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With Inflammatory
Bowel Disease
Submitted by: Jennifer Massey

Did you know that over 1.4 million Americans suffer from
Inflammatory Bowel Disease (IBD)??? Compare that to the
231,461 Americans with leukemia and the 400,000 Americans
living with Multiple Sclerosis. Many individuals with
Crohn’s and ulcerative colitis, jointly known as IBD suffer
in silence due to potential embarrassment and alienation.
I was first diagnosed with Ulcerative
Colitis in 2002, after dealing with several
months of digestive issues. I thought it
was just an intolerance to dairy, but it
turned out to be so much more. Initially,
my doctor said it was a very mild case
and recommended I take prescribed
oral medication three times a day. He
explained that having this disease puts me
in a higher risk category for colon cancer
and that it’s very important to continue
taking the medication. I followed his
advice and didn’t think much more about
it over the next eight years, with exception
of the occasional sensitive stomach as a

reminder.
Then came my first major flare-up in
2010 and it hit me like a ton of bricks! I
couldn’t figure out what was going on. I
couldn’t fathom that it could possibly
be my ulcerative colitis rearing its ugly
head, so I searched for other answers.
I researched parasites and bacterial
infections. Each time I was tested the
results came back negative. I finally had
to admit that my ulcerative colitis had
gotten worse. Looking back, I realize
that my doctor’s advice of staying on the
medication he prescribed was much more
important than I gave credit. A few months
prior to this flare-up I was feeling fine, and
had been for several years, so I told my
doctor that I was going to try to control
my ulcerative colitis with diet changes
and discontinue the medication. I don’t
like taking medicine and I wanted to save
some money. The medication that I am
prescribed is approximately $200 a month,
out-of-pocket. This would have freed up a
good chunk of change each month.
Needless to say,
my money saving,
restrictive diet idea
backfired. By the
time my doctor
and I ruled out all
other possibilities,
I was very ill. He
prescribed oral
corticosteroids
as a way to take
the inflammation
down in my colon.
I took them for
several weeks but
continued to get
worse. I got to
the point where I
was very fatigued,
missing a lot of
work, and barely
able to eat. My weight was dropping (this
was one of the minor benefits for me) and I
wasn’t able to be away from a restroom for
very long. This disease is very humbling,
but I talk about it because it is so common
and affects so many people and I want
them to know they are not alone.

My gastroenterologist agreed that the
corticosteroids were not working and
we needed to try something else, so he
called me back in to his office for another
meeting. When we met, he could see
that my health had deteriorated; I was
dehydrated and hadn’t eaten any food in
over two weeks. I survived by drinking
small amounts of Gatorade. He wanted
to put me in the hospital right then and
there. I refused. I felt like I still had some
fight in me and, in my mind, I thought that
being hospitalized was akin to giving up.
Not to mention, I am a single mother and,
at the time, I had a four year old daughter
and twin two year old boys at
home who needed me. Each day
they would ask me, “Mommy,
did you get the sick out of your
tummy yet?” I felt so helpless
each time I had to tell them, “Not
yet, sweetie.” It was so frustrating
not being able to walk to the park
with my children or take them on
fun outings. My body just wasn’t
coopering,
but I was
determined
not to let
this disease
get the best
of me!
After my refusal to
be admitted into the
hospital, my doctor
recommended I start
immunosuppressant
medication to get
my ulcerative colitis
back under control.
Ulcerative Colitis
is an autoimmune
disease and the
medication he
recommended would
suppress my immune
system enough that
it would no longer
attack the lining of
my colon. I agreed
and started the medication that day. I was
hooked up to an IV while this machine
slowly infused the medication into my
body over the next four hours. Now I
know what it feels like to go through
dialysis. I continued
with the infusions,
every six weeks for the
next several months.
I am happy to say,
the infusions did the
trick and brought
my ulcerative colitis
back under control,
but this did not come
without its own set
of problems. My
immune system was
suffering. Each time I
was tested, which was
often, my white blood
cell count continued
to drop. I was sick
constantly. I would
catch every cold and
flu bug that passed by
me and it would hit me hard and take me
twice as long to fight. Then, one morning
after a horrible fever the night before, I
woke up to severe joint pain all over my
body. I thought it might have been from
the fever, but the pain continued for
several weeks.

