


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

“their lives.

THE
IBD GAME

RULES OF PLAY

For 2 to 4 players or teams

For ages 12 to 18




OBJECT

SETUP

The object of the game 1s to move your
game piece along the digestive tract from
the start, at the mouth, to the finish, at the
toilet, by rolling the die and to get rid of all
of the pills for each section of the digestive
tract by answering questions correctly.

EQUIPMNET

e IBD Game Board

o Questions / Answer Cards
e 4 Game Pieces

e 1Die

e 5 types of pills

-30 Blue Pills (Esophagus and
Stomach)

-25 Yellow Pills (Small Intestine)
-20 Green Pills (Ascending Colon)

-20 Orange Pills (Transverse
Colon)

-25 Red Pills (Descending Colon)

e 4 Pill Boxes (To store Pills while
playing)

1. Each player or team needs to choose
one of the four game pieces. to use during

the game.

2. Each player or team needs to choose
the following number of pills:

e 6 Blue Pills (Esophagus and
Stomach)

e 5 Yellow Pills (Small Intestine)
e 4 Green Pills (Ascending Colon)

e 4 Orange Pills (Transverse Colon)

5 Red Pills (Descending Colon)

3. Each player or team needs to recetve a
pill box, so they can store all their pills in it
during the game.

4 . Place the bonus questions on the space
labeled “Bonus Questions” and the regular
questions on the space labeled
“Questions”.

5.Each player or team needs to roll the
dice. The player or team with the highest
roll goes first.

GAME PLAY

For each turn, a player or team rolls the die
to determine the number of spaces to
move. The player or team then proceeds
the number of spaces shown on the die.
When the player or team arrives at the
space, an opposing player will then read
the next question card. If the player or
team landed on a space marked with a
purple star, then the question is be drawn
from the “Bonus Questions” pile.
Otherwise the question is to be drawn
from the regular “Questions” pile. If the
player or team answers the question
cotrectly, then the player or team will
discard the designated number of pills,
otherwise, no pills will be discarded and it
will be the next player or team’s turn.
When the player reaches any one of the
doors, and has not discarded all of his pills
for that section, the player must go back to
the start of the section. Once the player
has discarded all of his or her pills for that
section they may proceed through the
doors.

NOTES

e Bonus questions do not have one
correct answer. Any answer given
by a player or team for a bonus
question is considered correct.
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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 (IBD). 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.



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, Crohn’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.



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



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



underlying cause of the diarrthea. 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 7oxic 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



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. 1t is characterized



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), énd 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 Corficosteroids, which includes drugs

such as Prednisone, Hydrocortizone suppositories and enemas, Methylprednisolone,



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 5-4S4 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 fetracycline (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



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



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 ileal 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. S-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
IBD,” 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, Ampicillin,
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-
diarrheal drugs. Examples of this type of drug are Loperamide, Codeine, and
Diphenoxylate, which are used to control abdominal discomfort and diarrhea. Anti-
diarrheal 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. Tt 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 afier 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).
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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:

e Patients’ feelings about their disease

e Extent of their knowledge of the disease

e What types of medication they are on, and how they feel about being on them
e Patients’ feelings about surgery

e How they cope with their disease

e 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:

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

Crohn’s Disease?

e What medications do you have to take on a regular basis?
e 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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43  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

32



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 1s 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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Stomach

Esophagus

Descending Colon

Ascending Colon

Appendix

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 “[d]efinitely 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 S 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 B Timeline B
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APPENDIX C Final Patient Survey

Areyou M T FF

How old are you?

What were you diagnosed with? Ulcerative Colitis = Crohn’s Disease r

How old were you when you were first diagnosed?

How did you first feel about the diagnosis? Angry r Frightened a2 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 r 1 Week — 2 Weeks 2

2 Weeks — 4 Weeks B Greater than 4 Weeks T

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

Are you taking steroids? Yes 3 No 3

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

Ar . . o . . r r
e you taking any pain medication when you are in the hospital? Yes No

Have you had to have any of these procedures? Colonoscopy r Upper GI 3

Lower GI r CT Scan r

L r

Have you had surgery? Yes No

If yes, what procedure?

r r

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

Relieved r Other r

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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Do you talk to your friends about your illness? Yes = No r

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

Talk to Family & Friends = Therapist L Focusing On Other Things =

What things?

Other r

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?

r r

Has Crohn’s or Colitis changed your outlook on life? Yes 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?
r r
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?
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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 a No r

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?

r Yes C 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?

r Yes I No

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

r Yes r No

How?

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

2 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? L. Yes - No
. . I I
Have there been any side effects from the steroids? Yes No
Please describe in detail?
. r r
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 r Friends r Support groups r Therapists
Otbher:

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?

46



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?
I Nothing ™ Support Group [ Talk to Family and Friends

™ Therapist T Focusing on Other Things
If so, what?

[~ 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?

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

48



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 1s 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 O g
How old are you?
] =

What were you diagnosed with?  Ulcerative Colitis O Crohn’s Disease

v

How old were you when you were first diagnosed?
) &L o
How did you first feel about the diagnosis? Iz}ry Fn ghtened Sad

lz/Confused/Didn”[ Understand B/Other t‘%‘eﬂﬂ —H/C}(Y] @/@(ﬂ,{/ﬁ\(w 0 ,Q O

Have these feelings changed in any way? How? And gh,

T Ay st confustad on v +ne D\BQQSA@ IS (,LLQ iSO AU

\AJV\\/ cr T G ot A % twg Ora&d MUV Hpeaital
e Cw ol t oL g Recenc e muref
( (. Qf) Yf/l( ol Adony Ue Cfxf/J,L((,QQ i
\' Do you feel you have a bettér understanding of the illness now? U/‘We e

T Unclerstand G e ot {ron reaa«nq P N 1. QIR
s L)Gg nard. 0 exXPleun wonge s QN Uu(/L,CLT“ T CjO ‘ o
fo oot &”ICV\QQW adon—t N 415 % ’ 2N O Ot e—
n s piseas

How did you learn more about Ulceratlve COlltIS or Cro
Y mom s v@tj fnvaved W mmmmg Dools QA TS Ho Doc.
A0 T 41ml Cliocrut Ve

Is there anything more you would like to know about Ulceratlve Colitis or Crohn’s
. N~ . [y S )

Disease? {\W(LF [C bg)(uu‘; atoacb 10 M. WY cundai e %m,
et it DesCrihe o o wmaw %&m

4 undensteuna i T dont windensiand add o4 st

How did your parents first feel about the diagnosis?

St bus (UL always o fore M Clin Al gl
S L waj
How do they feel now?

T nevelr pec ) R +CUcing et b o) eole . Sy
Fk‘\pu ﬂdL U\Lx IL ol %u' U‘QM |\/\Q\(;( Nl (QL(\}C,\\(_,TJ (,/\,ULQ{

ot LON a { dun ({V‘ ke e
How many flare-ups per year do you usually have? -
NONEC
0/ C

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

T STQyecl coen 1otce Th (OoN 2l ot He deatapo
How long do you usually stay there? Less than a week 371 Week - 2 Weeks [
2 Weeks — 4 Weeks O Greater than 4 Weeks O

What medications do you have to take on a regular basis?
Poioxin —antioieh
POTONZ0.
T OoNT HCUCL QUUTVENE, »-0 ot

/
Are you taking steroids?  Yes U Nno @

e
oot 2k clued |
Are you taking any pain medication while you are at home? Yes O o B

Are you taking any pain medication when you are in the hospital? Yes mﬁo l]]
e : . / G A« : :
NeN L WO M he esprtal Whan ol ¢ ot e dgalaae
" Have you had to have any of these procedures? Colonoscopy m/Upper G1 &~
Lower GI CT Scan

Have you had surgery? Yes No U

If yes, what procedure?

OOSELS (Ul (0 fosuiue

How did you feel when told about this?  Scared lz',/Nervous |21/Angry |'_C)/
Relieved 1 Other & & O(\EULMQLI

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

Prodd of nyscH, Stee - (e O0)-

Do your parents take an active role in yourliv?atment to get better? (1.e. physical support,

emotional support, mental support) Yes No

Are your parents helpful in your coping with Ulcerative Colitis or Crohn’s Disease?
S Vel mMdiin- [ - :
- Yes veey mueh MY Mot Gos 16 MeeHAGo
AN Ao U0ty r‘uwu% p PN gm0,
MU, oGt AGHLN condd 1ot A U0 ot iy

wl mowd dlenn #e m%%&//tg}
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Do you talk to your friends about your illness? Yes 0 No

z
What do you do to cope with your situation? Nothing ™ S
Talk to Family & Friends Therapist O Focusing On Other Things .

upport Group O]

What things?
Other O

Who helps you to cope and how‘? 1oay
myﬁ%@ % ] ML ¢t T e m%// g daaapt V) )
Lat” mgh <

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

o (‘r7p Nvales !’V(,(a)/ },AMZZW

Do you ever get depressed/anxmus because of your 1liness?
(@3 P0OLLAL TN CECK. OO @wg\m’\%

U el eyt AN v&j\q
Has Crohn’s or Colitis changed your outlook on'life? Yes Ea/No O How?

S V\uubm ML conGt™ 5o ¢ m@ (J,V\/\ Uhﬂjq QQ ﬂ/l\f(/\(f) ”)
- Cor \,\(ﬁu\;( oo\ F CoNCing ¢

Ll 4
ow have your activities changed since your dlagnoms (1.€. School, sports, extra-

curricular activities, etc.)? 1= yy\ (N S\OUSEF— ON CAO }/lq fVI lﬁﬁ?\g
(UL O RD Tnted ot Yo AT mMore.

Have yoy-missed a lot of school due to Ulcerative Colitis or Crohn’s Disease?
Yes No O

How do you feel about thlS

What would make you more comfortable while you are in the hospital? When you are
out of the hospltal‘? Phy51cal]y Mentally, and Emotionally?

