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“That’s not Normal, but Normal for Us”
[bookmark: _GoBack]	Chronic illness can be defined as a condition that is continuously experienced by its sufferers, whether due to its incurable nature, its leaving of irreversible change that interferes with an individual’s life and perceived ability to function “normally” (Rakovec-Felser 2011, 453). A disease itself is medically diagnosable, is quantifiable, but the experience known as illness, or the feeling of disease, is wholly unique to each individual, and deeply personal. Chronic illness can, in this illness sense, be life-changing for someone who’s “normal” is challenged by the manifestation of such illness. My mother, Therese or “Terri” is a 56 year-old mother of two: both daughters are out-of-state college students, but she keeps herself busy with a social life that involves concerts, talks, volleyball, and shepherding two wayward hound dogs.  She also has lived for most of her adult life with ulcerative colitis, a chronic bowel condition that would instigate an ontological assault, or attack of an individual’s “self”, on a young woman during a time where she was only beginning to define what her “self” even was (Hay 2016). As she talks one of those dogs probes her leg with a black nose: it’s time to go outside. After his needs are met, she settles back into her stout armchair. She closes her cardigan around herself, arms crossed around her torso, a pose she holds for most of her story. “I’m an open book, I’ll talk about anything.” Her pensive grey-blue are are elsewhere as she gazes at a point across the living room space, she laughs, cracks a wry smile. “I’m not making eye-contact, it’s you. I’d break neutrality.” As always, she’s keen to play her role well. 
	Terri, an active, horse-loving ex- college student, was just past twenty years of age when she noticed repeated skin rashes, and an occasional “nervous stomach” that would trail her for the next several years. By the age of 24, these ailments become continuous. The “flare ups” were impossible to ignore; this was not something that she could write off as a trivial concern for a young adult accelerating through her life. Emotional and physical stress made her produce bloody stool, with great pain, and this only worsened with age. She had begun to tiptoe through the years. She jerks her head, “I never had solid stools.” Her brother and aunt recommended “Dr. Sales.” She wields the name with startling coolness. He diagnosed her with the same illness he assigned to her relatives: Crohn’s, a widespread inflammatory bowel condition. She did not seek a second opinion at the time, but the diagnosis did not sit well with her. She decided to herself that he “wanted to be an expert.” The diagnosis was assigned without ever performing a colonoscopy. 
	Agency can be defined as the ability and motivated capability of doing something (Hay 2010, 260).  In a world framed around ability to be productive, the value of an individual in daily life in society is incalculably valued. For young adults especially, achieving independence, satisfying needs, and meeting goals are often seen as synonymous with success. When this is, in some cases, derailed by occurrences such as the onset of illness, that sense of agency is compromised. This can leave those ill grasping for models and ways to cope. Coping can be described as the changing of behavior or perception to manage outside demands that either tax or exceed a person’s resources. It manifests as like a series of transactions between an individual, their personality, and the environment they navigate through (Rakovec-Felser 2011, 454). Expectedly, suffering can result when the cost called for from the individual becomes too high.
	Terri’s doubts deepened through this time. Her doctor was “happy to prescribe pills,” and she was assigned steroids, immunosuppressants, enemas, and corticosteroids that she took religiously, the perfect patient. “I was shoving things up my butt and down my throat.” Reported adverse side effects for these drugs include weight gain, mood swings, osteoporosis, pancreatitis, rash, fever, and vomiting, and, in addition, many colitis patients fail to respond positively to drugs with time (De Iorio et al. 2006, 229-31). She was peripherally aware of a lack of focus on her lifestyle from her doctor, and this worried her: things were getting “really bad.” Coping was becoming hard; pain, blood, and running to the bathroom that yawned over spans of weeks became the norm. Overtaxed, she found herself “manipulating” things, modifying her behavior to make room in her life for her disease. She started to take pain medications to alleviate cramping and skip breakfast to avoid needing to produce bowel movements during the daytime. She continued to take the prescribed medications, though she “always felt they caused [her] additional problems” and soon began weaning herself off. 
	She was always aware of the bathroom. She might eat, and then 15 minutes later need to go. So she stopped eating regularly. If she were to go out with friends, the washroom had to be available or she would bow out. She was slowly being pushed by her illness, but it was not the commanding worry on her mind. “When you live with something, it seems to become ‘normal.’” She didn’t really notice symptoms after a while. By her late twenties and early thirties, she was “fine,” and she blossomed after marrying her husband, Paul, and two pregnancies also offered temporary withdrawal of symptoms, though she developed an arthritis-like condition. Life was good.
