
placed immediately after we posted, we began to understand that the 
ostomy community had had enough of the stigma and we’re finally ready 
to come out in droves. 
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 They used the hashtag #right2remainsexy on Twitter and asked people to submit 

photos of themselves with their ostomies. Within days, audience members had posted 

more than 50 photos on Facebook, many of people in swimsuits or minimal clothing 

showing off their ostomies. The majority of submitters were young, thin women, but all 

body types and both genders were represented. By the end of the submission period, 

more than 100 people had submitted photos. The photos were arranged in a collage 

and used as the cover photo of Awestomy’s Facebook group. The #right2remainsexy 

campaign was a community-driven example of individuals using social media 

technology to combat stigma and redefine people with ostomies as beautiful and sexy. 

Jason wrote of the success of the campaign: 

This contest has NEVER been about the [Cincinnati Police Department], 
it’s been about YOU. If I could, I would actually like to thank Lt. Joe 
Richardson in his attempt to reduce juvenile shootings & crime. YES, YOU 
READ THAT RIGHT. Without his oversight and mis-education, this 
campaign would never have come together. We wouldn’t have seen the 
public outpour of support and incredible photos of people who want to tell 
their ostomy story.  

 In early August, the Cincinnati police responded to the public outrage over the 

campaign. A follow-up news story read in part: 

Roughly three weeks after the story ran on 9 On Your Side and 
WCPO.com, an ostomate in Canada spotted it while surfing the Internet 
and shared it with the ostomy community. 

That community, angered by the remarks, launched a phone and email 
campaign that had an international reach. Rothbaum [a Cincinnati woman 
with an ileostomy] said the topic outraged people around the world, 
including many who had never heard of Cincinnati prior to reading about 
the controversy via various forms of social media.   

“We have received comments, website hits, signatures and more from far 
and wide. This touched an international spectrum, and international 
outrage. Countries that wouldn’t even know where Cincinnati was located, 
now have heard of us in a way that we’re working to rectify.” (Warren, 
2013b) 
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 The Cincinnati interim police chief, Paul Humphrios, eventually apologized, 

saying: 

I am very sorry this happened and will work to ensure it does not happen 
in the future. I assure you this was a mistake on the part of well-meaning 
individuals and not a deliberate attempt to offend anyone. (WCPO, 2013) 

 In August, the apology was read during the closing ceremony of the UOAA 

National Conference and was met with a standing ovation (Warren, 2013b). People in 

the online community responded to the Cincinnati police department on Twitter with the 

hashtag #OstomyIsNotATragedy. What is interesting about this entire episode is that it 

sometimes does not take much to get people in an online community excited, and 

likewise, it does not take much criticism to raise awareness or effect change. The 

ostomy community’s anti-stigma hashtags were used primarily between July 31 and 

August 7, 2013: #OstomyIsNotATragedy was used more than 70 times and 

#right2remainsexy was used more than 50 times. 

Inflammatory Bowel Disease is Serious and Deadly 

 People with inflammatory bowel disease find themselves in a conundrum. The 

disease is not as well-known as other medical conditions, so people try to explain it in 

simple terms. Most people can relate to the common symptoms: everybody has had 

diarrhea at some point. Everybody has had a stomach ache. Everybody has been 

nauseated. When IBD is examined symptom by symptom, it seems that it should be 

easy for people to relate. 

 Unfortunately, what outsiders often have a hard time grasping is that, while IBD 

might be very manageable if people only had to deal with one of these symptoms or if 

the symptoms occurred short-term, they often struggle with many symptoms at once for 

long periods of time. People with IBD often talk about how others in their lives do not 
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“get” the disease, and they want that to change. They want to redefine the disease as a 

serious, dangerous, and even deadly disease. 

 Many audience members wrote about the challenge of expressing the 

seriousness of the disease to others: 

I have a lot of people without IBD tell me that it isn’t that bad, and it can’t 
be any worse than having the flu... that gets very frustrating to hear. 
(female, indeterminate IBD, age 29) 

It gets confused with IBS a lot and made to seem like a tummy ache. 
People also don’t understand that it affects the entire body, they are 
surprised when they hear about joint pain or other extra intestinal 
symptoms. (female, Crohn’s disease, age 24) 

 Some in the online IBD community have started comparing the disease to better 

known health conditions. Jackie said (emphasis added): 

I think that when you can convey the actual severity of it, when you can 
say, “People die from this,” people finally understand it. I mean, I have 
friends that have lost their lives due to complications from Crohn’s disease 
and ulcerative colitis. And it’s heartbreaking because they’re all really 
young because of it. And it’s one of those things where people don’t know 
that. … How I try to explain it, which makes…it’s a controversial way, is to 
compare it to cancer in that we share drugs. We have people who 
die. 

 There is a perception in the online IBD community that cancer is better 

understood than IBD: there is more awareness raising for cancer; there are more 

fundraising events for cancer; and there are more vocal people in the media who talk 

about cancer. By comparing IBD to cancer, then, they hope to appropriate existing 

thoughts people may have about cancer and apply them to people with IBD. Outsiders 

know that cancer is serious, expensive, painful, debilitating, and can be deadly. If 

outsiders understand that, then perhaps the comparison will help them understand the 

seriousness of IBD as well. 
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 Some might think the emphasis on “deadly” is overblown and reactive because, 

although people can die from complications arising from IBD, they do not die nearly as 

frequently as people with illnesses like cancer. Still, when somebody dies, it can be 

shocking for people in the community. In October 2013, a young woman died from 

complications of IBD. Jeffrey posted on his blog a memorial in her honor, saying in part: 

This week I learned again just how dangerous IBD can be.   This week we 
lost another warrior in the battle against Crohn’s Disease.  Karrie Jacobs, 
mother of 2 little kids and a wife to a loving husband, died from 
complications of the disease.  I don’t know the whole story but it is being 
said that she had some issues with strictures and was having trouble 
breathing.  She called 9-1-1 and by the time the paramedics got there, she 
had stopped breathing and had pasted on. 

I got to know Karrie from a IBD group on Facebook.  She was very kind to 
others and had a great heart.  I wasn’t aware she had some issues go on 
so this was a big shock to me as well as everyone else.  But is also shows 
just how deadly these invisible illnesses can be. 

IBD is more than a pooping disease 

 The symptom that seems to get the most publicity is abnormal bowel 

movements. While most patients have problems with diarrhea, a minority of people 

have the opposite problem: constipation. In trying to express the seriousness of the 

disease, people in the online IBD community avoid talking about poop and want to 

refocus on the systemic effects of IBD on the body: 

IBD, by many, is seen as a “pooping disease.” I am quick to remind people 
that it is SO MUCH more than that. (female, Crohn’s disease, age 20) 

It’s very hard to have Crohn’s disease because most people don’t 
understand how serious it is.  When I say I have Crohn’s disease, most 
people say “oh so you go to the bathroom a lot” which isn’t even one of my 
symptoms. (female, Crohn’s disease, age 30) 

 Jackie said that when she was first diagnosed, she tried hard not to tell anybody 

else about the disease: 
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I only knew one person in the whole world, who I still really didn’t talk to, 
who had colitis, and all that I knew was that it meant, like, poop. That’s all 
that I knew. I felt like, “If that’s all I knew, that’s all everybody else knows.” 
So if I tell people, they’re just going to think about me and my butt and 
pooping. And I was like, “I can’t do that. I can’t talk about that. Girls don’t 
poop. I can’t talk about that.” I was just humiliated. 

 Some people with IBD try to put it in perspective: the bowels can be gross, but 

everybody poops, so talking about bowels should not be taboo. Andrea from The Great 

Bowel Movement often gets told that she talks too much about the disease. But she 

responds to them: 

“Well, I just don’t view it as gross. You can. You’re fully entitled. There’s a 
majority of people out there who think it’s gross. I got it. But it’s also 
functional. The body’s getting rid of waste.” At the end of the day, that’s all 
there is to it! 

Criticism of the CCFA’s “Escape the Stall” campaign 

 In early January 2013, the CCFA launched a new awareness campaign called 

“Escape the Stall.” The campaign featured print ads and a 30-second public service 

announcement, which the CCFA hoped would air on television and before movies 

(Newman, 2013). Actress Amy Brenneman, who has appeared in the television shows 

Private Practice, NYPD Blue, and Judging Amy, has ulcerative colitis and appeared in 

the ads. The ads consisted of a series of bathroom stall doors. Underneath the door a 

pair of feet could be seen, along with a caption. One ad, for instance, showed Santa 

Claus’s boots, saying “IBD doesn’t care if you’ve been naughty or nice.” Another ad 

showed a woman’s feet and wedding dress, saying “IBD gave her a day she’ll never 

forget.” The ads then included, in small print at the bottom, a few facts about IBD. The 

ads also directed people to the CCFA’s website. 

 Reaction to the ads was swift and opinionated among the IBD community. Many 

people were extremely offended by the ads, saying that the CCFA had resorted to using 
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toilet humor to discuss a very serious illness. Others said that the CCFA, by focusing 

only on the bathroom stall door, reinforced the regressive notion that IBD is just a 

pooping disease. 

 Jeffrey from A Guy with Crohn’s wrote on his blog: 

… at first it didn’t bother me.  I admit I have used bathroom humor in the 
past as I have a page on Facebook called Bathroom Talk.  But as I look 
into myself, I know I did it as a way to cope. 

Over the past year I have learned so much about IBD.  Crohn’s and Colitis 
is no laughing matter. Yes, a lot of us use laughter to cope with our 
chronic illness, but in no way should the illness be looked upon in a funny 
way. As the ads show, we spend a lot of time in the bathroom. Anyone 
with IBD knows this is a reality..but it is a small part of the disease. And 
this is where I come to the realization that the CCFA ads are not a good 
idea. 

 He went on to explain all the side effects of living with IBD, making comparisons 

between living with IBD and cancer: 

When people put out ads for cancer we see bald people hooked up to 
chemo. When there are ads for emphysema we see broken down people 
hooked up to oxygen tanks. The no smoking ads in NYC show people with 
amputations, trach tubes, and just looking horrible. So where is our 
graphic ads? 

 Michael from Hospital Patient was also disgusted with the ad campaign. He 

wrote on his blog (emphasis in original): 

CCFA has AGAIN failed MISERABLY in trying to help us Crohnies and 
IBDers by yet again putting the focus of their well-intended efforts on a 
BATHROOM STALL DOOR and using PITY to play directly into the 
public’s overall perception of the less serious stigmatizing aspects of these 
chronic, incurable, autoimmune and often VERY painful diseases which 
can, and do, DESTROY lives (and families) physically, mentally, 
psychologically, financially, professionally and socially. 

 Comments on these posts showed that many people in the online IBD 

community agreed that the CCFA had gone too far with this campaign: 
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The ads are stupid. All they are going to convey to “normies” is that IBD 
equals shitting. That’s what most think of it anyway (if they think of it at 
all). How do you think this is progressive or risky? This is just using the 
same old tropes – it doesn’t convey anything about the horror of IBD 
(which you addressed) but nor does it generate any sympathy. 

 A sizeable portion of the online IBD community, however, gave a more measured 

response, expressing some disappointment with the ads, but overall supporting the 

CCFA in general and the ad campaign in particular. Lauren offered a unique 

perspective in that she not only has IBD and maintains her own community, but she 

also works for the CCFA. She said: 

People tend to really hate the awareness campaign that we released last 
year, the Escape the Stall campaign. I don’t work in marketing, so I had 
nothing to do with the campaign. While I understand, I understand the 
concern. When I first saw it, I was like, “Are you kidding me? Bathroom? 
Everybody thinks our disease is only the bathroom and it’s not just the 
bathroom.” But, you know I work there, so I was privy to like, the rollout 
internally, and I got to listen to the reasoning behind it and really like 
understand it, and, you know, came to appreciate it. 

 Lauren explained that many in the IBD community criticize the CCFA as having 

no employees who have IBD and as being out of touch with patients or their needs. 

Lauren responded: 

Which is absurd because I have Crohn’s and I work here and I have a lot 
of friends who are patients who work at the foundation. So it doesn’t make 
any sense to me. There are those, not everybody at the foundation, 
obviously, has Crohn’s disease. It would be absurd. But there are some of 
us who do, and we do get it because we live it. 

 Other community leaders supported the campaign as well. The Great Bowel 

Movement expressed support, arguing that no one ad campaign can contain all aspects 

of IBD as some in the community would prefer (emphasis in original): 

The more an ad campaign such as this tries to encompass the 
complexities of life with IBD, we feel the less effective it will become.  
Complicating the campaign or trying to say too much at once will diminish 
the blunt and poignant message. …  
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The bottom line, we feel, is that this campaign does NOT sum up the 
complete IBD experience. But it’s not supposed to, and it’s not trying to. 
It’s simply trying to get attention, and then it’s OUR job to tell those around 
us that yes, we use the bathroom a lot, but we also experience pain, 
fatigue, hospital visits, surgeries, and emotional pain. 

 This episode illustrates several ways in which the online IBD community works to 

redefine the disease. On the one hand, people want IBD to be taken seriously. People 

want to erase the stigma that IBD is gross. They want people to know IBD is serious like 

cancer, is deadly, and is more than a pooping disease. Some of these people have 

been using social media technology for years to share stories and explain what living 

with the disease is really like. Consequently, some people thought all that work was 

undone by the CCFA’s Escape the Stall campaign, that the CCFA was trying to define 

the disease as a pooping disease and as something that should be laughed at. Some in 

the community responded harshly to the CCFA as a way of correcting what they saw as 

misconceptions of what it meant to live with the disease. Others, though, thought the 

CCFA’s message was on target, that the message did not redefine the disease in 

regressive ways. 

Inflammatory Bowel Disease is Humorous 

 This section focuses on another redefinition of IBD at play in the online 

community, one that, in many ways, is the antithesis to the previous redefinition, that 

IBD is a serious disease. Humor is used quite frequently in the online IBD community, 

usually in the form of images with a humorous caption, but sometimes in the form of text 

stories and rarely in the form of video. Social media platforms like Facebook, Pinterest, 

and Twitter are perfect for sharing images: people can look at images quickly while 

scrolling through a feed. Images are easy to share and repost between social media 

platforms, and quite frequently, somebody who posts a humorous image on his or her 
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Facebook page will find that image shared on other Facebook pages, or humorous 

picture tweets will be retweeted. Most of the humor could be classified as crass bodily 

humor—poop jokes, fart jokes, and toilet jokes. But occasionally the humor concerns 

experiences with the doctor, medical procedures, symptoms of the disease, or even the 

way outsiders react to people with IBD. 

 Awestomy makes a point to create and share humorous images on its social 

media platforms. Once the community made a series of bowel-related Valentine’s Day 

cards. One showed a red enema bottle and rose and the caption read, “So happy you’re 

enema life!” Another popular image that was shared on many sites was an empty pill 

bottle with a little three-legged stool inside. The label on the bottle read “Stool Sample.” 

Another image was a black-and-white illustration of a man and woman dressed up, 

gazing into each other’s eyes, with a caption reading “Love is like a fart. If you have to 

force it, it is probably shit.” 

 On my own Facebook page for UCVlog, my partner Nadia often shared 

humorous images. Around Christmas she shared a photo of a sad Santa Claus, with a 

caption reading, “Someone’s cookies gave me the shits.” For Halloween one year, 

Nadia and I shared photos of two pumpkins we carved. My pumpkin had a strained face 

as he barfed out his insides (all the pumpkin fibers and seeds). I also carved him a butt, 

and he had explosive pumpkin fiber diarrhea. Nadia’s pumpkin had a clear ostomy bag 

filled with candy corn “stool.” 

 Kelly has made a few humorous videos about life with IBD. In one, “Things I Do 

At Night” she shows all the random things she does at night while struggling to fall 

asleep: texting friends, surfing the Internet, watching TV, taking medicine, reading. In 
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another video, “IBD/Chronic Illness Workout (silly)” she shows what a “workout” for 

people with illness might look like: lifting a basket of pills, sprinting to the bathroom, 

twisting off pill bottles. She’s gotten some supportive comments on these videos, 

including one reading: “Thanks for sharing this! I’m 15 years post op J pouch Ulcerative 

Colitis. Still sucks but no more pain and disease. I can relate to your video. I laughed. 

Thanks again!” 

