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Dedication

 


This book is dedicated to all of the persons
living with Multiple Sclerosis and who try to explain the disease
to others. I realize that it is difficult to understand.

I dedicate this book to all of the physicians, nurses, caregivers,
families and friends who help take care of us. This book is also
dedicated to the classmates and friends of my children through the
years, who understood my limitations and did not mind being around
me. I dedicate this book to my children for struggling to explain
to others, what was wrong with their mother at the young ages of 6
and 4. I dedicate this book to my grandson, so that it will be
easier for him to explain (though I don’t think he’s going to have
a problem….lol).
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Daily Life with MS

 


 


Spring: A Typical Good Day

 


I can hear the birds chirping. As I look out
the window, I can see the dogwood tree in the yard. It’s fuzzy, but
I can see it. Then it hits me. I begin to rub my nose profusely,
try to scratch the inside of my ear and rub my eyes. I am having a
hard time dealing with seasonal allergies. This is a daily
occurrence. Once I am able to breathe, I try to stand up. So from
the time I opened my eyes to the time I actually try to get out of
bed is about 10-15 minutes. My poor husband listens to this and
rarely says anything. He is fortunate enough not to have seasonal
allergies. Trying to clear my nasal passages is a bother.

 


Today is a good day because I can actually
see the tree in the yard. Yesterday, that was not the case. So, I
try to swing my legs to the floor. Hmmm. I’m telling them to move,
but they aren’t listening. So, it’s going to be one of those days.
Okay. Since I am already in a sitting position, I prop the pillows
up behind me. I reach over to the night stand and grab the TV
remotes.

 


Within the next 15 minutes, my husband comes
into the room. “Get up lazy bum.” he says jokingly.

 


“I am up. It’s a bedroom day. The legs aren’t
working.” I reply.

 


“Okay. Do you want to go to the bathroom now
or do you want to use the potty?”

 


“I want to try to go to the bathroom.
Besides, I want to go ahead and wash up. While I’m in the bathroom,
will you put the bench in front of the sink for me, please?” I
ask.

 


“Sure.” He walks around to my side of the bed
which is closest to the bathroom. All I have to do is get around
the corner and the door to the bathroom is right there. It is not a
long distance. He leans down and I follow our routine. I reach up
and put my arms around his neck. But I decide to do something
different.

 


“Let me try this. I’m going to scoot to the
end of the bed and that should make it easier, plus it won’t be so
hard on your back.” I suggest.

 


“Okay. I’ll stand here and watch to make sure
everything is okay.” He says and steps back. I really love the fact
that he lets me try things on my own before he tries to help. He
allows me to have some level of independence.

 


It takes me a few minutes because I have to
physically move my legs with my hands, but I finally make it to the
foot of the bed, where is he standing. “Good girl. You are tired,
aren’t you?”

 


“Yes, but… I… don’t….want… to… use the potty,
I want to use the toilet.” I say out of breath.

 


“Okay, can you sit and rest for a minute? I’m
going to go check on this file and then I’ll be right back.” He
says when I nod my head in the affirmative.

 


As I sit on the bed, I plan, how I will get
to the bathroom and then the sink. I know that it is a short
distance and pivoting will take a lot of the work out of it. True
to his word, my Carl comes in the room, “Are you ready?”

 


“Yup. Let’s do this!” I say with
excitement

 


He walks over to me and leans forward. I
suggest that he turn his back to me once I’m up and then as he
walks my legs will drag behind. He does this and backs me into the
bathroom and I sit on the toilet.

 


“Thank you. I’ll yell for you when I’m ready
to get washed up.”

 


“What? You don’t want me to see you or
something?”

 


“Exactly. Now, get out. I need privacy, Sir.”
I respond jokingly.

 


“Fine, don’t call me when you fall in.” he
says as he walks out of the room.

 


I’m left alone and I begin to think of the
best way to get to the sink. I realize that he can get me there the
same way and once seated on the shower bench, I can turn myself
around. It will take some doing, but I can do it. Then I can bathe
myself and once done he can help me get back into bed.

