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ABSTRACT 

Over two million Americans suffer from an extremely debilitating disease called 

Inflammatory Bowel Disease. The purpose of this project was to improve the quality of 

life for children suffering from two forms of this disease, Crohn's Disease and Ulcerative 

in interactive board game was created to aid the 

ease and feeling comfortable with the inevitable 

7 their lives. 

THE 

IBD GAME 

RULES OF PLAY 

For 2 to 4 players or teams 

For ages 12 to 18 
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EXECUTIVE SUMMARY 

Inflammatory Bowel Disease (IBD) is an intestinal condition that afflicts over two 

million Americans. Crohn's Disease and Ulcerative Colitis are two types of IBD, which 

are both mentally and physically debilitating. The goal of this project was to improve the 

quality of life for patients suffering from Crohn's Disease or Ulcerative Colitis. 

The project team began by getting an understanding of the two diseases through 

research. Books and the Internet were used to help the project team to understand, 

through the words of patients, parents, and doctors, what the patients were going through 

and what kinds of things might help them get better both mentally and physically. 

After the preliminary research was completed a better understanding was still 

needed of what the patients' needs and wants were if they were going to improve the 

quality of life of the patients. A survey was created to be given to the patients which 

asked questions that would help the project team to better educate themselves about the 

needs of the patient. During this period the members of the project group realized that 

they needed a larger sampling than just the patients, so a survey was created for parents 

and healthcare workers as well. Through the help of Heather Peach, an employee at 

MassGeneral Hospital for Children, and Theresa Murphy, an employee of Crohn's and 

Colitis Foundation of America (CCFA), the surveys were distributed to patients suffering 

from Crohn's Disease and Ulcerative Colitis, their parents, and their health care workers. 

Once all of the surveys were returned to the project team, the results were 

analyzed and the team came to the conclusion that the patients were lacking in 

information about Crohn's Disease and Colitis, fun activities, and interaction with others. 
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Once this conclusion was reached, it was determined that there was a need for some type 

of design that would benefit the patients in all of the ways listed above. The initial 

thought was to create a computer game, a book or manual, or a video or skit. All of these 

ideas met some of the criteria, but not all. The fourth idea was to create a board game. 

The board game met all of the criteria, it was fun and enjoyable, it was interactive, and it 

was a wonderful learning tool. 

The board game consists of a picture of the entire GI tract. The tract starts with a 

mouth, following all the way through and ending with a toilet, where the game ends. 

Each player, at the start of the game, is given a designated number of pills which are 

colored according to the colors on the board. The players move to different spaces on the 

board when the dice is rolled. Every time the player lands on a space, they are asked a 

question. If the question is answered correctly, they can get rid of the designated number 

of pills on the question card. Whichever player gets rid of all of his or her pills and 

reaches the toilet first wins. 

This project, through its research and ultimate project design created from it, will 

help to educate patients suffering from Crohn's Disease and Ulcerative Colitis in an 

informative and enjoyable manner. It is the hope and expectation of the members of the 

project group that through their efforts, the quality of life of children suffering from these 

diseases will be improved. 
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Chapter 1 Introduction (Esophagus) 

Approximately two million Americans suffer from a group of diseases known as 

Inflammatory Bowel Disease (I13D). This class of disease afflicts mostly young adults, 

including thousands under the age of eighteen. There are two major types of IBDs. 

Ulcerative Colitis and Crohn's Disease are extremely debilitating both mentally and 

physically. The goal of this project was to improve the quality of life of patients 

suffering from Ulcerative Colitis and Crohn's Disease. The members of this project team 

do not have the knowledge or the expertise to improve the physical state of these patients. 

Therefore, the focus of this project was the improvement of the patients' mental status. 

A patient's mental status is affected by many factors that play a role in Ulcerative 

Colitis. The initial mental hardship for a patient is when they are a diagnosed with a 

lifelong debilitating disease. Patients also have to begin to deal with abdominal pain, the 

difficulty of going to the bathroom frequently, as well as the anguish of not being able to 

do all of the physical activity that they are used. Often times patients will become very 

stressed which ultimately detracts from their mental state. Many other complications, 

such as procedures, surgery, and doctor's appointments, also affect a patients mental well 

being. 

Patients identified discomfort about discussing their disease and lack of 

information about the diseases as two of the most significant issues related to their 

illness. In order to address these issues and therefore realize the goal of the project, the 

project team was able to design and implement an informative board game with 

Ulcerative Colitis and Crohn's Disease as its central theme. 

1 



The Interactive Qualifying Project (IQP) is described as "...challeng[ing] students 

to identify, investigate, and report on a topic examining how science or technology 

interacts with societal and structures and values. The objective of the IQP is to enable 

WPI graduates to understand, as citizens and as professionals, how their careers will 

affect the larger society of which they are a part." This project involved the study of two 

very debilitating diseases, Cram's Disease and Ulcerative Colitis. Over the course of the 

project, the members of the project group were able to blend technology and society by 

creating an interactive device to improve the quality of life for children suffering from 

these two diseases. 
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Chapter 2 Background Information (Stomach) 

Inflammatory Bowel Disease (IBD) is a term used to describe several 

gastrointestinal diseases. There are two major types of IBDs — Crohn's Disease and 

Ulcerative Colitis. These diseases, like all Inflammatory Bowel Diseases, affect the 

digestive system. Some of the symptoms associated with these types of diseases are 

intestinal inflammation, sores, bleeding, scarring and the loss of the smoothness of the 

inner lining of the intestinal tract. Symptoms can also include abdominal pain, cramping, 

fatigue, and diarrhea (CCFC, "The Facts About IBD," 2000). No cure currently exists for 

either disease. However, they can both be managed through nutritional therapy, 

medication, and surgery. 

An estimated 1,000,000 Americans are afflicted with Inflammatory Bowel 

Disease. This number is not very exact since it is difficult to diagnose most IBDs. 

Although Inflammatory Bowel Diseases afflict people of all ages, most cases are 

diagnosed in patients under the age of 30. Males and females appear to be equally 

afflicted by the diseases. People who have family members with an Inflammatory Bowel 

Disease have an increased chance of being diagnosed with the disease (CCFA, 

"Questions and Answers," 2000). For this reason, researchers believe that Inflammatory 

Bowel Diseases have a genetic link. Research indicates that the some people have a 

genetic susceptibility that enables an agent such as a virus or bacteria to trigger an 

abnormal immune response (WebMD, "What is IBD," 2000). Most cases of 

Inflammatory Bowel Diseases occur in North America and Northern Europe. A much 

smaller number of cases occur in central Europe, the Middle East, and Australia, and 
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practically none occur in Asia and Africa (CCFC, "The Facts About IBD," 2000). 

Researchers, because of this fact, also believe there is an environmental link. 

2.1 	 Ulcerative Colitis 

Ulcerative Colitis is one type of Inflammatory Bowel Disease. Ulcerative Colitis 

causes an inflammation of the colon and/or rectum, which is commonly known as the 

large intestine. It is described as the inflammation and ulceration of the innermost lining 

of the colon, known as the mucosa. With Ulcerative Colitis, the inflammation is 

localized in the large intestine and extends up from the rectum through the colon, without 

any areas of normal tissue intermixed with the diseased tissue (CCFA, "Question and 

Answers," 2000). 

Presently, there is no cure for ulcerative colitis except for surgery. However, 

sometimes the post-surgery side effects outweigh the benefits of the surgery. As a result, 

doctors only advocate surgery as a last resort. As better surgical techniques are 

developed, surgery becomes a more viable solution early on in the progression of a 

patient's disease. However, right now keeping the disease under control is the first step 

in a patient's treatment process (Chipman, 1-30-2000). 

Ulcerative Colitis is characterized by several main intestinal symptoms, which 

range in severity depending on the severity of the disease. These symptoms usually 

include diarrhea with or without rectal bleeding, which results in extreme abdominal 

pain. This diarrhea can be described as watery, loose stool or more frequent soft stool. 

This is due to the fact that Ulcerative Colitis interferes with the everyday functioning of 

the colon, including the absorption of fluids from the stool. The excess fluid is the 
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underlying cause of the diarrhea. The severity of the patient's diarrhea has been found to 

coincide with his or her diet and the severity of his or disease (Rood and Stein, 1999). 

Some patients may experience rectal bleeding, while others may not. This is 

dependent upon the severity of the disease. Abdominal pain is commonly seen in 

patients with Ulcerative Colitis, and is usually described as cramps that occur in the 

lower abdomen. It tends to occur in conjunction with an urge to have a bowel movement 

and tends to improve or is relieved by the completion of the bowel movement. The 

underlying cause for this pain is the spasms of the colon caused by inflammation (Rood 

and Stein, 1999). 

Sometimes these symptoms progress to a critical point, called Toxic Megacolon. 

During Toxic Megacolon, the colon loses its muscular tone and becomes critically 

dilated. If the progression is not diagnosed at an early stage, perforation of the colon will 

occur. The perforation is usually followed by an infection of the abdominal cavity called 

peritonitis. Toxic megacolon is a medical emergency and, as a result, requires immediate 

surgery (Rood and Stein, 1999). 

Ulcerative Colitis increases a patient's risk of developing colon cancer as much as 

three to five percent and increases with duration of the disease (Rood and Stein, 1999). 

When colon cancer is detected, a colectomy (refer to Section 2.12) is usually the 

prescribed course of action. 

Of the patients who will develop extra-intestinal symptoms, one out of every five 

will develop joint and skeletal pain (Rood and Stein, 1999). The cause of the joint pain is 

linked to intestinal inflammation. Joint and skeletal pain often occur during active 

periods of the disease. Sometimes, joint problems are a precursor to intestinal pain. For 
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example, arthritic pain can manifest in children long before Ulcerative Colitis is 

suspected. The large joints (knees, hips, shoulders, ankles, etc.) are typically affected. 

Most often, the joint pain subsides once the intestinal pain is gone. However, sometimes 

it will cause joint damage and, in turn, cause a chronic problem. In general, patients 

suffering from arthritic pain have to cope with decreased physical activity (Rood and 

Stein, 1999). 

Similarly, the spine can be affected by Ulcerative Colitis. 	 This condition is 

called spondylitis, and is characterized by lower back pain with morning stiffness. 

Spondylitis can usually be relieved through special exercises. A person who is affected 

by spondylitis often experiences a loss of flexibility due to problems with the spine's 

supporting ligaments. Over time, this could lead to a decrease in chest expansion; in late 

stages of the condition, the cervical spine can develop nerve problems similar to those 

seen in people diagnosed with a pinched nerve. A program of increased exercise and 

deep-breathing exercises can help minimize the disability associated with spondylitis 

(Rood and Stein, 1999). 

It is now known that Ulcerative Colitis affects the metabolism of bone. This 

results in a thinning of bone, known as osteopenia. The severity of osteopenia has been 

observed to be greater in younger people. Progress has been made to correct this problem 

directly, but the best primary course of action is to control the inflammation, which is the 

underlying cause. This joint inflammation can lead to a less active lifestyle and even 

more severe complications if not detected early (Rood and Stein, 1999). 

Skin problems can also be linked to the problems occurring in the intestines of a 

patient. The most common skin problem is called erythema nodosum. It is characterized 
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by tender bumps on the skin, usually on the legs, and commonly precedes intestinal 

inflammation. Another complication of much greater concern is pyoderma gangrenosum. 

Pyoderma Gangrenosum causes intense injury to small blood vessels and their lining 

cells. This is of great concern because it is not susceptible to conventional therapies, 

even steroids (Rood and Stein, 1999). 

Other skin complications include canker sores in the lining of the mouth, cracks in 

the corners of the mouth (cheilosis), splitting of the lips (fissuring), and a reddening of 

the skin around the mouth. All of these problems can cause harsh changes to the outward 

appearance of a patient suffering from them. (Rood and Stein, 1999) 

2.11 Medicinal Intervention for Ulcerative Colitis 

Medication is usually the first option chosen by doctors to treat a patient with 

Ulcerative Colitis. This is due to the fact that effective medical treatment with 

medication has been found to help control the disease by suppressing inflammation, 

promoting intestinal healing and relieving the symptoms of diarrhea and abdominal pain. 

The medications prescribed by doctors can be separated into three categories: Anti- 

inflammatory medications, antibiotics, and anti-diarrheal medications (CCFA, 

"Medications," 2000). 

Anti-inflammatory medications are used to suppress the harmful inflammation of 

the colon caused by Ulcerative Colitis, thereby relieving the abdominal pain caused by 

the inflammation. There are three major categories of anti-inflammatory medication, 

each with its own side effects. The first type is Corticosteroids, which includes drugs 

such as Prednisone, Hydrocortizone suppositories and enemas, Methylprednisolone, 
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ACTH, and various other drugs. Corticosteroids are known to cause side effects in people 

who take high doses for extended periods of time. Possible side effects include weight 

gain, red blotches on the skin, increased facial hair growth, hypertension, severe mood 

swings, increased blood-sugar level (which can induce diabetes), weakness and cramps in 

the legs, and cataract formation and osteoporosis when a patient's treatment exceeds six 

to twelve months (Zukerman and Inglefinger, 1997). 

The second type of anti-inflammatory medication is sulfasalazine, which includes 

drugs like Azulfidine and other generic forms. Sulfasalazine is commonly used to treat 

mild to moderate cases of Ulcerative Colitis. Its possible side effects include sulfa 

related allergies like fever, skin rashes, and joint pain, as well as nausea, headaches, 

fatigue, lowered white blood cell count, and temporary infertility in some men (CCFA, 

"Anti-Inflammatory Medications," 2000). 

The third type of anti-inflammatory medication is 5-ASA compounds, which 

includes drugs such as Asacol, Dipentum, Pentasa, and Rowasa. These drugs are usually 

prescribed to patients who cannot tolerate Sulfasalazine-type drugs. The drugs that fall 

into this category have only a few of possible side effects. These include loose bowel 

movements in patients in which the disease is active and the risk of long-term kidney 

damage in patients who are on doses that exceed 4000 mg a day (CCFA, "Anti- 

Inflammatory Medications," 2000). 

The second category of medication is antibiotics. Antibiotics like ampicillin 

(Unasyn), cephalosporin (Keflex), and tetracycline (Achromycin) are used to treat the 

secondary infections that are caused by the penetration of bacteria into the damaged 

tissue of the intestinal wall. These antibiotics have side effects that are more commonly 
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seen in patients with severe cases of Ulcerative Colitis who are on multiple medications. 

These side effects include yeast infections of the mouth and throat, which cause other 

symptoms such as white plaque on the lining if the cheeks, tongue, and throat, and pain in 

the throat or chest when swallowing (CCFA, "Antibiotic Medications," 2000). 

The third type of medication that is prescribed for the treatment of Ulcerative 

Colitis is anti-diarrheal medication. Anti-diarrheal drugs such as Loperamide (Imodium) 

and Diphenoxylate (Lomotil) help reduce diarrhea by slowing down the rate of food 

traveling trough the digestive tract. This allows the digestive enzymes more time to 

break down undigested fats and fiber. Loperamide also helps prevent incontinence by 

tightening the anal sphincter muscles. Anti-diarrheal drugs, like any other type of drug, 

can cause side effects, including gas, bloating, cramps, and constipation (CCFA, 

"Antidiarrheal Medications," 2000). 

Doctors generally prescribe these medications in conjunction with one another, 

because each drug has its own purpose. However, in some patients, medication might not 

be successful. When this is the case, doctors have to resort to the option of surgery 

(Chipman, 2000). 

2.12 Surgical Intervention for Ulcerative Colitis 

Twenty five to forty percent of Ulcerative Colitis patients require surgery. The 

usual disease complications that require surgery include hemorrhage, toxic megacolon, 

perforation, mild stricture, severe dysplasia (premalignant tumors), and cancer of the 

colon or rectum. Some patients who have Ulcerative Colitis are able to continue a 

completely normal lifestyle after surgery, while others do not respond well to surgery and 
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develop other complications (Rood and Stein, 1999). Surgery can be classified as 

elective, urgent, or emergency. In most of the cases that require surgery, the surgery is 

needed immediately after the onset of complications. This is due to the fact that 

complications can sometimes be life-threatening or become life-threatening if left 

untreated (Rood and Stein, 1999). 

Because Ulcerative Colitis is limited to the colon and rectum, there is a limited 

number of surgical procedures that can be performed. One type of surgery is a 

proctolectomy, the removal of the colon and the rectum with a permanent ileostomy that 

involves having an external "bag" to hold stool. During this procedure, the colon and 

rectum are removed and the end of the small intestine, called the Ileum, is connected to 

the abdominal wall by the way of a stoma. Then, a "bag" for collecting stool is attached 

to the abdomen on the outside of the patient's body. This procedure involves follow-up 

care for the patient, which includes regular emptying of the bag. This surgery is widely 

used if the patient is emotionally ready to cope with a permanent external ileostomy 

(Rood and Stein, 1999). 

Another surgical intervention is a continent ileostomy, which was pioneered by 

Nils Kock. During this procedure the colon and rectum are removed and a pouch is made 

from the small intestine. This internal pouch is then connected to the wall of the 

abdomen by using a flat stoma with a valve. A catheter is then passed through the stoma 

and the valve when the pouch has to be drained. This is not usually the first chosen 

surgical procedure for patients, but is a good choice in certain cases (Rood and Stein, 

1999). 
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Often patients find it difficult to tell when the pouch needs to be emptied, which is 

why a patient's follow-up care involves having a scheduled routine for emptying the 

pouch. Usually, a patient needs to drain his or her pouch two to eight times a day (Rood 

and Stein, 1999). This procedure also has some long-term complications. The valve that 

the catheter is passed though can develop slippage and prolapse, which requires 

additional surgery to correct. Patients are encouraged to follow some dietary restrictions 

after surgery. Their diet should not include any foods that do not digest fully because 

they are hard to drain out of the pouch. Pouchitis is also another concern. Pouchitis is an 

inflammation of the pouch, which may involve symptoms including pressure, pain, and 

cramping in the pouch. Pouchitis is accompanied by fever, malaise, or arthralgia, and is 

usually treated with medication, although it can reoccur after treatment (Rood and Stein, 

1999). 

A third surgical procedure is a "proctocolectomy (removal of the colon and 

rectum), with salvage of the anal muscles (sphincters) by construction of a new rectum 

(neorectum) from the distal small bowel (reservoir or pouch) and a temporary ileostomy. 

The loop ileostomy in closed after 6 weeks." (Rood and Stein, 2000; 156) The common 

name for this procedure is the heal pouch-anal anastomosis, or J-pouch. The procedure 

usually requires two different stages, which means two separate operations. This type of 

surgery is not restricted to one age group (Rood and Stein, 1999). 

The J-Pouch procedure is usually associated with long and short term 

complications, like any other major surgery. Conversion to a permanent ileostomy is 

required in seven to ten percent of patients with J-pouches. (Rood and Stein, 1999) The 

reasons for this include Crohn's disease of the pouch, chronic pelvic infection, and 
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overall poor tolerance to the pouch. Bowel obstruction and pouchitis are the most 

common long-term complications. Some of these complications can be treated with 

medications, while others may require additional surgery (Rood and Stein, 1999). 

A fourth procedure involves the colon, but not the rectum. During this procedure, 

only the colon is removed and the small intestine is connected directly to the rectum. 

This procedure is only useful in certain cases of Ulcerative Colitis (Rood and Stein, 

1999). 

The two procedures involving ileostomies were the surgeries of choice before the 

creation of the J-Pouch. The J-Pouch has become the more commonly used procedure 

because it does not induce some of the emotional strain attributed to having an ileostomy. 