 Humor is a big part of these communities, but interpreting the meaning of humor 

is challenging. Humor can be a coping mechanism or a way to relieve stress and can be 

viewed as another expression of emotional support. The widespread use of humor, 

however, also suggests that people are using humor, at least in part, to redefine IBD as 

a disease. This redefinition might be phrased: It is okay to laugh at IBD and the medical 

institution; it is okay to laugh at the things people go through with IBD. The community 

seems split on the use and appropriateness of humor. People want the disease to be 

taken seriously, to be seen as more than a pooping disease. Yet some people also want 

to laugh at the disease. Humor has a way of lessening the power of the disease.  

 Jason talked extensively about why Awestomy uses humor so much on social 

media. “We think we’re funny. We may not always be funny, but we like to put stuff out 

there that gets responses.” Jason explained that humor is really about erasing the 

stigma associated with the disease. All of these redefinitions of IBD are, at least in part, 

about challenging stereotypes and stigmas about the disease: 

I felt like being positive people, I felt like we could put a good spin on it. Be 
more positive. Be humorous, which I think people appreciate. I think if you 
have an ostomy it’s, sometimes you’ve gotta laugh at yourself for some of 
the things you go through. To have that sense of humor and to try to really 
flip what I feel is a negative stigma. 
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 Jason’s community tries to do more serious posts from time to time, but he 

admits that the serious material sometimes does not get as much attention: 

The social media world is pretty funny because you spend a lot of time 
trying to write a thought-provoking blog post, or a medically-related blog 
post, and that doesn’t get as much of a response as putting a dumb 
picture out there or a picture related to ostomies. I think at this point, we’ve 
probably exhausted every joke that could be made about an ostomy. 

 And audience members seem to appreciate the humor. When asked what they 

like or enjoy about the online community, humor was a common thread in many of the 

responses. One woman, Crohn’s disease, age 21 wrote: “Tips how to deal with an IBD 

but also the jokes only IBDers can understand.” 

 The humorousness of humor, though, depends on the source. While people may 

accept poop jokes coming from other people with IBD or ostomies, they often will not 

accept or appreciate humor coming from outsiders, people without the disease. Some 

audience members told stories about people in their lives tried making jokes about the 

disease, but the jokes stigmatized them. One woman with Crohn’s disease, age 21, 

said, “I have people made rude comments and jokes about it, it has heightened my 

shame and embarrassment.” Another woman, age 29 with ulcerative colitis, told a 

particularly illuminating story about how humor from outsiders can backfire: 

For example, one of my college roommates once passed gas very loudly 
in our room, and then laughed and said, “I figured that’s ok, since you 
have colitis!”  I was offended because I did NOT think that was ok.  I had 
never joked about my disease, had never passed gas in front of her, and if 
I ever did, it would have been by accident - and I would have immediately 
excused myself and apologized profusely.  I resented the fact that she 
seemed to equate, “has a digestive disease” with “enjoys bathroom 
humor.” 

 Jessica, co-founder of Awestomy, discussed in a blog post that ostomies are 

often used in a humorous but offensive way by outsiders, who she termed “The 
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Uneducated.” When searching Twitter for the hashtag #colostomy, she found quite a 

few tweets by these “uneducated” that referenced colostomies in an insensitive way. 

One tweet read: “Saying you’re an ‘Internet Celebrity’ is like saying you’re an ‘Award-

Winning Colostomy Bag.’” She compared the insensitivity of this humor to joking about 

other serious medical conditions, which she thought are not acceptable to make fun of 

in this way. Jessica wrote: 

Does this make my blood boil, you bet your ass. People would never talk 
this way about a mastectomy, chemo or any other life-saving procedure in 
this manner. It’s things like this that make me realize how important 
education, raising awareness and supporting bowel related non-profits 
truly is.  As far as education and acceptance goes about ostomies, we 
have a long road to hoe. 

 Lauren from Forward is a Pace wrote a blog post about attending a Take Steps 

event in Chicago, a fundraiser for the CCFA. She wrote how many of the team names 

were poop jokes; many of them had T-shirts with the team name emblazoned on the 

front. She understood why people do this: 

Poop jokes seem to be a “thing” in the IBD community, and I get that. 
When you have a disease that can send you to the bathroom ten, twenty, 
even thirty times in one day, you have plenty of time to think of those 
puns. Laughter is the best medicine. I get all of that. If you like them, more 
power to you. 

 She went onto explain, however, that IBD is so much more than a pooping 

disease, and the excessive focus on poop humor sends the wrong message about the 

disease. In other words, the use of humor redefines the disease in a damaging way: 

Sure, some of them are funny. Many of them are clever. I just think they 
miss the point and lead to people becoming even more misinformed. 
When I explain IBD to people without the disease, one of the most difficult 
things to convey is the seriousness. 

 Some audience members agreed that IBD humor can go too far. One blog 

commenter wrote: 
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I don’t find them funny, either. I think it’s just crass and tacky. It’s not funny 
when it’s your life for so many years, and also the nature of poop jokes 
and it being such a social taboo made me so ashamed of myself at first. I 
didn’t want to talk about it because I knew potty humor would prevail and 
no one would take me seriously. Cancer, diabetes, these things don’t get 
laughed at. Well, my UC almost killed me yet people still make fart noises. 
It’s immature, classless, and disrespectful. Grow up. 

The Disease Makes One Stronger 

 Inflammatory bowel disease can be physically debilitating. In many ways, the 

disease makes people vulnerable, damaging the immune system, which can be further 

weakened by drugs. Poor absorption of nutrition makes people tire easily. Frequent 

bowel movements can cause some long nights. While people in the online community 

acknowledge and often accept physical limitations, some do not want to say that the 

disease makes them weak. Many audience members said they have experienced 

people perceiving them as weak because of their disease. One woman, Crohn’s 

disease, age 50 wrote: “People think you are weak or that you did something to cause 

it.” 

 In many physical ways the disease weakens the body, but paradoxically, the 

disease can also strengthen a person’s spirit. In this redefinition of the disease, many 

people believe that the strength they have gained through fighting the disease 

outweighs and overcomes any physical limitations imposed by the disease. Some 

people talk about IBD and the process of treatment as a journey, a difficult journey to 

becoming better, not just physically, but becoming better as a person. Kelly, for 

instance, often refers to her audience as “strong fighters.” I ended almost every one of 

my 600-700 posts on UCVlog with “Keep fighting.”  

 Some in the online community note that we cannot control the disease, but we 

can control our attitude and behavior toward others. For the disease to make people 
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stronger, they have to make conscious choices every day to fight back, to resist feeling 

sorry for themselves. Awestomy’s Pinterest account includes several boards devoted to 

inspirational sayings, many of which reinforce the idea that people with ostomies are 

strong; usually they contain a reference to bowels. Many of these images are re-pinned 

from other Pinterest accounts, so the bowel references probably were not originally 

intended to be taken literally. But when people in the bowel disease community 

appropriate these sayings, they take on new meaning. A sampling of such sayings 

includes (emphasis in original): 

Quit slackin and make shit happen 

Good things come to those who wait Good things come to those who 
work their asses off and never give up 

Shitty situations inspire brilliant solutions 

 One audience member (female, ulcerative colitis, age 36) said: “I don’t wish this 

[disease] upon anyone. It has given me strength and reason to fight harder and keep 

forging ahead for all that I want to accomplish without letting this get in my way!” 

 Several people also used participation in sports as a metaphor for overcoming 

their illness. Being able to do something after being sick for so long is not only a 

physical accomplishment, but a mental one as well. It normalizes life and demonstrates 

that the disease does not have to hold a person back. 

 One young woman who took part in Team Challenge, the CCFA’s half-marathon 

fundraising event, wrote of the experience: 

I could never have known how seamless a metaphor this race would end 
up being for my journey with Crohn’s. Only in the aftermath of the Team 
Challenge experience did I come to realize the similarities between the 
two, and the real purpose behind the program. It was never about running 
or walking. It was about “getting my guts back,” so to speak, in order to 
weather the storm.  
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 Stephanie of Stolen Colon also started running post-surgery, participating in 

CCFA Team Challenge half-marathons. She explained why she started running 

(emphasis added): 

When I went to college I had wanted to start running more and stuff like 
that, but getting sick just sort of kept me from ever keeping that up. I would 
get into it for a few weeks and then fall out of it every now and then. And 
so then especially like the last few years, right before my surgery, I was 
just never able to. I had an issue with keeping things in if I tried to run, so I 
gave up on that idea. And so that was one of the first things after I had my 
surgery and I was feeling good, I was like, “I wanna do a race or 
something because I’ve never been able to do that.” 

 Heidi’s Ostomy Outdoors community is almost entirely focused on showing her 

comeback from illness through the lens of physical feats like snowboarding, rock 

climbing, hiking, and mountain climbing. One of Heidi’s impetuses for starting her 

community was to inspire people that they can still live a fulfilling life with an ostomy:  

I … didn’t see that there was a lot of talk out there about doing outdoor 
sports with an ostomy. That was something I was really looking for when I 
was facing my ostomy surgery. The idea was sparked for Ostomy 
Outdoors, sort of as a niche, like, “Oh yeah, that’s something I can talk 
about that’s a little different,” and hopefully inspire people who enjoy those 
sorts of things. 

 All this talk about finding strength and hope and fighting the disease can be 

problematic for audience members who are having a hard time with the disease, 

undergoing intense suffering with no end in sight. In these situations, when they feel 

very weak and perhaps even useless, this sort of inspiring talk can be demotivating 

because the gap is so great between how they currently feel and how they would like to 

feel. One woman, Crohn’s disease, age 24, wrote: 

I can’t stand it when people act like life with a chronic illness is awesome 
all the time and imply that if you’re having a hard time, it’s your own darn 
fault. Those people are scattered throughout the communities I participate 
in, and I don’t view them as credible. I like people who are honest about 
their experiences and are willing to share their coping mechanisms. 
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 Another competing set of ideas in the online community is whether or not the 

disease defines a person. Some people think being defined by a disease puts them in a 

weaker position because it means the disease has control over the person’s life. Strong 

people, then, are not defined by the disease. One audience member wrote: “I don’t let 

my disease define me.  While it has shaped me to become who I am today, my disease 

is not my identity” (female, indeterminate IBD, age 20).  

 Sometimes, though, people will say that they are defined by the disease. In this 

use of the word, a person who is defined by the disease has power over the disease. 

They use the disease to their advantage. The disease does not hold them back. Andrea 

from The Great Bowel Movement said that she actively embraces being defined by the 

disease: 

I have this thing [IBD] now, something everybody associates me with. 
Everybody knows that about me. They refer friends to me the second 
somebody goes to the bathroom more than three times. They’re like, “Oh, 
you should really talk to Andrea. Maybe you have IBD.” And I’m gonna be 
like, “Or, maybe they just had Hooters. Relax.” But it’s fun that there’s that 
association. I want that. 

 A similar sentiment is expressed on the homepage of The Great Bowel 

Movement. An image featuring people wearing the Great Bowel Movement T-shirts 

includes the following inspiration (emphasis added): 

Just because you are affected by Crohn’s Disease or Colitis doesn’t mean 
you have to hide it. Sure, your disease may cause you pain, and 
embarrassing situations, but you deal with it, and that’s something to be 
proud of. That’s worth sharing. You are stronger than you were, you’re 
resilient because of this, you can handle more than you ever thought 
you could. And even in your moments of weakness and pain, just by 
dealing, you are accomplishing more than an average person on an 
average day. You are an inspiration. So talk about it. You don’t have to be 
ashamed. You’re allowed to share details, you’re allowed to make jokes. It 
has become a part of you, and that’s ok. 
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 This idea that being defined by the disease, and in turn, being made stronger by 

the disease, is one that I personally hold. Four years ago I made a video entitled “I am 

Defined by Ulcerative Colitis” in which I said that even though the disease is bad in 

many ways, it has shaped who I am and allowed me to meet so many people I never 

would have met otherwise. I did not get many responses to this video, but a few 

comments included: 

This video really meant a lot to me. The benefits you mentioned are 
exactly the benefits I have gained from this illness. It is hard though. For 
me, the worst part isnt the health aspects, but more the alienation from my 
friends. 

I’ve seen several comments about how UC has changed their life socially. 
I’m really sad to hear it, but know where you are coming from. 

Thank you for talking about this issue! so so TRUE! 

 Not my most commented or viewed video, not by far. Perhaps in some way I, too, 

was one of those people in the online community who talked so positively about the 

disease that I minimized the experiences of those who did not feel stronger because of 

the disease, who did not feel like the disease had a net positive effect on their life. 

The Disease is Invisible, but Needs to be Made Visible 

 People in the IBD community generally consider inflammatory bowel disease an 

“invisible illness” because the outwardly physical manifestations of the disease are 

minimal: most of the disease activity happens inside the body. Outsiders cannot see 

that a person’s stomach hurts, or that his bowels are scarred, or that she is nauseated. 

Of course, IBD is not the only invisible illness; diseases like arthritis, diabetes, or any 

mental illness would also be considered invisible. A visible illness, in contrast, is 

something that people can see just by looking at another. People in wheelchairs, 

amputees, or people with a bodily deformity all have visible health conditions. 
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 IBD, though, is not completely invisible. It can be made visible when a person 

complains of his or her symptoms, is seen going to the bathroom frequently, or has an 

accident in public. But people with IBD, as I can personally attest to, often get better at 

hiding their disease the longer they have it. Kelly has posted extensively on her Tumblr 

about the struggles of living with an invisible illness. In one post she wrote (emphasis in 

original): 

The outside world around us can only see what we choose to show them, 
and of course we don’t show them everything. This is particularly true 
when it comes to being chronically ill. Many may think that they know your 
sickness and your situation, inside and out, only they don’t. They have no 
clue. …  

We put up a guard from the outside world because what we go through is 
not pleasant. We don’t like others worrying about us and giving us pity. All 
we want is to do our best and have support. The outside world will never 
come close to understanding the DEPTH of how chronic illnesses take a 
toll on us.  

 People with IBD often talk about how misunderstood they are. People try to 

relate to what they are going through, try to understand, but while some are more 

supportive than others, many people lament not being understood. One audience 

members wrote: 

It is hard to explain that I am literally ALWAYS sick to some people. They 
don’t understand that I might always feel sick after I eat and just because I 
wasn’t feeling well last week doesn’t guarantee that I will be fine this week. 
People don’t realize I need constant support. (female, Crohn’s disease, 
age 21) 

 Because the illness is invisible and people are fearful about talking about it, many 

people find that once they do start talking, they discover that others they know also 

have IBD. Jason talked about how when a person is first diagnosed with the disease, it 

seems as if s/he does not know anybody else with it. Once the individual starts talking 

about it, however, s/he may uncover direct or indirect connections to quite a few people 
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with the disease. I had a similar experience when I was first diagnosed with the disease. 

At the time, I had never heard of ulcerative colitis or any bowel disease. Yet once I 

started telling people about it, I found that friends or coworkers already knew about the 

disease: they had a friend or a parent or a brother or a cousin with the disease. 

 Raising awareness for the disease, fundraising for the CCFA, sharing photos of 

surgery scars or ostomies, and sharing stories online, all of these uses of social media 

technology are ways people in the online IBD community try to make the disease 

visible. They want people to know about the disease, want them to know that the 

disease is serious, and want them to know that people with the disease are still 

beautiful. All of the previous redefinitions of the disease, then, all fall under this general 

redefinition: IBD is an invisible illness, but IBD should be visible so people understand 

the seriousness of the disease. 

 Andrea wants very much for people to be more open about having IBD. She said: 

The other thing we try to remind people of is, if you do come across 
somebody that doesn’t know somebody with IBD, you are IBD to them. So 
if you are sad and depressed and feeling really shy and timid like you can’t 
do anything and you just wanna go home and crawl in a hole and die, 
that’s the impression that they have. And at that moment, that might be 
100% true. But there needs to be others out there who are like, “Yeah, I 
have it. I go running. I have a full-time job. I have a part-time job. I have 
this, this, this” so then that other person has a very different idea of what 
IBD is because they see me. 

 Not everybody reaches that level of acceptance of the disease required to want 

to make it visible. Sometimes people are embarrassed about the disease and do not 

know how to tell others about it. They prefer to hide it, to look as “normal” as possible. 

And that is okay: not everybody has to accept these redefinitions of the disease. 

However, within the online IBD community, evidence of people wanting to hide the 

disease is hard to find. People who want to hide the disease probably are not going to 
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post photos of themselves, post stories, or comment on other people’s posts. The visual 

nature of the Internet, then, privileges people with IBD who want the disease to be 

visible; people who disagree might still frequent these communities, but how would 

anybody know unless they made their presence known? 