\,k e 'i\\ S O )q' MUCH A }Qﬂﬁoﬂb\( UUJ
@mum %\&% gl .
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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.

NN

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

rd

What is the cause of the stress?

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

PESSICE A0 YWOAS T

Is there anything else you would like to tell us?
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B/ D - Z/', APR fe

Areyou M F Y ¢ 200 |
How old are you? | Z’{j/(&/ﬁ « P T T \\‘J L &‘ié
What were you diagnosed with?  Ulcerative Colitis L' Crohn’s Disease M

How old were you when you were first diagnosed? ///

B/ Frightened- I]2/Sad

Hgw did you first feel about the diagnosis?  Angry
Confused/Didn’t Understand O Other O

Have these feelings changed in anv wav? How? And Why? N
N ” T ’ e spe R G/LM 0(;(»61

Do you feel you have a better understanding of the illness now? %’8

How did you learn more about Ulcerative Colitis or Crohn’s Disease? P/eﬂ, W/1 e CL’S

0[0 J ORS, o oKs
[s there anything more you would like to know about Ulcerative Colitis or Crohn’s

Disease? - J—
JL ok To heeap QV\ﬁg' albod Qe

How did your parents first feel about the diagnosis?

ey bad
How do they feel now?
S 0me—

How many flare-ups per year do you usually have? SRASCAR. &fqv

Have you ever had to stay overnight in the hospital? Yes No O
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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 I?‘/1 Week — 2 Weeks O
2 Weeks — 4 Weeks u Greater than 4 Weeks O

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

ol enodive (NS ene

Are you taking steroids?  Yes 0 No D/

Are you taking any pain medication while you are at home? Yes O No IE/
Are you taking any pain medication when you are in the hospital? Yes No U

Have you héd/to have any of these procedures? Colonoscopy Ij/Upper Gl EI/
Lower GI CT Scan

Have you had surgery? Yes D No

If yes, what procedure?

How did you feel when told about this? Scared E Nervous Ij/ngry
Relieved & Other U

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 U

Are your parents helpful in your coping with Ulcerative Colitis or Crohn’s Disease?
‘jm
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Do you talk to your friends about your illness? Yes 0 No I'fl/

[7_”{/ Support Group
Talk to Family & Friends u Therapist O Focusing On Other Things

What tklgn/gs?
Other

Who helps you to cope and how?

What do you do to cope with your situation? Nothing O

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

3 dodT ke o JdK abocT 5

Do you ever get depressed/anxious because of your illness?
Has Crohn’s or Colitis changed your outlook on life? Yes IZ27]/No O How?

How have your activities changed since your diagnosis (1.e. School, sports, extra-

curricular activities, etc.)? C‘/e\ P
M\%/d ' \o SoReQ

Have yoy missed a lot of school due to Ulcerative Colitis or Crohn’s Disease?
Yes No U

How do you feel about this?

Hoerile

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.
a i
M%} a/’”}ﬁu“ ng A W

No[:]

In General, are you under a lot of stress?  Yes

%%W

What kind of things do you do to take your mind off of everything?
P :
%O \ Y\g g{) 3\ S @M

[s there anything else you would like to tell us?

What is the cause of the stress?

Y S To gl bebep.
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How old are you? | 3 '/,)_/

Are you

What were you diagnosed with?  Ulcerative Colitis O Crohn’s Disease E(

How old were you when you were first diagnosed? [0

How did you first feel about the diagnosis?  Angry O Frightened D Sad
O Confused/Didn’t Understand O Other k liwle U?S&-\’ bux undars fan &‘hq

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

No+ Mnch, ) e Jwsd edjusted (evens Fheugh pnere woeon't much Hhaay ) aeede
A C‘/Lt\hjc:)‘

Do you feel you have a better understanding of the iliness now?
M det: n'.*lelr

How did you learn more about Ulcerative Colitis or Crohn’s Disease?
Erem My de eClT o Vide, feadiag (CVA f\wbl Catyons, gony to Sq;p(?o Y Gro s g
\'\&VL (/L,TA' 5>‘,MP( EEAVN'N ([v\ure, my P—/‘ﬂ“*}' + T/(..,.(y e iy g\_b" A I-Jh»L"’ N J"/'d>,

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

K

How did your parents first feel about the diagnosis?
V@T\j sad ond Con (\'asc,,l

How do they feel now?

Sult 904 by o2 1 nfor e d

How many flare-ups per year do you usually have? 4 "1
/
Have you ever had to stay overnight in the hospital? Yes ™ No D
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If yes, how many times a year are you in the hospital overnight? O— l

How long do you usually stay there? Less than a week I9/1 Week — 2 Weeks .
2 Weeks — 4 Weeks O Greater than 4 Weeks 0

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

- qucl"mﬁm\ﬁ
- Levagwin

— iy tamin
Are you taking steroids?  Yes No

Are you taking any pain medication while you are at home? Yes E/ No [
Are you taking any pain medication when you are in the hospital? Yes d No O

Have you had to have any of these procedures? Colonoscopy é Upper GI E‘ﬁ
Lower GI uf CT Scan

Have you had surgery? Yes fﬁ No H

If yes, what procedure?

llrm{h Created foe ?:‘-‘4\,\[/1

How did you feel when told about this?  Scared U Nervous 0 Angry d
Relieved & Other U

How do you feel now that you have had the surgery? :
()h‘f’).‘cq H}' bc’ﬂt’v{; bt Pl exnli MPC“(“E becadse of

e fesbretione Yhat iy de cter Hew @ me

Do your parents take an active role in yourgatment 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?

fer
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Do you talk to your friends about your illness?  Yes U No ﬂ/

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

Talk to @ & Friends Therapist O Focusing On Other Things Nﬁ

What things‘? VM? IQ’ML"\F\/ 9{)0/'*'2,- sclhe CDj wr k-, ‘[f‘y‘% (I,S
Other U

Who helps you to cope and how? ‘ _
My entire fams (}z%*rmde‘& ‘mc,bué\.e(J) have been Very ceasSiderate
drd hewve dmbked itk we g hees ved cor;ry.

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

l\)\ V‘ 'F) ) ‘h‘;,\o\

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

Semetines ) feel @Pm,fsec)/u(z) S Fhigs hagpen
Has Crohn’s or Colitis changed your outlook on life? Yes D No Iy/How?

How have your activities changed since your diagnosis (1.e. School, sports, extra-
curricular activities, €1€.)? G oy rocent Tishla o qgeny I'monvT
ab\& Yoo oyun L\(‘C»(r\A Aa pl(&y c;Pz,r"f‘b an 4\» Win { S i i ;\/,6& +o

vl Gan Ih@lu“\-t\b\k W %w‘\' L-Q‘MQHMS)

Have you missed a lot of school due to Ulcerative Colitis or Crohn’s Disease?
Yes No U

How do you feel about this?
|3L/\ \’\(ﬁ(*, and ‘f_v:\-tht}&d b Cawsk @, | hc“k o ler o F b\LLO«-{/M( Sche (.)
(,\u."\v and i’)’ gD b o 0‘) +<> *‘\‘;"‘Q_ :+ CL(( a/‘O \.‘ul’\,f'o L"“.‘»j 91:@ 1— EAVE AV
Lo \ e ‘Q{ \»\H) he Bor .

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

NO“\}@ ."c’u.\\\f - g wgsl S an @ ARSI W ey;h'(,\o.(y nice
(2818 i I i\a@i f"{ﬂ**) o ole LT'V-/ v, dec f)"u-\é)/ F«Lﬂd J 3:‘4»«_\&’ ‘rCC'"'\) .
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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.

{J |w/ >pof +5

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

What 1s the cause of the stress?

What kind of things do you do to take your mind off of everything?
1 cead or ok e “onp {LLM.(‘/?/

Is there anything else you would like to tell us?

\ b(icom(mg Mo o\d-n\/e\f invelved o, \gc,fq\;,\j

oot ‘_‘\/L 4{ Yo
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7 U ADD 4 f
Are you MDFE _ 'A’Riiézf

Line g g

————
e ———— ————

How old are you?

)
| k‘\ IS -/
What were you diagnosed with? Ulcerative Colitis u Crohn’s Disease

How old were you when you were first diagnosed?
{2 WS
How did you first feel about the diagnosis? Angry O Frightened O Sad

O Confused/Didn’t Understand O Other caf /@U@MM o Unam dnat H waS

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

SO e VD

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

Ne 4y

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

Feoon AOC YO Ny asngl pareny s

[s there anything more you would like to know about Ulcerative Colitis or Crohn’s
Disease? R

How did your parents first feel about the diagnosis?
poheread  yoave d"‘o‘@n@ésé =+ 'S) l—(‘ SCG)({QJ/éhQC’KCO‘

How do they feel now?
S A s £ SACL oud howe, No wco.va UPS

hope. wonlt geb any. waoi B
How many flare-ups per year do you usually have?
‘f\/' D i\) E e
Have you ever had to stay overnight in the hospital? Yes 0 no T
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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 0 Week — 2 Weeks u
2 Weeks — 4 Weeks U Greater than 4 Weeks O

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

Are you taking steroids? Yes U No o
Are you taking any pain medication while you are at home? Yes D No E/
Are you taking any pain medication when you are in the hospital?  Yes D No g

Have you had to have any of these procedures? Colonoscopy IJ Upper GI iz
Lower GI D T Scan u

rg

Have you had surgery? Yes D No

[f yes, what procedure?

How did you feel when told about this? Scared U Nervous D Angry O
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?

T s
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Do you talk to your friends about your illness? Yes @S Now

What do you do to cope with your situation? Nothing\@QNSupport Group u
Talk to Family & Friends Therapist O Focusing On Other Things O

What things?