Likewise, more procedures are being developed everyday to improve the lives of patients 

with Ulcerative Colitis and help them feel "more normal," although any surgery is 

difficult for a patient due to the many risks involved. 

2.2 	 Crohn's Disease 

Crohn's disease is a serious chronic inflammatory disease of the gastrointestinal 

tract. The disease predominately affects the lowest portion of the small intestines (ileum) 

and the large intestine (colon), but can also occur in other parts of the digestive tract, such 

as the esophagus or stomach. Crohn's disease usually afflicts all layers of the intestinal 

wall. The most common forms of Crohn's disease are ileitis, small-bowel Crohn's 

disease, and ileo-colitis, Crohn's disease affecting the ileum and colon. In approximately 

one in four cases of Crohn's disease, the disease affects the anus. 
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The disease can be hard to diagnose because its symptoms are similar to those of 

other Inflammatory Bowel Diseases (Lewis, 2000). Symptoms of Crohn's Disease can 

flare up after periods of remission, or they can be continuous. The most common 

symptom is diarrhea. Another symptom is constipation, which is usually caused by an 

obstruction in the small intestines. Abdominal pain, or cramps, can be caused by 

intestinal contractions and are usually related to diarrhea. Other common symptoms of 

Crohn's disease are fever, fatigue, and a loss of appetite, which may result in weight loss. 

Tenesmus, a painful urge for a bowel movement, can occur because of the inflammation 

in the rectum (WebMD, "What is IBD," 2000). 

There are many complication associated with Crohn's Disease. Some potential 

complications are malnutrition and malabsorption. Toxic Megacolon is a serious 

complication that can occur when deeper layers of the colon become inflamed. This 

condition can cause the colon to enlarge or become paralyzed, and in extreme cases may 

cause it to rupture. If this happens, emergency surgery is necessary. A rupture of the 

colon is associated with a 30% mortality rate. Symptoms of Toxic Megacolon include 

weakness, abdominal pain, bloating, grogginess, and disorientation (WebMD, "What is 

IBD," 2000). 

Abscesses and fistulas develop when there is a microscopic break in the intestinal 

lining, which allows germs to cultivate and infections to develop. An abscess may begin 

as a pimple-like boil that may expand and become very painful. Surgery for an abscess 

involves a surgical cut in the abscess, which allows the liquid inside to drain away. A 

rectal fistula is an abnormal opening that connects the rectum to the skin (external 
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fistula), or connects the rectum to an organ (internal fistula). Surgery may be needed to 

drain away infected fluid and close the opening (WebMD, "What is IBD," 2000). 

Another common complication of Crohn's disease is intestinal blockage. 

Segments of scar tissue caused by inflammation, called strictures, can contract the 

passageways of the digestive tract, such as in the intestines. This causes a bowel 

obstruction, which is associated with symptoms such as cramps and vomiting (WebMD, 

"What is IBD," 2000). 

Patients with Crohn's disease have an increased risk of cancer of the digestive 

tract, especially colon cancer. Crohn's disease can cause complication outside the 

digestive tract, as well. Patients often suffer from stiffness of the joints and arthritic 

symptoms. Mouth sores, complications in the eyes, hepatitis, and kidney failure can also 

occur, along with gallbladder disease and gallstones. Blood loss due to ulcers resulting 

from the illness often causes anemia. In children, Crohn's disease may impair physical 

growth and postpone puberty. 

Along with the physical complications that occur as a result of Crohn's disease, 

patients often also face emotional and neurological issues. Patients suffering from 

Crohn's Disease often associate eating with fear of abdominal pain. Attacks of diarrhea 

and anal leakage can cause a sense of humiliation, which in turn can result in social 

isolation and lowered self-esteem (Bowers, 9-25-2000). 
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2.21 Medicinal Intervention for Crohn's Disease 

Medication plays an important role in treating Crohn's Disease. Most of these 

medications have serious side effects because of their potency. There are three reasons 

that people take medication if they have been diagnosed with Cohn's Disease: to reduce 

inflammation in the gastrointestinal tract, to reduce symptoms of the disease, and to treat 

the complication of the disease (CCFC, "Medication for IBD," 2000). 

The first major category of medication that is prescribed to patients with Crohn's 

Disease is anti-inflammatory drugs. Anti-inflammatory drugs are used to reduce the 

inflammation caused by Crohn's Disease, thus relieving painful symptoms (CCFC, "Anti- 

Inflammatory," 2000). One commonly prescribed anti-inflammatory drug is 

Sulfasalazine, used to treat mild to moderate attacks of Crohn's disease. It reduces the 

production of diarrhea-causing chemicals, thus decreasing inflammation and allowing 

healing to occur. It also removes oxygen radicals that are released during inflammation, 

which can cause tissue damage and can kill cells (WebMD, "Medication for IBD," 2000). 

The most common side effects of Sulfasalazine are nausea, reduced appetite, and 

vomiting. Another less common side effect is the shortening of the lifespan of the red 

blood cell, called hemolysis. The most unlikely, although most serious, side effect is 

bone marrow shutdown, which is called marrow aplasia. Patients who take this drug 

may need a vitamin supplement, because sulfasalazine reduces the ability of the intestine 

to absorb folic acid. 5-Aminosalicylate (5-ASA) is Sulfasalazine without the sulfa as a 

carrier. It is used as an alternative to Sulfasalazine, mostly for patients who are allergic 

to sulfa. The side effects of this drug are the same as for Sulfasalazine (CCFA, "Anti- 

Inflammatory Medication," 2000). 
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Another commonly prescribed anti-inflammatory drug is Glucocorticosteroids 

(steroids). Examples of commonly prescribed steroids are Prednisone, hydrocortisone, 

Betamethasone, Tixocortol, and Budesonide. These medications are used to treat 

moderate to severe cases of Crohn's Disease, to reduce inflammation. Patients with 

Crohn's Disease may need to take steroids continuously to control chronic symptoms of 

the disease. 

Steroids have major side effects, including rounding and redness of the face, hair 

growth on the face, and acne. In children, reduced growth rate or delayed puberty can be 

associated with steroid use. In cases of malnutrition, swelling of the ankles may occur 

due to increased fluid levels in the body. Patients who use steroids for long period of 

time may develop fatty deposits in the arms, legs, and sometimes in the middle or upper 

back. Muscle weakness in the thighs and upper arms can also occur. Patients on steroids 

usually have an increased appetite and suffer weight gain because of this increase. 

The "invisible" side effects of steroids include softening of bones, thinning of the 

skin in the arms and legs, a reduction of the body's fatty cushion-making veins more 

fragile and increased susceptibility to bruising. Another side effect is increased blood 

sugar, which can aggravate diabetes. Steroid use can sometimes cause peptic ulcers. It 

can also have psychological side effects, including changes in people's moods. A 

patients' psychological reaction to the steroids and the side effects can vary. They can 

become more energetic or they can become more depressed (WebMD, "Medication for 

II3D," 2000). 

Another category of medication used to treat Crohn's disease is 

immunosuppressives. Some of the major immunosuppressives are Azathioprine, 6- 
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mercaptopurine (6-MP), methotrexate, and cyclosporine A (CCFA, "Medications," 

2000). Immunosuppressives are used to suppress the immune system, and to help reduce 

inflammation (CCFA, "Immunomodulator," 2000). In some cases, immunosuppressives 

help to heal fistulas. They are often prescribed so that patients can limit their intake of 

steroids or stop taking them all together. Immunosuppressives have side effects, as well, 

since they interfere with the immune system. They decrease the body's ability to fight 

infection, and increase the likelihood of infection. Each particular immunosuppressive 

has its own side effects. The side effects can vary greatly depending on the medication. 

Some are very mild and some can be life-threatening. For example, Azathioprine and 6-

mercaptopurine can interfere with a patient's bone marrow activity, and cause 

pancreatitis. Some of the mild side effects are loss of appetite, nausea, and vomiting. 

Methotrexate has similar side effects, except that it may cause scarring of the liver and, in 

severe cases, cirrhosis of the liver (WebMD, "Medication for IBD," 2000). 

One of the largest categories of medication prescribed to patients are antibiotics. 

Examples of commonly used antibiotics are Metronidazole, Ciprofloxacin, Ampicilhn, 

Cefazolin, Gentamicin, and Tobramycin. They are used to treat infections killing 

bacteria. In Crohn's disease, antibiotics may be the only medication prescribed. Side 

effects vary between different antibiotics, since each antibiotic treats a specific 

complication of Crohn's Disease (WebMD, "Medication for IBD," 2000). 

The two major antibiotics used to treat Crohn's Disease are Metronidazole and 

Ciprofloxacin. Metronidazole is prescribed mainly to treat abscesses and fistulas in or 

near the anus (CCFA, "Antibiotic," 2000). The most common side effects include 

nausea, loss of appetite, dizziness, headache, drowsiness, confusion, difficulty sleeping, 
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itchy rashes, vaginal discharge, and darkened urine. When taking metronidazole, some 

people cannot tolerate alcohol. Ciprofloxacin is very effective in treating abscesses 

around the anus. It can cause difficulty sleeping, vivid dreams, and tendonitis (WebMD, 

"Medication for IBD," 2000). 

The last major category of medication used to threat Crohn's Disease is anti- 

diarrhea! drugs. Examples of this type of drug are Loperamide, Codeine, and 

Diphenoxylate, which are used to control abdominal discomfort and diarrhea. Anti- 

diarrhea! drugs change muscle activity and retard the functions of the intestines. They 

can also have side effects, including constipation and bowel obstructions (CCFA, 

"Antidiarrheal Medications," 2000). 

2.22 Surgical Intervention for Crohn's Disease 

Surgery as the medical treatment for Crohn's disease is not simply a last resort. 

Sometimes surgery is the only treatment for a particular condition. Approximately 75 

percent of people with Crohn's disease will have surgery at some point in their lives. 

Surgery becomes an option when massive bleeding or Toxic Megacolon occurs, when 

medication doesn't work, or when the intestinal lining becomes pre-cancerous or 

cancerous. It is performed to alleviate the painful symptoms of the disease and improve 

the quality of life of the patient. Symptoms may go away and medication may be 

stopped, although the disease may reoccur at any time. Surgery for Crohn's disease may 

repair damage such as abscesses and fistulas, remove an obstruction or blockage of the 

bowel, or remove an entire section of diseased tissue (resection). Depending on the type 
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and scope of the surgery performed, the patient may later need to rely on alternative 

means of collecting and removing feces. 

The most common surgical procedure for Crohn's disease involves removing an 

obstruction in the small intestine. Obstructions occur when inflammation causes the wall 

of the small intestine to thicken. Eventually, the bowel becomes so constricted that food 

can no longer pass through it. This narrowing is called a stricture. A stricture may be 

corrected either by strictureplasty or by resection. 

In strictureplasty, the narrowed area of intestine is surgically opened and the 

intestine is widened. The stricture usually doesn't re-form in the same place. 

Strictureplasty is a preferred procedure because it does not involve removing a piece of 

the small intestine. 

In a resection, the diseased area of intestine is removed and the remaining sections 

of healthy tissue are joined together. Surgeons try to avoid procedures that might shorten 

the ileum whenever possible, because it can lead to Short-Bowel Syndrome. The ileum 

digests and absorbs fat. Short-Bowel Syndrome occurs when there is not enough tissue 

to absorb the nutrients in food that the body needs. The patient must compensate for the 

removed or shortened ileum by taking medication and consuming less fat. One symptom 

of Short-Bowel Syndrome is chronic diarrhea. 

The usual procedure for the jejunum is a resection, with the ileum taking over its 

nutrient-absorbing functions. The duodenum is only several centimeters long, which 

makes it difficult to do either a resection or strictureplasty. In this case, a 

gastrojejunostomy is performed, is a bypass operation in which the upper jejunum is 

connected to the stomach. 
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Surgery for Crohn's disease often only alleviates symptoms for a limited period of 

time. The recurrence rate for Crohn's disease varies greatly, depending on the affected 

section of the intestine. The recurrence rate of Crohn's Disease in patients for whom 

both the small and large intestines are affected is approximately six to eight per cent per 

year. This rate is slightly less in patients for whom the small bowel was the only section 

affected. It is even slightly more decreased if the colon was the only section affected. 

Medical therapy can be used to decrease the recurrence rate of Crohn's Disease (CCFC, 

"Surgery and IBD," 2000). 

2.3 	 Physical and Emotional Complications Associated with Surgery 

Counseling and support is very important after surgery, especially if the patient is 

coping with the difficulties associated with an ostomy surgery. An enterostomal 

therapist is the person who counsels and teaches patients, both before and after an 

ostomy surgery. The enerostomal therapist teaches patients how to use and care for any 

external devices needed after surgery, such as an iliostomy "bag," and counsels patients 

on how to cope and function with an ostomy on a day-to-day basis. 

Surgery may cause changes in digestion. If more than one meter of ileum is 

removed, there is not enough tissue to absorb nutrients. Some patients will need 

injections of Vitamin B12 because the body may not be able to absorb Vitamin B12 and 

bile salts. 

When the entire ileum is removed, the liver still produces bile salts but there is 

less tissue for the body to absorb the bile salts. Bile salts help the intestine digest fat; 

therefore, fat cannot be absorbed correctly in their absence. This causes the body to 
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absorb more oxalates, which causes kidney stones to form. Patients may have to be put 

on a low-oxalate diet to alleviate these complications. 

Patients who undergo ileostomies release more water than normal. If the patients 

do not drink enough fluids, they will produce less urine than normal causing uric acid 

stones to develop. Doctors recommended that these patients drink two to three liters of 

fluids a day to prevent this complication from developing (CCFC, "Surgery and IBD," 

2000). 

2.4 	 Mental Aspects of Inflammatory Bowel Disease 

Patients with Inflammatory Bowel Disease suffer from many mental hardships 

due both to their disease and to the side effects from medications. For all patients, 

everything starts with the initial diagnosis. Their reaction to the diagnosis may be 

disbelief, anger, and sometimes confusion (Rood and Stein, 1999). Many patients, when 

they are first diagnosed, do not even realize how severe their disease can be both 

physically and mentally. Many patients, until they have a better understanding of 

Ulcerative Colitis or Crohn's Disease, may feel that this is in some way all their fault 

(Chipman, 1-30-00). 

For most patients, the first few months are the most difficult. This is the time they 

are bombarded with new information, put on many new medications, and are forced to 

make many serious changes in their life. This is the time when many patients can 

become very depressed (Depression, 2000). Their life is suddenly changing for the 

worse. The most difficult aspect of Inflammatory Bowel Disease for a child is the 

changes that must occur to his or her social lifestyle (Colitis Foundation, 2000). He or 
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she is no longer able to go out with his or her friends without worrying about having to 

use the bathroom (Colitis Foundation, 2000). For many children, this adds a lot of mental 

stress and often causes a reluctance to leave the house (Depression, 2000). IBD causes 

many physical problems, but often times the mental effects may be more devastating to a 

child's life. "[C]olitis zaps the motivation right out of you" 

(http://www.thearea.com/colitis/mylife.html,  2000). 

Discussing the disease may be one of the hardest things for a child to do. Not 

being able to talk with anyone about his or her problems leads to a large build up of 

anger, depression, and often excess stress, all of which negatively affect a patient's battle 

against Ulcerative Colitis or Crohn's Disease (Barouta, "Stories," 2000). 

Coping with the pain from the disease becomes an extremely large part of a 

patients life. This often causes a child a great deal of mental pain. Patients often think 

about the pain constantly. At times this may be the only thing on their mind. Many 

patients are generally thinking about the pain they are experiencing or the next time they 

will have to use the bathroom (Barouta, "Tips and Advices," 2000). 

Having to cope with the physical changes that occur from the side effects of the 

disease and the medication is very difficult for many patients. Most patients with 

Ulcerative Colitis suffer from major weight loss. Patients having to take steroids may 

also have to deal with weight gain, acne, bloating, and many other side effects which are 

difficult for a child to deal with. 

Being in the hospital, undergoing many procedures, and missing school can 

change a child's life drastically. "No child ever wants to miss school or be in the hospital 

for an extended period of time" (Chipman, 1-30-00). Many times a child will experience 
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anxiety caused by all of these factors. Children can become very stressed and scared 

when they have to stay in the hospital overnight or undergo a medical procedure 

(Barouta, "Stories," 2000). 

There are many ways in which patients with Inflammatory Bowel Disease have 

been very successful at coping with the mental side-effects of these diseases. Formal and 

informal support groups are one way to cope with these mental effects. There is also 

psychiatric help available, along with other means of counseling. The most important 

issue is that the child feels comfortable throughout this entire process. 

Support groups seem to be the best form of coping for a child battling their 

disease (Demio, 2000). Support groups act as a place where a child can feel extremely 

comfortable discussing what he or she is going through. A support group may also 

become a place where a patient no longer feels alone. He or she is in an environment 

where there are other people with the same problems, which often makes the child no 

longer feel like they are "the only one." 

Support groups are a place where a child and his or her family can receive 

additional information about Ulcerative Colitis or Crohn's Disease. Many times it is 

difficult to ask a lot of questions when a patient is in a doctor's office, and a support 

group can often become the next best place. The first step to attending a support group is 

wanting to get help from others who share the same problems (Chipman, 1-30-00). 

Another way to cope with the mental hardships from Ulcerative Colitis or Crohn's 

Disease is for a patient to seek help from a psychiatrist. If a patient is in need of 

psychiatric help it is usually recommended by his or her doctor. A patient may often see 

a psychiatrist when they become very depressed (Rood and Stein, 1999). 

23 



Other forms of coping with the pain and mental hardships involve biofeedback 

(self-hypnosis), acupuncture, and herbal medicines. These techniques may be helpful for 

some patients when dealing with the pain associated with their disease (Rood and Stein, 

1999). 

There are many other ways in which a child can learn to cope with the mental 

hardships involved with Ulcerative Colitis or Crohn's Disease. Learning to discuss their 

problems among friends and families is one way. Keeping stress levels low and learning 

one's physical and mental limits are also very important to the treatment of their disease. 

"Although it is very difficult for many patients to discuss their disease with others, this is 

the best way for friends and family of patients to understand the situation and be able to 

help them" (Chipman, 1-27-00). Many patients find much of their stress relieved when 

they are able to discuss their problems with their friends and families. Ulcerative Colitis 

and Crohn's Disease can be very difficult mentally to deal with, but a child needs to learn 

how not to let the disease win (Barouta, "Stories," 2000). The disease causes many 

changes in a child's life, but there are always ways to get around these changes. A child 

and his or her family have many resources available to them, if they are made aware of 

these resources and choose to utilize them. 
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Chapter 3 	 Data Gathering (Small Intestine) 

In order to improve patients' quality of life it was first necessary to determine 

what their specific needs are. The best possible way to do this would have been to speak 

directly with the patients and inquire as to what they are lacking or would like to see. 

Unfortunately, the strict policies of hospitals would not permit this course of action. 

Without gathering data directly from the patients, the project team would have been 

forced to use more conventional data from research materials such as books, magazines, 

or web pages. Because this type of data is not as accurate as that gathered directly from 

patients, however, the team decided that another course of action was necessary. It was 

decided that a survey would best suit the needs of this project without infringing on the 

policies of the hospitals. 

3.1 	 Survey Creation 

The most important thing that the project team wanted to get out of the survey 

was an idea of what to design that could improve the quality of life for patients. To do 

this, it was necessary to determine not only the opinion of the project team, but more 

importantly the opinion of the patients themselves. The survey was designed so that the 

questions that asked would give the team a better idea of the patients' needs and wants. 