Summary 

 Research Question 4 asked about the ways that the physical sphere intersects 

with the online sphere. In this section, I examined phenomena in the physical sphere 

that drive people online, such as stigmatization. I then examined ways that the online 

sphere crosses back to the physical sphere. While many people go online to address 

health issues, some people then take what they learn online to modify or change their 

health behaviors in the physical sphere. Some people reported physical and emotional 

health benefits, and some reported that spending time in the online community helped 

them improve their relationships with their doctors. Finally, the physical and online 

spheres often overlap when people are encouraged in the online sphere to raise 

awareness of the disease in the physical sphere, or when friendships forged online lead 

to in-person meetings. 

 The final research question was concerned with how people with IBD use new 

media technologies to redefine the social connotations of living with the disease. Many 

of these redefinitions are instigated by stigmatizations faced by patients. People with 

IBD, then, use new media technologies like sharing stories or posting photos to redefine 

the disease in many ways: the refiguring of the body is beautiful; inflammatory bowel 

disease is serious and deadly; inflammatory bowel disease is humorous; the disease 

makes one stronger; and the disease is invisible but needs to be made visible. Even 

though these redefinitions are prevalent, not everybody in the online community agrees 
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with them. Conflict frequently arises over these redefinitions, suggesting that the social 

connotations of living with the disease are prone to change over time. 
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CHAPTER 7 
DISCUSSION: TOWARD A HOLISTIC UNDERSTANDING OF PEOPLE, 

COMMUNITIES, AND TECHNOLOGIES 

 Thus far, I have covered many topics, including how online communities are 

constructed using new media technology; how the maintenance of online communities 

is challenged by internal and external forces; how online communities relate to existing 

support structures; how the physical sphere and online sphere overlap in regard to 

online health behaviors; and how inflammatory bowel disease is recreated and 

redefined using social media. The overriding foci throughout this study have been the 

people involved in these communities, the uses and effects of Internet technologies, 

and the influence of disease on peoples’ behaviors and attitudes. In this chapter, I will 

show how these various factors influence and are influenced by each other, using 

activity theory as a guide. 

Application of Activity Theory to the Online IBD Community 

 The use of activity theory involves more than just putting labels on behaviors, 

that is, identifying the means that mediate action, how a community divides its labor, or 

how subjects’ behaviors are influenced by a community. Barab, Schatz, and Scheckler 

(2004) warned that activity theory used poorly can lead to compartmentalization, simply 

identifying how a scenario fits the basic components of the theory without really 

understanding how the components work together in context. Baran and Cagiltay (2010) 

showed that the six main components of activity theory—subject, object, community, 

means, rules, and division of labor—can be examined in triads, which assists in thinking 

about how the different parts of the theory are related. While the interplay of many 

different combinations of components could be examined, I will focus on four. Major 
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research interests in this ethnography are the use of technology to achieve 

communicative goals, and the effect a community has on individuals and vice-versa. 

Subject-Means-Object: The Effect of Technology on Action 

 To begin, I will start with the first mediator articulated by activity theory, that of 

means as a mediator for the subject-object relationship. While the means of action (as it 

pertains to this study, the means of communication) can be many, I am mainly 

concerned with the use of new media technology by individuals pursuing health-related 

goals. While activities can take many objects, I will focus on three objects discussed 

throughout this study: seeking emotional support, seeking health information, and 

redefining IBD as a disease. The subjects in this case are both community leaders and 

audience members. 

 

Figure 7-1.  Examining how individuals use new media technology to achieve 
communicative goals. 

 One object people seek in online communities is emotional support. People want 

to know that others understand what they are going through, and they want comfort 

when the disease gets difficult to manage. They pursue this activity using many different 

actions. For instance, sometimes audience members send email or private messages to 
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community leaders directly. They explain what they are going through and ask 

questions about the disease. Community leaders, in turn, often respond to individuals 

who email them. Individuals use the technology of email because sometimes they do 

not want to discuss the intimate details of their disease on a public forum like Facebook. 

Additionally, email allows people to type much longer messages than what can be found 

on Facebook, a comment on a blog, or Twitter. 

 Community members are not the only ones who use long-form messages to find 

emotional support. Community leaders often write blog posts about their recovery from 

surgery or hospital stays, struggles they have with medication, and the difficulty of 

keeping up with life in spite of their illness. They post these messages as a way of 

updating their community on what is happening to them, and audience members often 

post comments of support. Blog posts are very similar to email as a means of seeking 

support: long, text-based messages describing what a person has gone through. But 

the application of these long-form messages is slightly different: email, in this case, is 

intended to be read by one person; blog posts are intended to be read by many people. 

One is intended to be private; the other is intended to be public. Even though these 

applications are similar, the results might be different. Because email messages have 

the capability of being longer, community leaders can provide more thoughtful, detailed 

responses. Emotional support received through comments on a blog post look a little 

different: more comments are present, yet comments tend to be short, sometimes only 

a sentence fragment: “Hang in there!” Through which channel people prefer to receive 

emotional support varies from one individual to the next, but the common activity of 
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seeking emotional support is accomplished with different actions: support through 

private email and support through public comments and content. 

 Another common object people seek is information about the disease, treatment, 

symptoms, and surgery. How individuals participate in this activity, though, varies widely 

depending on the technology. Some community leaders share health information 

through videos or blog posts, sometimes lengthy ones. Sometimes community leaders 

share information in a detached, impersonal way, but usually they rely heavily upon 

their own experience. The use of blogs or videos does not have to assume a subjective 

vantage point; medical professionals, too, often use these media to provide objective 

health information that makes no reference to the patient experience. In the IBD 

community, however, health information tends to be wrapped in a subjective package; 

some people dislike this practice, yet many audience members seem to appreciate the 

coupling of patient experience with objective medical information. 

 Sometimes community leaders, and less often community members, share links 

to medical professional websites, health news stories, or research articles. Even though 

the sharer of the link could easily add extensive commentary about how the medical 

information presented in the article relates to his or her personal experience, people 

usually do not do this. They might provide one line of commentary, such as “Check out 

this important new study!” or “I’ve experienced this same issue: have you?” The 

personal experience is largely excluded. This is especially true when people share links 

through Twitter; in 140 characters, one can barely list the headline of the article. In that 

medium, there is no room for personal experience. 
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 In other social media spaces, people solicit health information. This is especially 

common on Facebook, where community members often ask the other members for 

information or other assistance. In these cases, the people asking the questions usually 

base the questions entirely on their personal experience: perhaps the individual is 

experiencing some new symptom and wants to know if others have experienced it, too. 

When people respond to these questions, they usually do so by sharing their own 

personal experiences. Nothing about the medium of Facebook says that they have to do 

this: people could provide objective medical information without any reference to 

personal experience, or they could easily share links to authoritative medical websites. 

But in practice, they usually do not. 

 In some cases, the technology does greatly shape communication: on Twitter, 

sharing a link to a medical website leaves no room for personal experience. When 

people share links on Facebook, they often exclude their personal experience. Yet, 

when asked a question in the same space on Facebook, people usually answer almost 

entirely in subjective ways. In other words, the medium can have a great influence on 

how people pursue the object of health information, yet the medium does not dictate 

exclusively how health information has to be shared. Kuutti (1995) explained that tools 

(in this study, new media technology) do not entirely dictate their use:  

The “tool” is at the same time both enabling and limiting: it empowers the 
subject in the transformation process with the historically collected 
experience and skill “crystalized” to it, but it also restricts the interaction to 
be from the perspective of that particular tool or instrument only. (p. 27) 

 So far this discussion has focused on how the tools available to people affect 

how they pursue different objects. However, just because people pursue an object does 

not mean they will obtain it: outcomes can vary widely. For instance, the previous 
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chapter discussed several ways community members use new media technology to 

redefine IBD as a disease. One redefinition focused on was humor. Some people want 

the disease, or at least aspects of the disease, to be seen as humorous. The use of 

humor is likely a coping mechanism, but also helps people bond when they “get” the 

joke. This activity can be accomplished in different ways, but most often people perform 

this activity through the sharing of digital photos. However, the data show that not 

everybody finds potty humor hilarious: some people are deeply offended by it. They 

believe that it minimizes the seriousness of the disease, contradicting the redefinition of 

IBD as a serious illness, or that it insults people who truly struggle with the disease. The 

outcome of this activity, then, can be completely opposite of what was intended. 

 This work adds support to what other researchers have uncovered about online 

communities. Murphy and Manzanares (2008) compared the activity of education in a 

physical high school classroom and a virtual high school classroom. Both spaces had 

different tools available, even though they were both pursuing the same object: 

education. The physical classroom had body language and visual cues as mediating 

tools, whereas the virtual classroom lacked these tools. In addition, the physical 

classroom had a more centralized control structure, whereas the virtual classroom had 

a more decentralized structure. The researchers concluded: 

The decentralised and distributed nature of the system of the [virtual 
classroom] and lack of physical co-presence meant that e-teachers could 
not have as a goal or secondary object of their activity the control of 
students’ attention. Instead, e-teachers could at best aim to engage the 
attention of students to produce a virtual centrality that might be 
characterised by mutually shared interests and goals. (p. 1069) 

 Other researchers have shown, as explained in Chapter 2, how the use of online 

technology can lead to redefinitions of a profession or diseases (Hurley, Sullivan, & 
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McCarthy, 2007; McCabe, 2009; Perrotta, 2006). These researchers typically focused 

on the rhetoric employed by individuals through the use of text-based messages. What 

this study adds is an understanding that individual action toward goals is affected by 

more nuanced processes than just “text-based communication.” The specific 

technologies available to individuals, and the social media platforms with which they 

engage, can have a significant to profound impact on the ways individuals relate to 

objects and whether they even realize the outcomes they seek. 

Subject-Community-Object: How Communities Shape the Behavior of Individuals 

 

Figure 7-2.  Examining the influence of a community or communities on the way 
individuals communicate about health. 

 Not only is the subject-object relationship mediated by technology, but it is also 

mediated by a community. While activity theory is usually concerned with community in 

the singular, this research has shown that community can be conceptualized in many 

ways. Individuals, then, do not communicate within the context of one community, but 

within a multitude of communities. While I have spoken of the greater online IBD 

community at times, I have also focused on individual IBD communities (the 13 
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communities explicitly studied), the medical community, and communities formed 

through established support structures. Communication by individuals, then, is shaped 

by multiple cultural contexts, which naturally are not always in alignment about the 

activities they pursue or the actions they use to get there. 

 I will start by examining the activity of seeking emotional support again, but this 

time, instead of looking at the way technology mediates the subject-object relationship, 

the focus is on how community mediates this relationship. This study focused on 

communities that were publicly accessible. While some platforms require a person to 

have an account to comment, like Facebook pages or YouTube, all of the 

communication in these communities was still available to the public without a log-in. 

While closed, private online support groups for people with IBD do exist, they are not 

nearly as prevalent or easy to find. It is interesting that people seek support in public 

spaces, as members share very personal experiences, yet do not seem to be 

concerned about outsiders accessing these groups. Occasionally audience members 

did say that they were upset about “trolls” in these communities, outsiders who came in 

to say something provocative just to upset people. While this does happen, the behavior 

is rare. For reasons that deserve further investigation, people seem to be comfortable 

talking about personal subjects, even though these communities are almost entirely 

public. It is almost as if these communities meet in a glass house situated in the middle 

of a busy public square, yet are so inward looking that they do not realize, or maybe 

they forget, that the walls really are glass. 

 With the exception of private emails or direct messages, community leaders have 

all embraced technology that is socially driven: blogs always have open comment 
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sections, anybody can tweet anybody else, and comment sections are always open on 

YouTube (even though channel administrators can close comments sections if they 

choose to, as explained in Hess’ 2009 study, described in Chapter 2). Perhaps because 

community leaders have chosen to embrace social media technology, audiences in turn 

use this technology because there are no other options available to them. Social 

technologies are built into the fabric of blogs, Facebook, and video-sharing sites: social 

components cannot easily be removed from these spaces. Because so many 

community leaders have embraced social media technology, perhaps they have 

unintentionally created a superstructure that dictates how these online communities 

function: they function in the open, and people should get used to seeking emotional 

support in this way because social platforms are used widely in the online IBD 

community. 

 The influence of the community on the way people pursue objects is especially 

on display when it comes to redefinitions of the disease. The activities people with IBD 

perform when redefining the disease are many: people with IBD are beautiful; the 

disease is a serious disease; the disease is more than a pooping disease; the disease 

makes one stronger. People with IBD collectively create these reconstructions in online 

spaces. Gunawardena et al. (2006) studied online learning communities and argued 

that the goal of these communities is not necessarily individual learning, but collective 

learning. While people with IBD are likely influenced personally by some of the 

redefinitions of the disease common in the online community, it is through the constant 

communication among members, the sharing of stories and photos, that these 

redefinitions come into being. 
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 For example, one redefinition that people are fond of is “IBD is an invisible 

illness, but needs to be made visible.” The very act of discussing this redefinition in a 

public community simultaneously makes the disease visible. Many people with IBD 

reported that when they were first diagnosed with the disease, they knew very little, or 

even nothing, about the disease, or knew nobody else with the disease. Because 

people have little experience with a disease that affects their lives in significant ways, 

they often have no orientation to the disease. Should they be scared? Should they be 

comforted that they do not have something worse? It is certainly possible, then, that 

many community members learn about redefinitions of IBD by participating in online 

communities. They likely do not create these redefinitions in isolation, without the 

influence of others with the disease, or at the very least, they are shown how these 

redefinitions function in action, providing a model for how to think about the disease in 

their own lives.  

 As illustrated, one IBD community—the national CCFA organization—tried to 

popularize one view of IBD through its “Behind the Stall” campaign, but others in the 

online IBD community criticized the CCFA, thinking they were focused too much on the 

toilet and not other aspects of living with the disease. The online IBD community did not 

respond to the CCFA, though, with one voice: many people liked the campaign. This 

example shows how multiple communities, all working toward the same object—raising 

awareness about IBD—got into conflict about this one awareness campaign. Not only 

did the communities disagree about how to perform this activity of raising awareness, 

they got sidetracked about what activity they were pursuing. What started as a 

campaign to raise awareness ended in a discussion about what IBD is and how it 
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should be defined. Trying to neatly describe an activity, in this case, proves especially 

difficult. 

Community-Means-Object: How Communities Use Technology to Accomplish 
Their Goals 

 Trying to examine the mediators of technology and communities in isolation, 

though, has proven tricky, as communities are constructed using technology and the 

use of technology simultaneously creates the community. In this next analysis, I focus 

on how communities can perform similar actions and yet direct those actions toward 

very different objects. To review, under activity theory, activities are made up of actions, 

yet the same action can contribute to different activities, and conversely, activities can 

be performed using different actions. To keep this analysis constructive, I draw attention 

to three simple actions performed using new media technology—posting text, posting 

images, and posting videos—and how these simple actions can be performed by 

communities in drastically different ways. 

 

Figure 7-3.  Examining how communities use similar means to pursue many different 
objects. 
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 While the World Wide Web allows for diverse ways of communicating, text-based 

communication is still very common compared to more advanced forms of media. Text 

is quick to create and can be easy to consume, as it is often presented in short bursts in 

the online community. One very common action in the online IBD community is the 

sharing of personal stories. This one action, though, can contribute to many different 

activities. Sometimes stories are told for the purpose of emotional support. If one 

community member tells a story about something bad that has happened because of 

her or his disease, another person might share a similar story to show that s/he, too, 

has had the same struggles and can empathize with the first person. That same story, 

though, could also contribute to the activity of sharing health information. If people are 

discussing complications from surgery, an emotionally supportive story could also 

contain the following pieces of information: how the person’s complication was 

diagnosed, what symptoms s/he experienced, and how the complication was treated. 

 Or consider another example commonly seen in the online community: people 

explicitly sharing ways in which they have become stronger through their trials with IBD. 

Such a story might be meant to encourage others in their fight against the disease, 

while at the same time such a story shapes how the disease is defined (i.e., the disease 

makes one stronger). All redefinitions of the disease were a reaction against stigma that 

people have faced. A text post that redefines the disease might also criticize a 

community, such as the medical community, the CCFA community, or even other parts 

of the online IBD community.  