Other t

Who helps you to cope and ho‘w? _ . /
m(j Porend = Jalk oM Me decll me how it rol 9

%f\h{; \OU;: T 6%()0{ b?/ g/@d |+ ;én/LL— CM\WV? WO@Q,

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

N o

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

Has Crohn’s or Colitis changed your outlook on life? Yes O No ™ How?

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

Have you missed a lot of school due to Ulcerative Colitis or Crohn’s Disease?
vae M O - 40 Lorare, A ~ d'qﬂf)@&ffd
Yes No 3 d,x Lol elS u,u

How do you feel about this?
Glod T oclonvy G TTd e,
o

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

e 5% \ . ~ : P
&l j}\;‘fﬂ_@( ,‘/k Co % !:?u,&\; ﬁl_): v
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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. :

NOTRLN v

In General, are you under a lot of stress? Yes O No M/
S oM LS
What is the cause of the stress?
FONRUWTY e gudTiaac)

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

— \/_(/\ ’_\d \\‘Irﬁ\ s . -, . ’ ,
A G Y DEE O Mg, c A M/ AL #/6/2(}/\]

ey Crtedds iae Cjé to e mevieS o just 1’6@4 ot

do ‘F(/\\ f/‘q‘C(/ TRIEa%s

Is there anything else you would like to tell us?

NO
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Are you M FD

How old are yqu?
|3

What were you diagnosed with?  Ulcerative Colitis L Crohn’s Disease

How old were you when you were first diagnosed?

How did you first feel about the diagnosis? Angry u Frightened U Sad

. N ~ 13
O Confused/Didn’t Understand & Other ] //W h\/ Wbé?\ //9 W WA [/,

Have these feelings changed in any w7? How? And Why?

N&“P A d{/ 72 4@M£1 L 0(0//L\ T W%MA
m@m?‘ﬂy‘vg z/vm@%.j

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

Vo5

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

My doc tor  and /ﬁawfem{r 7%/@[ e,

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

P

0

How did your parents first feel about the diagnosis?

Worried Fsor me,

How do they feel now? | ,

C”V@&‘”W{ W}W\ I g%oz/v J}//VHLQ,[/VL@’

How many flare-ups per year do you usually have?

Have you ever had to stay overnight in the hospital? Yes 0 No LY
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you on a regular basis?

Acicall - made me worse

Predpizope helped a [T

Are you taking steroids? Yes
Are you taking any pain medication while you are at home? Yes ' No i
Are you taking any pain medication when you are in the hospital? Yes 0 No L}

Have you had to have any of these procedures? Colonoscopy w Upper GI O
Lower GI O CT Scan O

Have you had surgery? Yes D No W

v | ' k \/

Do your parents take an active role in your treatment to get better? (1.e. physical support,

emotional support, mental support) Ye$ B No D

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

v
\ &S
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Do you talk to your friends about your illness? Yes L No I VI/O# M [/,ﬁ//}/

What do you do to cope with your situation? Nothing g)gon Groul% 19&1/ ‘zf‘@ d o

Talk to Family & Friends O Therapist O Focusing On Ot ?‘hmgs 4/[/ /4 ¢
What things?

Other T

Who helps you to cope and how?

Is there any part of your illness that vou feel most uncomfortable talking about?
P 00 /VV@@J (@\Y
Do you ever get depressed/anxious because of your illness?

hg T L0re

Has Crohn’s or Colitis changed your outlook on life? Yes O No ® How?

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

M,

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

Yes [ No e

How do you feel about this?

I ke Y0 mlee < 0 Mme S’C{\/:&al/ T\T\?ILV’ej
e q }Jr@mk.

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

ot Thre
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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 w No

et pe.s

What is the cause of the stress?

SCR&@,

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

Is'there \2nM r o~ ,

ythmg else you would like to tell us?

ng T h%vf/ \
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Areyou M O F E(
How old are you? |

What were you diagnosed with?  Ulcerative Colitis d Crohn’s Disease

How old were you when you were first diagnosed? ‘7’5\

How did you first feel about the diagnosis? Angry . Frightened d Sad
L Confused/Didn’t Understand B Other U

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

Yes. ) have leormd that there are
waNs to  oontiole i,

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?

Fom Ny Pam\%s and My GI doctor,

[s there anything more you would like to know about Ulcerative Colitis or Crohn’s

Disease?
No

How did your parents first feel about the diagnosis?
d \ @O‘Ppﬁtﬂ ¥6d

How do they feel now?

F}gs}(a}ed duf»'nﬁ Flare ’UP%
How many flare-ups per year do you usually have?

2-3 /
Have you ever had to stay overnight in the hospital? Yes No U
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If yes, how many times a year are you in the hospital overnight? gf f&—\—
- : : Vo<l
| wad Oﬂ\\f N e hcﬁp\m when | EI( a. a%nosed

How long do you usually stay there? Less than a week D | Week — 2 Weeks
2 Weeks — 4 Weeks 0 Greater than 4 Weeks O]

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

Asccol; (-mp

o

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

Are you taking steroids?  Yes 0 No

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

E/ Upper GI lﬂ/

Have you had to have any of these procedures? Colonoscopy

Lower GI n CT Scan O

Have you had surgery? Yes ] No

[f yes, what procedure?

How did you feel when told about this? Scared U Nervous U Angry o
Relieved U Other [

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

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

emotional support, mental support) Yes No [J

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 E( No H

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

What t

Other \ Joke Ouboo‘\’ ¥

Who helps you to cope and how?

M\[ Nom, She ]aoalqg o1t Me

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

JO\eQ/diﬂ%\ ROGEAD | Ny Stool
MLCOS

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

Ne

Has Crohn’s or Colitis changed your outlook on life? Yes O] No E/ How?

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

curricular activities, etc.)? \ +
They hawen

Have you misi_?l a lot of school due to Ulcerative Colitis or Crohn’s Disease?
Yes O 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?

T ge¥ a lotof sopPor -



What is the one thing that you would like to do right now that you can’t because of your

medical condition. I'my able 4o c\(’)
e\)e(\ﬁh:n%

In General, are you under a lot of stress? Yes 0 o

What is the cause of the stress?

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

oo\ oreond

[s there anything else you would like to tell us?

(@Ro
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. /
Areyou M ek

How old are you? .
| 1

What were you diagnosed with?  Ulcerative Colitis 43// Crohn’s Disease -

How old were you when you were first diagnosed? .\f' 3

N

How did you first feel about the diagnosis? Angry I'{/ Frightened r Sad
A Confused/Didn’t Understand r~ Other =

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

~
v L A T . ] m U v /]
Veo ot e g il Rearayt o el estoe
T-\\( O i)
Do you feel you have a better understanding of the illness now?
N\ S, % If"'/*)‘f (7.;4//’\'(
=N e > f
. Y e //A/) '
[/ N o
How did you learn more about Ulcerative Colitis or Crohn’s Disease? /
u,\ B o : t \ .
A e RV S S 'i/‘ v T 3
7 Ve A AV oA < ’ >i ST T s
P - AR s 2
Is there anything more you would like to know about Ulcerative Colitis or Crohn’s
Disease?
- \ - \
(v e
How did your parents first feel about the diagnosis?
™ : Voo A o 0
Y y Ak 3 25 i <t REES RN
P4 W S \'\ G s Voo " 7}.,(‘5\ v X =L TN 1/7 - RN

I
How do they feel now?

How many flare-ups per year do you usually have? o,
: A T

X < :‘. p . AN
A\ RO N P}\\(‘ \ \\K BN ;\ T L—/
Have you ever had to stay overmght in the hosp1tal'7 Yes No

N ;\}‘\ R
a9
\ "\\,\.'\ *

YN
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If yes, how many times a year are you in the hospital overnight?

T ikécu YAy 70//47&”/,& N

How long do you usu FJl/ 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? \ L N
vy <N o
NeXonen ) oA -
(N7 " oM
0o e . )>\,_ o g )

|

. . I~
; . raids?  Veq N .
Are you taking steroids? Yes ”\f‘o - < o 6?
\./ WA 7 v 2 /
Are you taking any pain medication while you are at home? Yes 3 No N

(oo Ty D : )

Have you had to have any of these procedures? Colonoscopy ! Upper GI R-/
7 /
Lower GI R CT Scan I

Have you had surgery? Yes

i / ..'/ Vi
If yes, what procedure? o / Ser e -
' ’ SR ¢ " TOVLP?KL Co r s

. P “ N
oS D AR A0
N Cia o o N RS T O\,
How did you feel when told about this? Scared Nervous

R 3

. PN G ) N G ey
Relieved r Other UL D R

I I~

Angry

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

N ~ \ 5
O ’
I )

Do your parents take an active role in your treatment to get better? (i.e. physmal support,
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F/No

Sov ¢
What do you do to cope wi;h/your situation? Nothing - Support Group r
Talk to Family & Friends r

Do you talk to your friends about your illness? Yes I

Therapist r;/Focusing On Other Things

What things?

Other r

Who helps you to cope and how?

{ ({T”bff}" \ '/\} .
m d\ . \ )

P

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

"

Lt

]

)
\ . ~ - . ;o N o
e r'jij s 7 / ] ey Ly A CoTeS Te

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

\
/[,/_,(

‘ No How?

How have your activities changed since your d1agn051s (1.e. School, sports, extra-
cumcular activities, etc.)?

5 ) e N e - .
bf/ﬂv‘\b )ﬁ% 8 L ham el e N d TS Ve

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

Yes i No r

How do you feel about this?

e /‘\ Ny U //Lt R {,/"\ Rl s " i .(‘\\
GRS ' -

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. :

Q‘\@)V N 10 (3/ heo bofhcoom AL ouc,
‘ N F/ No W/

In General, are you under a lot of stress? Yes "

What is the cause of the stress?

e

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

) \ ‘
%\ G_’,,Gm(_g‘ O\f\f\.(}/\ Y

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?

Wmmd . ztul’(:t»wmg}/&d

How have these initial feelings changed over time?