When creating the survey, the project team had researched all the facts about Crohn's 

Disease and Ulcerative Colitis but did not understand what patients' needs were or how 

to meet these needs. 
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The survey was designed to get a response from the patients that would allow the 

project team to understand of what patients wanted. The project team began to design 

questions based upon an educated opinion about what patients would be interested in. 

Based on the research that was conducted earlier, the team developed a list of what types 

of information would be useful to gain from the patients: 

• Patients' feelings about their disease 

• Extent of their knowledge of the disease 

• What types of medication they are on, and how they feel about being on them 

• Patients' feelings about surgery 

• How they cope with their disease 

• How their parents feel 

Using this information, the team determined specific questions that would provide 

the desired information. The team then compiled the questions in a way that would be 

easy to read and understand for young patients. The final survey with the completed list 

of questions can be found in Appendix C. Some examples of questions were: 

• Is there anything more you would like to know about Ulcerative Colitis or 

Crohn' s Disease? 

• What medications do you have to take on a regular basis? 

• Are your parents helpful in your coping with Ulcerative Colitis or Crohn's 

Disease? 

Once the initial draft of the survey was completed, the project team realized that 

this survey was not adequate to get all of the desired information. The problem with a 

single survey is that objective questions were asked about a social issue, and many of the 
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responses would be emotionally based. In order to gain the most information from the 

surveys as possible, both objective and emotional, every group involved with the 

patient's disease and treatment would need to be surveyed. Using the draft of the 

patients' survey, the project team modified the questions to create a survey for the parents 

of the patients and another for health care workers who are involved with the patient on a 

daily basis. The final surveys can be found in Appendix D and E. 

Once the initial drafts of the three surveys were completed they were sent to 

Heather Peach, an employee of MassGeneral Hospital for Children, who oversaw this 

project within the Hospital. Ms. Peach edited the surveys and then returned them to the 

group. This continued for many weeks, until both Ms. Peach and the project team were 

satisfied with the layout and semantics of the surveys. 

3.2 	 Survey Distribution 

After the surveys were completed and ready to be handed out, the project team 

realized that patients would be reluctant to fill out the surveys without understanding why 

they were doing so. The team decided that a cover letter attached to each survey would 

be extremely useful. This poignant, concise letter told either the patient, parent, or health 

care worker who the project team was, a brief explanation of this project, and the goal of 

the survey. The final cover letters can be found in Appendix F, G, and H. 

Once the surveys and cover letter were completed and ready to hand out, they 

were given to Heather Peach to distribute to IBD patients who came into the hospital. 

After many weeks, Heather had not given any surveys out due to a lack of patients 
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entering the hospital. The project team members realized that an alternative way to get 

responses to the surveys was necessary. 

One option was to hand out surveys at the GI outpatient clinic at MassGeneral 

Hospital. Unfortunately time constraints and hospital policies made this option 

unfeasible, although Paula Curren, the head nurse at the clinic, was extremely helpful. 

However, the projection team was able to distribute surveys to the outpatient surgical 

clinic at the Hospital. The team then spoke with Theresa Murphy, the head nurse at the 

local chapter of CCFA. She said she would be glad to mail out copies of the surveys to 

all of the families that she had in her database, and also arranged for the project team to 

distribute surveys at the Symposium that CCFA holds every year to benefit Ulcerative 

Colitis and Crohn's Disease. Once an adequate number of surveys were returned, the 

project team was able to analyze the responses. 
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Chapter 4 	 Data Analysis and Initial Conclusions (Colon) 

Of the 64 surveys distributed, twenty-nine were returned. Seven of these were 

patient surveys, fifteen were parent surveys, and seven were healthcare worker surveys. 

The average age of patients responding to the survey was thirteen years old. Of the seven 

patients surveyed, the average number of flare-ups of their disease per year was two, and 

almost every patient has had to spend at least one night in the hospital. Most of the 

patients who have been in the hospital are there once a year and stay for no more than a 

week. All of the patients take many types of medication, and have been on steroids at 

one point or another over the course of their treatment. 

After reviewing the results of the patients' surveys, the project team noticed a 

number of similarities in the responses. Many patients feel they are lacking in 

communication with their friends, and feel that they are having trouble coping with their 

disease both mentally and physically. Another major concern that became apparent from 

the responses was that many patients feel they miss too much school. 

The responses of the health care workers to their respective survey also proved 

very informative. The Health care workers indicated that patients have normal feelings 

associated with a serious illness. They are often scared, depressed, and angry. The 

health care workers feel that patients often times feel isolated from everyone around them 

and that they feel that no one else around them understands what they are going through. 

The health care workers also feel that many times the patients themselves are not 

educated enough about their own disease. 
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The information parents' give was very pertinent, but the information can often be 

skewed by emotional attachments to their child. Nevertheless the value of the 

information can outweigh this. The parents are the best resource for information next to 

the patients themselves. Once again, the results from the parents survey contained 

common ideas. Emotions that the parents saw in their children are anger, fear, and 

depression. Most children do not understand why they developed either Crohn's Disease 

or Ulcerative Colitis. The parents indicated that their children are isolated and do not 

relate to children whom are not afflicted with Crohn's Disease or Ulcerative Colitis very 

well. Parents feel that their children often times feel embarrassed, and have the fear that 

other children will not understand what is going on. 

4.1 	 Statement of Issues 

After analyzing all of the data from the three surveys, the project team was made 

aware of two major issues. First, patients have the most difficulty discussing their 

problems with people other than their parents. There are multiple reasons for this 

occurrence. Many patients do not feel comfortable talking to their friends about their 

disease, or may have a fear of rejection from people. Many times the patient is 

uncomfortable with the idea that he or she has a disease. The patient is aware of his or 

her situation, but still has not come to terms with it. 

The second issue was that most of the patients do not have enough information 

about Crohn's Disease or Ulcerative Colitis. The project team was aware that most of the 

patients do not go to support groups. All of the information they have learned has come 
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either from their parents or from their doctors. Also, some of the information that the 

patients have received has been incorrect. 

4.2 	 Initial Conclusions 

In order to remedy the first issue introduced by the results or the surveys, the 

project group determined that the patients need help to find ways to express their 

feelings. From the results of the surveys the team understands that while patients are 

unwilling to discuss their problems with anyone other than their friends, there is a greater 

chance that they will discuss it with other patients. The second issue can be addressed 

with relative ease. The reason that patients are lacking in information is not that the 

information is inexistent, but that the information is not getting to the patients. Utilizing 

prior research of this project, the project team made this information available to the 

patients through the design described below. 

Through the analysis of the two issues described above, as well as information 

from prior research, the project group developed a final conclusion. A design needed to 

be created that will be informative and enjoyable to patients. The three aspects that will 

be covered are interaction with others, learning, and enjoyment. The interaction can be 

with the patients' parents, other patients, and even the hospital staff. The learning utilizes 

information obtained from prior research in a fun and interactive way. This is extremely 

important for the patient, because it will help to alleviate some of the stress and anxiety 

of being in the hospital. 
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4.3 	 Design Creation 

This first design idea discussed by the members of the project team was a computer- 

generated game or learning device. This idea was rejected because the team members 

lacked the knowledge necessary to be able to design it and because a computer game 

would not provide enough interaction with others. The second design idea was to create 

a book or a manual. Although this would be a great tool for the patients to use to educate 

themselves about their disease, there would be very little fun involved and there would be 

no interaction with others. The third idea was to create a video or a skit. This would be a 

great learning tool and, if done correctly, could be a lot of fun. However, once again 

there would be no interaction with others. 

The fourth and final idea was to create a board game. A board game fits all of the 

requirements of the design. It would be fun, a great learning tool, and provide interaction 

with others, which is the most important aspect of the design. After looking at all of the 

ideas, the project team concluded that a board game would be the best possible way to 

help the patients with all of their needs and still allow for some fun. 

The board game consists of a game board on which is imposed an illustration of 

the entire GI tract (See Figure 4.1). The GI tract is broken up into sections, which are 

colored spaces for the players' game pieces to move. On certain spaces there are stars 

that indicate where the bonus questions are. At the end of the stomach, small intestine, 

ascending colon, transverse colon, and descending colon there are doors in which the 

player may exit through. Also, there is a bridge where the small intestine goes under the 

transverse colon. On the board there are labels pointing to certain parts of the GI tract, 

describing what they are. At the top of the board there is a mouth, which leads into the 
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esophagus. The path continues to follow the entire GI tract to the anus. The final space is 

a picture of a toilet, where game finishes. The first player to reach the toilet wins the 

game. 

The game pieces are small pieces of food made from clay. There are trivia 

questions on cards for players to read to each other, which range from serious to funny. 

There are two sets of trivia cards, one for the questions and one for the bonus questions. 

See Appendix L and M for a complete list of the questions. There are also five different 

sets of pills that each player receives that are colored according to the board. Each 

players goal is to get rid of these pills throughout the game, since no patient ever wants to 

have to take pills. 

The player proceeds to roll the die, and then moves forward the number of spaces 

they roll. If the player lands on a space without a star, they are asked a question. If they 

answer the question correctly they may get rid of a certain number of pills for the section 

they are currently, in which is indicated on the question card. If they land on a starred 

space, then they are asked a bonus question. As long as they answer the question 

correctly they give away a certain number of pills, which is indicated on the card as well. 

If a player reaches one of the doors and has not gotten rid of all of their pills for that 

section, they are not allowed to continue on and must go back to the start of that section. 

When the player gets to the last space on the board game before the toilet they are told to 

stop, and must have gotten rid of all of his or her pills, or else they must go back to the 

beginning. 
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Figure 4.1 

This game should be fun for patients to play as well as very informative. The 

human interaction can be used as a wonderful tool to help take the patient's mind off of 

his or her problems at the time. The intention of this game was to make the patients' stay 

in the hospital much easier. 
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Before building the game board, the first step was to ask patients with Crohn's 

Disease or Ulcerative Colitis what their opinion on the idea was. The project team 

wanted to make sure that the game was not found to be offensive to woman in particular, 

so the team asked four people what they thought. First, the team asked Theresa Murphy 

who said "I think the idea was unbelievable." The team then asked Rachel Fruchter, a 

nurse at CCFA, who also thought the idea was wonderful. The third person the team 

asked was Heather Peach. She felt the idea was very good as long as it was kept 

completely serious. She just wanted to make sure that the game was not made to be a 

joke, which it in no way is. The final person that was asked was a student at Worcester 

Polytechnic Institute who said Idiefinitely a good idea if it's something 

you'll really learn from." After speaking with these four individuals, the team felt that the 

game would not offend anyone and was ready to be built. 

4.4 	 Designing the Board Game 

The first step in designing the board game was deciding how to create it. The first 

idea the project team had was to find pictures of the intestine and copy them onto the 

board, but this seemed too realistic. The next idea was to take many different pictures of 

the GI tract and draw what the team thought to be a good depiction of the GI tract on a 

piece of poster board. After the GI tract, mouth, and toilet were drawn on the poster 

board in pencil, the project team traced over it in black marker. 

The poster board was then cut into four pieces, which were scanned into a 

computer. After all four pieces were scanned, they were put back together in Adobe 

Photoshop. Once this was completed, the team members edited out all of the pencil 
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marks and any other marks that may have been on the poster board. Color was put into 

the organs, spaces were made, and all of the labels were put on the board. Once the 

board was finished, it was taken to Kinko's Printing where the board game was printed 

on high gloss paper and attached to the board. 

4.5 	 Additional Project Ideas 

The initial idea was to implement the board game and get feedback from patients 

about the game. However, due to time constraints this was not possible. The board game 

would have been distributed to patients at the hospital, and after they played the game 

they would to receive a survey to discuss what they thought was good and bad about the 

game. After this, the project team would have then made revisions to the board game, 

based on the patients opinions, and resubmitted it to the hospital. The completion of 

these steps could serve as an incredible beginning to a future Interactive Qualifying 

Project at Worcester Polytechnic Institute. 
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Chapter 5 	 Final Conclusion (Rectum) 

The final outcome of this Interactive Qualifying Project was the application of 

technology to a social issue accomplished through the design of a board game. The 

project team was able to research two diseases, Crohn's Disease and Ulcerative Colitis. 

The team was then able to take the knowledge learned from research and apply this to 

create surveys to understand the exact needs of the patients. The project team was able to 

design a board game which will improve the quality of life for the patients. The project 

team used their engineering skills to design the board game, and set up the means for its 

implementation. The project was very successful and will help patients to get a better 

understanding of Crohn's Disease or Ulcerative Colitis, in a fun and interactive way. In 

turn, this will help the patients to better cope with their disease as well as to improve their 

quality of life. 
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APPENDIX A 	 Timeline A 

Task Name 

.3 Weeks of Research 

Survey (Rough Draft) 

Final Survey 

Administer Survey 

Analyze Survey and Brainstorm 

Define Mat We Want to Do and Prototype 

Find a Person to Prototype 

Administer Prototype 

Revise Prototype 

Administer Final Design 

Write Paper 

Prepare Dry Run 

Present Dry Run, Then Revise 

Final Presentation  
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APPENDIX B 	 Timeline B 

Task Name 

Analyze Survey (Sept 11-181 

Brainstorm and Design Project (Sept 18 - Oct 2) 

Find Person to Prototype (Oct 2-4) 

Revise Prototype (Oct 4-8) 

a Final Survey for Results of Design (Oct 8-12) 

Administer Final Design (Oct 8-22) 

Get Results (Oct 22) 

Write Paper (Sept 11 - Oct 30_ 

Prepare Dry Run (Oct 31 - Nov 4) 

Present Dry Run Then Revise (Nov 4-8) 

Final Presentation (Nov 10) 
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APPENDIX C 	 Final Patient Survey 

Are you M 

How old are you? 

What were you diagnosed with? Ulcerative Colitis 	 Crohn's Disease 

How old were you when you were first diagnosed? 

r 	 . How did you first feel about the diagnosis? Angry 	 Frightened 	 Sad 

Confused/Didn't Understand 	 Other 

Have these feelings changed in any way? How? And Why? 

Do you feel you have a better understanding of the illness now? 

How did you learn more about Ulcerative Colitis or Crohn's Disease? 

Is there anything more you would like to know about Ulcerative Colitis or Crohn's 
Disease? 

How did your parents first feel about the diagnosis? 

How do they feel now? 

How many flare-ups per year do you usually have? 
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How many times a year are you in the hospital overnight? 

How long do you usually stay there? Less than a week 
	

1 Week — 2 Weeks 

2 Weeks — 4 Weeks 	 Greater than 4 Weeks 

What medications do you have to take on a regular basis? 

Are you taking steroids? Yes 	 No 

Are you taking any pain medication while you are at home? Yes 	 No 

Are you taking any pain medication when you are in the hospital? Yes r  No r  

Have you had to have any of these procedures? Colonoscopy 	 Upper GI 

Lower GI 	 CT Scan 

Have you had surgery? Yes 	 No r 

If yes, what procedure? 

How did you feel when told about this? Scared r  Nervous 	 Angry 

Relieved 	 Other 

How do you feel now that you have had the surgery? 

Do your parents take an active role in your treatment to get better? (i.e. physical support, 

emotional support, mental support) Yes 	 No 

Are your parents helpful in your coping with Ulcerative Colitis or Crohn's Disease? 
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r Do you talk to your friends about your illness? Yes 	 No  

What do you do to cope with your situation? Nothing r  Support Group r  
Talk to Family & Friends r  Therapist r  Focusing On Other Things r  

What things? 	  

Other 

Who helps you to cope and how? 

Is there any part of your illness that you feel most uncomfortable talking about? 

Do you ever get depressed/anxious because of your illness? 

Has Crohn's or Colitis changed your outlook on life? Yes rL  No 	 How? 

How have your activities changed since your diagnosis (i.e. School, sports, extra-
curricular activities, etc.)? 

Have you missed a lot of school due to Ulcerative Colitis or Crohn's Disease? 

Yes r  No 

How do you feel about this? 

What would make you more comfortable while you are in the hospital? When you are 
out of the hospital? Physically, Mentally, and Emotionally? 
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What is the one thing that you would like to do right now that you can't because of your 
medical condition. 

In General, are you under a lot of stress? Yes 	 No 

What is the cause of the stress? 

What kind of things do you do to take your mind off of everything? 

Is there anything else you would like to tell us? 
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APPENDIX D 	 Final Parents Survey 

How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? 

How have these initial feelings changed over time? 

Do you notice any changes in your child's emotions since diagnosis? 

Yes 	 No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? 

Have you taken an active role in your child's emotional and physical treatment process? 

How? 
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Do you think your involvement has helped your child? 

Yes 	 No 

Do you think your feelings regarding your child's illness affect him/her? 

Yes 	 No 

How? 

Are you completely open and honest with your child about his/her condition? 

Yes 	 No 

Have you attended a parent/child support group? How has this helped you and your 

child? 

Has your child had to take steroids? 	 Yes pNo 

Have there been any side effects from the steroids? 	 Yes 	 No 

Please describe in detail? 

Has your child had to have surgery? 	 Yes 	 No 

What type of surgery did your child have? 
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How did your child feel before surgery? 

How did your child feel after surgery? 

What do you think has helped your child cope with his/her illness the most? 

Family 	 Friends 	 Support groups 	 Therapists 

Other: 

How does your child cope while in the hospital? 

How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 

Is there anything more that could be done to make your child feel better while in the 

hospital? 

Do you have any other thoughts to share? 
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APPENDIX E 	 Final Health Care Worker Survey 

How do you think patients feel when they are first diagnosed with Ulcerative Colitis or 
Crohn's Disease? 

How have you seen patients cope with the disease? 
3 Nothing r Support Group r Talk to Family and Friends 

3 Therapist 
If so, what? 	  

3 Other 

r Focusing on Other Things  

What do you think would help patients to better cope with Ulcerative Colitis or Crohn's 
Disease while in the hospital? While out of the hospital? 

What difficulties have you observed that patients with Ulcerative Colitis or Crohn's 
Disease face? 

What difficulties have you observed that patients face as a result of their medications side 
effects? 

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or 
Crohn's Disease? 

What do you think would help alleviate some of the difficulties that children with 
Ulcerative Colitis or Crohn's Disease have to deal with. 

Do you have any other thoughts to share? 
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APPENDIX F 	 Final Patient Survey Cover Letter 

The following survey has been written by three students at Worcester 

Polytechnic Institute, who are trying to make the quality of life for you, the 

patient, better while at the hospital. If you would care to take 10-15 minutes 

to fill out this survey, it would be greatly appreciated. Hopefully we will be 

able to make your stay at MassGeneral Hospital for Children much more 

comfortable. 

Thank You 
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APPENDIX G 	 Final Parent Survey Cover Letter 

We would greatly appreciate it if you would take a few minutes and 

complete the attached questionnaire. The purpose of it is to help us better 

understand what your son/daughter's feelings are concerning his/her current 

health issues. We hope to use your input to design and develop appropriate 

things that he/she could use to make him/her feel better while in the hospital 

and when at home. 

This is a survey that has been written by three students at Worcester 

Polytechnic Institute who have the goal of trying to improve the quality of 

life for you son or daughter. 
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APPENDIX H 	 Final Health Care Workers Survey Cover Letter 

We would greatly appreciate it if you would take a few minutes and 

complete the attached questionnaire. The purpose of it is to help us better 

understand what patients, whom you are treating, with Ulcerative Colitis and 

Crohn's Disease between the ages of 12 to 18, are feeling. We hope to use 

your input to design and develop appropriate things that patients could use to 

make themselves feel better while in the hospital or when at home. 