 


While sitting there, I make a mental ‘to do
list’. I have to get my laptop to put this in my journal. I need to
remind him to take something out for dinner. Have Carl bring me the
phone so I can call the people about the heat and the bills. Make a
doctor’s appointment. Call my friend and let her know that if my
legs don’t decide to work, that we won’t be going to the meeting
tonight and I’ll have to see what tomorrow brings. I also need to
remind Carl to go ahead and start the laundry. Once the clothes are
dried, if he brings them to me, I can go ahead and fold them and he
can hang the things that need hanging. If he puts the hangers on
the bed, I can put them on the hangers, he’ll just have to place
them in the closet.

 


When I’m done, I yell, “Carl! I’m done!”

 


Within a few minutes, he walks into the room.
“Oh, it’s okay to see you now, huh?”

 


“Yup. Can you look in the top drawer and get
me a clean pair of underwear and a bra, please. I’ll call you again
when I’m done.”

 


“Okay. Are you sure? As a matter of fact, I’m
going to sit here and watch TV while you bathe and I’ll turn my
back, so I can’t see you.” he says sarcastically.

 


“Okay, and you better not peak!” I say
playfully.

 


He gets the items I ask for and places them
on the vanity counter next to the sink. I reach beneath the counter
and grab my toiletries (shower gel, toothpaste and baby oil). I use
my hands to turn my legs around so I can face the counter. This
makes it easier for me to reach the sink. Once I finish bathing, I
say, “Okay, Carl, I’m ready.”

 


He walks over and leans down so I can put my
arms around his neck. Then once I am standing he turns around so
that I am leaning on his back and he backs me up to the bed. I sit
on the foot of the bed and scoot myself up to the head of the bed
where I get under the covers using my hands to maneuver my legs. I
am so tired when I’m done.

 


“I know you have some things that you want to
take care of, but rest for a while first. That took a lot out of
you. Tell me what you want me to do.”

 


So I remind him to take something out for
dinner, start the laundry and bring me my laptop and the phone.
Since he wants to make sure I rest, he leaves to handle the first
two assignments and doesn’t bring the phone or my laptop until he
returns. I hate when he does that. But, I understand. He says that
I’m ‘stubborn’. I say I’m ‘strong willed and independent’.

 


The rest of the day progresses along slowly
since I am confined to the bed. Things that I would normally do, I
have to wait for someone to do them for me. As on I put clothes on
hangers I sit in the bed, I exercise my legs as much as I can and
pray that the movement will come back. If it doesn’t, then I’ll
call the doc in a couple of days for an appointment.

 


Okay, my movement did not return, so I have
spent the day sitting up in bed. I folded a couple loads of laundry
and placed clothes on hangers for Carl to put in the closet. Most
were his shirts anyway. Maybe tomorrow will be a better day.

 


A New Day

 


So, yesterday, I woke up and had no movement
in my legs. Today is a new day. I open my eyes and I can see
clearly. That is a good start. I can wiggle my toes. Another good
sign. I stretch and I can move my legs. Yay! I’m back. I sit on the
side of the bed and reach over to get my laptop as I am rubbing my
nose and eyes, trying to breathe. Finally, I am finished with my
morning nasal congestion and can focus on my plans for the rest of
the day. Since Carl and I did the laundry yesterday, all I really
have to do is some light cleaning and cook dinner. But, I want to
be careful because I’m already tired and I just woke up. My legs
feel like they weigh 50lbs each. My left arm is tingling and my
back feels like someone has been punching me for hours. At least I
can see clearly with both eyes today. Yesterday, I could see, but
not clearly. Things were fuzzy.

 


I know that because I am past exhausted that
I have to pace myself. I decided to sit up and take care of sitting
tasks first, then go get something to eat. By then, it should be
after 11am and I can hold it down. I hate that my stomach does that
and I have to wait so long before I can eat anything. That is, if I
want to keep it inside my body so that I can digest it. Anyway,
Carl hears me moving and comes into the room. “How do you feel? You
didn’t sleep well last night.”

 


“I’m sorry if I disturbed you.” I comment
apologetically.