/;lQ\u o ok Lo - uufvil JLh LLd A b(qxj\) e lJ
hewsenon e s & ZLLC & bt et Joostbe o 1«441(

4 éLCL\,LLL\LQ A Aplj( ke T arima c7/ wfoceh bt
JUPFENY

Do you notice any changes in your ch1]d s emotions since diagnosis?

2 Yes B No

/'Qlk.ﬁ_ /(L\_x\k/ (. (Z\\_\ (‘ \k ‘L L= ‘/K

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

Jhe %(/L et bt 7/)\1 A et JQJ‘QQ AQ/U‘Q«\,LJ"NUA"\L ,L(elﬁ/

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

or Crohn’s Disease? In what ways?

Mo Do doeerl doruts WLk Rl frends

Have you taken an active role in your child’s emotional and physical treatment process”?
Wu ‘

How?
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Do you 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?

g é Wt W gotees chent ald , L cold
Y\ e /\ A Moo ol v Loctar .
Are you completely open and honest with your child about his/her condition?

X Yes r No

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

30 . B i
child’ \/f [,D A -\ ol /KL\:LL_\,CM C(\

Has your child had to take steroids? 3 Yes : No

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

Please describe in detail?

Jrdlaily, caemed e ke dtaged g ruth

j I
hjtade ,Uku\ gl e ey
: 9

v ~

Has your child had to have surgery? - Yes e No

-

M\L\J c;g & ol erees (Loj)v@/'\\,

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?

Ix Family ~ Friends " Support groups 2 Therapists

r Other:

Yes I—X No

Has your child ever had to stay in the hospital overnight?

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? _
Q,,LL LA G ﬁj\m..\_gf\\ 7L C‘vc“bd/tk\f(r w(’\irb\fe u’

Is there anything more that could be done to make your child feel better when 1n the

hospital?

a Z’L%\L'u\k{ b @ T LU Gl Cf\(f-":,g \ )O,'t(,CQL VI

e Tuakindo and 6 Auge  vodoy A

. < {
Gldp o ed - e e cth{ Z‘Ym-cﬂ

[
Do you have any other thoughts to share?

N . poT . . PN /
oA (L Lac deuc htwven A Ao ol

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

or Crohn’s Disease? SW Lo XS '2\,1(5 O\OQ i ]Cme@
rlohl/\\r% )

How have these initial feelings changed over time? <§ L\US \o nb“)\

She fesew LE Semcinae, M% ,

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

Yes

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

paie

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

or Crohn’s Disease? In what ways? Sﬂu, kGOL/\)/\ /J( (/) OO{ 4"/\ aj— 1/7/1\%0\)9/

Wwwm - bwt bm CM%AQ/ o he
~\Qlkwﬂ?i6f)»0?jﬁckﬁcﬂ%@\ MM
Tups, 2t
Have you taken an active role in your child’s emotional and physical treatment process?

To's olgfaat o arvord ¢
How? 3 wuks do oF oal ok Huwo Ao
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ID;you think your involvement has helped your child?

Yes - No

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

- Yés

— No .
How? ot M! W D wﬂbc@m‘%‘

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

e //L(,Vf; @@@é@@%

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

child? MO

Has your child had to take steroids ,\ I No

Have there been any side effects from the ster01ds’? Yes

Please describe in detail?
(NMoon % e, /tjc// ’ﬁz@/

-

Has your child had to have surgery? I Yes No

What type of surgery did your child have?

No
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How did your chi»l'd 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?

r7/Family e Friends - Support groups - Therapists
-

Other:

=, I

Has your child ever had to stay in the hospital overnight? Yes No

If yes, how does your child cope while in the hospital? (
M FM The TN o~ Lﬂomo{ SL‘Q WO(

att
J('{/u-uv\\/l_)’ —H\ef Coams fla e st
g&cﬂ/ k{,@d \)\QC e \SI'\Q kao‘ Q/\ngbv‘(x% b)i)\/@@oﬁ;\
SMD,. PSSP AL ¢ e ot

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

~
Crohn’s Disease? I/V]ﬁﬁ)é‘,] [7 s

[s there anything more that could be done to make your child feel better when in the

hospital? Hﬁ; ([)VD [ /)//DU’;O&WM/ &\ o W \

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

VQP«;} -\/@f@Z b@d) sad. wuncenTroolable .

%MZ 771 j/ﬁ

or Crohn’s Disease?

How have these initial feelings changed over time?
e

(JBon I stopred T ﬁ/O N&//aﬂo’pdﬂ”@; /Q/v%sicﬁu@
%é? OHKM mMe. SR %z@-?@é_—‘. \

4

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

r r

es No

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

0,’&/9 Re88 70 N

Has your child’s social life changed at all since being diagnosed with Ulcerative Colitis
or Crohn’s Disease? In what ways? (/f/c js é&,&/fé aed v

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

2K

How? ([ ifsemad) ¥ JHecliepras. |
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Do you think your involvement has helped your child?

T oves ) T o

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

How?

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

F—Q@’—

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

child? No

Has your child had to take steroids? r @ a

Have there been any side effects from the steroids? r r No
. . . . N 'v/ ' f e y g - %
Please describe in detail? g‘u‘ﬂp % M ML N //Jg/ l’gj ( ; FTEAASfL

/é€/9€c( b i rf///? A /p(w% /ée M’]’ gk&%y Ape o
JaRs: ah/a{i/]g u\//c//a//y <] a;j g . ,

DA C/ e (
Has your child had to have surgery? 3 Yes "~ @

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 r Support groups ™ Therapists

r Other:

Has your child ever had to stay in the hospital overnight? ~ es /"_ No

If ves, how does your child cope while in the hospital?
food

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

?@ B}

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

/ /\/.‘C’

Crohn’s Disease?

hospital?

Do vou have any other thoughts to share?

//V )
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/n,'f S
U5 1 g
{.l T‘Q- ‘ SIS

J
How do you think your child first felt when he/she was diagnosed with Ulcerative Ctrh-ustj o

Loy

or Crohn’s Disease? {yn%upe OF CWIEAT (T AW MeNT 7 yres OUS T -
How have these 1nitial feelings changed over time?

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?

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?

I~ Yes r No

Do you think your feelings regarding your child’s iliness affect him/her?
- Yes - No

How?

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

r Yes r No

Have you attended a parent/child support group? How has this helped you and your
child? Yes « CCn §urfmr/°r Eee 9ws ey s é"/u;m'?/r s
k.,NC v CSTHen ?@f‘? o (r)?‘@\—mt pcy’éx‘ﬁ ) AS NS,

Has your child had to take steroids? - @ : No

Have there been any side effects from the steroids? r @ r No

Please describe in detail?

Games 15 Yexry forry  Thce A Beiy

Drreasme  Lene | LAopee  Poendag AN cense (Ypps TOEE,

Has your child had to have surgery? 3 Yes : @\/

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 chiid cope with his/her illness the most?

RS
rﬂ@;mily , 1 (Friends’ r Support groups ~ Therapists
o
Other:
: : : : r = [
Has your child ever had to stay in the hospital overnight? Yes No

If yes, how does your child cope while in the hospital? : . '
Loves '%J(céf"m Doz ot Likd N E‘\E’J"‘g"’/ Breen ®fm“'/g:' v.
Loke  cun TV 4 Kfe  praké Friesvg  E¥3Ly oo aW oTdee Pasnanctd

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

- / Lo
Crohn’s Disease? ~ v&rg cwell

[s 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?

\ IO 7 wed  MStalle

How have these 1n1t1al feelings changed.over time?
Le's plw md[ \LP&/ bt ﬁ\ﬂ Uu@%fﬁ\af

wxwy uw

Do yptrnotice any changes in your child’s emotions since diagnosis?
r@ NO

What has affected your child the most emotionally as a result of his/her dlagnosw” ,
i dupeadins o Pradgricne. Mo v

L wh@w& nTase  stpehids

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

or Crohn’s Disease? In what ways? o o i /
¢ @( he 19 [(55  Ao4acDIC dirend AN
H@ SLANy v A xN . @M ¢ /wr ( (/ Sy S
NG (L \J% pn&é& (+ /’k b bl

Have vou taken an active role in your child’s emotional and phy51ca1 treatment process”?
Mooy
How?

{)NMML /ﬁ CANAY %m l ({Ucﬁﬂ/ 4 />7L 1€ <06z
@W\j MJF}A\@U\)I 031’7 Wl d e SOhme dur o
A\nctor T et o To e ﬂ%w/; d wag ufw/~
*\/N/‘“ﬁ) U C ,‘de h 77\(’ SUL}C&‘% 91



Do you-think your involvement has helped your child?
r_ é
S
e 07 u /JZ

Do you think your feelings regardl g your child’s illness affect him/her?

- Yes No /( JC 0 \)\ )
Sy W S, T mp/tﬁm %
% \“M [ \\C (t( /)/CM Lb/ v, %W LL/MN\ NS LV\W
’\4 \Q/i\ Q/QA
Are you€omp etel) open and henest with your child about his/her condition?
{cir T
B mueh i e Com e Wl a T o Yea

ol
Have you attended a parent/chlld support group7 How has this help d you and your '

child? %f 5. {j iW ARG AZ /z\ﬂ % aﬂ? he (A {p
/) e

Lt \“U({ Stwafae 0x <, awd J//\ //(i/

z'\;\ﬂﬂ,_ ( /))\(J( »\}7 f?[ ‘g U /\\[/r ’ t(/[ﬁ (J [h([{/
dulds headnew!  wil) /W /)/%( //é///f
Has your child had to take ster01ds° Yes /
On uwd 9/% ( ST 4 C“ ; f\g L7l ((4%@
Have there been any side effects f}om the stermds"’ Yes/ No

Please describe 1n detail?