 The fact that text-based comments, stories, and blog posts are simple actions 

that can contribute to many different activities calls into question the value of research 
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that examines health communities to determine what percentage of messages should 

be labeled “informational support,” “emotional support,” “instrumental support,” and so 

forth (e.g., Bennett et al., 2001; Braithwaite et al., 1999; Eichhorn, 2008; Frohlich 

&Zmyslinkski-Seelig, 2012; Mo & Coulson, 2008; Qian & Mao, 2010; Tanis & Fortsgen-

Sillmann, 2011; Westaway et al., 2005; White et al., 2009). While explicitly giving 

actions a code such as “emotional support” or “informational support” has some value in 

providing surface-level observations of what people talk about in online health 

communities, and while some messages are admittedly easier to classify than others 

(especially if they are short), defining actions as contributing to a single activity (such as 

stating that a personal story contributes to the activity of emotional support only) 

oversimplifies how people communicate, and even what they communicate about.  

 While text-based actions are versatile in the number of different activities they 

can contribute to, photo-sharing actions have similar goals yet accomplish these goals 

in very different ways. For instance, when a person shares a photo of him- or herself 

post-surgery, this photo might be shared for the purposes of providing (or seeking) 

emotional support, redefining people with IBD as beautiful, or simply to connect with 

others in the online community on a more personal level. Photo-sharing, though, does 

not often seem to contribute to the range of activities the way text-based actions do, at 

least not in the online IBD communities. People rarely share health information through 

photos. Occasionally a person will post an infographic—an image that provides facts 

about the disease alongside simple illustrations—but this is rare. The action of photo-

sharing does not seem well-suited for sharing health information, at least when used in 

isolation without the assistance of text. Photos are also not often used to criticize the 
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medical establishment or other support structures. While people occasionally share a 

photo with an observation about how doctors treat patients, or with a mock quotation 

from a “stupid” doctor who does not understand patient’s needs, these photos seem to 

be used for humorous effect, not to thoroughly critique the medical professional. Hard-

hitting criticism, though, is very easily accomplished through text. 

 While photography as a medium does seem limited in the types of activities it can 

contribute to, it also has some advantages that text alone does not. Many people—in 

their redefinition of people with IBD as beautiful and sexy, despite (or because of) their 

disease—post photos of themselves to support their argument. Photos often show them 

smiling, and many times in various stages of undress. When it comes to the activity of 

redefining people with IBD as beautiful, photos carry far more rhetorical weight than 

text, even when the two actions are paired together. And when many people in a 

community upload photos of themselves, that action carries more weight than a single 

blogger posting photos of him- or herself in isolation. 

 Finally, the action of posting video also affects a community. Of the three 

actions—writing text, sharing photos, and posting videos—posting video is the least 

performed, at least within the online IBD community. When it comes to the development 

of the community, video sharing greatly privileges the voices of community leaders, not 

community members. If the person has the means to record and upload videos, her or 

his videos dominate the conversation. On YouTube, it is technically possible for 

audience members to post a video response to somebody else’s video. No video 

responses were posted in any of the communities studied. In fact, in all my years of 

posting videos on YouTube, both related to the IBD community and for other purposes, 
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people have only twice posted a video response, and in both cases, the responses were 

unrelated to the initial video: in other words, not a true, appropriate response. Video as 

a technology, of the three examined in this section, is more difficult to use. Videos take 

time to record, edit and produce; they require the most physical technology to create; 

and creating quality videos takes a certain skill level that some people in the online 

community lack.  

 In this community, performing the action of creating and posting a video leads 

most often to one-way communication between the person who posted the video and 

the audience who watched the video. Conversation between audience members, even 

in the comment sections on videos, is rare. The medium does not produce a multi-way 

conversation the same way text and photos do. The sharing of video might still 

contribute to these same activities: providing emotional support, providing health 

information, and redefining the disease. The action itself, though, does not contribute to 

the construction of a community in the same way that other actions do.  

Community-Division of Labor-Object: The Powerful Influence of the Community 
Leader 

 Activity theorists argue that the community-object relationship is mediated by a 

division of labor. In other words, when individuals perform actions in pursuit of objects, 

not only is that relationship mediated by the context of a community, but within that 

community, different people take on different roles (Kuutti, 1995). Individuals might 

perform different actions depending on their role, and while their actions alone will not 

accomplish a goal, the collective actions of individuals will accomplish the goal of an 

activity.  
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Figure 7-4.  Examining how the differing roles within a community. 

 For instance, there is much evidence from online education communities that 

community members can indeed take on different roles and perform different actions in 

pursuit of the same activity. In the online learning community Yang, Yeh, and Wong 

(2010) examined, students interacted with each other to read, critique and edit papers, 

and repost them as a way of improving the final product. Students were directed toward 

tangible education goals and took on different roles in the community depending on the 

need. Bober and Dennen (2001) examined an online graduate education community to 

show how the teacher and the students each have different roles to play in the 

functioning of the community. As explained in Chapter 2, Lindsay, Smith, Bellaby and 

Baker (2009) analyzed an online health community for people with coronary heart 

disease. The community was at first moderated by health professionals, but later the 

health professionals withdrew from the community to see if it could sustain itself. What 

the researchers found was that the community needed some sort of moderator to 

sustain the group; they suggested that in the future, a health community of this nature 
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needs an exit strategy in place to transfer moderating duties from health professionals 

to participants. 

  Herein exists one difference between educational communities and health 

communities. Education communities are typically short-term: the length of the class, 

often a semester but maybe two semesters. Another difference is that education 

communities are directed toward explicit, tangible learning goals. Online communities, 

though, have no set length of existence: they could last indefinitely. In addition, for 

people with chronic illnesses, the obtainable goals are less concrete. People can 

receive support and can learn about the disease, but because the disease lasts for life, 

their needs might never be fully satisfied. In the online IBD community, communities 

manifested little division of labor. The community was centralized around the leader and 

what s/he posted. Communication between members does happen, and it can be 

initiated by other members, but most of the time, the leader provides the impetus for 

discussion, such as by posting a daily question on the Facebook page.  

 Leaders also shoulder the majority of the burden in creating new content. Some 

communities studied—like Girls With Guts, the Great Bowel Movement, and 

Awestomy—do have some division of labor; these communities are maintained by two 

or more people, and some even have regular bloggers so that the founders of the 

community do not have to create all the content themselves. But most communities 

examined are led by one individual, and as explained in Chapter 4, these leaders put in 

a lot of work maintaining their community. They not only create new content, but answer 

emails and moderate and monitor what their audience members post. Adam’s iHaveUC 

community is probably the closest to being an exception to the leader-centered 
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community; while the community is still oriented around him, his website features almost 

2,000 member blog posts, so members do play a significant role in updating the 

website. 

 Because communities are centered on leaders, the community can flounder 

without a leader present. When there are gaps in posts, audience members do not 

communicate with each other as often. Audience members are certainly free to discuss 

amongst themselves by commenting on old material or posting their own stories to 

Facebook pages—the social media platform of those examined in which it is easiest for 

audience members to post their own content—but this does not happen often. The 

structure of these leader-driven communities is in part supported by the new media 

technology used to create them. Many blogs, for instance, give administrators the 

capability of adding new administrators: a community leader, in theory, could add as 

many audience members as s/he wanted to the blog as authors, and those people 

could post at will. Without that explicit administrative role given by the blogging platform, 

however, the only people who have control over the direction of the blog are the 

community leaders. 

 Again, while Facebook pages do seem to be the most collective of the popular 

social media platforms—anybody can share links, ask questions, or upload photos or 

videos—the platform still privileges posts by the community leaders, as discussed in 

previous chapters. The posts by the page administrators are given more space and are 

shown to visitors first, whereas community member postings are relegated to their own 

section, a space that is often not seen or visited, at least judging by the lack of 

comments many community member postings receive. 
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 Wang and Chen (2010) designed an online learning community using the 

principles of activity theory as a guide. The component of activity theory to which I have 

devoted the least analysis is rules, the mediator between the subject and community 

relationship. Wang and Chen created rules for social interaction to guide students in an 

online learning environment, rules such as: deadlines for posting, guidelines for 

interaction between students, benchmarks for the quantity and quality of online posts, 

and social rules defining how students should discuss important issues while still being 

collegial to each other. These rules provided a structure for how the online community 

should operate, and within that structure, students assumed different roles in the 

community. Such explicit rules probably work in education settings where goals of 

action are finite and attainable and where the teacher wields a very real power over 

students in terms of assigning grades. Health community leaders, though, do not hold 

the same sort of power over their community members. They cannot force them to 

participate in the community, nor do they have any say in the management of the 

person’s disease. Community membership is voluntary. While implicit rules for social 

interaction—be nice to each other, talk about the disease truthfully, do not argue—still 

exist (all cultures have them), the rules are not spelled out, and there is not much a 

community leader can do to enforce social rules, other than deleting somebody’s 

comment or banning them outright from posting. While leaders could provide guidelines 

for how community members should treat one other, such rules were never witnessed. 

 Because these communities lack a structure of compulsion, they lack 

enforceable rules about how community members should behave, and thus, the division 

of labor is two-sided. Community leaders initiate, and community members follow and 
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respond. No judgment is contained within this analysis: these communities seem to be 

functioning well as leader-led spaces. Many people enjoy being in these communities. 

However, the leader-centered nature of these communities may make any patient-led 

online IBD community difficult to sustain. When the community leader no longer has the 

desire or ability to maintain the community, it seems likely that the community will either 

slowly languish as it declines in popularity and use, or the community will disappear 

entirely when the leader decides not to maintain it anymore. Given the structure of 

social media technology, which not only privileges leader voices but also provides 

administrators with complete control over the functioning of the community,  audience 

members are unlikely to assume leadership roles in these communities unless the 

leader explicitly “gives away” the community by transferring to another administrative 

log-in information. 

Development of Communication Theory 

 What this chapter has shown is how individuals, communities, and technology 

exist in relation to each other in the context of health communication. While activity 

theory is not a mass communication or health communication theory, it seems to assist 

greatly in understanding how communication is shaped by mass communication tools, 

how technology assists in creating communities, and likewise, how communities bend 

technology to accomplish their purposes. The theory also provides a guide for 

understanding both interpersonal and mass communication behaviors in the context of 

social media technology. This technology does not fit neatly into definitions of 

interpersonal or mass communication. In one way, social media technology is a mass 

communication technology, capable of reaching dozens to hundreds to thousands of 

people at once, as can be seen in how community leaders use this technology to reach 
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diverse audiences spread across the globe. Yet in another way, this technology is highly 

interpersonal: some messages are broadcast to the masses, and yet comments and 

discussions among audience members or between community leaders and audience 

members show how this technology is used just as often for more intimate 

communication exchanges between individuals.  

 While activity theory goes a long way toward contributing to a holistic 

understanding of the near-simultaneous phenomenon of a health message existing as 

both interpersonal and mass communication, the framework is strained when trying to 

examine the effects multiple communities have on individuals’ communication 

behaviors. While this use of theory and analysis was confined to a specific type of 

community and a specific health condition, activity theory has the potential to inform 

how other online health communities use new media technology to accomplish their 

goals. 
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CHAPTER 8 
CONCLUSIONS: FUTURE AVENUES OF RESEARCH 

 After years of living with ulcerative colitis, being immersed in the online 

community, and pursuing degrees in higher education, I arrive at the end of this 

dissertation with one overriding thought: what does it all mean? What was the point of 

going to graduate school, investing five years of my life investigating the phenomenon 

of patients talking to patients online? While I could write much about what this line of 

research means to me personally, instead I will step back in this final chapter to 

articulate what this research might mean to other people. Communication research 

begs to be applied by scholars, practitioners and the public at large. I start by 

summarizing this study’s major findings, then detail some of the limitations of this 

ethnography. I then propose several avenues of research that this study opens up. I 

also discuss ways in which digital ethnography can be conducted more effectively. I 

conclude by exploring several ways this research can be applied by medical 

professionals, patients, and caregivers. 

Summary of Major Findings 

 The main focus of this study was how people with chronic illness use social 

media technologies to create and maintain online health communities. The social media 

technologies themselves are not complicated to use. All platforms—Twitter, Facebook, 

blogs, YouTube, and more—primarily do two things: they connect people together in a 

common online space, and they provide people the means to communicate with each 

other and share content. The forms of communication available are limited; depending 

on the platform, people can share text messages, images, or videos. As shown, people 

with chronic illness use these limited communication tools in numerous ways to create a 
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supportive community. Community leaders and audience members alike have different 

roles to play in a community. Leaders initiate conversations, post the majority of the 

content, provide emotional support, and share health information. Audience members 

respond to these postings by developing conversations, adding supplemental content 

(e.g., when audience members upload photos of themselves at the request of 

community leaders), providing emotional support to others in the community, and 

sharing health information based on their personal experiences. 

 Creating and defining an online community is difficult given the web-like structure 

of these spaces. Online health communities no longer have to be confined to a single 

website or platform. Every community examined utilized multiple platforms, spreading 

their communities across several popular online spaces. This spreading of online 

communities makes them multifaceted, but at the same time can unbalance a 

community. No online community is equally active across all social media platforms. 

Some online communities were more active on Facebook. Others had very extensive 

blogs, focusing mostly on written content. Still others existed primarily on YouTube, but 

still relied on other platforms to make up for the limitations inherent in YouTube’s 

structure.  

 Online communities have a wide reach and connect with people all over the 

world, but barriers exist that challenge the functioning and maintenance of these 

communities. Community leaders invest considerable time in creating new content and 

supporting their audiences. Not only do they balance this time commitment with other 

life obligations—such as family, work, and school—all of them also have chronic 

illnesses. IBD can be an unpredictable disease, and sometimes it can incapacitate 
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people for weeks at a time. When this happens, community leaders often substantially 

decrease the amount of time spent maintaining their communities. And because most 

communities are maintained by one person, when a leader stops initiating new 

conversations, a community can go into a period of decline – temporarily or sometimes 

permanently. While audience members do have the tools to create their own content 

(though the extent of this varies greatly by social media platform), they often do not 

initiate when the leader is not present. 

 As discussed throughout this dissertation, researchers have long known that 

support communities exist to provide emotional support and health information. 

Certainly these activities happen in the online IBD communities, but this study goes 

beyond simply identifying these behaviors to examine how these behaviors exist in 

relation to established support structures. Many people in the online community criticize 

medical professionals, particularly gastroenterological doctors, and non-profits like the 

CCFA. These online communities exist partially because of perceived support gaps left 

by these established structures. Many people acknowledge that while established non-

profits raise money for research and support patients in many ways, groups like the 

CCFA do not meet every patient’s needs for emotional and informational support. Many 

patients prefer the freer, more personal support offered by community leaders. Some of 

the community leaders studied had even created their own non-profits to cover gaps left 

by the CCFA. 

 While many people reported bad experiences with their medical care team, the 

online community as a whole is not antagonistic toward medical professionals. 

Community leaders and audience members alike recognize the important role medical 
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professionals have in assisting in the management of a patient’s health. People realize, 

though, that medical professionals cannot educate a patient about everything related to 

her or his condition, nor are they expected to. Patients seek the support of others by 

sharing their own health stories and asking each other questions about what they have 

experienced with medication, side effects, surgery, and diagnostic tests. Most audience 

members reported that the health information found in online communities is very 

beneficial in managing their health; people almost never mentioned negative health 

effects from their involvement in the online community. 

 This study went beyond existing research by examining specific ways that online 

communities cross over into the physical sphere. Online communities do not exist in 

isolation, and they do not exist entirely in the online sphere. People bring their physical 

sphere concerns online when they discuss their health situation, and those online 

interactions can then shape how they manage their health in the physical sphere. Even 

the online community can extend into the physical sphere, in that the most involved 

members of the community often report meeting each other in person, either at CCFA 

events or more informal gatherings. People report that meeting an online friend in 

person can deepen that relationship in ways that could not be accomplished online. 

 Finally, social media technology not only shapes online communities, but also 

can shape the very definition of IBD. While most patients in the online community agree 

with medical non-profits and medical professionals about the biomedical aspects of the 

disease, IBD carries with it many stigmas. Leaders and community members alike 

frequently reported being stigmatized, at some point, because of their disease. People 

in the online IBD community are tired of these stigmatizations and thus use new media 
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technology to argue for new definitions of the disease. For example, people want to be 

seen as beautiful despite having a disease that affects the bowels in gross and 

embarrassing ways. They counteract the stigma they feel by uploading photos of 

themselves in the hospital, after surgery, and with their ostomies, using social media 

technology to spread a counter-narrative that people with IBD are still attractive. People 

with IBD believe that the illness is fundamentally an invisible illness, but through the use 

of new media technology, the illness can be made visible. These are just a few of the 

ways social media technology is used to redefine and recreate the disease. These 

findings illustrate that support communities are about more than providing emotional 

support and informational support. They are spaces to raise awareness for the disease 

by redefining the social terms of the disease. 