This is a survey that has been written by three students at Worcester 

Polytechnic Institute who have the goal of trying to improve the quality of 

life for patients with Ulcerative Colitis or Crohn's Disease. 

Thank You 
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APPENDIX I 	 Completed Patient Surveys 

Are you M 

How old are you? 

What were you diagnosed with? Ulcerative Colitis 
	

Crohn's Disease [Et  

How old were you when you were first diagnosed? 

) 
How did you first feel about the diagnosis? An y 	 Frightened Sad 

12 Confused/Didn't Understand 12 Other 	 xri .-c-Nuft  YU QL3k, 

Have these feelings changed in any way? How? And shy? 
1 OM S-ri(1 CONctSW On OW- 	 s os_u. caDa-cr -vim` 

Got 	 aon Rot
Cf 

sAnqii-Vgfrutl,rud 0eta a_nwytorc 2 ,) 	
td. 

CASW 1,0 1 	 v 
IN, 	 ctoyz 	 ,-)e- • .. at7dcacbe  c 

yr1 	 ---Kw3e0 	 hi Ltck ,_ 
Do you feel you have a bet r understanding of the illness now?  

I (nab-stand. Q 1tut2 brt -frorn reachyy up  on  
ue..(774 h.cord. -to exPickun 	 aria  

R. \ard ›jbeCCUM 	 vicvuz`t-tiq ow+  (4,101,6 	 i -c CY Oe-7s 

. How did you learn more about Ulcerative Colitis or CroVi'''sThseas 
Mg MOM s oevtf frIvOlvci e 	 epoOc.5 cu(t_ct -tat/22 -1-c) 

as2) .-rite, 	 aumfuLt  

Is there anything more you would like to know about Ulcerative Colitis or Crohn's 
Disease? 	 exoc,t(ot-.3  
get it, -Zesart 4e, 	 _ 	 • to cArn t 	 -f-es-PckGyLis To 
u(nctuottma 	 r ciorvf LtackisleitrY cataki , 

How did did your parents first feel about the diagnosis? 

rN C 	 Li-ia CO 

a-bckur 	 w I Roto-Lt - (1C tip!
,_  

none 
Have you ever had to stay overnight in the hospital? Yes 	 o n  

Ct...ZPn_021  

( 
How do they feel now? 

rICAre:V 	 --t- 	 t 
pcopLQ 	 ouA (t. 	 c/su- 
(Nti du/1.1-  

How many flare-ups per year do you usually have? 
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If yes, how many times a year are you in the hospital 
W 	

overnight? 
eil -KO 	 --rk.c Lr ai v_e 	 1-162 cte_io_e___Q. 

How long do you usually stay there? Less than a week^l Week – 2 Weeks q 

2 Weeks – 4 Weeks CI  Qreater than 4 Weeks q 

What medications do you have to take on a regular basis? 
ED-io,)ein - onvoo(0--h"e, 
ant-our-2GL_ 
cion=t-  -tc-tta a 

Are you taking steroids? Yes q No  q 

N2-( a_a_ 

Are you taking any pain medication while you are at home? Yes El  No Ca—  

Are you taking any pain medication when you are in the hospital? Yes 	 . 

Nan ‘-(. tAi CID In 	 Vtoso -tak WItusi 1/42P (A.&-t 
Have you had to have any of these procedures? Colonoscopy (It-Upper GI 11:1-- 

 Lower GI 	 CT Scan Cgy  

Have you had surgery? Yes 	 No E 

If yes, what procedure? 

cse 	  art-, a 
How did you feel when told about this? Scared 	 Nervous 	 Angry 

Relieved 1:1  Other 	 con  
How do you feel now that you have had the surgery? 

proaa 	 niscc-fi sleortfe_ rxir- Jr). 

Do your parents take an active role in your tytment to get better? (i.e. physical support, 

emotional support, mental support) Yes -1  No 

Are your parents helpful in your coping with Ulcerative Colitis or Crohn's Disease? 

LiCa Vea,1  rYALir) ' my motti2r cf,oe.3 -to rfle,2,i-trior 
CM_Gt Au cce.Loccup rtcLouP 	 LCp Cn

cam
,  

 l'YX) MOI-KWiril Ma lcycy4 a cie 

, i xms d caftrlit ipe, 
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E3 Do you talk to your friends about your illness? Yes 171  No 

What do you do to cope with your situation? Nothing 	 Support Group 

Talk to Family & Friends 	 Therapist 17  Focusing On Other Things 1-71  

What things? 	  

Other q 

Who h ps you to cope and how? 

1 	 tCCit- 
} 

4i h1 
Is there any part of your illness that you feel most uncomfortable talking about? 

t 	 1V2e76L/4 

Do you ever get depressed/anxious because of your illness? ys- la e_oistok, _ro in$(...xtrq 	 ece ,(-9-.\-\n\ 

&ce,nt 

Has Crohn's or Colitis changed your outlook on ife? Yes 	 o 1:1  How? 
S 	 ( c., rAC:01--  7.'3(7.) \r\ro r\ 	 CthA LctrUil cto *,v(i 

c.  03,6-c  V\ 03Q_ 1t6 OPP 	 Cfp\ 

	

ow have your activities changed since your diagnosis 	 Sc oo , sports, extra 

	

M r(I.UQh sletoey-  on ao) 	 1 /1470 curricular activities, etc.)? - 

aNa- 'Q-P27\43 	 FAL( 	 (t- 	 /Da/It-aft-n(1 (.116rC,, 

Have yo -missed a lot of school due to Ulcerative Colitis or Crohn's Disease? 

es 	 No El 

How do you feel about this? 
c,e4L• Aayid 	 c Itet0r,. 

What would make you more comfortable while you are in the hospital? When you are 
out of the hospital? Physically, Mentally, and Emotionally? 

J)  cuCtia'S 	 inuc_1 41 ruktm: Mo.:16it Go I 

nA3/24J-620 6'01  

53 



What is the one thing that you would like to do right now that you can't because of your 
medical condition. 

In General, are you under a lot of stress? Yes CI  No EJ/  

What is the cause of the stress? 

What kind of things do you do to take your mind off of everything? 

Is there there anything else you would like to tell us? 
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Is there anything more you would like to know about Ulcerative Colitis or Crohn's 
Disease? 

f\-9 	 gal w,c),c_LT 

Are you M 

How old are you? 

What were you diagnosed with? Ulcerative Colitis q Crohn's Disease 

How old were you when you were first diagnosed? 

H w did you first feel about the diagnosis? Angry 	 Frightened 	 Sad 

Confused/Didn't Understand ri Other 17 	  

Have these feelings changed in any way? How? And Why? Al-weA cLix_ct 

Do you feel you have a better understanding of the illness now? 

How did you learn more about Ulcerative Colitis or Crohn's Disease? 
	

IWI"eAk_ 

C.I0j 
	

o 0 

How did your parents first feel about the diagnosis? 

\MAl2it b 

How do they feel now?   

How many flare-ups per year do you usually have? ,5-ekte--(K 

Have you ever had to stay overnight in the hospital? Yes 
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If yes, how many times a year are you in the hospital overnight? 

How long do you usually stay there? Less than a week 
	

1 Week — 2 Weeks q 

2 Weeks — 4 Weeks q Greater than 4 Weeks q 

What medications do you have to take on a regular basis? 

0,39—MAAN ejr, 45L_ 	 KuL, 

Are you taking steroids? Yes 171  No 

Areyou taking any pain medication while you are at home? Yes [7-1  No IV 

 Are you taking any pain medication when you are in the hospital? Yes 

Have you had/to have any of these procedures? Colonoscopy 
	

Upper GI [( 

Lower GI 	 CT Scan 

Haveyou had surgery? Yes 171  No V  

If yes, what procedure? 

How did you feel when told about this? Scared El 1\lervous 	 Angry 

Relieved q Other 

How do you feel now that you have had the surgery? 

Do your parents take an active role in your treatment to get better? (i.e. physical support, 

emotional support, mental support) Yes 	 No q 

Are your parents helpful in your coping with Ulcerative Colitis or Crohn's Disease? 
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Doyou talk to your friends about your illness? Yes El  No °17  

What doyou do to cope with your situation? Nothing 	 Support Group El  

Talk to Family & Friends 0  Therapist El Focusing On Other Things 

What thin ? 

Other 

Who helps you to cope and how? 

• 

Is there any part of your illness that you feel most uncomfortable talking about? 

&onT 	 -frALK ea 0 c.,-Trif 
Do you ever get depressed/anxious because of your illness?  

Has Crohn's or Colitis changed your outlook on life? Yes El How? 

How have your activities changed since your diagnosis (i.e. School, sports, extra-
curricular activities, etc.)? 	

tut,y, 	 _SsZ 

Have you missed a lot of school due to Ulcerative Colitis or Crohn's Disease? 

Yes 	 No 17  

How do you feel about this? 

What would make you more comfortable while you are in the hospital? When you are 
out of the hospital? Physically, Mentally, and Emotionally? 
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What is the one thing that you would like to do right now that you can't because of your 
medical condition. 

—Ail' h. c 	 Q.AAT- 

In General, are you under a lot of stress? Yes 	 No 171  

What is the cause of the stress? 

What kind of things do you do to take your mind off of everything? 

tOrl '1(\G, 
	 I^p

- 

	 e)?.{Ao 
Is there anything else you would like to tell us? 
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Are you M 17  F 

How old are you? '71 ) 2 e 

What were you diagnosed with? Ulcerative Colitis El  Crohn's Disease EC( 

 How old were you when you were first diagnosed? l() 

How did you first feel about the diagnosis? Angry q Frightened q Sad 

q Confused/Didn't Understand [7]  Other 	 16e 	 tx,hgiit( t-kr. 	 c) 

Have these feelings changed in any 	 How? And Why? 

to+-  tti 	 1 	 -ct ) 	 (As c 

C ktt hq es) 

t--kt 	 1-40 	 Aectled 

Do you feel you have a better understanding of the illness now? 
enL ., 	 d e 	 e ty 

How did you learn more about Ulcerative Colitis or Crohn's Disease? 
0,1 1 	 ci(f, c t6G- 	 cc 	 e, 	 yi 	 s 	 r_f_ 

(4,, 

	

y 01,6 	 v\ANN Crv•vr 	 r•-% y 	 +- -4- 	 Ai- 44 i-vt. .1" 	 f---s /2, 

Is there anything more you would like to know about Ulcerative Colitis or Crohn's 
Disease? 

1\) 

How did your parents first feel about the diagnosis? 

\fr-  1 5,0 6.1, 	 Gun C- 05,24.1 

How do they feel now? 
I 	 tvrv:: 	 r  

How many flare-ups per year do you usually have? 2- 

Have you ever had to stay overnight in the hospital? Yes 



If yes, how many times a year are you in the hospital overnight? 0— 1 

How long do you usually stay there? Less than a week 

2 Weeks — 4 Weeks ri Greater than 4 Weeks El  

What medications do you have to take on a regular basis? 
5 ;Lc 4 

i NCLNI `x31-Nt 

- 	 CVS,LA:'''' 

—Vicktt- NV 
Are you taking steroids? Yes 	 No 17  

1 Week — 2 Weeks El  

Are you taking any pain medication while you are at home? Yes 
	

No El  

Are you taking any pain medication when you are in the hospital? Yes 
	

No 17  

Have you had to have any these procedures? Colonoscopy 
	

Upper GI 

Lower GI 	 CT Scan 

Have you had surgery? Yes 
	

No El  

If yes, what procedure? 

	

c re0,14..(1 
	

f- C;,4,( 

How did you feel when told about this? Scared El  Nervous E Angry 171  

Relieved 	 Other El 	  

How do you feel now that you have had the surgery? 

bzki-€1-)  

Do your parents take an active role in your treatment to get better? (i.e. physical support, 
P11 	 El emotional support, mental support) Yes 	 No  

Are your parents helpful in your coping with Ulcerative Colitis or Crohn's Disease? 
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Do you talk to your friends about your illness? Yes 171  No 

What do you do to cope wit your situation? Nothing El Support Group Ei 

Talk to I anvil & Friends 	 Therapist El  Focusing On Other Things 

What things?  ove, 	 s 	 ri-s, Lv, r  (r ► efi as      

	

Other El 	  

Who helps you to cope and how? 
M 4 	 o1s1;ly L,2-0-ev∎de 	 kcANR: 	 c'r\ very  ccAsi 

	

k t d 	 \-1\ 	 0\\A N. cn. v et 	 c n r , 	 . 

Is there any part of your illness that you feel most uncomfortable talking about? 

) 

Do you ever get depressed/anxious because of your illness? 

tv\ efiro 	 (7e_ cy 1),(2,› s 1,er  „, 
rl 

	

Has Crohn's or Colitis changed your outlook on life? Yes ri  No 
	

How? 

How have your activities changed since your diagnosis (i.e. School, sports, extra- 

	

curricular activities, etc.)? 5 	 c tv, y re  , en fl_ 	 „i-j ki\! I'M 	 v 

	

ab\c- it 	 'L 	 ckfc.( ,Act ‘1. 4A Atut. 	 c, par 	 AiN 	 LAJ " I  5 	 i 	 'e a 	 G  
c 	 445,400,7 	 (sst' 

Have you missed a lot of school due to Ulcerative Colitis or Crohn's Disease? 

Yes — No ri  

How do you feel about this? 

MIA 	 hvtl-ct 	 xtv, 	 rv, c. 
4 11-- 	 r 	 a t( , f) 	 IQ 	 e-\)e_ 44.  

r n -(L) 	 u 	 ti-er 

What would make you more comfortable while you are in the hospital? When you are 
out of the hospital? Physically, Mentally, and Emotionally? 

,r,11''ciI • 	 An ' t •\\ 
	

.Huse`) Fy n 6 	 (A.. 	 c 	 e 	 ,,..cLy 	 ; 

I IN. 	 t 411-1 1 a 	 c'1 (-' (r V. 	 v roc-"N) 

1 01- 	 f- 	 C,4 -1.417 	 C kCj 
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What is the one thing that you would like to do right now that you can't because of your 
medical condition. 

ick,y 3por + 5  

In General, are you under a lot of stress? Yes 	 No 

What is the cause of the stress? 

What kind of things do you do to take your mind off of everything? 

cetAck 	 f.' 4-et 

Is there anything else you would like to tell us? 

47yottre- 	 tA velk;‘,8 

(1-‘90v-r-  IAA- et; ft, le_ 
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How old are you? 

1 Lf6 
What were you diagnosed with? 

ti Lb 
------- 

Ulcerative Colitis 	 Crohn's Disease CI 

Are you M 0  F 
	

APR 11 2050 

How old were you when you were first diagnosed? 

1731 How didyou first feel about the diagnosis? Angry 17-  Fri htened 	 Sad g  

Confused/Didn't Understand 17  Other 2  refie_vtd 	 (Aicks 

Have these feelings changed in any way? How? And Why? 

Zitaa4a3W3D V 1  

Do you feel you have a better understanding of the illness now? 

`le 

How did you learn more about Ulcerative Colitis or Crohn's Disease? 

(N\ CVOC)cr6 	 ANN 	 Pc)/c€-(\k- 

Is there anything more you would like to know about Ulcerative Colitis or Crohn's 
Disease? (\.) 

How did your parents first feel about the diagnosis? 
p{z tii-‘e.5%),--e_ct yoo.),Q_I dA045 n-or51`6 	 b it ccde-c)//410d<cd 

How do they feel now? 
cc 	 cbc1/4-(A- 

h.o-p4t- u.7-61r4 

How many flare-ups per year do you usually have? 

IN; 'cp 

Have you ever had to stay overnight in the hospital? Yes El No ri 

rco,c) Koovt 

Gu- 6 6  
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If yes, how many times a year are you in the hospital overnight? 

How long do you usually stay there? Less than a week 	 1 Week — 2 Weeks 171  

2 Weeks — 4 Weeks 171  Greater than 4 Weeks 

What medications do you have to take on a regular basis? 

(m iry 	 1 0, 

Are you taking steroids? Yes E No g  

Are you taking any pain medication while you are at home? Yes El  No 171 

 Are you taking any pain medication when you are in the hospital? Yes 0  No 

Have you had to have any of these procedures? Colonoscopy 
	

Upper GI 

Lower GI 	 CT Scan CI 

Have you had surgery? Yes 17  No 

If yes, what procedure? 

How did you feel when told about this? Scared [71  Nervous ri  Angry El 

Relieved 	 Other El 

How do you feel now that you have had the surgery? 

Do your parents take an active role in your treatment to get better? (i.e. physical support, 

emotional support, mental support) Yes E No El 

Are your parents helpful in your coping with Ulcerative Colitis or Crohn's Disease? 
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Do you talk to your friends about your illness? Yes /11S.  No 

rei 
What do you do to cope with 	 situation? Nothing` 	 Support Group q 

Talk to Family & Friends 	 Therapist 	 Focusing On Other Things 

What things? 

Other q 

Who helps you to cope and how? 
Pcurf,r4, 	 401k DJi:44'1 61-r2- 	 ryvi, 

b4k 6-c 6 od 	 1 	 :6(04.  ori` 114" 	 ( A 
Is there any part of your illness that you feel most uncomfortable talking about? 

Do you ever get depressed/anxious because of your illness? 

Has Crohn's or Colitis changed your outlook on life? Yes q No 	 How? 

How have your activities changed since your diagnosis (i.e. School, sports, extra-
curricular activities, etc.)? 

Have you missed a lot of school due to Ulcerative Colitis or Crohn's Disease? 

Yes 	 No q 	 diyi 

How do you feel about this? 

	

c10 rti 	 rr rye, 

What would make you more comfortable while you are in the hospital? When you are 
out of the hospital? Physically, Mentally, and Emotionally? 
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What is the one thing that yOu would like to do right now that you can't because of your 
medical condition. 

'1n\--(S kAT-1\ 

In General, are you under a lot of stress? Yes CI  No 12/  
Sixntk;f\N9-,5 

What is the cause of the stress? 
\\.e. 	 o F . t, \y“-- te 	 ) 

What kind of things do you do to take your mind off of everything? 

Oz)irc 	 nAL friM01-3 

o +-fr\ i r. co (A)).1 	 oftt/ CI-ft/Adz u 	 90-
't6 414-' 41'6‘vi (--Gr 	 S`I-  -1641j 

Is there anything else you would like to tell us? 

N() 
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Are you M 

How old are you? 

What were you diagnosed with? Ulcerative Colitis 44  Crohn's Disease 

How old werey ou when you were first diagnosed? 

. 1 6 
How did you first feel about the diagnosis? Angry 1:1  Frightened 171  Sad 

q Confused/Didn't Understand q Other 111 //jai h .y WI-&?N\- 	 Iv  ve,  

Have these feelings changed in any wai  ? How? And Why? 

Q+ r f a  	 al-) ol 	 17 	 6(0171,`.  t 	 (-( - Atfritk 
01K)0A 	 iii  i 	 1/11/14/C li . 

Do you feel you have a better understanding of the illness now? 

Yes 
How did you learn more about Ulcerative Colitis or Crohn's Disease? 

MX 	 ft r o 	 eta 	 k4C1 
Is there anything more you would like to know about Ulcerative Colitis or Crohn's 
Disease? 

How did your parents first feel about the diagnosis? 

Worril'ed 'eOr 
How do they feel now? 

Co n cerne,c  1/v Aielk  otv 
How many flare-ups per year do you usually have? 