/[/]u [LLLM&@(& /X/\’L(Z77fft( C?\(/_} /‘/}/L Mk L Al [\7L J/Z/L/’p
MG £ xa%( A 611 Jewow apovt pove loss 15 f bl,j hwlyﬁ

[ Lechord  He  » Lk a 71@/1/07 Alledo ] Wowaa
)’)C!’L»-t-’ﬁ Wiy (e als (UJ@ Whte Aoy, AU /44}' MUDSE ¢
Hasyour<child had to have surgery? 3 Yes - —No/ﬁ :

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?

Friends Support groups Therapists
oer i, nedi Mmm/{w&\ of hiy aasTradediec M/%O
cvod g Sc ol it They 4t b6 /%/“WU/M(
N
P

Has your child ever had to stay in the hospital ovem1ght° 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? }/U Q{{ U V\(&( TN ("/MO{/{ 54\5%/4/4\1& ° {VLZA ])(/j 'z/( /

_ ‘ e I |
(N v O Kl heeg o bl T Ry
m?ﬁ[ Or mp/ml bloe Ay 7‘ﬁj A0 t\éﬂ@ ﬁf ja{[m M//r Z?(//ZZL

V) 10 G A0 5]! /&f@M L/{’{ 7@/ (/) (1{/{14

Is th;re any&mg more that could be dore to ma your child feel better’'when in the

hospital?

Do vou have any other thoughts to share?

C(,c G- L [&4:7' Au | [t M{ ok clioan [\, % 1
Ggen a ol q

93



How do you think your child first felt when he/she was diagnosed with Ulcerativg Coliti: TN

or Crohn’s Disease? OAM Wﬁ Afﬂo%

How have these initial feelings changed over time? /41 S’y CM‘ ) 7‘”&“"”@‘/
U"M 74 e M pw,af Nopwerer 41wl raw%
A WJ (aiz/wrﬂ; ﬂ?cuﬁol@\ WWA J %ﬁmm
dtfm/ wid o ek 7’;;1{?‘#\/&)%0\

Do you notice any changes in your child’s emotions since diagnosis?
r I
No

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

W((W( \(’" aﬂ,(/j wibh M\‘ )K(SW

/4’&0 A/v 1% Wk’//\ égé A, MZ}‘M “
WM M/w GKMM/IA)%@ [AI(J CWML&7 /S ’/g 7,55‘»,%[)
m@\ fﬂw it %«M heo ;y/é/,wéwﬁ

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

or Crohn’s Disease? In what ways?

q\% TMM Vé) ML WL({ /Ue/yl' w'f»rﬂ‘{ﬂm z&wwn./
?Mlﬁ ¢ o /w /L/' /Lu?v shedf~

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

Yes .
How? y
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Doy ink your involvement has helped your child?
~ Yes a No

Do you think your feelings regarding your child’s illness affect him/her?
How? g ?A/ﬁ e /j/m{ WW /W/LQM

Are vou completelv open and honest with your child about his/her condition? :
" oves T borided duosiions ghrt e mid]
gfo/;w}, a/ Ut Mg
Have you attended a parent/child support group? How has this helped you and your
child? Yes . Mode g M e T'm iy 7/fmw/ W W
e (liness . /WM/ Mty L %e(j Corhge hat L PR s
e pfrade fn Adreatmesd .

Has your child had to take steroids? r@ " No

N,

-

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

Please describe in detail? _ .
) %jﬁ(j WV’W\W - Murd swioge
m ' - Tfmﬂe Wy/

Has your child had to have surgery? - 3 No

What type of surgery did your child have? (\{—e /w/% W A Ww%:@ﬂz{aj{/
fo dllew g fatudn 4 bdo dt%%\/wf%
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How did your child feel before surgery? 'EUS h/ﬂ/"/

wid
-y

How did vour child feel after surgery? Mﬂé( ¢ /}ﬁf»{‘w;f/ MM
A WW? /w@ Ry

What de you think has helped your child cope with his/her tiinecs the most?

Friends ~ Support groups r Therapists

Has your child ever had to stay in the hospital overnight? ™ r No

[f yes, how does your child cope while in the hospital? )ﬂ
0K boesute Vb o M(,wﬂu & /M /W'Mf("w Haos ot “J%M)
! -
W% + cé Ha fml.
How does your child cope while out of the hospital with his/her Ulcerative Colitis or

Crohn’s [?is\ease? \&’m{/”dﬁz M ?412// M’ .%%(/] /WVV?L‘ ’)Z(/M/ e
(/\/WZWJWM{’ L' a Ho Aol wH

Is there anything more that could be done to make your child feel better when in the
. 9 N - [ r N )
hospital® /Vl/i“/{ Mj—{?l/ﬂm\ M OW k(«df 7 WM
074, wikh Lamc  lniez

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?  Scaved £y, 000 ., ased /\*

How have these initial feelings changed over time? ;577/ o AT

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

r Yes I _ 'No

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

/ Y .
e S =V € FC

-
PR

—

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

> : H i P
or Crohn’s Disease? Inwhat ways? =/ 45 L1 'y rngc’ o 0 o

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

rL ¢
e R T Al T T
k) (€&l o~ - A
How? R A
. N : - %4
L e o P
Forelr oo, o
//‘rLD”O/\af“/q v Oy oie Lo
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Do you think your involvement has helpéd your child?

- Yeéj - No

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

r r— \
Yes No A \
C OO N ok

How?

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

~ Yes ~ No o CNg Wi - L "CH
, . e L VA, , ‘
[or G worst What L0l pens sy o
o IR
Have you attended a parent/child support group? How has this helped you and you/r el Voo
child? g 0 e ~r

Has your child had to take steroids? r Yes) : No

Have there been any side effects from the steroids? ~ Yes ' No
Please describe in detail? Co .y
e S . -
B S Y A OL R
s -
/ ,_,[ / i . ra ( B
. . r
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?

Family. Friends
~

What do you think has helped your child cope with his/her illness the most?
~ Support groups
Other:

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?
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 = \\fx ‘

or Crohn’s Disease? d 3(/\37103&(1 ot Ui/g/Q 3 ,
e rrfed - long ko foul2a0008,
il h‘p’ﬁ Sergeres

How have these initial feelings changed over time?

ne phVicus e m(rﬂ7 df /)/@‘CO/f Uéﬁnj
u{wg
T S s of bl
N iﬁﬁ(@/\f ﬁ”mfr\ OThe rs
What has affected your child the most emotionally as a result of his/her diagnosis? | |
Ta socia is¢|atre) due fo N'Sp_//& Lizcy -
tons ¢ ISfereid freatment | food resimchos
mulfrple medicQathons |
Has your child’s social life changed at all since being diagnosed with Ulcerative Colitis
or Crohn’s Discase? [n what ways? SOCy (LL ' £ QC k Wdfd/’ |
(/("Y\H'Qci é.,} fﬂd QSHIQHCMS d Whtﬁ/p(,&
e A Qhm ] p[/\t]if‘c Al y O Ql/
Have you taken an active role in your child’s emotional and physical treatment process
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Do you think your involvement has helped your child?

r_
Wed\&@g{ Q

v
g \—@ PDo you think your feelmgs regarding your child’s tllness affect him/her?
r i
Yes

No
How? QA Y| eﬁj AT - /D@ZLC(%(”/)

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

Ty T fo o, owd }gy\j raNg P,QSI”WGS

qu\GSYl”\ 17}/\()\ cathons

Have you attended a parent/child support group? How has this helped you and your
child? Ytg —_ Wb&/}/@\j Sow e e/
Wfd\(w/\&ﬁ@(\ ’f@fl/)@o}

Has your child had to take steroids? ~ @ :

Have there been any side effects from the steroids? : Yes "

No
Please describe in detail? fQT‘CLKde /0 g/ccu W/i)
Whein o AN QWS‘GS) SeCia | ifelakm

Has your child had to have surgery? - @9 -

What type of surgery did your child have?

eode  |leos o %j
central lne o rt7ons

pm\apz& kf‘ep@\‘/
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How did your child feel before surgery? 7711 SQ [ Q b LQJ

rcally Letts
ffcwwﬂ&ﬁz/@/

How did your child feel after surgery? l/\b) S
o b]d(\d 0 CQ H

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

Fam@ r Friends - Support groups - Therapists

r Other:

Has your child ever had to stay in the hospital overnight? a @ r No

If yes, how does your child cope while in the hospital? bf rc 0\_%6 >

R } H&\/\W\CB
’ﬁjm?;z o Jin d Au, st fulional (ed JF

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

ok

Crohn’s Disease?

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

YN pgjdn + socdal wiile
guffm/f

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? 3o of- wv( Cltleliin e \/C/\,/ 70\)(\
(SO VPN dlcd,,/,_og(,d_ l/v»/’ NJ(LH/ S O{"""‘é/&—rué{j
SO beinl] T G resp2ncling o 4’Lc_£a/\/¢7
/Lé/c'/a{t/\é, e &N

How have these initial feelings changed over time?

it
if

l/\«v' $oA bag Ggfca{’C%('\)O((_ oot S oL~k e S I_LTN

o T e

[

o1 <~es Le e~ Siek . —

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

RaCP IR

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

DOther bl odpen Qe o b cppeczce
[ hes S22 bz ckeméﬂtjj e~ &-fb/\;jr, & ko Lo
beg o 5 Fo 1w scdool Ao For Lo s, ")L'Z\/z.»-\éf
fo Copl w1 L\a\/u-\cf ‘Cadciets ab sal s,
Has your child’s social life changed at all since being diagnosed with Ulcerative Colitis
or Crohn’s Disease? [n what ways?

Vfcx, LOL Qu,l s~ bl Yo b 4@4,’ F-r-oL.,\
I~ o QVC/,-\rA/L\E

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

How?
Taske s ol tehons befoe e oloc < o Fet)
AT Ebs bzod o At o= Lad, A'Qa_f.r
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Do you think your involvement has helped your-child?.

r “Tes - No

.\,‘

Do you think your feelings regarding your child’s illness affect him/her?
~ Yes 3 No

How?