Limitations 

 Interpretivist research always carries with it certain subjectivities, not only in topic 

selection, participant selection, and methodology, but also in the interpretation of 

results. My subjective viewpoint is an inescapable trait of this kind of research, but 

subjectivity itself is not a limitation. What can be a limitation, though, is the possibility 

that another researcher’s interpretation of my study’s results could contrast or conflict 

significantly with my own interpretation. In other words, if another researcher conducted 

this study in a similar way and had access to my data, would that researcher reach 

similar conclusions as I have reached? That is an important question, and unfortunately 

one that will likely go unanswered; because very few people are researching the online 

IBD community, there is no way to know if somebody else would see things in a similar 

way. Perhaps another researcher would be more critical of the way health information is 

shared in these communities. Maybe people in the online IBD community, the leaders 
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and the audience members, will see things differently than I do. Others might have more 

experience with stigma and negativity in the online community than I witnessed. 

 This does not mean that the reader has to accept that my subjective vantage 

point will remain unchallenged. There are three ways that I protect my study against 

drastically different interpretations. First, in the beginning of the study, I clearly outlined 

how my story factors into this study and what my theoretical assumptions are. 

Acknowledging the way my philosophy informs my research allows the reader to decide 

for her- or himself whether my personal experience has adversely affected the results 

and interpretation.  

 Second, I have included many examples from my data to support my 

interpretations: quotations from participants, quotations from online material posted in 

these communities, and examples of how certain controversies arose and were handled 

by the online community. I have also included ample links to the communities under 

investigation, making available plenty of data for the reader to examine.  

 Finally, this study has been shared, at the very least, with the community leaders 

who participated in this study. They understand these online communities as well as I 

do: their insight will be invaluable in either reinforcing my interpretation of these 

communities or offering alternative interpretations. Showing other insiders my results, 

though, still does not address the question: how would an outsider, somebody without 

the disease and not involved in these online communities, interpret these data? But at 

least it reduces the mystery of the role my subjectivity played in shaping this study. 

Participant Selection 

 In this study of patient communities, I managed to hear a variety of perspectives. 

I studied three patient communities that were also non-profits, one that was a business, 
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several that had small business components, and one led by a woman who is a staff 

member for the CCFA, though her community was not explicitly connected to the CCFA. 

But many voices were left out simply due to time constraints. In particular, the 

perspective of established non-profits like the CCFA and UOAA is missing. These 

support structures have been around for a long time, and while they have a significant 

presence in the physical sphere, they also have a sizeable online presence. Another 

missing perspective is that of medical professionals. While I had some evidence of how 

medical professionals have responded to online communities, in general, their voices 

were missing. Organizations like the American Gastroenterological Association do have 

a presence on social media platforms; how these professional-led communities differ 

from patient-led communities remains to be seen. 

The Ethnographic Method 

 As a qualitative research method, ethnography seems more robust than other 

qualitative methods used in isolation. I gathered data from multiple sources using a 

variety of different methodologies: in-depth interviews, open-ended surveys, content 

analysis, field observations, and personal experience. However, even with the multitude 

of data collection opportunities afforded to me by the ethnographic method, this study 

still has shortcomings. 

 For example, my method is biased to study extant online communities. I only 

referenced two online communities that were in decline throughout the data collection 

period: Fernpixel’s community and my own UCVlog community. The challenge of this 

research is that I can only study what is there: I cannot study communities that no 

longer exist. This method allowed me to study online communities that are currently 

active, and in some ways I could study the recent past of those communities—as far 
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back as their public, online archives go. To find a community in the process of dying and 

then to watch it fade from existence might occur purely through happenstance. The only 

real way to study communities that are no longer online would be to talk to people who 

were involved in those communities, to ask them about their recollections of what that 

community was like. Studying extant communities is a limitation as the voices of those 

in “successful” communities are privileged over the voices of others who may have been 

involved previously in an online community. Perhaps some communities were pivotal in 

laying a foundation for future communities to build upon; if those foundational 

communities disappear, though, so do their voices, even though their work indirectly 

lives on in extant communities. 

 Another limitation of digital ethnography is that of the researcher’s stamina: a 

researcher can only examine so much of a topic for so long before a study has to be 

concluded and the results written up. Of course, this is a limitation for nearly all 

research: ideally many researchers would like more time fully explore their topics. 

However, the possibility of researcher fatigue seems to be realized much more quickly 

with digital ethnographic methods. This is largely due to the corpus of data: even 

studying three or four communities can easily take dozens of hours and produce 

thousands of pages of digital data. I was fortunate in that the communities I investigated 

were mostly two to four years old. If I were to follow-up with these communities in five or 

six years, I could possibly have a decade’s worth of online material to sift through for 

each community. The sheer amount of data available to digital ethnographers is a 

blessing at times but perhaps mostly a curse. There is just too much data for any one 

researcher to examine it all exhaustively. While ethnographies are never meant to be 
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representative of a population, one thing that makes for strong ethnographies is a 

multitude of voices. I studied 13 communities in detail, but there were many more 

communities that I would have liked to study—perhaps two dozen prominent voices with 

perspectives not captured by my study—which would have provided a more nuanced 

view of the topics under investigation. I very quickly reached the upper limit of what I 

could reasonably study given my time and resource constraints. 

 Finally, just as digital ethnographies are biased to study communities that are 

there, the methodology is biased in studying community members who are present and 

visible. Researchers have long recognized that a sizable portion of a website’s audience 

might only read and watch, consuming content but never contributing to the discussion. 

Sometimes these people are called “lurkers,” a term that seems offensive as it conjures 

in my mind thoughts of slimy undead dwelling in dank dungeons. The term also seems 

to suggest that these people are “freeloaders,” that they derive all the benefits of an 

online community without ever having to make themselves vulnerable by contributing. I 

do think that this silent segment of an audience can be just as much a part of a 

community as the vocal segment. Just because a person does not contribute to a 

community in public ways does not mean that they do not benefit from being in that 

community, or even feel a kindred spirit with people in that community. I feel a part of 

many online IBD communities, including some to which I have never contributed 

publicly. Digital ethnographies, though, can only study what is there, so if people do not 

contribute to a community in some public way it is difficult to get their perspective. There 

are still be ways of reaching the silent segment of a community, such as through the 

use of anonymous surveys such as the one used in this study, but the methodology is 
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not perfect. Even harder to capture is the perspective of the transient segment of the 

audience, the people who drift in and out of communities and do not spend much time 

on any one website. 

Future Research Opportunities 

 Good theory is supposed to be heuristic, that is, generative of more questions 

(Shoemaker, Tankard, & Lasorsa, 2004). In many ways, I arrive at the end of my study 

with only a few questions answered, and with the questions I did answer not answered 

to my satisfaction. The patient experience is far more multifaceted than I was able to 

capture, and social media technology has many facets left unexplored by my study. 

Even if I had the productive capabilities of ten scholars, this area of research needs 

something beyond “more researchers who conceptualize and study online patient 

communities in the same way I do.” People from diverse backgrounds deserve to have 

their voices heard and their perspectives judged according to academic standards. 

Somebody from a medical background almost certainly would see these communities 

differently than me. And people more in tune with digital technology—from both a 

software and a hardware side—would provide yet another perspective. Examining these 

phenomena from multiple perspectives will give scholars a better idea of how online 

communities affect a patient’s health. 

Online Health Communities for Other Chronic Health Conditions 

 One obvious extension of my research is to study online patient communities for 

other chronic conditions: cancer, diabetes, genetic diseases, viral infections, mental 

health conditions, infectious diseases, birth defects, and more. Even though my study 

was concerned with the multifaceted nature of online IBD communities, patient 

communities for other health conditions are likely just as multifaceted. While I cannot 
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say much about how cancer communities operate in the era of social media, or how 

people with HIV/AIDS use new media technology to redefine their disease and 

challenge stigma, I have had some glimpses of other patient communities through this 

study. Many people with IBD develop other chronic illnesses that may or may not be 

related to their initial diagnosis, and they occasionally link to cancer blogs, arthritis 

support groups, or other websites created by people with other chronic conditions. 

People with other health conditions are using social media.  

 This study cannot say, though, how people with other chronic illnesses use new 

media technology to create their communities, what challenges they face in maintaining 

their communities, and how those online spheres intersect and overlap with the physical 

sphere. Chronic illnesses are similar in that they can be debilitating (oftentimes life 

threatening), have no cure, and affect millions of people. But some diseases are more 

widely discussed and well-known compared to others, like breast cancer. Some 

diseases have something approximating a cure and some do not. Some have more 

treatment options available than others. Some affect only specific demographic groups, 

and some are blind to the status of the person infected. Researchers need to see how 

online communities differ from each other based on characteristics of the underlying 

disease or the population affected by the condition. 

Creation of Online Communities Outside of the United States 

 Another line of research concerns the use of online health communities by 

people outside the United States. Theoretically, the Internet allows people to connect 

with anybody in the world. People often have an idealized view of the Internet 

community, believing that anybody, anywhere in the world can connect through a 

common web infrastructure. And while the ideal has a reality in some ways (websites 
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like Google and Facebook have a significant non-U.S. audience, for instance), at least 

as it pertains to this particular study, the online IBD community was mostly constructed 

among people in the United States, with perhaps the most significant overseas 

audience presence coming from English-speaking countries like Canada and the United 

Kingdom. Occasionally somebody from Pakistan, India, Mexico, Germany, Israel, and 

so forth would comment, but those comments were rare. As a community leader, I had 

the most interaction with overseas audiences through direct and private messages, not 

public channels. I have had viewers in dozens of countries around the world, some who 

speak English better than others. But this segment of the audience is in the minority. 

Instances of two-way communication between international audiences are so rare that it 

is really hard to say how the international community fits into the online IBD community. 

Use of New Media Technology to Recreate and Redefine a Disease 

 This study looked at how people with IBD use new media technology to recreate 

and redefine what it means to have IBD. In each instance, people with IBD challenged 

stigmas that they had experienced overtly or subtly. In the case of this study, people in 

the online community were reacting against stigmas that contextually made sense for 

this disease: IBD affects the bowels in numerous ways, so it is understandable that 

people with IBD want to be seen as beautiful and want the disease to be seen as 

something more than a “pooping disease.”  

 The specific recreations and redefinitions likely do not apply to other chronic 

illnesses. However, people with other chronic illnesses might similarly use new media 

technology to recreate and redefine what it means to live with their condition. While the 

redefinitions likely change, at least in part, from condition to condition, the use of social 

media to facilitate these redefinitions might be similar. Or people with other health 
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conditions might use social media technology in ways that the online IBD community 

has not discovered yet, or in ways that do not make sense given the cultural context of 

IBD. It is important for researchers and medical professionals to know how people with 

a particular health condition view their disease, as their conceptualization of the disease 

may affect the treatment options they pursue, their personal orientation and attitude 

about the disease, or their emotional health.  

Advancing Digital Ethnography 

 In traditional ethnography, researchers are limited by their eyes and fingers: 

there is only so much they can see in a given day, and there is only so much they can 

write. Even though they are immersed in a culture for a long period of time, they will 

never witness and record everything that might be of importance to their research 

questions. A digital ethnography, at first glance, seems to solve one problem of time 

and space: as long as a digital community is viewable to the researcher, s/he can 

record as much information as possible. Indeed, one of the advantages of digital 

technology is the ability to archive, in some fashion, anything and everything that 

happens online. This ability to copy data, which some researchers call “scraping” data, 

poses many challenges to the researcher, including: How will these data be stored? 

How will data be captured in the most efficient manner possible? How will data be 

organized for easy access? Mahrt and Scharkow (2013) provided a great review of the 

many problems researchers face in using so-called “Big Data,” as well as the 

opportunities large datasets afford. Instead of focusing on all the challenges in using 

extensive amounts of data, however, I want to expand upon one challenge that plagued 

me throughout the research, which I alluded to in the beginning of this chapter: How 

does a researcher even begin to analyze all this data? 
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 While some digital data can be analyzed quantitatively with the use of software 

analysis programs, my report was primarily concerned with qualitative analysis. Often 

qualitative researchers in communication analyze their data by reading through every 

piece of data, giving each unit a code. Data are then reread, and codes are modified 

based on what is found throughout the dataset. Eventually similar codes are 

condensed, codes that are rarely used are dropped, and finally overarching themes are 

uncovered. With a dataset as large as this study’s, it was not possible to go through 

such an iterative process of analysis. If every piece of digital data available had been 

collected, I would have had thousands of individual web pages, which might translate 

into tens of thousands of pages in Word or PDF form; tens of thousands of comments; 

thousands of photos; more than 50,000 tweets; dozens of hours of video; a couple 

hundred pages of interview transcripts; and more than 100 open-ended survey results. 

Given the time constraints and the limits of what a researcher can carry inside his or her 

own head, even reading through all of this material once, assigning every unit of data a 

code, would be nearly impossible. 

 Some researchers have proposed solutions to practically analyzing large 

datasets. Reasonable solutions incorporate both computer data analysis with manual 

analysis, which provides the researcher with surface level observations, which comes 

from the computer, and depth of explanation, which comes from the manual analysis 

(Lewis, Zamith, & Hermida, 2013; Salah, Manovich, Salah, & Chow, 2013). For certain 

research questions, a blend of computer and human analysis seems entirely 

appropriate. Mahrt and Scharkow (2013) asked an important question, though, that 
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digital researchers often overlook: Is the use of Big Data theoretically justified? In some 

cases, it may not be. 

 From the studies I have read, from the training I received in graduate school by 

my professors, and from my experience working on research projects with other 

graduate students, the conventional wisdom when it comes to digital research is this: If 

you can copy data from a website or social network, you should. The arguments in favor 

of copying everything a researcher sees are many:  

• The data might not be around forever. 

• If a reviewer of a journal ever questions your findings, you can always go back to 
your data. If you did not capture it, and the website disappears, you are out of 
luck. 

• If you do not capture every data point possible, you might miss something 
important in the analysis. 

 While these arguments in favor of capturing data have some merit, upon 

reflection on the execution of my study, I do not find any of these arguments persuasive. 

First, it is true that data not captured might disappear someday. Datasets are always 

prone to decay, no matter what kind of research. Fortunately, qualitative research does 

not hinge on the health of any one piece of data. Qualitative research is concerned with 

trends and patterns. If I was investigating a particular website and one blog post or one 

video, plus all comments associated with that page, suddenly went missing, the effect it 

would have on my overall analysis should be minimal. If I am really uncovering trends 

and patterns of a given phenomenon, there will always be more examples, more data to 

analyze. Even if an entire community disappeared—as happened when a community I 

wanted to investigate disappeared from the time I wrote my proposal to the time I was 

given approval to begin my study—the effect on my study is still minimal. While I really 
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wanted to study that one particular community, all I really lost was some color to my 

writing; if that community was still extant, I probably would have included a few 

quotations from that material, which would have added a different flavor to my analysis, 

but beyond that, the overall analysis would be largely the same. 

 Second, it is always possible for an outsider to question the validity of my results, 

as could occur when I am seeking publication of this study and a reviewer questions 

whether something really happened, or whether somebody really wrote what they did. I 

know of no communication scholar, however, who has had a reviewer or scholar ask to 

see his or her data (though I have heard of this happening in the medical community). 

Just because this does not happen often, though, does not mean researchers should 

not archive their data; a norm of the scientific community is transparency, so if 

somebody wants to see the data, scientists are supposed to make reasonable 

accommodations in showing at least a portion of the dataset. However, temporality is 

the nature of some types of data. In traditional ethnography, the ethnographer cannot 

go back and re-witness an event. An autoethnographer, who relies upon personal 

memories, cannot go back and recollect data. Sometimes data points disappear. 

 Third, it is true that if data is not captured in total, if only a portion of a dataset is 

saved, that the researcher might miss something. I did not capture every piece of 

electronic data available to me: I started to, but the process was too overwhelming, so I 

became more selective in the data I captured. Did I miss something important? 

Perhaps. Did I miss any really good quotations that would have helped me prove my 

points better? Undoubtedly. But again, this type of research is concerned with trends 

and patterns: even if I miss something, I should still find evidence of a trend elsewhere 
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in my data. Second, my dataset was not so volatile that major chunks went missing two 

weeks after I examined a website. In fact, when I was writing the results of this study, I 

often went back to the original websites just to confirm the accuracy of a data point. In 

many cases I was revisiting websites I had visited six months prior (and some of those 

posts had been added two to three years ago). In every case, I found the webpage, 

post, or video exactly the same as when I first observed it. 