My doctors couldn’t understand where the
pain was coming from. They suggested
that it might be a side effect of my
ulcerative colitis, as it can cause some
joint pain. They also wondered if I might
have developed Rheumatoid Arthritis or
Lupus. Some days my joint pain was so
severe that I couldn’t move my fingers
enough to grip a pen and write and I was
forced to take short steps, even limping
at times. It was miserable and made me
appreciate the struggles that people with
arthritis go through. After suffering for
several months with this unexplained
pain, I started doing my own research on
the internet. I came across an article that
talked about a condition called Lupus-like
Syndrome, which can occur when people
develop anti-bodies to certain medications,
like the one I was getting via infusions. I
went to see a rheumatologist. I explained
my findings to him and he agreed with
my theory. I immediately discontinued
the infusions and went back to oral
medication. It took about six months for
that medication to
work its way out of
my body and the
joint pain to cease.
During the time I
was dealing with the
joint pain, I was also
noticing that my hair
was falling out at
an alarming rate. I
would wake up in the
morning and find my
pillow case covered
in hair. I would
pull out handfuls in
the shower and my
brush would be full
each day. After blow
drying my hair each
morning, I would
have to collect a ball
of hair the size of
an orange off of the
floor. As a woman, I
found this very scary
and depressing. I have always had very
thick hair and the day my mother looked
at me and gasped at the sight of how much
hair I had lost was a sobering dose of
reality. Not only did I feel ill, I looked it.
My skin was gray in color, my hair was
falling out and I was exhausted all of the
time.
The loss of my hair led me to see a local
dermatologist. She had my blood drawn
and tested my iron. My iron levels were
barely registering on the test. In her
words, “You iron levels are in the toilet.”
I took prescription iron supplements
for a couple of months with no change.
The hair just kept coming out. By this
time, I had lost close to ¾ of my hair. I
finally went to see a hematologist and
he recommended a series of five iron
infusions. After having such bad luck with
medications throughout this journey, I
was terrified, but I agreed. I’m pleased to
say, those infusions got me back to where
I needed to be and my hair is recovering
slowly but surely.
This flare-up started in April 2010 and has
taken me all of two years to recover, with
the exception of my hair, which will take a
little longer. When I was at my worst, my
family, friends and co-workers stuck with
me and showed great understanding and
support. I made a promise to myself that

as soon as I was healthy enough, I would
fight to find a cure for this horrible disease.
Now is that time!
I joined Team Challenge! I have embarked
on a 16 week endurance fundraising
program where I will train to run the Napa
to Sonoma Half Marathon taking place
this July and raise funds for the Crohn’s
& Colitis Foundation of America (CCFA).
CCFA’s mission is to cure Crohn’s disease
and ulcerative colitis, and to improve
the quality of life of children and adults
affected by these diseases. I feel strongly
that this is a noble cause of which I am
proud to be involved.

Along with the harrowing training to
prepare my body to run 13.1 miles,
I have set a goal to raise $4,200
for CCFA by the end of May. To
accomplish this goal, I need your help.
Please help support me by visiting
my webpage at http://www.active.
com/donate/napa12portland/
tcJMassey. A minimum of 82 cents
per dollar raised by CCFA goes
directly to research and patient
support. No gift is too small and
your contribution is tax deductible.
Thank you for reading my story.
Please help spread the word by
sharing my link with all of your
friends, and let me know if your
business is willing to match your
donation or be a corporate sponsor.
For questions, you can email me
at jennifermassey@hotmail.com.

Go Team Challenge!
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