T do~rt Hlink sco. We beab g i ~egs DA
& /ogqhdc, albtbocAde gl cs S mob e~ T
}/0_9 lzve. < Aot (& ll\/\(,.(S,

Are you completely open and houest with your child about his’her condition?

l— r No AIQ.(DL)LLIQ/ /

Have you attended a parent/child support group? How has this helped you and your
child? 4&3 4 %cg‘ C Hzs Leoen é'gfcg{" o oz Note S
lme 2l o /49/(¢ D ke Onclerstzof LQL\Q{———Lfo\) e

Xo'r\é/ —‘I/L\K.D\_)ﬂ\. m,’ e (/\JO-fS I/««L@Jh/\é, ot le ~
il dren Lobha 1 late (ohalbl bas

Has your child had to take steroids? r Yes 1'_@

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

Please describe in detail?

Has your child had to have surgery? r@ - No

What type of surgery did your child have?

’é:o/_ﬂc(s of > O L
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How did your child feel before surgery?

ATWHe cb= A

How did your child feel after surgery?

DA Ao o rkzb\ e Lol 5"/“*":%1’06&

What do you think has helped ycur child cope with his/her iliness the most?

I_@ Friends - Support groups : Therapists

~ Other: (9/44\/ DD(‘J-D/

Has your child ever had to stay in the hospital overnight? - Yes - No

If yes, how does your child cope while in the hospital?
! (/'\,i el

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

Crohn’s Disease? Doz s~'+ et o< (\l,\(_ig ‘L4_<_// L\lm #«.fow\

[s there anything more that could be done to make your child feel better when in the

hospital?

A)‘A o s /QMF

Do vou have any other thoughts to share?
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How do you think your child first felt whshe was diagnosed with Ulcerative Colitis

or Crohn’s Disease?

How have these initial feelings changed over t1me‘7
/7 s

/
in your chifd’s emotio

[Dy'ou notice any change ns since d1a0n031s'7
r
" Yes ~ No

What has affected your chxld the most emotlonally as a result @her diagnosis?

LU{WM%&MK%WW/

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

or Crohn’s Disease? In what ways? //}WW% /&7&1 oy e tf il

et

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

%@/
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Eyu think your involvement has helped your child?

=

Yes No

I]?}you think your feelings regarding your child’s illness affect him/her?

-

Yes No

T
How? /{0 “Iy o ' y
2ot /7,&@@% Loyeer s o Fr fut

Nelplewa

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

I Yes r No

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

child? %24 AYZS (i M} v ' N2

o Al Gy Gt e b el o of
I— «

- ~
Has your child had to take steroids? i Yes " No

~

Have there been any side effects from the steroids? 2 Yes No

Please describe in detail? W M% W 7///\,\_

/~

Has your child had to have surgery? =~ Yes No
What type of surgery did your child have? *W
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How did your child feel before surgery? : .

/J/W Tt o

How did your child feel after surgery?

ﬂ\/%«wﬂwﬁﬁyw%‘
MM@%V%MW ot o

W Am Ale Frria k.
What do youthidk has helped your child cope with his/her illness the most?
[—:’/.

-

Family ~ Friends I Support groups r Therapists
Other:

-

Has your child ever had to stay in the hospital overnight? = Yes No

If yes, how does your child cope while in the hospital?

P 7 gy gy, St M@m/{ S G
' /
How does your child copﬁ}%tﬁe hospital wit@her Ulcerative Colitis or .
Crohm’s Disease? /1, %ﬂ/{/\é e i Apre 5/2%)7 7/ ? i
feo Lealid
[s there anything more that could be done to make your child feel better when in the

hospital? W

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?
G T ALY THCAE Was e T EAEECT pus o

LACIE K RNowelleE ABOIT 76 o 2A/ .

How have these initial feelings changed over time?

HELE WAL SES  17ANy T AND D i Kaed Lel g
LLALNCD plouT THE QCEAIE Twe Cpilh NEELS (a7 AT
CE N fyh CELrENT T8 (el TNEI A 1T AL STATE LLE/TL2

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

JS(Yes I No

What has affected your child the most emotionally as a result of his/her diagnosis?
E € e u/AL C_l'/-'/“/(C'J /((/(//,’///\/(r TR Cat /GG

. . — ,o - X ‘44»
C(Fe STACC . papoy Kb giwe<  Cxee2LE~) 1/ X ¢

AT AN CASLE Fel Fae  (woel w7 UC v C0D

Has your child’s social life changed at all since being diagnosed with Ulcerative Colitis
or Crohn’s Disease? In what ways? - c .
S Ak e T we Secire Cwalie) L8 R
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i ' - L cTD  The Gpo caTum i T7 72 Coa? Ve
Have you taken an active role in your child’s emotional and physical treatment process? s, 7~ it

v !

-

How? ol i ke gramg A SO (il E Vo s T e AL
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Do you think your involvement has helped your child?

Yes I~ No

Do you think your feelings regarding your child’s illness affect him/her?
v Yes I No

How? ST AT A .‘4/ P /U‘j /71 /C
I K)’L.L) C

goT Lol ’ Y,
et~ A5 s Lers el

L THNAT e ARLENT Ty

WTE (uid T rrAKE RN A A N
oy i

~NLGEAN

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

/r_(Yes - No

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

child? .
— pf(’f( l\/ 7’9<—U,\}(( L\///_)J 077/6/(‘} ZA/I‘/(/ /\/ﬂb/é J'/Ylaxf/(

Yo' 7 -

o / 77 - 7 ¢ PV
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Has your child had to take steroids?% Yes I No

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

Please describe in detail? — . TE oA CCALS
. . ¢ THNA T ¢JTe ¢
A (¢ VZAL AL J cAATILE 2GS

i T &(/G/Tj /\7»//)

wN O /NA) /(L‘//L,T(:ﬂ / . /5’(/,\/(/(
7L A o LT 5y BT AN,

-

Has your child had to have surgery? X~ Yes No

What type of surgery did your child have?
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How did your child feel before surgery?
S — pul T
ﬂ,d/ﬂfgﬁ{/\/ﬁ VI A/
Ny . ARSI

AN W AT o CeALECTA (-

How did your child feel after surgery? , . .
oA O AT NAEFuL UF A STede NMygATTAL C(Fe
A

fox  JHE SITIAC,

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

}—( Family /V Friends r Support groups - Therapists

r Other: Py sich~S] |

r

Has your child ever had to stay in the hospital overnight? /( Yes No

If yes, how does your child cope while in the hospital?

4 - Ve
__ - - THEAE AT A A2 /
. I AT Va4 U B It e AL
e ! " - Ga77ee A ECANIT  aHr 0 A
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How does your child cope while out of the hospital with his/her Ulcerative Colitis or .
Crohn’s Disease? . .
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e NSE : L T G e oA
SOTE g T grsefe e hat /1

— gt LIS LITS YT TR IR
/ /-

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

T 7L

hospital? ) . ., "
’ CReD  Snvourd AL TuLE O FTINTIES el fen]
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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?

H& Adest chidls scaved /
MKKM%S% ch\d: QW(}X\S

How have these mmal fee]mgs changed over time?

Di wpeh o e, Srushiaded also dunng
N *\)ﬁ?xe Qie \mﬁa&«oﬂs oN d\&g gjxc

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

r Yes l_

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

Embarassmed o hamj {o use e %.lejr s 04
Frushadion [ Joo |

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

or Crohn’s Disease? In what ways?
)\[o\ &;@v hoth chdden. Th Nowe \es Su@m’jﬂ\\ﬁ‘
%\Qﬂd& : Qig &

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

€S-
%&uﬁ“\m&x@v{ WUES A\punogy chidl
Coniy 63% EQ\O‘( Aolngdecisions

Witk ey AocYoy aloud medxco& .‘ pm u\fe_g\elc.
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Do you think your involvement has helped your child?

I—I_No

Do you think your feelings regarding your child’s iliness affect him/her?

: Yes r—

How?

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

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

child? L e \eavoed o \&?y %me et &Q@c&a@ Qndh
oNey Coxedis (?5

Has your child had to take steroids? r r No

Have there been any side effects from the steroids? ~ ' No

Please describe in detail?

?uumegs Facaed Weur

Eﬁ_tﬁ\&& ) . \’\DCI& g&b\(\’ﬁg
A eg@% )@pe\rée
Has your child had to have surgery? - Yes - @

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 heiped )our child cope with his/her iliness the most?

‘ anends) Support groups r Therapists

Other:

Has your child ever had to stay in the hospital overnight? - ~ No

If yes, how does your child cope whlle in the hospltal" \Q}\O\C&@\ CEW\\(& M\W@S@\\V@&MA
o} &Qg_% S;0\( RS da w\ Uu\\\ﬂ N\S\A\US \\DSP\*':\Q
ochuies & QXQ 5 ocm N cun % dhid e

Y@&m\\t&\ﬂm\ alizat {ov \7 da ok Cbp\ A ALY \QSM\e{ vsji

How does your child cope while out of the hospltal with histher Ulcerative Colms or

Crohn’s Disease?

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

hospital?