A New Method of Digital Data Collection 

 There are many things I would do differently with this study if I were to conduct it 

again; learning and personal development of methodology happens with every 

researcher. But one major change I would make is this: I would only copy and save 

digital data that was potentially useful for answering my research questions. Scraping 

entire websites for hours on end does not really seem to add anything to the research 

process. I argue that indiscriminately copying digital data is not even research. My 

argument against this process is more than “It’s too time consuming and difficult to 

analyze.” The main reason I am now against this practice is that most of the data I 

gathered was not even theoretically important to my study. Gathering so much data, just 

to protect against the data disappearing, or somebody asking about my results, or 

missing something in the analysis, does not seem justified. 

 What results from this data collection process are potentially hundreds or even 

thousands of examples of the same type of data; saturation can be reached even a few 

hours into data collection. This saturation that I am speaking of, though, is different from 

what is called theoretical saturation: digital data collection methods can lead to a 

practical saturation that is different than theoretical saturation. When qualitative 

researchers speak of theoretical saturation, they mean that enough data has been 
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collected so that most of the nuanced perspectives about an issue or phenomenon can 

be analyzed. If, when analyzing data, a researcher can no longer develop the themes in 

question, when adding new data does not add anything to the discussion, the project is 

said to be theoretically saturated. Digital data collection methods can amass so much 

data from even one or two online communities that a researcher can reach the practical 

limits of what s/he can study given resource restraints, even though theoretical 

saturation has not been reached. 

 This does not mean that data should never be copied: blog posts should still be 

copied in their entirety, hundreds or thousands of comments should still be gathered, 

and videos should still be watched. But if I did this again, I would keep my research 

questions much closer to the forefront of my mind and avoid indiscriminately gathering 

data. 

 In the future, I will use the following methodology for studying online 

communities: 

1. I would start by identifying several communities that are theoretically important to 
study. In my case, I studied 13 communities, supplemented with my experience 
of my own community. For this study, that was a reasonable number of 
communities, which provided me with breadth of data and diversity of voice. 

2. I would then observe and copy relevant data starting with one community. I 
would save links to all of that community’s platforms and social networks. Then I 
would read through as much existing material as I could, copying material which I 
intended to look at later in more detail. I would write field notes about patterns I 
observed, including in my notes hyperlinks to specific pages of interest. This 
process of reading through a community’s existing material should take place 
over one week to keep the timeline of data collection manageable. 

3. In the next week, I would repeat the same process in step 2 with a second 
community. I would also add one step: go back to the first community and 
observe and record anything of importance that had developed in the previous 
week only; in other words, only new material that I had not observed yet. 
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4. In week 3, I would repeat step 2 with a third community. Then, I would go back to 
communities 1 and 2 and record my observations about anything relevant to my 
research questions that happened within this week. 

 In this way, I would continue this process over the course of 3-6 months, 

analyzing a new community each week, reading through that community’s archives, and 

then updating my observations about new events or developments in the other 

communities I had already studied. At some point, in about three months’ time, I will 

have analyzed all communities in depth at least once. From then on for several more 

months I would only look at new material that developed, checking each community 

once a week. 

 This research process would accomplish several goals. First, I would have a 

better chance of gathering theoretically useful data. I would likely still have hundreds, 

maybe thousands, of pages of data and observations, but the dataset would be smaller, 

and more meaningful, than the dataset I had for this present study. Second, by following 

up with each community every week, I would be better able to track how communication 

develops over a period of time. Third, if something changes in a community, or if the 

community is deleted entirely during the period of study, at least I would have some 

record of what that community was like: not a complete record, but a record useful for 

my research purposes. 

 Other researchers have suggested similar data-capturing techniques as a way of 

organizing digital data. Kautsky and Widhold (2008), for instance, discussed the 

difficulty of collecting data about online news stories, considering that online news 

stories are frequently updated, making it problematic for researchers who want to study 

one “definitive” version of the article. They proposed a methodology called Regular-
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Interval Content Capturing, which gets at a similar idea: return to the same content over 

time to see what changes. 

Practical Applications 

 While this study has much importance to health communication and digital media 

researchers, the results also have practical implications for medical professionals, 

patients, and caregivers. First, medical professionals stand to benefit not only from 

learning how patients discuss their illness and how they treat it, but by contributing to 

these communities as time affords. While it is true that there can be hostility toward 

medical professionals in the online IBD community, many people are very happy with 

their doctors, surgeons, and nurses. One primary criticism of medical professionals from 

my population was that some medical professionals do not spend enough time 

educating patients, discussing treatment options, or working with them to find a 

treatment that fits their lifestyle. Of course, medical professionals could ignore social 

media and not have to confront tricky issues about conflict with patients, but at what 

cost? 

 While patients do share a lot of health information in online communities, some of 

it general knowledge about IBD, often they ask very specific questions about 

complications, interactions between drugs, the validity of alternative treatments, or if 

they should be worried about a particular symptom. While there might be somebody in 

the online community who can answer these questions based on personal experiences, 

sometimes finding that person who has experienced something so specific is difficult. 

Medical professionals, though, have an advantage that patients do not: not only are 

medical professionals educated in medicine, but perhaps more importantly, they have a 

breadth of experience treating other patients. They stand a better chance at answering 
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such specific questions than patients do. Medical professionals also have better access 

to the latest research, and thus can inform patients about new studies. 

 When it comes to patient participation in these communities, I believe the 

benefits far outweigh any negatives in terms of conflict between other members. While 

there can be misinformation in the online community, if patients are given a little 

education about health literacy, they can be better protected against misinformation. 

Medical professionals, in consultation with communication professionals and 

practitioners, could develop guidelines to assist patients in discerning what type of 

patient-led communities are useful and which are unhelpful. Such guidelines could likely 

apply to other chronic conditions as well. Some suggestions I plan to share with my 

support group include: 

• Find sites with active communities: people stand a better chance of getting their 
questions answered. 

• Look for people who speak honestly about their health experiences, the good 
and the bad. People who only talk about the beneficial aspects of a treatment, 
especially an alternative treatment, might not be telling the whole story. 

• Be wary of people who push one idea or treatment and do not consider other 
possibilities, especially if they are trying to sell something. 

• Be careful reading old content, especially content that is several years old. Not 
only might the health information have become outdated, but the person telling 
the story likely has had new health experiences in the intervening time. 

• Do not hesitate to contact community members or leaders directly. Many of them 
are willing to answer people’s questions if asked. 

• Confirm any health information with multiple sources, both patient sources and 
professional sources. Discuss with your doctor new treatment ideas or changes 
to your current treatment before you act upon it. 

 Finally, caregivers can also find patient communities helpful, whether caregivers 

are spouses, romantic partners, parents, or friends. A caregiver does not need to be 
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somebody who takes care of the person with IBD regularly: most patients do not need 

that. But most people with IBD do need help from time to time. People with IBD, though, 

often have a hard time discussing their disease with others; paradoxically those closest 

to the person with IBD might have the least knowledge about how the disease affects 

the person’s life. Even if a caregiver does not participate in an online community, at 

least by reading others’ stories, s/he will not only learn medical information about the 

disease, but also will learn how IBD really affects people. If a caregiver does have a 

question, s/he should be encouraged to reach out to the online community. The people 

in the online community are generally glad to answer questions from caregivers. 

Final Words 

 Throughout this study I have revealed much about how these online communities 

function, and how people with IBD use new media technology to discuss health, create 

online spaces, and manage their disease. As new media technology evolves, so, too, 

must this line of research. I thank the reader for sticking with me to the end, and I thank 

the online IBD community for their generous assistance in the completion of this 

dissertation. The work of the people involved in the online IBD community lays sturdy 

ground for people newly diagnosed with IBD, for researchers of digital technology, and 

for a more expansive and comprehensive online community in the future. 
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APPENDIX A 
MY PERSONAL STORY 

 Whenever I explain inflammatory bowel disease to people, I usually give a short, 

clinical definition of the disease—what part of the body it affects, the main symptoms, 

and how it is treated—similar to the introduction of this dissertation. I have characterized 

the disease in this way hundreds of times. This “Cliff Notes” description of the disease 

works when I have told friends, family members, coworkers, strangers, and students 

about the disease. When I tell people about the disease verbally, I often give an 

objective description of the disease in about 30 seconds, sometimes shorter if it is 

apparent they are not interested. Even though it is clear in my mind how this disease 

works, and I try to explain it as simply as possible, I often have to correct 

misconceptions, or explain things in another way so that people get it. For instance, 

many people have heard of irritable bowel syndrome (IBS), but IBS and IBD are 

completely different diseases that unfortunately have a very similar acronym (IBD is far 

more debilitating than IBS). 

 Unfortunately, people often do not grasp the significance of the disease when it is 

presented in this distanced manner. So let me explain the disease a different way: 

My junior year of college I had persistent stomach pain over spring break. When I got 

back to school, I saw a doctor and was prescribed a short course of medicine. I do not 

even remember what it was. The medicine did not help. For several months, I was in 

and out of the doctor’s office and underwent many tests, from simple blood tests to 

more invasive tests: x-rays, rectal exams, ultrasounds, and finally a colonoscopy. All the 

while, my stomach pain worsened to diarrhea, and gradually I was going to the 

bathroom more often. Finally, in June 2007 I was diagnosed with ulcerative colitis. I was 



 

262 

told that my entire colon was inflamed (called “pancolitis”) and that the disease was 

incurable.  

 The doctor, though, was not too concerned. She said that there were a variety of 

medicines to use, medicines that suppressed my immune system so that the 

autoimmune response in my colon “turned off.” She prescribed me the medication 

Asacol, and my parents promptly made an appointment with doctors at Mayo Clinic to 

get a second opinion. 

 I traveled to Mayo two months later, and during this time, my symptoms 

worsened. Once we arrived in Rochester, Minnesota, we had a few hours to spare, so 

my parents and I went to Menards, a regional hardware store, to look at some cabinets 

they had just purchased for their kitchen remodel. The cabinet section was all the way in 

the back of the store. Once my mom and I got there, I realized I had to go to the 

bathroom, and now! I asked my mom where the bathrooms were and immediately we 

looked for signs pointing the way. Often bathrooms are in the back of big box stores. 

Not this time. We quickly made our way toward the front, speed walking, as running 

would have looked awkward in a public place. The bathrooms were at the entrance 

doors, but before we even got to the cash registers, I stopped. This is when I learned 

what “urgency” meant. 

 My mom turned around to ask what was wrong. I said in a near-whisper, “I didn’t 

make it.” 

 “What?” 

 “I didn’t make it,” I repeated. Then she understood. It was a strange feeling, 

losing complete control of my bowels. No amount of “clenching” or “holding back” 
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helped. Immediately I felt the diarrhea dribble down my legs: fortunately I was wearing 

jeans. My mom gave me her jacket and I wrapped it around my waist. I made it to the 

bathroom where my dad was waiting. As I walked, I constantly looked over my shoulder, 

worried that I was leaving a trail on the concrete floor or that somebody would smell me 

as I passed by. 

 Once in the safety of the handicapped stall, I methodically cleaned myself up with 

thin tissue paper. I probably flushed the toilet 15 times because I used so much paper. 

My dad waited patiently, and fortunately nobody else was in the bathroom. When I 

finished, I threw my underwear in the trash, washed my hands, then embraced my dad, 

finally crying after 20 minutes of stoically dealing with the mess. 

 The next day when we saw the doctor, we explained that my medicine was not 

working and that we needed something more powerful. My dad said in low tones that I 

had had an accident in public yesterday. The doctor nodded, said that accidents happen 

sometimes, and moved on. I would learn time and again over the years that doctors 

rarely asked about the lived experience of the disease. They were and frequently are 

concerned about quantifiable symptoms: how many bowel movements was I having a 

day? How many times was blood present? How did I rate my pain on a scale of 1 to 10 

with 1 being no pain and 10 being the worst pain? 

 The doctor did prescribe me more medicine, but as soon as I got home from 

Mayo Clinic, my flare-up worsened. I had an accident in Target, all over the bathroom 

floor, this time with nobody to help me. If I could have lasted one more second I could 

have made it to the toilet. I left the store without any idea of how to clean up that mess, 

and I have always felt sorry for whoever found it. I had accidents in the middle of the 
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night, again within sight of the toilet. Another time when the urge came up, I found the 

bathroom occupied by a roommate, who I had not yet told about the disease as I did not 

fully understand it myself. I did not want to barge into the bathroom while he showered. I 

contemplated using the kitchen sink, decided that would not be polite to my roommates, 

and settled for squatting over an empty laundry basket, holding a plastic supermarket 

bag to contain the mess. 

 Right before my senior year of college I was hospitalized for four days because 

of the flare-up. The day I went into the emergency room I went to the bathroom 16 

times, my record at the time (the new record is 25 times in one day). Then in November 

that year, I was hospitalized for 12 days. During that time, I did not eat anything and 

was put on total parenteral nutrition (TPN), which is a nutritional supplement that is 

taken intravenously. I missed Thanksgiving, and my grandma died during that hospital 

stay. I was put on a last-resort medication, which staved off my symptoms for six 

months, but as soon as I graduated college I had surgery to remove my colon, almost 

exactly one year after my diagnosis.  

 I lived with an ileostomy for six months and later had a J-pouch constructed. The 

J-pouch is made from my small intestine and replaces my rectum so I can now go to the 

bathroom normally, though the stool is always liquid (since there is no colon to absorb 

water). I go to the bathroom 5-7 times a day, 0-2 times at night, and that is about the 

best I can do. I have probably gotten a full night’s rest 20 times in the last 2,400+ nights 

since being diagnosed. But now I have control and no urgency. 

 In 2012, though, I started having flare-ups again and was diagnosed with chronic 

pouchitis (inflammation of my J-pouch). In the beginning my pouchitis was treated with 



 

265 

antibiotics, but we discovered that my chronic pouchitis has an autoimmune cause, so I 

now take IBD medication again to manage the disease. Surgery is sometimes said to be 

a cure for ulcerative colitis (WebMD, 2011), and for three years I did not take any IBD 

medication, as my disease was said to be “cured.” But now I have this condition called 

“autoimmune” pouchitis (which sounds made up, I know), which requires me to take IBD 

medicine again, so really I am nearly back to where I started when I was diagnosed with 

the disease, minus a colon. 

 If I have time, and if people are interested, this is how I explain what IBD is. It is 

an uncontrollable, unpredictable disease that manifests itself differently in people. Many 

people have had far more benign experiences with the disease than me. Some take 

mild drugs and do not see another symptom for 20 years. Others have the disease far 

worse than me: some experience more hospitalizations, more surgeries, and more 

complications, sometimes requiring life-saving blood transfusions because of the 

amount of blood they lose. 

Finding and Providing Support Online 

 A few weeks before my first surgery, my dad sent me links to YouTube videos 

that featured individuals with ulcerative colitis explaining their disease history and 

experience with surgery. The videos were about 10 minutes long and walked viewers 

through the person’s entire experience from diagnosis to colectomy to living with a J-

pouch. I found it fascinating and very comforting knowing there were others out there 

who have experienced what I did. At this point, I had never met another person with 

IBD. 

 After my second surgery, this one to construct the J-pouch, I was still living with 

an ileostomy (the J-pouch was dormant for three months while it healed from surgery). I 
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had lived with an ostomy for three months already and learned through trial and error 

how to change the bag, empty it, clean leaks, and how to wear it under my clothes so 

that it was not visible. I decided to make a few videos about how to manage the ostomy 

and posted them on YouTube. In college my friends and I had messed around with 

YouTube and video editing for a few years, so I had a general idea of what I wanted to 

do. I also started a blog to share my videos with a wider audience. I did not, however, 

anticipate the response I got. 

 Hundreds, and then thousands, and then tens of thousands watched my videos. 

They asked me questions, both in the public comment area and through private 

message about how my disease had been diagnosed, how I was feeling now, what my 

experience had been with this or that medication, how does this procedure work, had I 

experienced this complication, and more. Every question became a new video idea. 

When I started UCVlog.com (The Ulcerative Colitis Vlog back then, then the United 

Colon Vlog), I really only had ideas for about eight videos. But over several years, I 

made nearly 200 videos. Some of these videos have been translated into Spanish, 

German, Catalan, Japanese, and Hebrew by people in foreign countries. I had a 

Facebook support group and partnered up with a young woman with Crohn’s disease to 

provide another prospective. She created another hundred videos for the website. We 

also collected more than $60,000 worth of unused ostomy and medical supplies, which 

were distributed by medical teams in Third World countries, particularly Haiti following 

the 2010 earthquake.  