	Ulcerative colitis, or UC is a condition that affects 1-2 million people in the United States. A subcategory of inflammatory bowel disease, the disease presents in the form of painful diarrhea, bloody stools, rapid weight loss, fever, and anemia due to continuous inflammation and eventual ulceration of the entire colon with little or no breaks in diseased areas (Head et al. 2003, 247). Colitis is usually first diagnosed at a young age, between the ages of 10 and 40 years of age, by blood tests along with a colonoscopy to confirm. The exact cause of this disease is still undetermined, though it is speculated to be a collective result of genetic and environmental effects, and episodes are thought to be triggered by stress, chemical imbalance, and certain foods such as citrus fruits and pork (Head et al. 2003, 247, 264). It is ventured also that exposure to a “Western diet” might be a strong contributing factor; there is a reported lower incidence of UC in the regions of Africa, Asia, and South America (Head et al. 2003, 249). 
	Problems for Terri would be destined to return. Dr. Sales diagnosed Terri with fibromyalgia from her joint pain and prescribed Voltaren, an anti-inflammatory drug. This drug triggered a horrific reaction: she experienced her worst episode to date, and, at a loss, she sought counsel from her doctor, who “threw the kitchen sink” at her, putting her on 5 different drugs. Her agency with regards to her illness did not extend beyond which pill she would accept from her doctor next. Her blood was not monitored through this time, and soon Terri was admitted to the ER with pancreatitis and Clostridium difficile, a potentially fatal diarrhea. It was found that she was allergic to one of her medications, it had caused redness and swelling. “I was a balloon.” She shuffles in her seat, “I should go show you the pictures sometime.” At this point she was convinced her illness was because of the drugs. She felt her doctor was not listening to her; she was not privy to her own fight against her disease. It was, she decided, time to advocate for herself.
	Terri sought a second opinion and treatment from a new doctor, Dr. Keshovasian, who, nearly ten years after she first sought treatment, diagnosed her with her current identification of ulcerative colitis after performing an initial colonoscopy. Armed with a new answer, Terri still tumbled into a system that failed her needs. As an experimental physician, he tried a drug that ultimately worsened her symptoms. Nevertheless, what ultimately instigated her to leave was her doctor’s treatment of her: she was cooled by IV administration by a non-medical student intern, who despite her wishes, also was present during colonoscopies, neglecting her comfort. There was no dignity for her, once more she felt used. She left his care quickly: “I’m a patient advocate at heart.” She would soon find solace after continued searching.
	Dr. Yap would be the answer to her search. Unlike her previous physicians, he respected her desire for “no drugs.” For Terri and for many patients across the board, good medical care meant “care,” a relationship that promoted confidence, and was open to input and feedback from the patient themselves. She finally felt understood as an individual with life context rather than a body of symptoms to be treated (Ridd et al. 2009, e119). At this point in her life, her colitis was rarely severe, but “always there,” Dr. Yap still prescribed the drug Asacol for unbearable flare ups. She remembers that she was “always very suspicious” of the drug, as consumption left her racing for a bathroom in less than 20 minutes, and it was found that her body reacted aversely to this drug also. She was growing weary and disillusioned: a long parade of drug trials and being chronically symptomatic was taking its toll on the young mother. There were no more periods of remission. 
	A new normal manifested. Her husband loved to travel, but Terri saw trips as daunting. The ultimate dread was of long strips of road with no rest stops, fearful that she would “soil the side of the road in all my glory.” And it was true that she didn’t always make it to a bathroom. She instinctually packed towels and a change of clothes with her on a daily basis. She hardly at breakfast, just took coffee to “clean herself out” and would be “good” all day. She ate only at night when she was safely at home or a hotel. There were certain foods to avoid, mushrooms, pineapple, onion, black pepper. She was no longer in control of her illness, it seemed, but rather she was learning how her body responded. “That’s not normal, but normal for us.”
	She began to stay at home while Paul took the girls on day adventures. Through all of this, she was careful to hide her symptoms from others, including her two young daughters. I myself at the time was largely unaware of the scope of her suffering. Her quality of life was declining, and fear constantly plagued her. Like stress, fear exacerbates ulcerative colitis. 
	In 2008, her husband died of colon cancer, and her disease finally reached a crescendo: after an ER visit once more and prescribed Cymbalta, which made her suicidal on just the initial dose. She began a regiment of potent steroids, but her body seemed turned against her. Colitis became the focus of her life. “Where’s the bathroom?” became a critical question.  Increasing age, grief, stress, and familiar rejection snowballed and suffocated her, and this amplified her symptoms. When confronted with debilitating illness, a patient resort described as the “John Wayne Model” can be employed, which frames disease as something to “”fight through” or control (Hay 2010, 259). Terri was fighting to be “heroic:” the attentive mother for two grieving daughters, the energetic and capable daughter, the caregiver. When this idealized model bowed under the pressure and heat of her ulcerative colitis her suffering intensified. A change was desperately needed, and one more trip to the ER would initiate this. Her daughters experienced a role reversal, they needed to take care of her, and she distanced herself from her family that couldn’t understand how she couldn’t simply soldier on. As if shedding an ill-fitting coat, she was allowed to lay down and rest for a while, and this for her made all of the difference. By abandoning old roles, she developed a new pathway to agency in the face of her illness. She started walking and losing weight, she would soon be the healthiest she had been in years.