 


“No, it’s okay. I could tell you were in pain
because you moaned and tossed and turned all night. So, I want you
to get some rest today. Take it easy, LaRosa. I mean it. What do
you want to eat?”

 


“In a few minutes, can you bring me some
cereal? The legs are working today, so I can get to the bathroom on
my own. I’m not going to take a shower, just do a bird bath because
I’m exhausted and I don’t want to risk falling again. See, I’m
trying to be safe and smart about things.” I say with a huge
smile.

 


He leaves the room and a few minutes later he
comes in with the cereal. I have already gone to the bathroom and
am about to bathe. I sit and eat the cereal, although it’s a little
too early. But since he went through the trouble to get it for me,
I go ahead and eat it. I don’t want him to think I’m ungrateful.
Besides, I need to rest for a minute and this gives me a break
without looking like I’m taking a break. Once I’m done with the
food, I find something to wear and bathe. I sit and rest for a few
minutes before gathering the breakfast dishes and leaving the
room.

 


When I walk into the living room, he is
watching TV. The studio light is on, so I know he is back and
forth. I take a closer look and realize that he is reviewing a
video that was done when the kids were small. “Hey, I haven’t seen
that in years.”

 


“Yeah. I found this and some other tapes and
decided that I’m doing to put them on DVD. I was just going through
them. The quality on DVD is so much better and no one uses VHS
anymore. Plus it will be easier to store them. Do you have any
blank DVD’s?” he inquires.

 


“Yup. If you look in the bottom drawer of my
night stand, there is a brand new spindle of DVD’s. You can open it
and get a few. Leave me some because I have to get all this music
off my system to make room for some other things.”

 


“Oh, so you’ve been holding out on me,
huh?”

 


“No, I just got them a few days ago when I
went to the store. If you had gone with me, I would have bought you
a spindle, but since you didn’t I only got one for me. I did not
know you needed DVD’s.”

 


“Yeah, right. Whatever Rosie, whatever.” Came
is playful reply

 


I sit down for a few minutes and it turns
into hours. When I realize what time it is, it is after noon. I
still have to take something out for dinner. Jasmine and Marilyn
will be coming home soon and I know they’ll be hungry. Just then,
my cell phone buzzes. It is Jasmine saying that she wants pizza and
that they are ordering the pizza to be delivered. She also says
that they are leaving work early and want to know if Carl can come
pick them up in an hour. I relay the message and continue to rest.
He leaves to get the girls within about 45 minutes since we do not
live far from their job at Six Flags. When he leaves, I go into the
kitchen to get the paper plates for the pizza. I don’t feel like
washing any dishes and I know the girls won’t either. Carl rarely
washes dishes, so paper is the way to go.

 


After we eat, the girls clean the kitchen and
I slowly make my way back to my bedroom. Once I sit on the bed, I
realize that I did not get any cleaning done and I basically sat
around all day. Even though I rested, my legs still feel like they
each weigh 50lbs, my left arm is still tingling and my back is
still killing me. I’m going to give it a few days and if I don’t
feel better, I’m going to have to see the doc, for sure. I do
another bird bath, thinking that I will be able to take a shower in
the morning and get into bed. I turn the TV to my favorite channel
and the next thing I know, it is morning.

 


Summer: A typical day

 


I love the bright sunny days of summer. But,
summer does not love me. This is what I mean. On an average day,
once I can literally drag myself out of the bed, it is downhill
from there. Why? Because I am trying to carry around weights for
legs, I can barely see most days and I am constantly shifting my
weight because of back pain. I wake up exhausted. I mean I wake up
feeling like I’ve worked a 24 hour shift doing heavy manual labor.
The exhaustion is so overwhelming that I barely have the energy to
sit up sometimes. As a result, I spend a great deal of the season
indoors and trying to get rest. Even when I sleep, Carl tells me
that it is a restless sleep. He says that I toss and turn all night
and that I’m always moaning in pain during the night. The ironic
thing is that I take pain medication every night before going to
bed. All in all, summer is beautiful to watch from my window. That
is how I get to enjoy it.