 Through posting my videos, I stumbled upon an online community for 

inflammatory bowel disease that I never knew about that first year I lived with the 
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disease. I went through the worst of the disease without ever knowing or talking to 

another person with the disease, and while the support from my family, friends, and 

coworkers was very much needed and helpful, it did not always compare with talking 

with somebody who already knew what I was experiencing. 

My Current Situation 

 Whenever I tell people what I have been through in the past, they are often 

surprised at the severity of my illness. I have had three surgeries, four hospitalizations 

due to flare-ups and complications, and 12 emergency room visits. I have spent 40 

nights in the hospital, have had six scopes and colonoscopies, dozens of x-rays, CT 

scans, and MRIs, and have experimented with at least 25 different medications. Bills 

have been in the tens of thousands (and would probably be a couple hundred thousand 

without insurance). But when people look at me, they either say directly or imply more 

politely, “You look fine now.” 

 Partially. I have just gotten better at hiding the disease. My pouchitis started 

acting up two and a half years ago, almost immediately after I started the PhD program. 

I have tried many new medications to get it under control. Currently I take steroids, a 

short-term solution that has kept my disease manageable. But some semesters I really 

wondered if I would have to take a medical withdrawal.  

 I am out of medication options: eventually I have to get off the steroids. I am 

currently waiting for a new drug to hit the market: who knows how effective that will be? 

The problem with new drugs is that they mostly test them for safety, not efficacy. At 

most drugs undergo clinical trials for 6-12 months to see if they are effective. But this 

disease will be with me my entire life: what happens two or three years down the road? 

How long will the new drug be effective if it works? And when it stops working—which 
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every drug has done for me—will there be another new drug on the market for me to 

try? 

 And if that drug stops working, what is next? I could either experiment with 

myriad alternative therapies, like special diets, supplements, acupuncture, or herbal 

medicine. While some people with IBD swear by them, there is little clinical evidence 

that these treatments are effective. The next step would be surgery to remove my 

inflamed J-pouch, going back to an ileostomy, this time permanently. I am not bothered 

by the prospect of a permanent ostomy: at one point I really thought I would have to 

have surgery during graduate school. I simply do not like the idea of putting my life on 

hold for weeks at a time while I recover from surgery. And even if I have surgery, certain 

problems will be alleviated, but new complications can arise. I have listened to enough 

stories from people with IBD to know that the disease can strike when I least expect it. 

 During the data collection for this dissertation, my website partner Nadia and I 

made the decision to stop supporting UCVlog.com. We had been doing it for five years, 

and after hundreds of videos and blog posts, and answering thousands of comments 

and emails from audience members, we simply ran out of things to say. We each still 

struggle with our health, but at this point, we experience “more of the same,” nothing 

really new that we can inform our viewers about. So we announced in December 2013 

that we would not be creating new content for UCVlog, and eventually we will take down 

our existing content. Medical information goes out of date, and we do not want people to 

see our old stuff and get the wrong impression about the disease or even our current 

situation. 
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APPENDIX B 
INTERVIEW GUIDE FOR COMMUNITY LEADERS 

 The following semi-structured interview guide was used with leaders of IBD 

online communities. Before community leaders were interviewed, their videos, websites, 

blogs, Twitters, Facebook pages, and other online media were examined, as questions 

were tailored to the specific content they produce.  

 Opening. Thank you for agreeing to participate in this interview. Did you get a 

chance to read through the informed consent document I emailed to you? [If not, the 

informed consent document will be read to participants.] I just want to reiterate two 

things about informed consent: First, you are free to share as much information or as 

little information about your life and disease as you want. As you may know, I have 

ulcerative colitis myself and am active in the online community, so I won’t be grossed 

out if you tell me intimate details of your disease. However, if there is any question you 

don’t want to answer, you don’t have to. 

 Second, I want to talk to you about privacy and confidentiality. Normally when we 

do interviews like this, we hide participants’ identities as much as possible, using 

pseudonyms and not publishing any contact information for the people we interview. 

However, for this project that will be a little harder to do, because, as you know, there 

aren’t many people with IBD online who operate their own YouTube channels, 

Facebook groups, and blogs. Even if I used a pseudonym, it might still be possible for 

people to trace back your responses to your website. Do you mind if I use your first 

name and connect your answers to your web addresses, or would you rather I keep 

your identity as private as possible? 

 



 

270 

 Question 1. Before we start talking about your websites and videos, can you tell 

me a little bit about your disease? I’ve been following your videos and websites for a 

while, so I have some idea of how your disease has progressed over the years, but I 

want to hear from you the story of your disease. 

 Possible follow-up:   

• When were you diagnosed with your disease? 

• How did you feel when you were diagnosed? 

• Did you know anybody with the disease before you were diagnosed? 

• Did you have any support from your friends or family? 

• How are you feeling now? 

• What has been most difficult about living with your disease? 

 Question 2. Tell me about your websites and YouTube videos.  

 Possible follow-up:   

• Why did you start telling your story online? 

• Why do you continue telling your story online? 

• What do your friends and family think about you telling your story online?  

• Do they know? 

• If not, why do you keep it from them? 

 Question 3. Tell me about the response you’ve gotten from your viewers and 

readers. 

 Possible follow-up:   

• Did you expect this response from people? 

• What has surprised you the most about how people have responded? 

• Have you gotten any negative responses from people online? 
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• Have you gotten any negative responses from people offline? 

• What kind of comments do people typically leave? 

• What do people talk to you about when they email you? 

• Have you made any personal connections with any of your viewers or readers? 

• How many of your viewers and readers are from other countries? 

 Question 4. How do you define your role as somebody who is disseminating 

health information and building a community? Do you have any responsibilities to the 

people who watch and read your content? As a leader? As a role model? 

 Possible follow-up:  

• How much do you think people trust you? 

• How important is it to give people accurate information? 

• How do you decide the accuracy of health information? 

• Has there ever been a time when somebody has put too much trust in you or 
relied on you too much? 

• Have you ever posted information that you later learned was inaccurate? How 
did you handle that?    

 Question 5. We’ve been talking a lot about the community of people who follow 

your websites. As you may know, there are several non-profits who try to build 

communities for people with bowel diseases both offline and online, such as the Crohn’s 

and Colitis Foundation of America (CCFA) and the United Ostomy Associations of 

America (UOAA). How do you see your work in relation to the work those non-profits 

are doing? 

 Possible follow-up:  

• What sort of things are you doing that they can’t do? 

• Are you fulfilling an unmet need for people involved in these non-profits? 
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• Is there anything you can do better than a non-profit like the CCFA? 

 Question 6. We’ve talked about your relation to other community-building 

organizations like the CCFA and UOAA. Now let’s talk more about the medical and 

health information you provide. How do you see your work in relation to medical 

professionals and the medical establishment? 

 Possible follow-up:  

• How is the information you provide different from the information people get from 
their doctors? 

• Are there ever cases in which you feel that there’s a conflict between what 
doctors tell patients and the information you provide? 

• How does your work support the work of doctors and medical professionals? 

• How have medical professionals like doctors or nurses reacted to your work? 

• Have you told your doctor and care team about the work you do online? 

 Question 7. What are the challenges of creating and supporting an online 

community of people with IBD? 

 Possible follow-up:  

• How do you maintain a community when peoples’ disease activity is often 
cyclical in nature (oscillating between flare-up and remission, or suffering with the 
disease pre-surgery and relief from the disease post-surgery)? 

• Are there any technical challenges to putting your content online? 

• How much time and effort does it take to maintain your community? 

• How is your work challenged when you aren’t feeling well yourself? 

• Does it ever get overwhelming the number of people who respond to your 
content and seek your help? 

• Does your online work ever cause problems for you offline? At school? At work? 
With family and friends? 
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 Question 8. Do you mind if I use some of your pictures online in my write-up? Is 

it okay if I take screen captures of some of your videos to use in my report? 

 Question 9. Community leader-specific questions. Throughout the interview, 

community leaders talked about their specific projects and websites, especially as many 

of them were doing unique things in their community that others were not doing. 

Questions about their specific projects were sometimes formed prior to the interview 

and used as back-up questions in case they did not address their projects in the normal 

flow of the interview. 
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APPENDIX C 
SURVEY GUIDE FOR AUDIENCE MEMBERS OF IBD COMMUNITIES 

 The following questions composed an open-ended online survey administered to 

audience members of online IBD communities. The survey was created in Qualtrics. 

The survey recruitment letter was posted on Facebook groups by some community 

leaders, and some community leaders posted the recruitment letter on their websites or 

blogs. 

 Question 1. Age 

 If they were under 18 years of age, the survey ended. 

 Question 2. Sex 

 Question 3. Disease 

• Crohn’s disease 
• Ulcerative colitis 
• Indeterminate inflammatory bowel disease 
• Still in the process of diagnosis 
• I do not have inflammatory bowel disease 

 
 If they said they do not have the disease, the survey ended.  

 Question 4. When did you first experience symptoms of your disease? 

(month/year) 

 Question 5. When you were diagnosed with your disease? (month/year) 

 Question 6. Have you had surgery for your disease? If so, describe your surgery 

or surgeries. 

 Question 7. Which IBD websites do you visit regularly or have you visited 

regularly in the past? If possible, list the URL (website address), or list the name of the 

website. You can also list blogs, YouTube channels, Facebook support groups, Twitter 

pages, or any other type of IBD website you visit regularly. 
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 Question 8. What do you find helpful about these websites? Feel free to share 

as much as you like.  

 Question 9. Is there anything about these websites in general, or particular 

websites, that are not as helpful as you’d like? Feel free to share any criticisms you 

have of the online community.  

 Question 10. Have you ever contacted an IBD website owner/creator through 

email, private message, or other form of communication? Describe these interactions in 

as much detail as you can. You do not need to use all of the space provided. 

 Question 11. How has the online IBD community affected the management of 

your disease? These effects may be positive or negative.  

 Question 12. Describe any support you receive for your disease offline. Support 

can be from family members, coworkers, friends, doctors, or anybody else important in 

your life.  

 Question 13. Have you ever felt stigmatized because of your disease? If so, 

please describe these experiences in as much detail as you can.  

 Question 14. Have you ever felt like you have not received the kind of support 

you need from others? If so, please describe these experiences in as much detail as 

you can. 

 Question 15. Would you be interested in participating in a short interview, either 

over the phone or through Skype, about your experiences in the online IBD community? 

If so, please provide an email address so that I can contact you for further information. 

Because of time constraints, not everybody who agrees to an interview will be 

interviewed. People will be selected for follow-up interviews based on the uniqueness of 
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their health experiences, their relevance to the project’s goals, and the possibility that 

they might be able to offer additional insight into the phenomena under investigation. 
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APPENDIX D 
RECRUITMENT EMAILS AND INFORMED CONSENT 

Recruitment Email Sent to Community Leaders 

Dear PERSON, 

 I am a doctoral student at the University of Florida, and I am studying the online 

IBD community for my dissertation. As a person with IBD myself, this topic is very 

important to me. I maintain my own website and vlog (http://UCVlog.com) and am 

studying how other people like you construct and maintain online communities. 

 I am hoping you would be interested in participating in an in-depth interview 

about the community you’ve helped create for IBD patients. The interview would be take 

60-90 minutes, and we would discuss why you started sharing your story online, how it 

has been received by your viewers, and what challenges you see in maintaining your 

community. The interview would be conducted either through Skype or over the phone, 

your choice. Of course, you wouldn’t be required to answer any specific question you 

didn’t want to answer. I will audio-record the interview so that I can make sure I know 

exactly what you said. 

 Let me know if this is something you would be willing to do. Your community is 

very interesting, and I’d like to know the inside story about how it got started and why 

you do what you do. 

 I’ve attached an informed consent document for you to look at. Before conducting 

the interview, I will need verbal confirmation that you agree to participate in this study. 
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If you are interested, please email me some times that work within the next week or two 

for us to talk. My schedule is very open. If you have any questions at all about this 

study, please let me know! 

Sincerely, 

Dennis Frohlich 

University of Florida 

701-541-3608  
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Informed Consent for the Open-Ended Interview with Community Leaders 

 Please read this consent document carefully before you decide to participate in 

this study. 

Purpose of the research study 

 The purpose of this study is to understand how the online IBD community 

functions. I am curious how these communities are constructed and maintained and 

how viewers and readers react to the work of other persons with IBD. 

What you will be asked to do in the study 

 You will be asked to participate in one phone or Skype interview. During the 

interview, you will be asked about your disease and what you have experienced with 

IBD. You are free to share as much or as little information as you want. You will then be 

asked about your work online—why you started sharing your story, how others have 

reacted to your story, and how you see yourself in relation to the medical establishment.  

Time required 

 60-90 minutes 

Follow-up interviews 

 If clarification is needed regarding your answers, or if any concerns arise during 

the course of the research, you may be contacted through email for a follow-up 

interview, conducted via email, phone, or Skype depending on the nature of the 

question. 

Risks and Benefits 

 There are no risks, psychological or to your body, associated with this study. We 

do not anticipate that you will benefit directly by participating in this study. A copy of the 

final report will be available should you request one. 
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Compensation 

 There is no compensation for participating in this research.  

Confidentiality 

 Normally, researchers promise to keep participants’ identities confidential to the 

extent provided by law. This usually means that your personal information, contact 

information, and medical information will be kept solely by the researcher, and that your 

name and identifying characteristics will not be used in any report. Rather, your story is 

shared in a confidential manner so that no response can be traced back to you. 

 As you may know, there are relatively few people with IBD online sharing their 

stories. Even if a pseudonym was used when quoting your responses (which is the 

standard procedure), it might still be possible for people to uncover your identity. 

Instead, I am asking to use your name and refer to your websites directly in any report 

or publication produced with this data. Any identifying characteristics used in a report 

will only use information that you have already provided publicly, such as the name you 

use online and your web addresses.  

 If, on the other hand, you do not want your name and websites referenced 

directly in any report, your identity will be protected as much as possible and 

pseudonyms will be used. Again, it will not be possible to fully protect your identity this 

way as there are relatively few people such as yourself in this online community. 

 If you provide permission to use your name and web addresses in a report or 

publication, your other personal information, such as your contact information, will not 

be used. The audio from the interview will be recorded to ensure accuracy of 

quotations, but these audio files will not be shared with anybody. Audio files and 
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transcripts of the interview will be kept on a secure computer that only the researcher 

has access to. All electronic data from the interviews will be kept until the research 

results have been published, after which time they will be properly destroyed. 

Voluntary participation 

 Your participation in this study is completely voluntary. There is no penalty for not 

participating.  

Right to withdraw from the study 

 You may withdraw from the study at any point, including during the interview, 

without consequence. You also can choose not to answer any question you do not want 

to answer. 

Whom to contact if you have questions about the study 

 Principle Investigator: Dennis Owen Frohlich, Graduate Student at the University 

of Florida, College of Journalism and Communication, Division of Graduate Studies, PO 

Box 118400, Gainesville, FL 32608. Phone: (701) 541-3608. Email: 

Dennis.Frohlich@ufl.edu 

 Faculty Supervisor:  Kim Walsh-Childers, Ph.D., kwchilders@jou.ufl.edu, 352-

392-3924 

Whom to contact about your rights as a research participant in this study 

 IRB02 Office, PO Box 112250, University of Florida, Gainesville, FL 32611-2250. 

Phone: (352) 392-0433 

 

 

 

mailto:Dennis.Frohlich@ufl.edu
mailto:kwchilders@jou.ufl.edu
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Agreement 

 By participating in a phone or Skype interview, you agree that you have read this 

document. You agree that you have voluntarily decided to participate in this study and 

that you have received a copy of this informed consent. 
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Recruitment Message Posted on Facebook Pages Soliciting Responses from 
Audience Members 

(This message was posted only with permission from the people who operate the 

Facebook page. This message needed to be shorter than other recruitment messages 

as shorter Facebook posts are more effective than longer ones). 

 Hello everybody! I am a graduate student at the University of Florida, and also 

somebody with ulcerative colitis. For my dissertation, I’m conducting a research study 

on how the online IBD community is created and maintained, and how viewers and 

readers like you use these websites. I’m looking for people 18 or older  to complete a 

short survey about your activity in the online community. As long as you have IBD, you 

are eligible to participate; it doesn’t matter how long you’ve had IBD or how bad your 

disease is. The survey will take approximately 10-15 minutes. Please click the link 

below to access the survey. Thanks for your invaluable help! 

 Please be aware that Facebook maintains identifiable records of your actions 

while on Facebook, including any response to this message or click on the survey link, 

and may use that information for various purposes. 