Have you ever had to stay overnight in the hospital? Yes q No 



, g_T4,, 4 A 	 Lida 104 
WWI mire f Vmw 

r 11 ee 	 ea 

is  you 	 on a regular basis? 

I call- militte hits wPes& , 

rek\izo hez— e (red 	 ( 
Are you taking steroids? Yes 13  No 171  

a . 	 ••' i 

of 

Are you taking any pain medication while you are at home? Yes El No 

Are you taking any pain medication when you are in the hospital? Yes 	 No a 

Have you had to have any of these procedures? Colonoscopy 14  Upper GI El 
Lower GI El CT Scan El 

Have you had surgery? Yes 	 No IN 

—10malasswirgioia.„61,waralisa 1 140/...11.111111111Kn6110111B 
MIMI" 11 

10 de 	 -11 	 n 

Do your parents take an active role in your treatment to get better? (i.e. physical support, 

emotional support, mental support) Yes"-- IP No 1-71  

Are your parents helpful in your coping with Ulcerative Colitis or Crohn's Disease? 

izs 
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Do you talk to your friends about your illness? Yes q No  

Talk to Family & Friends 	 Therapist 	 Focusing On Ot er things 

What do you do to cope with your situation? Nothing rn Sport Grou 2i, tO 141:41)  hi  1,--i- 
 

What things?things? 	  

Other q 

Who helps you to cope and how? 

Is there any part of your illness that you feel most uncomfortable talking about? 

kr) 	 ri6e-CIL 
Do you ever get depressed/anxious because of your illness? 

Has Crohn's or Colitis changed your outlook on life? Yes El  No 	 How? 

How have your activities changed since your diagnosis (i.e. School, sports, extra-
curricular activities, etc.)? 

Yr 

Have you missed a lot of school due to Ulcerative Colitis or Crohn's Disease? 

Yes n  No 

How do you feel about this? 

1C,6 Lt o 	 It  4=e S.  0 cvve 	 Sc 

IAN eJ 	 a 	 r 
r 	 vies 

What would make you more comfortable while you are in the hospital? When you are 
out of the hospital? Physically, Mentally, and Emotionally? 

o 	 \F 



What is the one thing that you would like to do right now that you can't because of your 
medical condition. 

e.y 
In General, are you under a lot of stress? Yes 	 No vver- 
What is the cause of the stress? 

ktoo 

What kind of things do you do to take your mind off of everything? 

	

1",,\- --1-sh, to 	 OA us) 	 r (ct y  com r  (it+e_r/  
; 	 r e\s- 

Is there nything else you would like to tell us? 

ho 	 rea( 
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Are you M 	 F 

How old are you? la 

What were you diagnosed with? Ulcerative Colitis 
	

Crohn's Disease El  

How old were you when you were first diagnosed? "72 

How didyou first feel about the diagnosis? Angry El Frightened 	 Sad 

17  Confused/Didn't Understand El Other 

Have these feelings changed in any way? How? And Why? 

yes. 1 have. 	 Mace_ are, 
coctqs to coaircie it, 

Do you feel you have a better understanding of the illness now? 

How did you learn more about Ulcerative Colitis or Crohn's Disease? 

scorn preirAs and PI 	 dador, 

Is there anything more you would like to know about Ulcerative Colitis or Crohn's 
Disease? 

How did your parents first feel about the diagnosis? 

;/).1--eci 
How do they feel now? 

Fr os -VcJe d Cbr;() Flamm -0 p 

How many flare-ups per year do you usually have? 

Have you ever had to stay overnight in the hospital? Yes 	 No El  

71 



If yes, how many times a year are you in the hospital overniht? 
\ LOG-- S 

wct-% 	 %r) -\\NL  incGp n +co `-'°herN 	 cra..nose 
How long do you usually stay there? Less than a week El  1 Week — 2 Weeks 

2 Weeks — 4 Weeks q Greater than 4 Weeks q 

What medications do you have to take on a regular basis? 

4S0,..C. 01 ) Co rn p 

Are you taking steroids? Yes El  No 

Are you taking any pain medication while you are at home? Yes I:3  No D4  

Are you taking any pain medication when you are in the hospital? Yes q No q 

Upper GI d Have you had to have any of these procedures? Colonoscopy 

Lower GI El  CT Scan q 

Have you had surgery? Yes El  No lj 

If yes, what procedure? 

How did you feel when told about this? Scared q Nervous q Angry q 

Relieved q Other 171  

How do you feel now that you have had the surgery? 

Do your parents take an active role in your d  tr atment to get better? (i.e. physical support, i 
emotional support, mental support) Yes 	 No q 

Are your parents helpful in your coping with Ulcerative Colitis or Crohn's Disease? 
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Do you talk to your friends about your illness? Yes © No q 

What do you do to cope with your situation? Nothing 1=1  Support Group [71 

 Talk to Family & Friends q Therapist q Focusing On Other Things q 
What thi 

Other \ Joke asboof   

Who helps you to cope and how? 

Ni I 	 rr> 81v  

N, Is there any part of your illness that you feel most uncomfortable talking about? 

ble,e,ang, ccorocetazoon -t 	 iv\  5 --\--00  

Do you ever get depressed/anxious because of your illness? 

No 
Has Crohn's or Colitis changed your outlook on life? Yes El  No I;(  How? 

How have your activities changed since your diagnosis (i.e. School, sports, extra-
curricular activities, etc.)? 	

hscten 

Have you misse a lot of school due to Ulcerative Colitis or Crohn's Disease? 

Yes q No 

How do you feel about this? 

What would make you more comfortable while you are in the hospital? When you are 
out of the hospital? Physically, Mentally, and Emotionally? 

	

Ta Lek (X \OA— 	 0 icor 
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What is the one thing that you would like to do right now that you can't because of your 
medical condition. 

n 0,6 1 	 ck G 
e_\)er -1-1--) ;(n 

In General, are you under a lot of stress? Yes r=3  No 

What is the cause of the stress? 

What kind of things do you do to take your mind off of everything? 

\. -Cook aroon 

Is there anything else you would like to tell us? 

O 
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Are you M ['-  

How old are you? 

What were you diagnosed with? Ulcerative Colitis 
	

Crohn's Disease 

How old were you when you were first diagnosed? ,, 
c \ 

How didyou first feel about the diagnosis? Angry ri Frightened 	 Sad 

Confused/Didn't Understand 	 Other 

Have these feelings changed in any way? How? And Why? 

Do you feel you have a better understanding of the illness now? 

How did you learn more about Ulcerative Colitis or Crohn's Disease? 
„ovilf21,..” 

f • 
) 

Is there anything more you would like to know about Ulcerative Colitis or Crohn's 
Disease? 

How did your parents first feel about the diagnosis? 

\ 

- 0 v  

How do they feel now? 

• 

How many flare-ups per year do you usually have? 
• 

 r) 
. • 	 ) 	 [— Have you ever had to stay overnight in the hospital? Yes 	 No 

, 

) .1')N 
• , 
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If yes, what procedurq 

How did you feel when told about this? Scared r  Nervous 
. 	 0 (4-  Relieved 	 Other 	 -*1 

Angry 

Do your parents take an active role in your treatment to get better? (i.e. physical support, 

emotional support, mental support) Yes I  No 
-k) 

Are your parents helpful in your coping with Ulcerative Colitis or Crohn's Disease? 

76 

If yes, how many times a year are you in the hospital overnight? 

(;) 	 0-X_ 
How long do you usti ly stay there? Less than a week 	 1 Week — 2 Weeks 

2 Weeks — 4 Weeks 	 Greater than 4 Weeks 

What medications do you have to take on a regular basis? 

0:1, -`ef- 	 Lj  

17/ Are you taking any pain medication while you are at home? Yes 
u, 	 f. 

Are you taking any pain medication when you are in the hospital? Yes i- No 
Jai, 

 
Have you had to have any of these procedures? Colonoscopy 	 Upper GI 

Lower GI ' CT Scan 

Have you had surgery? Yes 	 No 

How do you feel now that you have had the surgery? 

,CL — 

Are you taking steroids? 1 r  No 1, 

• r- 	 c)•- 

C1/4.1) 



Pi 	 !— Do you talk to your friends about your illness? Yes 	 No 

\Om  
What do you do to cope with your situation? Nothing 	 Support Group 

7 Talk to Family & Friends 	 Therapist 17  Focusing On Other Things 

What things? 	  

Other E  

Who helps you to cope and how? 

Is there any part of your illness that you feel most uncomfortable talking about? 

) 0 

Do you ever get depressed/anxious because of your illness? 

// 
Has Crohn's or Colitis changed your outlook on life? Yes 	 r- How? 

; 
,-) 

How have your activities changed since your diagnosis (i.e. School, sports, extra-
curricular activities, etc.)? 

C r 

Have you missed a lot of school due to Ulcerative Colitis or Crohn's Disease? 
17' Yes 	 No 

How do you feel about this? 

What would make you more comfortable while you are in the hospital? When you are 
out of the hospital? Physically, Mentally, and Emotionally? 

77 



In General, are you under a lot of stress? Yes 

) 

What is the one thing that you would like to do right now that you can't because of your 
medical condition. 

What is the cause of the stress? 

What kind of things do you do to take your mind off of everything? 

(-) 

Is there anything else you would like to tell us? 
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APPENDIX J 	 Completed Parent Surveys 

How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? 

(th, a 1- (LL.1 c_ t_LuIeLq,ed 

How have these initial feelings changed over time? 

/IAA k. 	 1,,FA at_us 	 j  
ruu,e)NA, 	 A _ail 	 _L-Lt 	 L 	 6u/lk-k 
CLA 	 (Le_ tA__c_6L,Lt Ck XL-e- 	 ) >0-0--rn_t &--. 	 Le-kJ 

-kljA Lif-a-QA - 
Do you notice any changes in your child's emotions since diagnosis? 

Yes 	 No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

.kccut *Val_ 	 " /\.0-t fir fir n 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? 

110 • dt 	 A i"-€-,Ltr'., 	 C,  UL)) e)LAA's 

Have you taken an active role in your child's emotional and physical treatment process? 

How? 
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Do you think your involvement has helped your child? 

E 
Yes 	 No 

Do you think your feelings regarding your child's illness affect him/her? 

Yes No 

How? 
W-jtk 	 tCk-. 	 L--'-  -t 4.A1 

1k-tra 	 (LULL 'IA) 

JJ. C-1.11-(t.  

Are you completely open and honest with your child about his/her condition? 

Yes 	 No 

Have you attended a parent/child support group? How has this helped you and your 

child? 1/4,0 
1.0 - A'AX: 'A 	 -CI c-t 

Has your child had to take steroids? 	 Yes 	 No 

FS Have there been any side effects from the steroids? 	 Yes 	 No 

Please describe in detail? 

I, , 	 , 
L_LL,cj.0 t't t---ti.Lt 

I--  Has your child had to have surgery? 	 Yes 	 No 

c--1n11 

What type of surgery did your child have? 

80 



How did your child feel before surgery? 

How did your child feel after surgery? 

What do you think has helped your child cope with his/her illness the most? 

ri‘ Family 

Other: 

Friends 
1-13 Support groups 	 Therapists 

	

Has your child ever had to stay in the hospital overnight? 	 Yes 
	

No 

If yes, how does your child cope while in the hospital? 

How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 

..;-thscs-u_ak --/A.3. 	 C-(QA;CI 

Is there anything more that could be done to make your child feel better when in the 

hospital? 

	

_ 	 \ 1" 

1 , 

	

AA\ 	 111.41W-, 	 (-r- Ct 	 a ALL c,c 	 e 	 , 

	

(__.) 	 Cj 

	

CLL4_ 	 .)/(A - 	 c.. GtH 	 cL 

Do you have any other thoug,hts to share? 

A . 	 e_ td/ifUlt. 
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(7)001 

itL4) 	
A)-a 

a 

How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

irue Lc) c-'5 	 ‘4 rs 0 kJ * Ic ect_ 
r-L.0 

How have these initial feelings changed over time? S Lks 
/Le s 	 S o`yr\k___ 

(\ 14_12,c2A 	 et--;4 	 I(  

C6 (-,C1-,2-SLR C-k) 0,-A  

0,L-4 

Do you notice any changes in your child's emotions since diagnosis? 

Yes r  No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? 	 Stu, 

Ank,3 

I 

L-32.-/--((- 	 • 

Have you taken an active role in your child's emotional and physical treatment process? 

I  5 	 I' 	 4-1.3 ctu6),- 	 (. 

or Crohn's Disease? 

How? 
GI) 	 cuze c,(A 4-eLcD 
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Do Do rou think your involvement has helped your child? 

Yes r No 

Do you think your feelings regarding your child's illness affect him/her? 

Yes 	 No 

How? 	 Pot 

Are you completely open and honest with your child about his/her condition? 

Yes r  No 

Have you attended a parent/child support group? How has this helped you and your 

child? /00 

Has your child had to take steroids 

rr/ Have there been any side effects from the steroids? 	 Yes 	 No 

Please describe in detail? 

Or) 0 r‘ Afd 0- 0\0%4A- 

Has your child had to have surgery? 	 Yes 

What type of surgery did your child have? 

CC) YY\ (/Sa  • 
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No Yes 

How did your child feel before surgery? 

How did your child feel after surgery? 

What do you think has helped your child cope with his/her illness the most? 

17/ 	 1"-- 	 r-- 	 r Family 	 Friends 	 Support groups 	 Therapists 

r Other: 

Has your child ever had to stay in the hospital overnight? 

If yes, how does yourchild cope while in the,hospital? 

S 	

cari+ 

u-x---Lo 4-6—Q -uz. 	 cct-kie-6, 
c 0 

How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 	 ice_ 

Is there anything more that could be done to make your child feel better when in the 

hospital? ') '1) ( ri/1)(//&titir,71 

C-,- LiL_0.12 (4` (  

Do you have any other thoughts to share? 



!YL p-uc,j2sz__ 

How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? Ve,p1  _ v e4znj  12 ccd, 

How have these initial feelings changed over time? 
(7L 

to, 2 11 Q s 1-r I 	 A/C4----1:6C 0  

AeL 

; n'IrLoiS 

Do you notice any changes in your child's emotions since diagnosis? 

F 
No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

of el:, pLes 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? of-e_ 

Have you taken an active role in your child's emotional and physical treatment process? 

ti 

How? /; 	 4 ).  cle e 
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A. 

c-,_44 	 d 	 • 

c 	 n t Please describe in detail? 

cf/ 

Do you think your involvement has helped your child? 

r-  No 

Do you think your feelings regarding your child's illness affect him/her? 

r r- 
No 

How? 

Are you completely open and honest with your child about his/her condition? 

f Yes r-  No 

Have you attended a parent/child support group? How has this helped you and your 

child? 

Has your child had to take steroids? r  Ces2 r  No 

Have there been any side effects from the steroids? 
r 	

No 

Has your child had to have surgery? 	 Yes 	 (Aoj 

What type of surgery did your child have? 
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How did your child feel before surgery? 

How did your child feel after surgery? 

What do you think has helped your child cope with his/her illness the most? 

1--  
Family 	 Friends 	 Support groups 	 Therapists 

Other: 

r-    E 
Has your child ever had to stay in the hospital overnight? 	 es ) 	 No 

If yes, how does your child cope while in the hospital? 

How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 

Is there anything more that could be done to make your child feel better when in the 

hospital? 	

/VG 

Do you have any other thoughts to share? 

/VC)  

87 



I P ii Zi-- r-- 
ri .4...4..J.  ' . . 

11 I 

Li 1  M'Ir 
i; 	 4.. 4150 

How do you think your child first felt when he/she was diagnosed with Ulcerative Ctri-itis_ .:_:--:4-::::: ; ,• _ 	 ,....,, 

	

or Crohn's Disease? 	 t.i Ni.  ',,_) r t!-- 	 t'-:- 	 LeJzkA-T 	 t 	 ii cc, fit e'i,i'r 	 '2 yr-s •Ct._. --- — -- 

How have these initial feelings changed over time? 

Do you notice any changes in your child's emotions since diagnosis? 

Yes 	 No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? 

Have you taken an active role in your child's emotional and physical treatment process? 

How? 



eva„.„..,„ I  i-(62_,, 

I vy 	 ( -5 

child? C73 G 

Do you think your involvement has helped your child? 

E 	 E 
Yes 	 No 

Do you think your feelings regarding your child's illness affect him/her? 

Yes 	 No 

How? 

Are you completely open and honest with your child about his/her condition? 

Yes r  No 

Have you attended a parent/child support group? How has this helped you and your 

Has your child had to take steroids? 	 s 	 No 

Have there been any side effects from the steroids? n 67'  1— No 

Please describe in detail? 

Has your child had to have surgery? 	 Yes 	 (No 

What type of surgery did your child have? 
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If yes, how does your child cope while in the hospital? 

Loy 
j: V. S 

How did your child feel before surgery? 

How did your child feel after surgery? 

What do you think has helped your child cope with his/her illness the most? 

r ------Th' 1--- 	 , E 	 1---  
-Eamily 	 F 	 d 	 Support groups 	 Therapists 

Other: 

Has your child ever had to stay in the hospital overnight? 	 Yes 	 No 

te--j c-t4 -W. it Vc 'I `A A 	 NI 
("171-1A U., 	 lt;;  

How does your child cope while out of the hospital with hisiher Ulcerative Colitis or 

Crohn's Disease? 
	

J42.1L J EL 

Is there anything more that could be done to make your child feel better when in the 

hospital? 

Do you have any other thoughts to share? 
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How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? 

UV1 7 	 otAj 	 /A,71,1 5 1 

How have these initial feelings changecirover time? 

kit) LAI  

Do y 	 once any changes in your child's emotions since diagnosis? 

Yes 
	

No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

ttil 5E) 	 11:1 	 //) 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Di ease? In what ways? 	 • 	 I) 

L 	 _ 1\(- 	 (Scb d 9 	 bi\(ifii AcL, 
l'Atit,/) tyvii; r.) 

C.{L 	 Otta, 	 1,1  
Have you taken an active role in your child's emotional and physical treatment process? 

)// 	 I 
How? 

CYtiq,41 	 (tit)  

Litt\-0 	 s 
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Mad 	 — 
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Do yo llink your involvement has helped your child? 

Yes 	 No 

Do you think your feelings regarding your child's illness affect him/her? 
E 

YLey 	 No (( k 0 
How? 	 it -71re 	 6 	 (mp. 

Acry‘c, 	 0,1,4.114 	 kiANN L)4\e,„ 

)4, 	 ,Q(24 • 
Are yo ompletely open nd honest with your child about his/her condition? 

Yes E No 

72_ 
00 

Have you attended a parent/child support group? How has this help /  d you and your 

i.ti
child? --. i f (2, 	 l.i.,Of irtAvii\i/ti 	 kl'A , ' ZA a 	 iie . (A.)A,c_,0 

1,(147 	 i4 (- c t4 SI vvt'ila, , ,c_vpt-tic-ti_«:, a_4,41 Irv) A /01 69  

, 

c fufci.c , --i),( 4 fi -  it4 i,\-) 	 tit''. 	 ki4 	 piti(]-17(-1,,  ) 
Has your child had to take steroids? 	 Yes )r-  No 

r 	 t i 
( IA, Vt,  '1°  /1 GTY) 	 7 	 -(---LA itJ • 
\ 

Have there been any side effects from the steroids? 	 Yes 
 

No 

Please describe in detail?, ._ 

Has yourichild had to have surgery? 	 Yes 

What type of surgery did your child have? 