Do vou 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?
Com)é’fr’(/ Aw/ %/Qﬁu //‘ \‘[,ém/j/(( e ¢)/ %
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How have these initial feelings changed over time? ‘ y/ /
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Do you notice any changes in your chlld s emotlons Since 1agn051s‘7
r I
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? /7/c Fea /7 Ao Aup bece. ‘
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Have you taken an active role in your child’s emotional and physical treatment rocess?
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Do you think your involvement has helped your child‘7 Q/'(/
r r Vesw o ~ W Aave ?d{ SdT J(

Yes
y _ ~ 7/ ‘ o 3,30 7 e +ﬂ“—/\7(
e Dof (X(é//c/:(/r cfr(1§£ a{f\— /{/ Seernc AR

\}/Q\I’—;é\/{ Ff\f#\—/f rnJe V”(/IL

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

r : / [
Ve Mnecs Iy -

How? A\)) ALA /\C//(O/ /‘%/ﬂ\f ,\71)

)L/L Pﬂf § e— 07[ \/77,5( A Pﬁ"’idr\a }m& -
A f\/mw}«(/c{ w mveloet

Are you completely open and honest with your child about his/her condition?
GO ey G 5T,
O s N DO < o8

Have you attended a parent/chlld/upport group? Hoijs/?zis helped you and your

' Ve ct EO/ > S T
chlld? (\/C/f/cf Ex /9‘// Ll K C/uﬁ_ ]L/L P/Z, e ke

ballege oo Med. et s i

Has your child had to take steroids? /\‘—( Yes - No
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Have there been any side effects from the steroids? ?\ Yes No
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What type of surgery did your child have?
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How did your child feel after surgery?

[T

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

f>< Family Friends - Support groups ™ Therapists
Other:
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Has your child ever had to stay in the hospital overnight? ; Yes No

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 his/her Ulcerative Colitis or
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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? -
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Do you notice any changes in your child’s emotions since diagnosis?
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What has affected your child the most emotionally as a result of his/her diagnosis?
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Do )/bu think your involvement has helped your child?

K7 Yes r No

Do you think your feelings regarding your child’s illness affect him/her?
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Are you completely open and honest with your child about his/her condition?
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How did your child feel before surgery?
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How did your child feel after surgery?
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What do you think has helped your child cope with his/her illness the most?

r—‘/Falmlly v Friends r~ Support groups r Therapists

r 4 ' N A 7 Al {,L A GRoL
Other: /7??:.'(_/ \/‘ o (’_ “ ' ’(’ C J 4:, \A’" e L e i
j gy ‘ 2 ‘é\/

Has your child ever had to stay in the hospital overnight?

If yes, how does your child cope while in the hospital? v
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How do you think your child first felt when he/she was diagnosed with Ulcerative Colitis -

or Crohn’s Disease?

3ol

How have these initial feelings changed over time?
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Do you notice any changes in your child’s emotions since diagnosis?

TX Yes I No

What has affected your child the most emotionally as a result of his/her diagnosis?
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Has vour child’s social life changed at all since being diagnosed with Ulcerative Colitis
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Have you taken an active role in your child’s emotional and physical treatment process? >/65

How? 1\/\//0;@«;)9 S W e AV TWVLS %ff’//@fg//é((”
fanving, Tk o7 o TS N
T PO THAD~— AR di< 3, IJCS TERN |
6/5!’\) [((}5{\[— Q)}L) (DASJSS/J\/L_/



?you think your involvement has helped your child?

Yes r No

i)?ou think your feelings regarding your child’s illness affect him/her?
v

Yes No
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Ar?lou completely open and honest with your child about his/her condition?

\,E;\ Yes r No

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

child? ] g Wt Ma

Has your child had to take steroids? r Yes /l% No

-

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

Please describe in detail?

Has your child had to have surgery? = Yes /}é No

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

DR

How did your child feel after surgery?

Pl

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

Family r Friends - Support groups r Therapists

- Other:

-

Has your child ever had to stay in the hospital overnight? ,7( Yes No

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 his/her Ulcerative Colitis or -
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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? 2 ‘l I 3 V g %/I/lﬁ)ﬂ}))[ {]

How have you seen patients cope with the disease?
I Nothing I Support Group ﬁalk to Family and Friends

[%'herapist F\A:ocusing on Other Things
If so, what?

[T 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 hosp1ta1‘7

USIC WW %@% ecothion
What difficulties have you observed that patients with Ulcerative Colitis or Crohn’s

Disease face? C&MEUUXM Q‘%& %‘f%{[/) 0&15 Wﬂ/

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

effects? é’jl[,% (/L:]/L%& /'3 W

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or

Crohn’s Disease? %WM

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?

ﬂ%rc <sed, denestag

How have you seen patients cope with the disease?
™ Nothing Support Group =Tak to Family and Friends

I~ Therapist [ Focusing on Other Things
If so, what?

[Other Voud glanx Yhe~ AANML W T her Qiri, J"@u

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?
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What difficulties have you observed that patients with Ulcerative Colitis or Crohn’s
Disease face?
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What difficulties have you observed that patients face as a result of their medications side
effects?

D&M é GLMOL

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

%(} U’@(I\EM/JW
O spe

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

s M 9 _—
Crohn’s Disease? ?W o MW

How have you seen patients cope with the disease?
™ Nothing Support Group ©Tak to Family and Friends

™ Therapist [~ Focusing on Other Things
If so, what?

Oter 2l heny gt gf’? - VQ«,% EQ% Mot dr

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’V WZW Mbéé

What difficulties have you observed that patients with Ulcerative Colitis or Crohn’s

Disease face? W WV% - .. o

What difficulties have you observed that patients face # a result of their medications side

effcts? W % M

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or

Crohn’s Disease? W/MW/

What do you think would help alleviate some of the difficulties that children with

Ulcerative Colms or Crohn’s Disease have to deal W1th

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
1) M 9 - .
Crohn’s Disease? Ty i C e = s < o
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How have you seen patients cope with the disease?
™ Nothing V’Support Group [C/Tak to Family and Friends

R%herapist ™ Focusing on Other Things
If so, what?

[~ 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?
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What difficulties have you observed that patients face as a result of their medications side Qi{%»

effects? AOLW’/Z' S & .
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How do you think most patients feel, in general, about surgery for Ulcerative Colitis or

Crohn’s Disease? -~ /] » .

/< By preial ok e

What do you think would help alleviate some of the difficulties that children with
Ulcerative Colitis or Crohn’s Disease have to deal with. ;‘/C 5%00//%3
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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?

4/ M oY cm ; c/méawémaf/g s é’//ZM /’JJM/J

How have you seen patients cope with the disease?
I Nothing I Support Group KTalk to Family and Friends

I Therapist T~ Focusing on Other Things
If so, what?

[~ 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?
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What difficulties have you observed that patients with Ulcerative Colitis or Crohn’s
Disease face?
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What difficulties have you observed that patients face as a result of their medications side
effects?
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How do you think most patients feel, in general, about surgery for Ulcerative Colitis or
Crohn’s Disease?
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What do you think would help alleviate some of the difficulties that children with
Ulcerative Colitis or Crohn’s Disease have to deal with.
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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?

]
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How have you seen patients cope with the disease?
™ Nothing I Support Group [TTak to Family and Friends

I~ Therapist I Focusing on Other Things
If so, what?
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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?
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What difficulties have you observed that patients with Ulcerative Colitis or Crohn’s
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What difficulties have you observed that patients face as a result of their medications side” F

effects?
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How do you think most patients feel, in general, about surgery for Ulcerative Colitis or
Crohn’s Disease?
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What do you think would help alleviate some of the difficul
Ulcerative Colitis or Crohn’s Disease have to deal with.
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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? _ o
? Fvay U/P
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How have you seen patients cope with the disease?

FNGthing F-}S(Jpport Group [Falk to Family and Friends

™ Therapist F"\Eoeﬁmg on Other Things
If so, what?

[~ 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?
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What difficulties have you observed that patients with Ulcerative Colitis or Crohn’s
Disease face? Syl w i
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What difficulties have you observed that patients face as a result of their medications side
effects? Se /,-f & Stens

How do you think most patients feel, in general, about surgery for Ulcerative Colitis or

Crohn’s Disease? JDZ)")’{_ ot /1(/ 4‘1 7L e ré{&)@? OQJ‘/
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What do you think would help alleviate some of the difficulties that children with
Ulcerative Colitis or Crohn’s Disease have to deal with.
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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: What is strictureplasty?

A: Strictureplasty is when a narrowed area of intestine is
opened and the intestine is widened

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: 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: 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 a resection?

A: In a resection the diseased area is taken out and
the remaining portions of healthy tissue are joined

Please discard one pill

Q: Is an increased appetite a side effect of
Prednisone?

A: Yes

Please discard one pill

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: 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: What is Anemia?

A: Anemia is a low amount of hemoglobin in the red blood
cells

Please discard two pills

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: How is Ulcerative Colitis detected?

A: Ulcerative Colitis is detected by a Colonoscopy

Please discard one pill

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: 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: 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: 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: 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
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 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 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 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: 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

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: 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: 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: How is Remicade given to patients?
A: Patients receive remicade through an infusion

Please discard one pill

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

Q: What organs can Crohn’s Disease effect?
A: Any or all of the GI tract

Please discard two pills

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: Is arthritis associated with IBD?
A: Yes, arthritis is often times associated with IBD

Please discard one pill

You got Appendicitis, go to the Appendix

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: 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 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?

A: Osteoporosis is a disease which results in the destruction
of bones causing them to become weak and much more likely
to fracture

Please discard two pills

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

Q: What is IBD?
A: IBD stands for Inflammatory Bowel Disease

Please discard two pills

Q: What is the name of the first Indiana Jones
Movie?

A: Indiana Jones and the Raiders of the Lost Ark

Please give away two pills

Q: Does Ulcerative Colitis increase a
person’s risk of getting colon cancer?

A: Yes, that is why a person with Ulcerative
Colitis should receive annual cancer examinations

Please discard one pill

Medication is not working,
go back to the start

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 were the Los Angeles Dodgers
originally known as?

A: Brooklyn Dodgers

Please give two pills to another player
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Q: Who played Indiana Jones in the trilogy?
A: Harrison Ford

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 golf term for one stroke under
par for a hole?

A: birdie

Please give one pill to another player

Q: Where were the 1996 Summer Olympics
held?