 ~Dennis Frohlich 

 [link to survey] 
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Recruitment Message Posted on IBD Blogs Soliciting Responses from Audience 
Members 

(This message was posted only with the permission from the people who operate the 

blog) 

 Hello everybody!  

 I am a graduate student at the University of Florida and also somebody with 

ulcerative colitis. I maintain the United Colon Vlog (http://UCVlog.com), which you may 

be familiar with.  

 For my dissertation, I’m conducting a research study on how the online 

inflammatory bowel disease community is created and maintained and how viewers and 

readers like you use these websites. I’m looking for people 18 or older to complete a 

short survey about your activity in the online community.  

 As long as you have Crohn’s disease or ulcerative colitis you are eligible to 

participate; it doesn’t matter how long you’ve had IBD or how bad your disease is. If 

your IBD is indeterminate, or you are still going through diagnostic tests, you can still 

participate! And whether or not you’ve had surgery, you are still eligible. 

 The survey will take approximately 10-15 minutes. Please click the link below to 

access the survey. Thanks for your invaluable help! [link to survey] 

 If you have any questions at all, please let me know. 

Sincerely, 

Dennis Frohlich 

University of Florida 

dennis.frohlich@ufl.edu 

  

mailto:dennis.frohlich@ufl.edu
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Informed Consent for the Open-Ended Survey with Audience Members 

 Please read this consent document carefully before you decide to participate in 

this study. 

Purpose of the research study 

 The purpose of this study is to understand how the online IBD community 

functions. I am curious how these communities are created and how viewers and 

readers with IBD use these communities. 

What you will be asked to do in the study 

 You will be asked to complete one open-ended survey. You will be asked about 

your experiences with IBD websites, how you search for information online, and what 

makes IBD websites trustworthy. 

Time required 

 10-15 minutes 

Risks and Benefits 

 There are no risks, psychological or to your body, associated with this study. We 

do not anticipate that you will benefit directly by participating in this study. A copy of the 

final report will be available should you request one. 

Compensation 

 There is no compensation for participating in this research.  

Confidentiality 

 The information you provide will remain confidential, and only the research team 

will have access to your answers. If your answers are quoted during any final write-up 

or report, a pseudonym will be used to protect your identity. Your contact information 

will not be shared with anybody else. 
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Data Security 

 Your survey answers will be recorded and stored electronically. There is a 

minimal risk that security of any online data may be breached, but because Qualtrics 

(the company hosting the survey) uses high-end firewalls and other security measures, 

and because your data will be removed from the server soon after you complete the 

survey, it is unlikely that a security breach of the online data will result in any adverse 

consequence for you. If you’d like to know more about Qualtrics’ security policy, please 

click here (http://www.qualtrics.com/security-statement/).  

Voluntary participation 

 Your participation in this study is completely voluntary. There is no penalty for not 

participating.  

Right to withdraw from the study 

 You may withdraw from the study at any point without consequence. You also 

can choose not to answer any specific question you don’t want to answer. 

Whom to contact if you have questions about the study 

 Principle Investigator: Dennis Owen Frohlich, Graduate Student at the University 

of Florida, College of Journalism and Communication, Division of Graduate Studies, PO 

Box 118400, Gainesville, FL 32608. Phone: (701) 541-3608. Email: 

Dennis.Frohlich@ufl.edu 

 Faculty Supervisor: Kim Walsh-Childers, Ph.D., kwchilders@jou.ufl.edu, 352-

392-3924 

 

 

http://www.qualtrics.com/security-statement/
mailto:Dennis.Frohlich@ufl.edu
mailto:kwchilders@jou.ufl.edu
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Whom to contact about your rights as a research participant in this study 

 IRB02 Office, PO Box 112250, University of Florida, Gainesville, FL 32611-2250. 

Phone: (352) 392-0433 

Agreement 

 By participating in this survey, you agree that you have read this document. You 

agree that you have voluntarily decided to participate in this study and that you have 

received a copy of this informed consent. 
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APPENDIX E 
DESCRIPTION OF ONLINE IBD COMMUNITIES 

 For this project I examined 13 online IBD communities. These communities are 

described in fuller detail in the results chapters. This appendix serves as a quick 

reference on the demographic details of the community leaders that I interviewed and a 

breakdown of which social media platforms each community utilized. All participants 

gave me permission to use their names in this report (and in one case, the screen name 

she is known by) as well as link to their websites. 

 Adam Scheuer. Male, age 35, ulcerative colitis for 6 years. 

 Community name: iHaveUC 

 Platforms utilized: 

• https://www.facebook.com/ihaveuc 
• https://plus.google.com/114418537510684204408/posts 
• http://www.ihaveuc.com/ 
• https://twitter.com/ihaveuc 
• http://www.youtube.com/user/ihaveuc 

 
 Andrea Meyer. Female, age 31, Crohn’s disease for 13 years. 

 Community name: The Great Bowel Movement (non-profit). Andrea is one of 

several community leaders. 

 Platforms utilized: 

• https://www.facebook.com/TheGreatBM 
• http://www.flickr.com/photos/93789310@N02/ 
• http://thegreatbowelmovement.org/ 
• https://twitter.com/TheGreatBM 
• http://www.zazzle.com/thegreatbm 

 
 Fernpixel (chosen screen name). Female, age undisclosed, ulcerative colitis for 

9 years. 

https://www.facebook.com/ihaveuc
https://plus.google.com/114418537510684204408/posts
http://www.ihaveuc.com/
https://twitter.com/ihaveuc
http://www.youtube.com/user/ihaveuc
https://www.facebook.com/TheGreatBM
http://www.flickr.com/photos/93789310@N02/
http://thegreatbowelmovement.org/
https://twitter.com/TheGreatBM
http://www.zazzle.com/thegreatbm
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 Community name: No community name, websites branded under the Fernpixel 

name. 

 Platforms utilized: 

• http://fernpixel.blogspot.com/ 
• http://new.spring.me/#!/user/fernpixel/timeline 
• https://twitter.com/fernpixel 
• http://www.youtube.com/user/fernpixel 

 
 Heidi Skiba. Female, age 41, ulcerative colitis for 14 years. 

 Community name: Ostomy Outdoors 

 Platforms utilized: 

• http://www.facebook.com/OstomyOutdoors 
• http://ostomyoutdoors.com/ 
• https://twitter.com/OstomyOutdoors 
• http://www.youtube.com/user/ostomyoutdoors 

 
 Jackie Zimmerman. Female, age 28, ulcerative colitis for 4 years. 

 Community name: Girls With Guts (non-profit). Jackie is one of several 

community leaders. Second community: Blood, Poop and Tears 

 Platforms utilized for Girls With Guts: 

• http://www.facebook.com/IBDgirls 
• http://www.girlswithguts.org/ 
• https://twitter.com/IBDgirls 
• http://vimeo.com/girlswithguts 
• http://www.youtube.com/user/IBDGirlsWithGuts 

 
 Platforms utilized for Blood, Poop and Tears: 

• http://www.bloodpooptears.com/ 
• http://www.facebook.com/bloodpooptears 
• https://twitter.com/Jackiezimm 
• http://www.youtube.com/user/ExcuseMyDust14 

 
 Jason McIntosh. Male, age 36, Crohn’s disease for 16 years. 

http://fernpixel.blogspot.com/
http://new.spring.me/
https://twitter.com/fernpixel
http://www.youtube.com/user/fernpixel
http://www.facebook.com/OstomyOutdoors
http://ostomyoutdoors.com/
https://twitter.com/OstomyOutdoors
http://www.youtube.com/user/ostomyoutdoors
http://www.facebook.com/IBDgirls
http://www.girlswithguts.org/
https://twitter.com/IBDgirls
http://vimeo.com/girlswithguts
http://www.youtube.com/user/IBDGirlsWithGuts
http://www.bloodpooptears.com/
http://www.facebook.com/bloodpooptears
https://twitter.com/Jackiezimm
http://www.youtube.com/user/ExcuseMyDust14
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 Community name: Awestomy (for-profit company) 

 Platforms utilized: 

• http://www.awestomy.com/ 
• https://plus.google.com/112628264041373876709/posts 
• https://www.facebook.com/awestomy 
• http://www.pinterest.com/awestomy/ 
• https://twitter.com/awestomy 

 
 Jeffrey Levin. Male, age 40, Crohn’s disease for 27 years. 

 Community name: A Guy with Crohn’s 

 Platforms utilized: 

• http://aguywithcrohns.com/ 
• http://www.facebook.com/BathroomTalk 
• http://www.pinterest.com/javajay73/ 
• https://twitter.com/JavaJay73 
• http://www.youtube.com/user/AGuyWithCrohns 

 
 Kelly Fricke. Female, age 23, disease activity for 10 years, diagnosed with 

Crohn’s 2 years ago. 

 Community name: Communities branded under the personal name “Kelly 

Patricia,” Diary of a Sick Girl, or Finding Strength Through Pain. 

 Platforms utilized: 

• http://www.etsy.com/shop/HandfulOfHope 
• https://www.facebook.com/FindingStrengthThroughPain 
• https://plus.google.com/117174345687526706131/posts 
• http://instagram.com/its_kellaaay 
• http://iotabetadelta.webs.com/ 
• http://sickgirldiary.tumblr.com/ 
• https://twitter.com/StrongerNowXO 
• https://www.youtube.com/user/Kellbear27 

 
 Lauren Erbach. Female, age 28, Crohn’s disease for 9 years. 

 Community name: Forward is a Pace 

http://www.awestomy.com/
https://plus.google.com/112628264041373876709/posts
https://www.facebook.com/awestomy
http://www.pinterest.com/awestomy/
https://twitter.com/awestomy
http://aguywithcrohns.com/
http://www.facebook.com/BathroomTalk
http://www.pinterest.com/javajay73/
https://twitter.com/JavaJay73
http://www.youtube.com/user/AGuyWithCrohns
http://www.etsy.com/shop/HandfulOfHope
https://www.facebook.com/FindingStrengthThroughPain
https://plus.google.com/117174345687526706131/posts
http://instagram.com/its_kellaaay
http://iotabetadelta.webs.com/
http://sickgirldiary.tumblr.com/
https://twitter.com/StrongerNowXO
https://www.youtube.com/user/Kellbear27
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 Platforms utilized: 

• https://www.facebook.com/forwardisapace 
• http://www.forwardisapace.com/ 
• http://instagram.com/laurenerbach 
• https://twitter.com/forwardpace 

 
 Maggie Baldwin. Female, age 20, Crohn’s disease for 8 years. 

 Community name: Let’s Talk IBD 

 Platforms utilized: 

• http://www.etsy.com/shop/mayslove 
• http://www.facebook.com/pages/Lets-Talk-IBD/173363562736069 
• http://iotabetadelta.webs.com/ 
• http://letstalkibd.webs.com/ 
• http://www.stomawise.co.uk/maggie/ 
• https://twitter.com/LetsTalkIBD 
• http://www.youinspire.org/users/LetsTalkIBD 
• http://www.youtube.com/user/LetsTalkIBD 

 
 Michael Weiss. Male, age 50, Crohn’s disease for 30 years. 

 Community name: Communities branded under the personal name “Michael 

Weiss” or the screen name “Hospital Patient.” Non-profit portion of the community called 

Crohn’s Disease Warrior Patrol. 

 Platforms used for Michael Weiss’s personal content: 

• http://hospitalpatient.com/ 
• https://twitter.com/HospitalPatient 
• http://hospitalpatient.tumblr.com/ 
• http://vimeo.com/user4136594 
• http://www.youtube.com/user/HealthcareInterview/videos 
• http://www.youtube.com/user/HealthCareReality/videos 
• http://www.youtube.com/user/ProPatientTV/videos 
• http://www.youtube.com/user/TheMedicalMinute/videos 

 
 Platforms used for Crohn’s Disease Warrior Patrol: 

• http://crohnsdiseasewarriorpatrol.org/ 
• http://www.pinterest.com/crohnsibdpatrol/cdwp/ 

https://www.facebook.com/forwardisapace
http://www.forwardisapace.com/
http://instagram.com/laurenerbach
https://twitter.com/forwardpace
http://www.etsy.com/shop/mayslove
http://www.facebook.com/pages/Lets-Talk-IBD/173363562736069
http://iotabetadelta.webs.com/
http://letstalkibd.webs.com/
http://www.stomawise.co.uk/maggie/
https://twitter.com/LetsTalkIBD
http://www.youinspire.org/users/LetsTalkIBD
http://www.youtube.com/user/LetsTalkIBD
http://hospitalpatient.com/
https://twitter.com/HospitalPatient
http://hospitalpatient.tumblr.com/
http://vimeo.com/user4136594
http://www.youtube.com/user/HealthcareInterview/videos
http://www.youtube.com/user/HealthCareReality/videos
http://www.youtube.com/user/ProPatientTV/videos
http://www.youtube.com/user/TheMedicalMinute/videos
http://crohnsdiseasewarriorpatrol.org/
http://www.pinterest.com/crohnsibdpatrol/cdwp/
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• https://twitter.com/CrohnsIBDPatrol 
• http://www.youtube.com/crohnsibdpatrol 

 
 Stephanie Hughes. Female, age 27, Crohn’s disease for 13 years. 

 Community name: The Stolen Colon 

 Platforms used: 

• https://www.facebook.com/thestolencolon 
• https://plus.google.com/+StephanieHughes/posts 
• http://www.linkedin.com/in/stephaniemlhughes 
• http://www.pinterest.com/shughesies/ 
• http://stolencolon.com/ 
• https://twitter.com/smlhughes 
• http://www.youtube.com/user/smlhughes 
 

https://twitter.com/CrohnsIBDPatrol
http://www.youtube.com/crohnsibdpatrol
https://www.facebook.com/thestolencolon
https://plus.google.com/+StephanieHughes/posts
http://www.linkedin.com/in/stephaniemlhughes
http://www.pinterest.com/shughesies/
http://stolencolon.com/
https://twitter.com/smlhughes
http://www.youtube.com/user/smlhughes
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APPENDIX F 
SCREENSHOTS OF IBD COMMUNITIES 

 This chapter contains screenshots from each of the 13 communities investigated 

in this project. Screenshots are used with permission from the community leaders. 

 

Figure F-1.  iHaveUC website, retrieved from http://www.ihaveuc.com/ 

  

http://www.ihaveuc.com/
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Figure F-2.  The Great Bowel Movement t-shirts being worn in public, retrieved from 
http://thegreatbowelmovement.org/ 

  

http://thegreatbowelmovement.org/
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Figure F-3.  Fernpixel giving her audience an update and asking for their questions for a 
future video, retrieved from https://www.youtube.com/user/fernpixel 

  

https://www.youtube.com/user/fernpixel
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Figure F-4.  Heidi showing how she manages her ostomy while rock climbing, retrieved 
from https://www.youtube.com/user/ostomyoutdoors 

  

https://www.youtube.com/user/ostomyoutdoors
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Figure F-5.  Girls With Guts website, retrieved from http://www.girlswithguts.org/ 

  

http://www.girlswithguts.org/
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Figure F-6.  Blood, Poop & Tears website, retrieved from 
http://www.bloodpooptears.com/ 

  

http://www.bloodpooptears.com/
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Figure F-7.  Awestomy Kickstarter campaign to raise money for new product 
development, retrieved from 
https://www.kickstarter.com/projects/964686420/awestomy-ostomy-apparel-
with-attitude 

  

https://www.kickstarter.com/projects/964686420/awestomy-ostomy-apparel-with-attitude
https://www.kickstarter.com/projects/964686420/awestomy-ostomy-apparel-with-attitude
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Figure F-8.  Twitter account of Jeffrey from A Guy With Crohn’s, retrieved from 
https://twitter.com/JavaJay73 

  

https://twitter.com/JavaJay73
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Figure F-9.  Kelly’s Tumblr account, retrieved from http://sickgirldiary.tumblr.com/ 

  

http://sickgirldiary.tumblr.com/
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Figure F-10.  Lauren’s Instagram account, retrieved from 
http://instagram.com/laurenerbach# 

  

http://instagram.com/laurenerbach
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Figure F-11.  Maggie demonstrating how to change an ostomy appliance, retrieved from 
http://www.youtube.com/user/LetsTalkIBD 

  

http://www.youtube.com/user/LetsTalkIBD
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Figure F-12.  Michael Weiss website, retrieved from http://hospitalpatient.com/ 

  

http://hospitalpatient.com/
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Figure F-13.  Facebook page for The Stolen Colon, retrieved from 
https://www.facebook.com/thestolencolon 

 

https://www.facebook.com/thestolencolon
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