'14 	 tti4.,,(,&' i,ivii l'Ca.(/ tfIvA 	 -/-11 , 11  k ( ,,.e,A.(- A+ (j- a,t,11/  
ovt! (b rii-/ -  h cive ,  
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How did your child feel before surgery? 

How did you child feel after surgery? 

hat do y/think has helped your child cope with his/her illness the most? 

r- 	 1—  Friends 	 Support groups 	 Therapists 

Other: 	 (-/U/ 	 h I)  A/6 

A vil-e .11\,(,) iac be 
Has Has your child ever had to stay in the hospital overnight? 	 Yes 

If yes, how does your child cope while in the hospital? 

C 

How does your child cope while out of the hospital with his/her Ulcerative Colitis .  or 

Crohn's Disease? MA 0 11\-(a( 114 n-/sv-ti 	 -11-14 bit) y 
rep 	 01 CL iNkp iv) b)e-i.4A Ake -roof itaLitkg,03 	 sittliN14\e-4 

on 	 tvv) 09 	 p/stadd vo 	 c- 	 e 
Is there anything more that could be done to mal& our child feel better when in the 

1a/4.  

hospital? 

Do you have any other thoughts to share? 

t 	 t(1) 0-kAA       
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How do you think your child first felt when he/she was diagnosed with Ulcerativ qofiiTs: 
or Crohn's Disease? .frud 04,ize ni 	 F'R 

OIL  
111 ,  if 

.......... ......... 
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How have these initial feelings changed over time? Ai 	 Sir 	 Cat s 	
7• 

cmf fre t  yf 	 01/,,x4,,( 	 6477,44A-i& ,f1,47-1,{ 

iukJ keAJ (-0 ee241 (A;(/4 -r(s. 	 kdo fiaeei 

ei,(4,09 a 
Do you otice any changes in your child's emotions since diagnosis? 

No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

(46vil ( - 4-6 cUAL vi(O\ 4-8,-,  )43hAlit - 
4-6.6 (  AR-4 	 jai teati6, 	 y- jt,td kak eez 	 ,egi_eciKiA t4-, 

-etA7.0r  fittvkft_ v-1-0. I ai,14,044i-e ouf ,i ax,(Azity_& is 1 i yes ,,Zij 

Vita\ 	 ()JAC iS hit4 yitd--W 4/ti 	 eill-e- a,- - - 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? 

Wit/ 	 (04,/r1-4M 11_0744 

1,44 	 711- 	 )64r117 

Have you taken an active role in your child's emotional and physical treatment process? 

How? p 	 , ItitifiN  1 ,14_ Q2 v^sifj 

D 	 (€4414; 	 Flq 

- 	 co -:A ailha.)44eyvad A 14-4 

Oita,  (CF -411 C 	 71" 2-.ea4z.i 

A 41 I 	 affteit--  



- Tread( siy-ovt 

Please describe in detail? 

Has your child had to have surgery? No 

Do y 
	

ink your involvement has helped your child? 

Yes I-  No 

Do you think your feelings regarding your child's illness affect him/her? 

Yes 	 No 

How? Ne evt-t-fakti r/P 444 adcA40- 	 ivrAi ke 161,1:4- 

Are you completely open and honest with your child about his/her condition? 

Yes 	 ad 6,4,444,etio- 	 cr--ex,67 Airtka' 

ff.0 - 	 gat 414-aite_v_ 

Have you attended a parent/child support group? How has this helped you and your 

child? '&I Aijt_ 444,( _ej (du  Icirt CIff 	 Abz44/1 

dke (WWI- 4 - / -4/2atil 44A-C 	 (y 	 4011-  t>LIL  • 	 c-5  

oft 	 Iry -- 1 

Has your child had to take steroids? No 

Have there been any side effects from the steroids? 	 Yes 	 No 

What type of surgery did your child have? qe  (-14, .11  Am/4i  

40 a" jArw 	 1404jA 	 (tow\ fivri-e- 
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. 0 think has helped your child cope with his/her illness the most? What do 

f- Friends 	 Support Support groups 	 Therapists 

How did your child feel before surgery? itystraa 
Okeintkii-ezi 

144/1/rNvad 

How did your child feel after surgery? 
Awe es-4u,a, bot J-idj 

441 	 Ihro 

Has your child ever had to stay in the hospital overnight? 	 No 

If yes, how does your child cope while in the hospital? 

L 11 	 r11-4-e/iti-C-144,/  6_1( fz,vaae 	 0, iT 

clb .) 	
1104/te_ 

How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 

(ArPtd ("U;J 4 
7nct, 	 ,744 rueix 1:164,;4,ciA 

c,60-\ 4 	 PIC 	 arr/Y-Z, 

Is there anything more that could be done to make your child feel better when in the 

hospital? Itttit 	 ak:(0, oWkgic krk 

(,("4/\ 1' fin-4_ 

l-t/f444.4(-- 

Do you have any other thoughts to share? 

A 1444httit_ cahy 	 ktk bu/ Cre-itt, 	 / 
kr"( 	 L  
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How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? 	 ("ky i 	 // -iSca 

How have these initial feelings changed over time? 

Do you notice any changes in your child's emotions since diagnosis? 

Yes 	 No 

What has affected your child the most emotionally as a result of his/her diagnosis? 
- _ 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? 	 --2  !,5 	 1.1 ' r, tr.,0  (5, I A 

Have you taken an active role in your child's emotional and physical treatment process? 

k)  ( E 	 , 

How? 

!,,! 	
""" 	 - 
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Do you think your involvement has helped your child? 

Yes 	 No 

Do you think your feelings regarding your child's illness affect him/her? 

Yes 	 No 

How? 

Are you completely open and honest with your child about his/her condition? 

Yes 
r-- 

No 	 LA.) ( G. 

(L4_,,,K 
Have you attended a parent/child support group? How has this helped you and your 	 ----, 3 ,,-- ,:.-. ,  

child? i ',O 	 t  _ -_—x- 

E 	 E 
Has your child had to take steroids? 	 Yes; 	 No 

Have there been any side effects from the steroids? 	 Yes 	 No 

Please describe in detail? 
6 c. 

Has your child had to have surgery? 	 Yes 
	

No 

What type of surgery did your child have? 
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How did your child feel before surgery? 

How did your child feel after surgery? 

What do yQu think has helped your child cope with his/her illness the most? 

E Family 
	

Friends 
	

Support groups 
E 

Therapists 

Other: 

Has your child ever had to stay in the hospital overnight? 	 Yes 

If yes, how does your child cope while in the hospital? 

How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 

Is there anything more that could be done to make your child feel better when in the 

hospital? 

Do you have any other thoughts to share? 
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How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis — 

i -a31osQA ct c- 3 

rn 	 d - 	 )cry-v r\o s 	 1r4 

--yy)  (A i hr it S c 	 ti es 
How have these initial feelings changed over time? 

no ob vi- dDs 	 )/)/ 
(Jr pre - colc 

Do you notice any changes in your child's emotions since diagnosis? 

( Yes r  No 	 1 YA C 	 S1 	 aware e 

r\ 1- -r--ravY 0 111e 

6 d    

What has affected your child the most emotionally as a result of his/her diagnosis? 

	

-Cck.1 	 s 6 c/f c 

	

s d 	 S rO 	 ) 	 ck I -e t 	 oo d re -s to( h'69-) 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis
/  

or Crohn's Disease? In what ways? 	 S C—t (k.-t 	 _back kdic-)r 
	  d 	 tA.C1 

-YvN €. «_&) 	 ptAk-r(C6/ 	 c-tic),// 

Have you taken an active role in your child's emotional and physical treatment process? 

kiskLi 	 KJ  1 How? 

11C_CO er\ 

	

-)7N1-(1.e 	 pa ck_ 	 sor/7-)c (1 

qcadvy“c, s o cial e07)06010 i'eLc“ 

or Crohn's Disease? 



Do you think your involvement has helped your child? 

E 
Yes 	 No 

E Lt_t  rut 1 
2 	 V Do you think your feelings regarding your child's illness affect him/her? 

1 	
Yes 
	

No    

crAircl- p How? qr.) 	 e  

Are you completely open and honest with your child about his/her condition? 

Have you you attended a parent/child support group? How has this helped you and your 

child? Yes 
	 - wit\c 	 -e 	 ems/ 

Has your child had to take steroids? 	 Yes j 	 No 

Have there been any side effects from the steroids? 	 Yes 

Please describe in detail? 	 re_ i-cvrd-e d 	 p 
Wke 	 CIY) if\t‘i-\ 	 CS -QS 	 S 

No 

C 	 ,Frd/d/4 

C-)  

Has your child had to have surgery? 	 Yes) n  No 

What type of surgery did your child have? 

) 1 e us 1--dy)--• 

cc H-16 Lor) e 	 r nT-s 
ryo n r s„-Q__ 

E 	 6°) a C 	 1(-Pr r ar\ge 	 if)6' S 
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-)if) SQ ( a 1,; How did your child feel before surgery? 

How did your child feel after surgery? 
 

cola 
 

What do you think has helped your child cope with his/her illness the most? 

Family) 	 Friends 

r -- 
Other: 

Support groups 
E 

Therapists 

Has your child ever had to stay in the hospital overnight? 	 Yes 	 No 

If yes, how does your child cope while in the hospital? 5 -'2  

S 
 

teLtc--00-1c, (Allrd ial/u9/1 ) o) 	 AA H.  cn a 	 d 
How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 

Is there anything more that could be done to make your child feel better when in the 

hospital? -1/Ncre_ pc ci  cA 
^^ecvf  

Do you have any other thoughts to share'? 
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How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? 	 01,t or-- 1, 	 0_,/,, I  1c.i./v-i (..,0 -<____ v 	 ,... our, 

°(-",(1- 1'-'' Es- --9-E- 

S5-t.. 1--..--1,-,H -T- 	 6 fr-,--, ,/.4.--St #-• c - i I f.  I---‘-=' -4-1.--c___ S,Y3..‹.1 

K e - L / Z /cA I / -NS__ 1---\,-( cs----,1 -1 . r-NT---11nr7 

i WA --- 	 NI 
How have these initial feelings changed over time? 	

l 	 Y 

e......n
---- - ____ .. - - - 	 '' .-- - 

it-‘''  '1 S 	 kl e..4a 'F 4.1.q k)  C4.e.....• l'  ''') 	 S .. 1., N( 17 i,,,,,C...   __Li_ 
L,) 1 a--?.-_ 1---e— L,-c,--, , F--  Si LI_ . 

Do you notice any changes in your child's emotions since diagnosis? 

es 	 No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

HD,  

de.070e._ 	 1-4 Rf 	 S 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? 

4 c-o 	 r-r-x 

Have you taken an active role in your child's emotional and physical treatment process? 

How? 

L.D 6 ._tc- 
0,1 I S CJ s- 	 41- ( ,-s 	 s 

S 
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Do you think your involvement has helped your , child? 

Yes 	 No 

Do you think your feelings regarding your child's illness affect him/her? 

E 
Yes 	 No 

How? 7- 	

' 	 -11, 	 s <=. 	 i 
( 	 s 	 y  

I e_ 
Are you completely open and honest with your child about his/her condition? 

es 	 No 

Have you attended a parent/child support group? How has this helped you and your 

child? e-S 

' 	 s 

Has your child had to take steroids? 	 Yes 

Have there been any side effects from the steroids? 	 Yes 	 No 

Please describe in detail? 

Has your child had to ha% e surgery? 
	 P 

No 

What type of surgery did your child have? 

c_D 
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How did your child feel before surgery? 

How did your child feel after surgery? 

4—z 	 Ke-e 	 t--6 

What do you think has helped your child cope with his/her illness the most? 

	

(Family 	 Friends Support groups 
E Therapists 

	

Other: 	 I)  

Has your child ever had to 	 stay in the hospital overnight? 
	

No 

If yes, how does your child cope while in the hospital? 

(y-1_1 L3c_ 

How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 	 4— 	 c_c  

vl ip* 	 I c_D 

Is there anything more that could be done to make your child feel better when in the 

hospital? 

Do you have any other thoughts to share? 
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How do you think your child first felt wh she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? 

How have these initial feelings changed over time? 

I4
Gt4(- 	 /77  e-t--7AY 

AuAl 	 V1-1  

,L- 4z—W,---  0%/ 	 /4.-( 

Dou notice any change in your child's emoIions since diagnosis? r7yo 

IT Yes 	 No 

What has affected your child the most emotionally as a result o 	 er diagnosis? 

61t14_ gG1L_ 	 A-gly7 7z1/ 	 A,Y 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? mii,d Ai.„6,4 

AA)11A-61 	 I 

Have you taken an active role in your child's emotional and physical treatment process? 

How? 

tke 

"ar-d-,4- 	 iiievi,(7-4 ift 	 (3-7c 
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u think your involvement has helped your child? 

Yes I—  No 

Do ou think your feelings regarding your child's illness affect him/her? 

E Yes 	 No 

How? 	 2 	 /(i(-& 

)iktiA/ 

Are 	 completely open and honest with your child about his/her condition? 

F.  Yes r No 

Have you attended a parent/child support group? How has this helped you and your 

child? 	 I 	 ( 

AIVI n  1:/-c-Ott 	 V- 	 3-c2-e-yL. 

Has your child had to take steroids? r Yes r-  No 

Have there been any side effects from the steroids? 
r*. 
 Yes 	 No 

Please describe in detail? 

17/ Has your child had to have surgery? 	 Yes 

What type of surgery did your child have? 

• J 
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How did your child feel before surgery? 

pi_etJ 

How did your child feel after surgery? 

/<--€ 

	

What do you 
	

has helped your chil cope with his/her illness the most? 

	

Family 
	

Friends r  Support groups 	 Therapists 

r- 
Other: 

Has your child ever had to stay in the hospital overnight? 	 'Yes 

If yes, how does your child cope while the hospital? 

/ 

How does your child cope while ut of the hospital wither Ulcerative Colitis or 

Crohn's Disease? 
0/4.7, 	

, 

Is there anything more that could be done to make your child feel better when in the 

hospital? 

Do you have any other thoughts to share? 



How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? 

, 	 L7 	 77/c - ,-itT 1-,_/43 	 rrz- C 6//Z (17- 
 

li LA:= 77-)  
LAC 	 f 	 e_ 	 1()  LIT-  77 	 /2 - 

How have these initial feelings changed over time? 

77 c- / E N A 4-, 4 	 A AJ/ c//' 

IC / 	 /r. C /` ,./; f—Z) 	 P.3• / 	 r -t6 	 S 	 Te" 

Do you notice any changes in your child's emotions since diagnosis? 

,Pr 	 E Yes 	 No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

77/ cc  F r7 (.; 7-, 	 L 	 C. 	 ICC J 	 4,/ e„ --  •n/ 6.- 	 /J 	 A/ 4 3 ( , 4;1. 

_ST/ C 	 rt x 74/ 	 07-4 < C A/ 	 /70 4 /t c  

/xi 	 < 	 i-,z/ 77"/ 	 C 	 4 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? z,c/A 	 /2Ze` 

	

/1 	 /7 1- '0  ( A 	 J ,6* c 7} 

r 
./4 

kJd (17-, 	 „_7,/ez Tv 	 72-, 	 L "A=": 1,1 	 (A, 	 I 

C  
A 	 .")iii- 7/t /c rv-0( G , {  t_ 1(,( 	 .-Kc-2- A 7 	 -,/jrd  /r7 

7,/g e- "(17 4 	 a, -7-/d e /2/./e-/L - 	 'v e-  e 	 /v" 

How? 
•4:1 	 /7 /1 4/V7-4 , 3( d r (1.-ziy e --4,  / VI 4.. 3L /\;' r .-1 7 / --/ e-  ,.- / e 7 

• . 17/ j IT j i--- 0;) C7C//(f , /3 6,/ nTla z_, Z 1T/ c.-/f ./f/Nv 2  
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4 i f 7 	 7.-, i (..- ..., 	 / a 	 (-7 ,,?/,-,)/ /7  , ,i ,.-- 4.,.// 7/ vt" 

il / 0 ;p 	

ALL.) 

'7 6'.  --/-7 	 ;-t 0  v. L... ,./77  rf (•_ 

	

i 	 -3-   

.4 fl , f--7--e- 	 4 i 	 ./--( ,6' /-/ 	 ,7- 	 ig J//, JP (_ t 	 t f•-/ /,/ C L "/ Aid 	 i.,-- ,  Ty /132  z.-z 

2 
c,--  ,_2(../ c  4 77 ,,,< t _ A/L:t."•<"1 , 	
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Do you think your involvement has helped your child? 

Yes 	 No 

Do you think your feelings regarding your child's illness affect him/her? 

Yes r  No 

How? 

O 	 u 1C 	 C C ,0 	 r> 	 E  

J 	 ,4 j 	 CC, / --7 0 Cc 

Are you completely open and honest with your child about his/her condition? 

Yes 

 
IT No  

Have you attended a parent/child support group? How has this helped you and your 

child? 

k/C.- 	 C f S 	 I  -/ ti 	 JE 	 f /`7' 

	

7 L <7") c 	 / 7)4 () 

77-1 	 ( 1,—. /7-i3 	 773 	 .2T (-9  4 	 (-) 	 /.7  

07),/e=7 ,‹ fN f f tr //3A./1 
Al A/  

Has your child had to take steroids? 	 Yes 	 No 

Have there been any side effects from the steroids? 	 Yes 	 No 

Please describe in detail? 

,.:, 4--' ( 6 (4 ;--- 	 G M i '-/ - 	 . ( c: LA.„% X.-( 	 4 /!_71,/ Jr: i' -7-  lj 	 - 	 0 iTc--- 
G. ,N./ (.-- C 	 di I j 
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e t  f X 7 I Lt"- 1 , c ,( 

Has your child had to have surgery?,' Yes 	 No 

What type of surgery did your child have? 

L 	 - 4  

0j760 

7&gL 7 
(1 -/ pi 
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How did your child feel before surgery? 

/-7/e/ 1  
	 A 

C 	 7//v6 cc- 

/,/ ,Y-AcJ // evX/r-.:C (") 

How did your child feel after surgery? 

4 4/ (- 0 	 i77 	 /L—e/L- 

71, 	 77f(' /-4/7-4 /f& 

0/ 	 /`-ticix r 	 nL/0,(/-74 6 	 L ( 7ee 

What do you think has helped your child cope with his/her illness the most? 

Family /17-  Friends 	 Support groups 	 Therapists 

E 
Other:  PA/ Y,SW-,4 	 (   

Has your your child ever had to stay in the hospital overnight?( Yes 	 No 

If yes, how does your child cope while in the hospital? 

j/t": 	 if IA/ (/, 	 % 	 "Pi r 	 zc. 

/ .5 	 /9  

I 7--  
,/ tT4A 

How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 

.(/ cj 	 T u e /c. 	 / 'IC; 

7- /. t-i 	 7o if/ t- ./_'/=/ L-z: 17.1 f/-d/7 -77) ( 0 ,  ic /lir 

Is there anything more that could be done to make your child feel better when in the 

hospital? 
, 

t,&-Tt.: ( 7j 	 6-viV ! L (..--- 	 i 3 -7-.),/ L.` 	 iv.  (1 •1 ./ - "j" A 4- 	 7  (-) /-'E2-  (-) /J  , J 	 7 7 .."/) (i71.-  c3 Ar 

7/./ z.. 	 A.., ., _c .,fi i  7-4 L_ / 7 AT7' c'.1 

Do you have any other thoughts to share? 
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How do you think your child first felt when he/she was diaposed with Ulcerative Colitis 

or Crohn's Disease? 

b\ACA 61klat; 

4t \A: (AMR 

How have these initial feelings changed over time? 