	This “high” eventually reached its unavoidable crash. Soon symptoms took hold once more “with a vengeance,” and she married her current boyfriend, Geoff, closing her mind to problems with the relationship, because she was frightened and sought the solace of steady healthcare. She thought of a future plagued with intensive medical demands, she thought of her two teenage daughters. “When you have a chronic illness, it makes decisions for you.” She felt that her treatments had turned on her, she bled almost constantly, and experienced serious cramping and misery. She was very, very tired. Her husband wanted her to do things she no longer has the strength to do anymore. She was sliding downhill, and simply too sick to care.
	Finally Geoff convinced her to travel to the Mayo clinic to seek relief, and this would be a pivotal first step towards a turning point. Upon arrival, the technicians could not even administer a colonoscopy due to severe anemia. With a hemoglobin count of 6.2, the nurses could not understand how Terri was even walking. Under the direction of Dr. Loftus, they tested her “for everything” and it was determined that she suffered from a rare paradox effect that caused an adverse reaction to any drug that was administered too long: in essence her body’s reaction to the drug caused the opposite of the drug’s intended purpose. Laughing, Terri describes herself as “the one who has the side effects” for any given medication, as a “highly sensitive soul.” They found that her colon was profoundly inflamed from end to end. She was just short of being recommended for whole-colon removal. 
	Without much hope left, Terri decided to try one last avenue, desperate to avoid this outcome. She would fight to save her colon. She took her therapist Linda’s advice and went to see a hypnotist that specialized in dire illness symptom relief: her case fit his consultation criteria. After just two sessions, Terri finally found relief, and she would see him at least once a month for the next two years. In addition to this, she received iron infusions to combat her anemia. The eventual divorce from Geoff led to another relapse, but hypnosis seemed to continue to help. An advocate for others, she finally invested some of this effort for herself; her sense of agency was returning, and she held tight to it. She was slowly trekking back from the brink, she was healing. She had achieved a new normal: “I was still so weak, but I was O.K.” 
	Another trip to the Mayo clinic two years later revealed, after a brief concern over possible precancerous tissue, much to the disbelief of her doctors, a colon in remission. There was no disease. She had progressed, from potential colon removal to total health. The wry smile graces her face once more, “There’s something to do about standards of care…you need to do what they tell you even when it’s not what I wanted.” Looking back, Terri decided that hypnosis was what ultimately worked, life continues to be stressful, but she no longer has flare-ups. The challenge now is learning to live a life without colitis, one without fear, pain, accidents, and abstaining from eating. She smiles, “Disease is life-changing. Healing is life-changing.”
	Chronic illness hangs in the wings of the life of those that experience such disease, and sometimes, when conditions are dire, will spill onto center stage. The stress associated with this leads to various coping strategies, from behavior manipulation, medical treatment, and emotional response that bear immense impact on the wellness of those that arm themselves with such resorts, as they are very often literally lifelong (Rakovec-Felser 460-61). An imbalance of power with patient-doctor relations, and being a unique patient meant Terri was cast as a wallflower in her own disease story. However, her spirit was always too vibrant for such a supporting role.  For Terri, developing ulcerative colitis meant finding a new normal, and finding s sense of agency in what was for her a seemingly hopeless situation. For Terri perhaps there was no “normal” a thing that can be lost or broken, but instead a  progression of a lifetime that took unexpected turns: walking on new paths, but nonetheless moving forward. Illness not only shapes the lives of those afflicted, but also societal responses, and both of these are deeply intertwined.  
	In order to overcome her chronic illness, Terri wrestled with the conventional norms she had always embodied: caretaker, an obedient patient, and advocating for healing on her own terms. Her illness experience was the multi-faceted product of personal biology and ecology, dissonance in doctor-patient relations and medical care, societal expectations, and the evolution what it means to “soldier on” in the face of chronic suffering. Parallel with the rise of current trends in patient-centered healthcare and alternative approaches to illness, it is clear that the shield to advocate for one’s own health experience is not an implicit handout: for better or worse those afflicted with chronic illness like Terri are often pushed to arm themselves to receive the care they deserve.
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