A: Aflanta, Georgia

Please discard two pills

Q: What music artist sings the songs
“Lucky,” “Oops, I Did It Again,” and
“Sometimes?”

A: Britney Spears

Please discard one pill

Q: What is the name of the actor
who played Austin Powers?

A: Mike Meyers

Please discard one pill

Q: What is the name of the stadium
that the New York Yankees play in?

A: Yankee Stadium

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
household.

A: Homer, Marge, Bart, Lisa, and Maggie

Please give away two pills

Q: What is Batman’s real name?
A: Bruce Wayne

Please discard one pill

Q: Who is the 42™ President?

A: Bill Clinton

Please discard two pills

Q: Name the original Three Stooges?

A: Moe, Larry, and Shemp

Please give one pill to another player

Q: When was the last time the Boston Red
Sox won the World Series?

A: 1918

Please give two pills to another player

Q: Who is the lead singer of Pearl Jam?
A: Eddie Vedder

Please discard one pill

Q: Who were the first two men to
walk on the moon?

A: Buzz Aldrin and Neil Armstrong

Please discard one pill

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
Father?

A: Darth Vader or Anakin Skywalker

Please discard two pills

Q: Who played Superman in the movies?
A: Christopher Reeve

Please give away two pills

Q: Where are the smallest bones in the human
body located?

A: Hand

Please discard one pill

Q: Where did Mickey Mouse make his first
appearance?

A: “Steamboat Willie”

Please discard two pills

Q: In the movie Jurassic Park,
on what island was the park located?

A: Isla Nublar off the Coast of Costa Rica

Please discard one pill

Q: Who invented the electric light bulb?
A: Thomas Edison

Please give two pills to another player

Q: Which planet is nearest to the sun?
A: Mercury

Please discard one pill

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? Q: How many stomachs does a cow have?

40 A: 4
Please give one pill to another player Please discard two pills
Q: A perfect tenpin bowling game has how Q: What states are Disney World
many strikes? and Disney Land located in?
A4: 12 A: Florida and California
Please discard two pills Please discard one pill

. O . 240 o Q: What does a baseball pitcher have
Q: How many °C is 32°F equal to? to do to walk a batter?
A:-oc A: Throw four balls

Pl i ay two pills
case give away P 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?”

A: Marshall Mathers

Please discard two pills

Q: What is the capital of France?
A: Paris

Please give one pill to another player

Q: What city and state do the Broncos
football team play in?

A: Denver, Colorado

Please discard two pills

Q: What city do the New England Patriots
play in?

A: Foxboro

Please give away two pills

Q: What is the capital of Rhode Island?

A: Providence

Please discard one pill

Q: Where is the Eiffel Tower located?

A: Paris, France

Please discard two pills

Q: What is the name of the Red Hot Chili
Peppers bassist?

A: Flea

Please discard one pill

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: Which fast food restanrant has the golden
arches as a trademark?

A: McDonalds

Please discard two pills

Q: Who is Luke Skywalker’s sister?

A: Princess Leia

Please give one pill to another player

Q: In what country is the city of Rome
located?

A: Italy

Please discard two pills

Q: What is Boston College’s nickname?
A: Eagles

Please discard one pill

Q: What fast food restaurant has a burger
called the “Whopper?”

A: Burger King

Please discard one pill

Q: Who created Star Wars?

A: George Lucas

Please discard two pills

Q: What was the last Indiana Jones movie
called?

A: The Last Crusade

Please discard one pill
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Q: How many items are in a dozen?

A: Twelve

Please give away two pills

Q: Where were the first Olympics held?

A: Athens, Greece

Please discard one pill

Q: What organ pumps blood throughout a
person’s body?

A: The heart

Please discard two pills

Q: Where were the 2000 Summer Olympics
held?

A: Sydney, Australia

Please give one pill to another player

Q: What kind of music does Dr. Dre sing?
A: Rap

Please give two pills to another player

Q: How many planets are closer to the sun
than Earth?

A: Two

Please discard one pill

Q: What is the major organ involved in
helping a person breathe in Oxygen?

A: Lungs

Please discard one pill

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: In what part of the body is the femur
located?

A: In the leg

Please give away two pills

Q: How many muscles are needed to frown?
A: 43

Please discard one pill

Q: What living things produce oxygen for
humans to breathe?

A: Plants

Please discard two pills

Q: Who was the first President of
the United States?

A: George Washington

Please discard one pill

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 smile?
A: 17

Please discard one pill

Q: Who wrote the children’s book
he Cat and The Hat?

A: Dr. Seuss

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 organization is devoted to providing
help and support for people with Crohn’s
Disease and Ulcerative Colitis?

A: Crohn’s and Colitis Foundation of America (CCFA)

Please discard two pills

Q: What continent is the Amazon located in?

A: South America

Please give away two pills

Q: How many bones are in the human body?

A: 206

Please discard one pill

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 are symptoms of
Ulcerative Colitis?

A: Abdominal pain, bleeding, diarrhea, and cramps

Please discard one pill

Q: What is Mickey Mouse’s
girlfriend’s name?

A: Minnie Mouse

Please give two pills to another player

Q: Who made the first airplane?

A: The Wright Brothers

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 John Elway play

. . . ”
Q: What team did Michael Jordan play for? for before he retired?

A: The Chicago Bulls A: The Denver Broncos

Please give one pill to another player Please discard two pills

Q: What was the name of the original arena

that the Boston Celtics played in? Q: Does England have a President?

A: N
A: The Boston Garden ¢

Please discard one pill

Please discard two pills
Q: What is a Fistula? Q: What is an Ileoanal Anastomosis?
A: An abnormal channel occurring between two loops of A: A procedure done to cure patients of
intestine, or between the intestine and another structure, such Ulcerative Colitis where an internal
as the bladder, vagina, or skin reservoir (pouch) is created
Please discard two pills 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 longest river in the Irish
Republic?

A: The Shannon River

Please give one pill to another player

Q: Other than the Caspian Sea, what is the
largest lake in Europe?

A: Lake Lodoga

Please discard two pills

Q: What three islands make up the Balearic
Islands?

A: The Ibiza, Majorca, and the Minorca

Please give two pills to another player

Q: What is the currency of the Netherlands?

A: Guilder

Please discard one pill

Q: What is the highest mountain peak in
Europe?

A: Mount Elbrus

Please discard two pills

Q: How many countries border France?
A: Eight

Please discard one pill

Q: In what country in Europe is
the highest waterfall located?

A: France

Please discard two pills
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Q: Magyar Koztarsasag is the national name
of what country?

A: Hungary

Please discard two pills

Q: Who is the author of the book A Separate
Peace?

A: John Knowles

Please give one pill to another player

Q: Who wrote the book Little Women?

A: Louisa May Alcott

Please discard two pills

Q: What national landmark opened in
Washington D.C. in 1922?

A: Lincoln Memorial

Please give two pills to another player

Q: Who is the author of the book Animal

Farm?
George Orwell

Please discard one pill

Q: Who is the author of the book The
Stranger?

A: Albert Camus

Please discard two pills

Q: Who shot President William
McKinley in 1901?

A: Leon Czolgosz

Please discard two pills

Q: When it was introduced in 1908, how

much did the Ford Model T sell for?

A: $850

Please discard two pills
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Q: What medical breakthrough occurred in
1955?

A: The polio vaccine

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: Who was the first American woman in
space?

A: Sally Ride

Please discard two pills

Q: Who was the first woman elected to
Congress?

A: Jeanette Rankin

Please give one pill to another player

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: What does the 26™ Amendment,
adopted in 1971, address?

A: The voting age

Please discard two pills

Q: Who was the first woman to win an
Academy Award?

A: Janet Gaynor

Please discard one pill

Q: Name two of the major cosmetic
manufacturers?

A: Maybelline, Max Factor, Cover Girl,
Loreal, Revion, 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: Who sewed together the first American
flag?

A: Betsy Ross

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: What is the name of “Beauty” in Disney’s
“Beauty and the Beast?”

A: Belle

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 was the star female actress in
“My Best Friends Wedding?”

A: Julia Roberts

Please discard one pill

Q: Which company manufactures Barbie
Dolls?

A: Mattel

Please discard one pill

Q: Melissa Joan Hart is known for
portraying what witch?

A: Sabrina, the Teenage Witch

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: Has the hospital staff been able to provide
you with support?

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: Do you find it difficult to talk with your
friends about IBD and why?

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

Q: How have your Doctors been
able to support you?

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: 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
Bonus Question Q

Q: What feelings did you have
when surgery was first
discussed as an option?

Q: Do you feel uncomfortable taking your
medication? Do you ever skip doses?

Please discard one pill Please discard one pill

Bonus Question Bonus Question
Q: If you have had surgery, what
did you do to prepare yourself
emotionally prior to the surgery?

Q: If you have had surgery, how do you feel
about surgery now?

Pl , .
case discard one pill Please discard one pill

Bonus Question Bonus Question
Q: If you have had surgery, do you feel that the Q: Is there any way that the
medical staff was supportive before and after hospital or medical staff could be more
surgery? supportive?
Please discard one pill 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: What has been most difficult about coping
with this illness?

Please discard one pill

Bonus Question

Q: Have you had difficulty finding information
about 1BD?

Please discard one pill

BONUS QUESTION

Q: How do you cope with your illness?

Please give away two pills

Bonus Question

Q: How have you coped with
IBD over time?

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

Q: How are Crohn’s Disease and
Ulcerative Colitis different?

Please discard one pill

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: How does your family help you to cope
with the disease?

Please discard two pills

BONUS QUESTION

Q: How do you deal with IBD in school?

Please discard two pills

BONUS QUESTION

Q: What are the common side effects of
Prednisone?

Please discard two pills

BONUS QUESTION
Q: How do you feel about using public

restrooms and how do you go about using
them?

Please discard one pill

BONUS QUESTION

Q: What do you do to take your mind
off of everything?

Please discard two pills
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