-111N \013\-h 	 4mes 	 aso 
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Do you notice any changes in your child's emotions since diagnosis? 

Yes E 

What has affected your child the most emotionally as a result of his/her diagnosis? 

6E1 bayassyy-Ed 	 hoot n q-o uw ile 
on 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? 
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Have you taken an active role in your child's emotional and physical treatment process? 

How? 
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Do you think your involvement has helped your child? 

r- 	 E 
No 

Do you think your feelings regarding your child's illness affect him/her? 

Yes 

How? 

Are you completely open and honest with your child about his/her condition? 

No 

Have you attended a parent/child support group? How has this helped you and your 

child? uc-s\ 

Has your child had to take steroids? No 

Have there been any side effects from the steroids? No 

Please
II 

describe in detail? 

\J'4-n \k  SO 	
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Has your child had to have surgery? 
E 

Yes 	
@°D  

What type of surgery did your child have? 
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How did your child feel before surgery? 

How did your child feel after surgery? 

What do you think has helped your child cope with his/her illness the most? 

riends) 
	

Support groups 
f—  

tamily 

Other: 

Therapists 

Has Has your child ever had to stay in the hospital overnight? 

If yes, how does your child cope while in the hospital? \`-\ 
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How does your child cope while out of the hospital with hi 

Crohn's Disease? 

No 
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r Ulcerative Colitis or 

Is there anything more that could be done to make your child feel better when in the 

hospital? 

Do you have any other thoughts to share? 



How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? 
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How have these initial feelings changed over time?
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Do you notice any changes in your child's emotions since iagnosis? 

Yes 	 No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? 	 / ,, -/c i.„__ ,,, ,..... / /6._ 	 / t.' 	 A ,_,. .,s-- 	 A. ..-..,--__(.: - 	 , 
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Have you taken an active role in your child's emotional and physical treatment process? 
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E E 
No 

How? 

Y-(4 

( 

' 	 S r 

Please describe in detail? / 
r /9/7 

Do you think your involvement has helped your child? 

r- 	 r- No  Yes 
/e 	 27-f / 	 / C' 3 	 (-)  
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-1-1/1/4_.4 	 7y) ( (7/ft 	 r• e—rr 	 e-  
L.', 	 Cr e Li v 

Do you think your feelings regarding your child's illness affect him/her? 

Are you completely open and honest with your child about his/her condition? 

c-d 
CO' n9 4/;"." c 

A • 	 C 

Have you attended a parent/childsupport group? How has t is helped you and your 

child? 	 VES --- 6-)i/ // 	 d'' c-(:. 
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Has your child had to take steroids? 
	

Yes 
E 

 No 

Have there been any side effects from the steroids? 
	

Yes 
	

No 

re)/ pi  t•-e 	 r' 
/ 

E 
Has your child had to have surgery? 	 Yes 	 No 

r?,, What type of surge  ,  did your child have? 
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How did your child feet before surgery? 
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How did your child feel after surgery? 

What do you think has helped your child cope with his/her illness the most? 

I-IX Family 	 Friends 	 Support groups 	 Therapists 

Other: 

E Has your child ever had to stay in the hospital overnight? 	 Yes 	 No 

If yes, how does your child cope while in the hospital? 

' 	 r  (- 	 /7—J-  

)( 

, _ I 	 _  

How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 	 ,,S- 	 ':----',_ c' / ,--1 4:
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Is there anything more That could be done to make your child feel better when in the 

hospital? 	 — 

Do you have any other thoughts to share? 



How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? 
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How have these initial feelings changed over time? 
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Do you notice any changes in your child's emotions since diagnosis? 

r' Yes r  No 

What has affected your child the most emotionally as a result of his/her diagnosis? 
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Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

A 
	 , A 

or Crohn's Disease? In what ways?  
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Have you taken an active role in your child's emotional and physical treatment process? 
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How? 
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Do you think your involvement has helped your child? 

" Yes r  No 

lD,o you think your feelings regarding your child's illness affect him/her? 

Yes 	 No 

How? 

• • 	 ! e/  
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• , 

Areiyou completely open and honest with your child about his/her condition? 

r  177 Yes 	 No 

Have you attended a parent/child support group? How has this helped you and your 

child? 	
" 	

- 
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Has your child had to take steroids? 	 Yes 

-f-c
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Have there been any side effects from the steroids? 

No 4 tc12_,,_,  ,e , 
• 
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Yes 	 No 

Please describe in detail?  

Has your child had to have surgery? 	 Yes r 

iy 

No 

What type of surgery did your child have? 
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How did your child feel after surgery? 

No 

How did your child feel before surgery? 

- 

What do do you think has helped your child cope with his/her illness the most? 

IT/Family r7r Friendsr Support groups 	 Therapists r 

r Other: 	 /11.- — 	 -- L., 'L,t....-t--  __,( ,,- 	 ,.,',a-- -4:-  ) 
--4-, 	 ,. ,_ ,,,, ---r._./..• 	 AY--:-__ 	 ,./7-1 	 -, 1-.,e 

Has your child ever had to stay in the hospital overnight? 	 Yes 

If yes, how does your child cope while in the hospital? 

How does your child cope while out of the hospital with his/her Ulcerative Colitis on ..,...:,--- 
Crohn's Disease? 	 ,. / 	 ) :"/":) 4.i 
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Is there anything more that could be done to make your child feel better when in the 
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How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis 

or Crohn's Disease? 

How have these initial feelings changed over time? 

7a-A uv,,-51j/  

Do you notice any changes in your child's emotions since diagnosis? 

Yes 	 No 

What has affected your child the most emotionally as a result of his/her diagnosis? 

S S.  6vv--fz_ 	 S 	 Co )4, it) C 
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Has your child's social life changed at all since being diagnosed with Ulcerative Colitis 

or Crohn's Disease? In what ways? 
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Have you taken an active role in your child's emotional and physical treatment process? 
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Do Do ou think your involvement has helped your child? 

Yes r No 

) Do/ you think your feelings regarding your child's illness affect him/her? 

1- 	 I- Yes 	 No 

How? 
,KtuL 	 .{,4s 	 (L012- 

Are Aryou completely open and honest with your child about his/her condition? 

---- Yes r No 

Have you attended a parent/child support group? How has this helped you and your 

child? 
— 

Has your child had to take steroids? r Yes 	 No 

Have there been any side effects from the steroids? r Yes r,  No 

Please describe in detail? 

Has your child had to have surgery? r Yes 
	

No 

What type of surgery did your child have? 
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hospital? 

4 —s-c)-J-P5-4-4As4-  
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CcYlAft/L/ 

How did your child feel before surgery? 

How did your child feel after surgery? 

W t do you think has helped your child cope with his/her illness the most? 

Family r  Friends 	 Support groups 	 Therapists 

Other: 

Has 	 r)( Has your child ever had to stay in the hospital overnight? 	 Yes 

If yes, how does your child cope while in the hospital? 

kk ItA't F172—  132/"2-e( qi  CITCA b. d 

How does your child cope while out of the hospital with his/her Ulcerative Colitis or 

Crohn's Disease? 4-e- /Lc, C/--4,0\ye 

AJL 

Is there anything more that could be done to make your child feel better when in the 

A 	 I ft I V Y4 C-L 	 CrU 
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Do you have any other thoughts to share? 	 7b: 	 t\JA- 
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APPENDIX K 	 Completed Health Care Worker Surveys 

How do you think patients feel when they are first diagnosed with Ulcerative Colitis or 
Crohn's Disease? 

How have you seen patients cope with the disease? 

Nothing r Support Group 1/falk to Family and Friends 

("Therapist F./Focusing on Other Things 

If so, what? 	  

r Other 

What do you think would help patients to better cope with Ulcerative Colitis or Crohn's 
Disease while in the hospital? While out of the hospital? 

atustc 	 imatortuy) 

What difficulties have you observed that patients with Ulcerative Colitis or Crohn's 
Disease face? 

What difficulties have you observed that patients face as a result of their medications side 
effects? 

S 

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or 

&Afr,vui 

Crohn's Disease? 

What do you think would help alleviate some of the difficulties that children with 
Ulcerative Colitis or Crohn's Disease have to deal with. 

Do you have any other thoughts to share? 
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How do you think patients feel when they are first diagnosed with Ulcerative Colitis or 
Crohn's Disease? 

A 	 ►  6 

How have you seen patients cope with the disease? 

E Nothing 1"-Support Group F-4*.alk to Family and Friends 

I—  Therapist E Focusing on Other Things 

If so, what? 

7Other  V.PvtA" (1}), I 1 	 Li La a w 	 3  A-4-4 . 

What do you think would help patients to better cope with Ulcerative Colitis or Crohn's 
Disease while in the hospital? While out of the hospital? 

A3e.ktZr .OVA rtAxAA,t ccr4j)&tki- 	 dliii‘eihk-. 	 V4-ufrz... k-6,4 CL<A-cilt.4) a1te„,16 

02AgoA 7A4.--c-Ar 	 4.1-1  CO.,(`. 

What difficulties have you observed that patients with Ulcerative Colitis or Crohn's 
Disease face? 

v. 	 - 

What difficulties have you observed that patients face as a result of their medications side 
effects? 

$ 

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or 
Crohn's Disease? 

c/A>)rei..or/t,J444-- 
(it,e-p.eAA 

What do you think would help alleviate some of the difficulties that children with 
Ulcerative Colitis or Crohn's Disease have to deal with. 

‘ita Ssc 	 .67  3,9pd 
svalitiakotaAAAA* 

Do you have any other thoughts to share? 
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What do you think would help patients to better cope with Ulcerative Colitis or Crohn's 
Disease while in the hospital? While out of the hospital? 

E Therapist 

If so, what? 	  

1V6ther 

Focusing on Other Things 

How do you think patients feel when they are first diagnosed with Ulcerative Colitis or 
Crohn's Disease? 

How have you seen patients cope with the disease? 

E Nothing IT/upport Group 17-1"alk to Family and Friends 

What difficulties have you observed that patients with Ulcerative Colitis or Crohn's 
Disease face? 

c/— 

--A-71Aake-eint, 

What difficulties have you observed that patients face 
effects? 

CZ„gel  Atztlat..41 

a result of their medications side 

-<144-e-ee 

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or 
Crohn's Disease? 

What do you think would help alleviate some of the difficulties that children with 
Ulcerative Colitis or Crohn's Disease have to deal with. 

Do you have any other thoughts to share? 
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How do you think patients feel when they are first diagnosed with Ulcerative Colitis or 

	

Crohn's Disease? 	 /-9 

>z- 

4 --47 	 -7z 	 _s 
How have you seen patients cope with the disease? 

I—  Nothing VSupport Group 17../Talk to Family and Friends 

ickerapist 1 Focusing on Other Things 

	

If so, what? 	  

r Other 

What do you think would help patients to better cope with Ulcerative Colitis or Crohn's 
Disease while in the hospital? While out of the hospital? 

--7( 	 1-r- 	 •-4 

5600/ -(t)--)  

w I - 

What difficulties have you observed thdf patients with Ulcerative Colitis or Crohn's . 77/,/)/74..  
Disease face? 

At, 	 e-2•--  

What difficulties have you observed thatpatients face as a result of their medications side 
effects? 

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or 
Crohn's Disease? 

What do you think would help alleviate some of the difficulties that children with 
Ulcerative Colitis or Crohn's Disease have to deal with. 	 e(---  5 Rio o / 

Do you have any other thoughts to share? 

727:7 k- v 
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How do you think patients feel when they are first diagnosed with Ulcerative Colitis or 
Crohn's Disease? 

dcne tvri4a4 	 e d144 rad44 

How have you seen patients cope with the disease? 

E Nothing r Support Group 
	

Talk to Family and Friends 

r" Therapist E Focusing on Other Things 

If so, what? 

E Other 

What do you think would help patients to better cope with Ulcerative Colitis or Crohn's 
Disease while in the hospital? While out of the hospital? 

w,0-\ p' why hr -c 014014 

71-i2/7-1 (St7')-(///7 -  

What difficulties have you observed that patients with Ulcerative Colitis or Crohn's 
Disease face? 

tf,'ec,V 4tattA4-t_ 	 b e 	 ci.B. 	 frt 	 eystive-vb----- 

	

bz-e-tta4-e- 	 IAMA, 	 n 	 :5' 

What difficulties have you observed that patients face as a result of their medications side 
effects? 

wele0 
SteCte an_ bodb 

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or 
Crohn's Disease? 

I 
	

f- 	 d i;etv4—L_ 

What do you think would help alleviate some of the difficulties that children with 
Ulcerative Colitis or Crohn's Disease have to deal with. 

fit , e „( -L 0 	 k(V--7 0 11 4

Do youyou have any other thoughts to share? 
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How do you think patients feel when they are first diagnosed with Ulcerative Colitis or 
Crohn's Disease? 

e kia_s 

S cc 5 e s- 
StA_ 

/ /Y117  

S 6-- CO- 	 1 

rc /,ci7 

C 

How have you seen patients cope with the disease? 

E Nothing r Support Group I7-7-1`a-lk to Family and Friends 

3 Therapist r Focusing on Other Things 

If so, what? 

3 Other  K_ 	 t./Lji-OV  C      

What do you think would help patients to better cope with Ulcerative Colitis or Crohn's 
Disease while in the hospital? While out of the hospital? 

cc 	 /-- 	 <, 	 04 	 eC (-kit 

" 

What difficulties have you observed that patients with Ulcerative Colitis or Crohn's 
Disease face? 

- 	 c 	 , 	 A 5 	 t,  co-) 	 (--c.) I 1C 1 1. 	 Cy 

C 	 // 	 '74kji t- Cn it" 

What difficulties have you observed that patients face as a result of their medications side t- ' 
effects? 

Z.+ 

v 

S c.L..).) 0 7 

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or 
Crohn's Disease? 

rn c .- 4 	 pct .--: e 0 4- S 	 --77 ck-4 	 K' ,e 7  u(r-c 	 •..1 c-k_ 1?& / L C..o Cc_ Cc/ 

VJ2,t__.- 	 S : C K._ 	 C.,___/- --) eP 	 i (-2 C ,e___ 	 tc, 7) Ct k 	 i• 	 eF4- i--  3 c.-?t_c 1--- _o / . r- 4' 

What do you think would help alleviate some of the difficul 	 that children with 
Ulcerative Colitis or Crohn's Disease have to deal with. 

C 

Do you have any other thoughts to share? 
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How do you think patients feel when they are first diagnosed with Ulcerative Colitis or 
Crohn's Disease? 

How have you seen patients cope with the disease? 

tubing 	 upport Group 	 to Family and Friends 

E Therapist r-  ]ling on Other Things 

If so, what? 	  

E Other 

What do you think would help patients to better cope with Ulcerative Colitis or Crohn's 
Disease while in the hospital? While out of the hospital? 

(Ai 
What difficulties have you observed that patients with Ulcerative Colitis or Crohn's 
Disease face? 	 c 	 I 0 

What difficulties have you observed that patients face as a result of their medications side 
effects? 	 f' effects? 	 ) ( 	 e 

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or 
Crohn's Disease? 

01" 

Of-Li 	 are s 6 S' 2 c__IC 

What do you think would help alleviate some of the difficulties that children with 
Ulcerative Colitis or Crohn's Disease have to deal with 

7 6-7 Id 	 /9.6p 

-ed u 
S  L9.w 

Do you have any other thoughts to share? 
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APPENDIX L 	 Trivia Questions 

Q: How can Ulcerative Colitis affect a 
person's spine? 

A: Back pain, loss of flexibility, nerve damage 

Please give away two pills 

Q: How can Ulcerative Colitis affect 
a person's joints? 

A: Joint pain, loss of joint flexibility, permanent joint 
damage 

Please give two pills to another player 

Q: What is strictureplasty? 
	

Q: What is a resection? 

A: Strictureplasty is when a narrowed area of intestine is 
	

A: In a resection the diseased area is taken out and 
opened and the intestine is widened 

	
the remaining portions of healthy tissue are joined 

Please discard one pill 
	

Please discard one pill 

Q: In what ways does CCFA provide support 
to people with Crohn's Disease and Ulcerative 

Colitis? 

A: Organizes support groups, provides educational 
information, and sets up educational programs and 

seminars 

Please discard two pills 

Q: Is an increased appetite a side effect of 
Prednisone? 

A: Yes 

Please discard one pill 

Q: What is Ulcerative Colitis? 

A: Ulcerative Colitis is an inflammation of the colon and 
rectum, or both 

Please give one pill to another player 

Q: What is Crohn's Disease? 

A: Crohn's Disease is a serious inflammation of 
predominantly the small intestine and colon, but 

may effect any part of the GI tract 

Please discard two pills 
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Q: How many people suffer from Crohn's 
Disease and Ulcerative Colitis in the United 

States? 

A: Approximately two million Americans suffer from 
Crohn's Disease and Ulcerative Colitis 

Please discard two pills 

Q: What is the difference between an Upper 
GI and a Lower GI? 

A: In an Upper GI you drink barium, and in a Lower GI 
they insert barium through the rectum 

Please discard one pill 

Q: Does Crohn's Disease run in families? 

A: Crohn's Disease may run in families 

Please discard one pill 

Q: Is good nutrition important in the 
treatment of IBD? 

A: Yes, nutrition is important because the disease 
takes much of the nutrients, fluids, vitamins, and 

minerals from the body 

Please give two pills to another player 

Q: Can emotional stress influence a patient's 
disease? 

A: Yes, since the mind and body are so intertwined, disease 
can often be triggered by a patients level of stress 

Please discard one pill 

Q: How is Ulcerative Colitis detected? 

A: Ulcerative Colitis is detected by a Colonoscopy 

Please discard one pill 

Q: What is Anemia? 

A: Anemia is a low amount of hemoglobin in the red blood 
cells 

Please discard two pills 

Q: What is a biopsy? 

A: A biopsy is a small piece of tissue taken from 
a person's body for examination under 

a microscope 

Please discard one pill 
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Q: What are the names of the two Major 
League Baseball Teams in New York? 

A: The New York Mets and the New York Yankees 

Please give away one pill 

Q: Is surgery a "last resort" medical 
treatment for IBD? 

A: No, surgery is very much an option for IBD. 
Sometimes surgery is the only treatment for 

a specific condition 

Please give one pill to another player 

Q: What is the percentage of patients with 
Crohn's Disease that will have to have 

surgery at some point in their lives? 

A: 75% 

Please discard one pill 

Q: What is the percentage of patients with 
Ulcerative Colitis that will have to have 

surgery at some point in their lives? 

A: 30% 

Please discard one pill 

Q: Is it possible for Crohn's Disease to be 
cured by surgery? 

A: No, Crohn's Disease cannot be cured by surgery. 
However, surgery is done to alleviate painful .symptoms 

Please discard two pills 

Q: Is it possible for Ulcerative Colitis to be 
cured by surgery? 

A: Ulcerative Colitis can be cured when the entire 
colon and rectum is removed 

Please discard one pill 

Q: What is meant by a total colectomy or 
proctocolectomy? 

A: A total colectomy or proctocolectomy means the entire 
colon and rectum are removed 

Please give one pill to another player 

Q: What is meant by a subtotal colectomy? 

A: A subtotal colectomy means removal of the 
colon, but not the rectum or anus 

Please discard two pills 
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Q: What is an ileostomy? 

A: An ileostomy is when the ileum is redirected through 
the wall of the abdomen to the skins surface. An appliance 

is then placed over the opening to collect stool 

Please discard two pills 

Q: What is a colostomy? 

A: In a colostomy, part of the colon is redirected 
through the abdomen wall to the skins surface. 
An appliance is then placed over the opening 

to collect stool 

Please discard one pill 

Q: What do steroids do to a person's bones? 

A: Steroids reduce the amount of calcium that the body 
absorbs. As a result, bones begin to deteriorate. 

Please give one pill to another player  

Q: Name one of the two main types of 
drugs that are prescribed by doctors 

to reduce inflammation in the affected 
area of intestine? 

A: Steroids and 5-ASA drugs 

Please discard one pill 

Q: When do Doctors use steroids in the 
treatment of Crohn's Disease and Ulcerative 

Colitis? 

A: Doctors use steroids when the disease can no longer be 
controlled by any other medication 

Please discard one pill 

Q: How is Remicade given to patients? 

A: Patients receive remicade through an infusion 

Please discard one pill 

You just went into remission, discard all pills 
for any section before the transverse colon and 

proceed to the beginning of the transverse 
colon 

Q: How can Ulcerative Colitis affect a 
patient's skin? 

A: Redness, tender bumps, and sores may occur 

Please discard one pill 
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Q: How can a person receive information 
from CCFA? 

A: They can be reached two ways, one by calling 1-800- 
932-2423, or on the web at www.ccfa.org  

Please give one pill to another player 

You got Appendicitis, go to the Appendix 

Q: What organs can Crohn's Disease effect? 

A: Any or all of the GI tract 

Please discard two pills 

Q: After a diseased area has been removed 
in a patient with Crohn's Disease, may 

disease reoccur? 

A: Yes, because Crohn's Disease can never be cured 

Please discard one pill 

Q: For a patient with Ulcerative Colitis who 
has had a colectomy, what is pouchitis? 

A: Pouchitis is an infection in the patients J or S pouch 

Please give away two pills 

Q: What is an Enerostomal Theraist (ET 
Nurse)? 

A: An ET Nurse helps patients after they have had a 
surgery which requires them to have an ostomy 

Please give two pills to another player 

Q: Is arthritis associated with HID? 

A: Yes, arthritis is often times associated with IBD 

Please discard one pill 

Q: Is osteoporosis associated with Crohn's 
Disease or Ulcerative Colitis? 

A: No, however it can be caused by the use of 
steroids for treatment of the disease 

Please discard one pill 
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Q: What is Osteoporosis? 	 Q: Does Ulcerative Colitis increase a 
person's risk of getting colon cancer? 

A: Osteoporosis is a disease which results in the destruction 
of bones causing them to become weak and much more likely 

	
A: Yes, that is why a person with Ulcerative 

to fracture 	 Colitis should receive annual cancer examinations 

Please discard two pills 	 Please discard one pill 

Q: What is the cause of Crohn's Disease or 
Ulcerative Colitis? 

A: Currently there is no known cause for Crohn's Disease 
or Ulcerative Colitis 

Please give one pill to another player 

Medication is not working, 
go back to the start 

Q: What is IBD? 

A: IBD stands for Inflammatory Bowel Disease 

Please discard two pills 

Q: What organs are affected by Ulcerative 
Colitis? 

A: Ulcerative Colitis may effect the colon or 
rectum or both 

Please discard one pill 

Q: What is the name of the first Indiana Jones 	 Q: What were the Los Angeles Dodgers 
Movie? 	 originally known as? 

A: Indiana Jones and the Raiders of the Lost Ark 	 A: Brooklyn Dodgers 

Please give away two pills 	 Please give two pills to another player 
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Q: What music artist sings the songs 
Q: Who played Indiana Jones in the trilogy? 	 "Lucky," "Oops, I Did It Again," and 

"Sometimes?" 
A: Harrison Ford 

A: Britney Spears 
Please discard one pill 

Please discard one pill 

Q: What is the real name of the music artist 
"Fresh Prince?" 

A: Will Smith 

Please discard two pills 

Q: What is the name of the actor 
who played Austin Powers? 

A: Mike Meyers 

Please discard one pill 

Q: What is the golf term for one stroke under 	 Q: What is the name of the stadium 
par for a hole? 	 that the New York Yankees play in? 

A: birdie 	 A: Yankee Stadium 

Please give one pill to another player 	 Please discard two pills 

Q: Where were the 1996 Summer Olympics 
held? 

A: Atlanta, Georgia 

Please discard two pills 

Q: Whom is Clark Kent better known as? 

A: Superman 

Please discard one pill 
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Q: Name all of the members of the Simpson's 	 Q: When was the last time the Boston Red 
household. 	 Sox won the World Series? 

A: Homer, Marge, Bart, Lisa, and Maggie 	 A: 1918 

Please give away two pills 	 Please give two pills to another player 

Q: What is Batman's real name? 	 Q: Who is the lead singer of Pearl Jam? 

A: Bruce Wayne 	 A: Eddie Vedder 

Please discard one pill 	 Please discard one pill 

Q: Who is the 42nd  President? 

A: Bill Clinton 

Please discard two pills 

Q: Who were the first two men to 
walk on the moon? 

A: Buzz Aldrin and Neil Armstrong 

Please discard one pill 

Q: Name the original Three Stooges? 

A: Moe, Larry, and Shemp 

Please give one pill to another player 

Q: What is the number of the episode 
of Star Wars: A New Hope? 

A: Four 

Please discard two pills 
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Q: In Star Wars, who was Luke Skywalker's 	 Q: In the movie Jurassic Park, 
Father? 	 on what island was the park located? 

A: Darth Fader or Anakin Skywalker 	 A: Isla Nublar off the Coast of Costa Rica 

Please discard two pills 	 Please discard one pill 

Q: Who played Superman in the movies? 	 Q: Who invented the electric light bulb? 

A: Christopher Reeve 	 A: Thomas Edison 

Please give away two pills 	 Please give two pills to another player 

Q: Where are the smallest bones in the human 
body located? 

A: Hand 

Please discard one pill 

Q: Which planet is nearest to the sun? 

A: Mercury 

Please discard one pill 

Q: Where did Mickey Mouse make his first 
appearance? 

A: "Steamboat Willie" 

Please discard two pills 

Q: In Fahrenheit, at what temperature 
does water freeze? 

A: 32°F 

Please discard one pill 
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Q: What letter does not appear in the name of 
any of the U.S. states? 

A. Q 

Please give one pill to another player 

Q: How many stomachs does a cow have? 

A: 4 

Please discard two pills 

Q: A perfect tenpin bowling game has how 
many strikes? 

Q: What states are Disney World 
and Disney Land located in? 

A: 12 	 A: Florida and California 

Please discard two pills 	 Please discard one pill 

Q: How many °C is 32°F equal to? 

A: 0°C 

Please give away two pills 

Q: What does a baseball pitcher have 
to do to walk a batter? 

A: Throw four balls 

Please give two pills to another player 

Q: What is the left field wall at Fenway Park 	 Q: How many points is a Football touchdow 
called? 	 worth? 

A: The Green Monster 	 A: 6 points 

Please discard one pill 	 Please discard one pill 
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Q: What is the real name of the rapper 
"Eminem?" 
	

Q: What is the capital of Rhode Island? 

A: Marshall Mathers 
	

A: Providence 

Please discard two pills 
	

Please discard one pill 

Q: What is the capital of France? 	 Q: Where is the Eiffel Tower located? 

A: Paris 	 A: Paris, France 

Please give one pill to another player 	 Please discard two pills 

Q: What city and state do the Broncos 	 Q: What is the name of the Red Hot Chili 
football team play in? 	 Peppers bassist? 

A: Denver, Colorado 	 A: Flea 

Please discard two pills 	 Please discard one pill 

Q: What city do the New England Patriots 
play in? 

A: Foxboro 

Please give away two pills 

Q: How many feet are in a yard? 

A: 3 

Please give two pills to another player 
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Q: What University has the nickname the 
Fighting Irish? 

A: Notre Dame 

Please discard one pill 

Q: What is Boston College's nickname? 

A: Eagles 

Please discard one pill 

Q: Which fast food restaurant has the golden 
arches as a trademark? 

A: McDonalds 

Please discard two pills 

Q: What fast food restaurant has a burger 
called the "Whopper?" 

A: Burger King 

Please discard one pill 

Q: Who is Luke Skywalker's sister? 	 Q: Who created Star Wars? 

A: Princess Leia 	 A: George Lucas 

Please give one pill to another player 	 Please discard two pills 

Q: In what country is the city of Rome 	 Q: What was the last Indiana Jones movie 
located? 	 called? 

A: Italy 	 A: The Last Crusade 

Please discard two pills 	 Please discard one pill 

144 



Q: How many items are in a dozen? 	 Q: What kind of music does Dr. Dre sing? 

A: Twelve 	 A: Rap 

Please give away two pills 	 Please give two pills to another player 

Q: Where were the first Olympics held? 

A: Athens, Greece 

Please discard one pill 

Q: How many planets are closer to the sun 
than Earth? 

A: Two 

Please discard one pill 

Q: What organ pumps blood throughout a 
person's body? 

A: The heart 

Please discard two pills 

Q: What is the major organ involved in 
helping a person breathe in Oxygen? 

A: Lungs 

Please discard one pill 

Q: Where were the 2000 Summer Olympics 
held? 

A: Sydney, Australia 

Please give one pill to another player 

Q: What company did Bill Gates create? 

A: Microsoft 

Please discard two pills 
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Q: Where are kangaroos found? 

A: Australia 

Please discard two pills 

Q: Who was the first President of 
the United States? 

A: George Washington 

Please discard one pill 

Q: In what part of the body is the femur 
located? 

A: In the leg 

Please give away two pills 

Q: If it were removed from the body, how 
long would the small intestine stretch to? 

A: 22 Feet 

Please give two pills to another player 

Q: How many muscles are needed to frown? 	 Q: How many muscles are needed to smile? 

A:43 	 A:17 

Please discard one pill 	 Please discard one pill 

Q: What living things produce oxygen for 	 Q: Who wrote the children's book 
humans to breathe? 	 The Cat and The Hat? 

A: Plants 	 A: Dr. Seuss 

Please discard two pills 	 Please discard one pill 
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Q: When is surgery required for a patient 
with IBD? 

A: Surgery is required when medication no longer is 
working, or when the doctor and patient both feel that it is 

more beneficial than continuing on with medication 

Please give one pill to another player 

Q: What are two groups of people that a 
patient could talk to, to receive help? 

A: Parents, family, teachers, friends, doctors, 
nurses, and therapists 

Please discard two pills 

Q: What organization is devoted to providing 
help and support for people with Crohn's 

Disease and Ulcerative Colitis? 

A: Crohn's and Colitis Foundation ofAmerica (CCFA) 

Please discard two pills 

Q: What are symptoms of 
Ulcerative Colitis? 

A: Abdominal pain, bleeding, diarrhea, and cramps 

Please discard one pill 

Q: What continent is the Amazon located in? 

A: South America 

Please give away two pills 

Q: What is Mickey Mouse's 
girlfriend's name? 

A: Minnie Mouse 

Please give two pills to another player 

Q: How many bones are in the human body? 
	

Q: Who made the first airplane? 

A: 206 
	

A: The Wright Brothers 

Please discard one pill 
	

Please discard one pill 
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Q: What was the name of the space shuttle 	 Q: Who retired from Basketball and then 
that exploded in 1986? 
	

played Baseball? 

A: The Challenger 
	 A: Michael Jordan 

Please discard two pills 
	

Please discard one pill 

Q: What team did Michael Jordan play for? 

A: The Chicago Bulls 

Please give one pill to another player 

Q: What team did John Elway play 
for before he retired? 

A: The Denver Broncos 

Please discard two pills 

Q: What was the name of the original arena 
that the Boston Celtics played in? 

A: The Boston Garden 

Please discard two pills 

Q: Does England have a President? 

A: No 

Please discard one pill 

Q: What is a Fistula? 

A: An abnormal channel occurring between two loops of 
intestine, or between the intestine and another structure, such 

as the bladder, vagina, or skin 

Please discard two pills 

Q: What is an lleoanal Anastomosis? 

A: A procedure done to cure patients of 
Ulcerative Colitis where an internal 

reservoir (pouch) is created 

Please discard one pill 
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Q: What is an obstruction of the bowel? 

A: An obstruction is a blockage of either the small of large 
intestine and does not allow normal passing of stool through 

them 

Please give one pill to another player 

Q: What is the currency of the Netherlands? 

A: Guilder 

Please discard one pill 

Q: What is the longest river in the Irish 	 Q: What is the highest mountain peak in 
Republic? 	 Europe? 

A: The Shannon River 	 A: Mount Elbrus 

Please give one pill to another player 	 Please discard two pills 

Q: Other than the Caspian Sea, what is the 
largest lake in Europe? 

A: Lake Lodoga 

Please discard two pills 

Q: How many countries border France? 

A: Eight 

Please discard one pill 

Q: What three islands make up the Balearic 	 Q: In what country in Europe is 
Islands? 	 the highest waterfall located? 

	

A: The Ibiza, Majorca, and the Minorca 	 A: France 

	

Please give two pills to another player 	 Please discard two pills 
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Q: Magyar Kortarsasag is the national name 	 Q: Who is the author of the book Animal 
of what country? 	 Farm? 

A: Hungary 	 George Orwell 

Please discard two pills 	 Please discard one pill 

Q: Who is the author of the book A Separate 	 Q: Who is the author of the book The 
Peace? 	 Stranger? 

A: John Knowles 	 A: Albert Camus 

Please give one pill to another player 	 Please discard two pills 

Q: Who wrote the book Little Women? 

A: Louisa May Alcott 

Please discard two pills 

Q: Who shot President William 
McKinley in 1901? 

A: Leon Czolgosz 

Please discard two pills 

Q: What national landmark opened in 	 Q: When it was introduced in 1908, how 
Washington D.C. in 1922? 	 much did the Ford Model T sell for? 

A: Lincoln Memorial 	 A: $850 

Please give two pills to another player 	 Please discard two pills 
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Q: What medical breakthrough occurred in 
1955? 

A: The polio vaccine 

Please discard two pills 

Q: Where did Martin 
Luther King, Jr. give his famous 

"I have a dream..." speech? 

A: The Lincoln Memorial in Washington D.C. 

Please discard two pills 

Q: The Star-Spangled Banner was written in 
1814 by Francis Scott Key, what year did it 

become the national anthem? 

A: 1931 

Please give one pill to another player 

Q: What does the 26th  Amendment, 
adopted in 1971, address? 

A: The voting age 

Please discard two pills 

Q: Who was the first American woman in 	 Q: Who was the first woman to win an 
space? 	 Academy Award? 

A: Sally Ride 	 A: Janet Gaynor 

Please discard two pills 	 Please discard one pill 

Q: Who was the first woman elected to 
Congress? 

A: Jeanette Rankin 

Please give one pill to another player 

Q: Name two of the major cosmetic 
manufacturers? 

A: Maybelline, Max Factor, Cover Girl, 
Loreal, Revlon, Neutrogena, Oil of Olay, 

Coty, and Allmay 

Please discard one pill 
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Q: Name three soap operas on T.V.? 

A: Days of Our Lives, Port Charles, General Hospital, 
Passions, The Bold and the Beautiful, Guiding Light, All My 

Children, and One Life To Live 

Please discard one pill 

Q: Which U.S. Female rowers won bronze 
medals in the light weight double sculls 

competition at the 2000 Olympics? 

A: Christine Collins and Sarah Garner 

Please give two pills to another player 

Q: Who sewed together the first American 	 Q: Who was the star female actress in 
flag? 	 "My Best Friends Wedding?" 

A: Betsy Ross 	 A: Julia Roberts 

Please discard one pill 	 Please discard one pill 

Q: "A Civil Action" is a movie concerning 
toxic waste being dumped into what town's 

water? 

A: Woburn, MA 

Please discard one pill 

Q: Which company manufactures Barbie 
Dolls? 

A: Mattel 

Please discard one pill 

Q: What is the name of "Beauty" in Disney's 	 Q: Melissa Joan Hart is known for 
"Beauty and the Beast?" 	 portraying what witch? 

A: Belle 	 A: Sabrina, the Teenage Witch 

Please discard one pill 	 Please discard one pill 
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APPENDIX M 	 Bonus Trivia Questions 

Bonus Question 

Q: Who or what has been your support 
throughout your illness? 

Please discard one pill 

Bonus Question 

Q: Have you attended any support 
groups? 

If yes, how have they helped? 

Please discard one pill 

Bonus Question 	 Bonus Question 

Q: Has the hospital staff been able to provide 	 Q: How have your Doctors been 
you with support? 	 able to support you? 

Please discard one pill 	 Please discard one pill 

Bonus Question 

Q: Has there been anything surprising about the 
support you have received from your peers? 

Please discard one pill 

Bonus Question 

Q: Has it helped you to talk with other 
children with IBD? If yes, how has it 

helped? 

Please discard one pill 

Bonus Question 

Q: Do you find it difficult to talk with your 
friends about IBD and why? 

Please discard one pill 

Bonus Question 

Q: How has your school been supportive 
of you during absences due 

to your illness? 

Please discard one pill 
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Bonus Question 
	

Bonus Question 

Q: How have you dealt with the side effects from 
	

Q: Have you felt your mood 
your medications? 
	

change as a result of your medications? 

Please discard one pill 
	

Please discard one pill 

Bonus Question 

Q: Do you feel uncomfortable taking your 
medication? Do you ever skip doses? 

Please discard one pill 

Bonus Question 

Q: What feelings did you have 
when surgery was first 
discussed as an option? 

Please discard one pill 

Bonus Question 

Q: If you have had surgery, how do you feel 
about surgery now? 

Please discard one pill 

Bonus Question 

Q: If you have had surgery, what 
did you do to prepare yourself 

emotionally prior to the surgery? 

Please discard one pill 

Bonus Question 

Q: If you have had surgery, do you feel that the 
medical staff was supportive before and after 

surgery? 

Please discard one pill 

Bonus Question 

Q: Is there any way that the 
hospital or medical staff could be more 

supportive? 

Please discard one pill 
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Bonus Question 

Q: If you have had surgery, would it have helped 
to talk with someone who has had a similar type 

of surgery prior to surgery? 

Please discard one pill 

Bonus Question 

Q: How have you coped with 
IBD over time? 

Please discard one pill 

Bonus Question 

Q: What has been most difficult about coping 
with this illness? 

Please discard one pill 

Bonus Question 

Q: What would you say is the best 
way to help someone in your 

position to cope with this illness? 

Please discard one pill 

Bonus Question 	 BONUS QUESTION 

Q: Have you had difficulty finding information 	 Q: How are Crohn's Disease and 
about IBD? 	 Ulcerative Colitis different? 

Please discard one pill 	 Please discard one pill 

BONUS QUESTION 

Q: How do you cope with your illness? 

Please give away two pills 

BONUS QUESTION 

Q: What do you do when you 
feel that you might be getting depressed? 

Please give two pills to another player 
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BONUS QUESTIONS 

Q: Do you know where the local support 
groups are near you? If yes, where? 

Please discard two pills 

BONUS QUESTION 

Q: What are the common side effects of 
Prednisone? 

Please discard two pills 

BONUS QUESTION 	 BONUS QUESTION 

Q: How does your family help you to cope 
with the disease? 

Please discard two pills 

Q: How do you feel about using public 
restrooms and how do you go about using 

them? 

Please discard one pill 

BONUS QUESTION 

Q: How do you deal with IBD in school? 

Please discard two pills 

BONUS QUESTION 

Q: What do you do to take your mind 
off of everything? 

Please discard two pills 
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