 

 


Of course, I’m a little particular about
buying my own groceries. Since I only shop at stores which are open
all night, I get to buy my food sometimes. Since the humidity is so
high during the summer months, I limit my time outside. As a
result, when I am physically able, I go to the grocery store in the
wee hours of the morning. Not only is it much cooler, but there are
less crowds and I can take my time. I don’t have to worry about
hitting people who aren’t paying attention since I use the
motorized cart. My girls say that I am dangerous on the cart
because I only blow the horn once. But, if I can hear people
talking on the next aisle, then they should be able to hear a loud
motorized cart coming and that’s why I only beep the horn once.
Since my life during the summer is so limited, I look forward to
shopping for groceries. It’s kind of sad. But that’s my life.

 


 


Fall: A Typical Day

 


Now, I love the colors of the fall. I hate
the rain. I hate the coolness on the air. I can feel my muscles
starting to stiffen as the weather gets cooler. True, this is a
welcome break from the humidity of the summer. I can leave the
house if it not raining or too cool. This is also the season, where
my allergies start to really act up. So, not only am I doing my
normal nasal routine, but I’m dealing with stiffness and aches.
What does this mean? Hmm. Let’s see. Once I can actually get out of
bed, and this is rare. I am bundled up in several layers of
clothes. I tend to get cold easily, even with the central heat on
and a small heater next to me. So, I crochet and this also helps
keep me warm. I’m not very good at it, but it is something to do
and gives me a sense of accomplishment.

 


Oftentimes, Carl is home with me. I used to
think it was because he was a possessive man. But, then I realized
it’s because he wants to make sure I’m safe. He tries to find work
that he can do from home so that he can stay with me. Apparently,
I’ve had too many falls where I’ve hit my head. I know that I have
vertigo and that is one explanation for the falls. But another is
that my legs get weak and I the ground or floor. I try not to hit
my head, but this cannot always be avoided. Hence, I have
protective family members. I am thankful for them. They frequently
notice things that I don’t. Even though I challenge them on safety
issues, I know they are doing it because they love me. It just
makes me feel like I’m a child when my children and husband have to
do simple things like get me something to eat. I should be doing
that for them.

 


I don’t drive because of the vertigo and
other issues. Can I drive? I think so. But, they all say ‘no’. Even
my son-in-law. But I guess I should be happy that I have such a
good support system. Many people do not have anything like
this.

 


Now, what do I really like to do in the fall?
Well, I enjoy taking warm to hot baths. The way the temperature of
the water just melts away the stiffness is amazing. However, this
is a catch 22. Why? If you’ll remember, humidity causes me to
become very fatigued. So, when I take a bath, I prepare to sit
there for a long time. Of course, the rule in my house is that I
cannot take a bath without someone else being home. Carl usually
helps me into and out of the tub. He comes in to check on me, if I
have not called out to him by the time he thinks I should. I always
ask him to wash my back. Before I get in the tub, I generally turn
some music on and try to sing while bathing. Ha ha ha, that’s
funny.

 


Once I finish bathing, Carl comes back and
helps me out of the tub. I notice him watching how my legs move.
Once I’m dried off and get to the bed, he usually tells me to sit
there and that he’ll be back in a few. Generally, I obey because
I’m too exhausted to do anything else. So, this time serves to
goals. I get to rest and it gives my body time to get itself
together. Usually after about 30 minutes, I can get into bed. This
takes so much out of me that I usually fall right to sleep. Carl
often tells me that he comes back and I am asleep. Of course, he
teases me about this, but that is to be expected. This is a typical
day during the fall. What about winter?

 


Winter: An Average day

 


Well… this season it difficult, to say the
least. I have the stiffness of the fall coupled with the allergies
of the spring. In addition, it is cold which makes me hurt. What do
I do? Spend most of my time indoors. There is no good and bad day
during this season. I have pain medication, but I often choose not
to take it. Why? Because I do not want to sleep my life away. So, I
manage my pain psychologically. At least until it becomes so
unbearable that I am forced to take something. I recently learned
that pain is one of the goals that healthcare professionals try to
alleviate since it causes stress on the body. As a result, I have
been trying to minimize the amount of pain I am in. My girls always
tell healthcare professionals (doctors, nurses and such) that I
have a high tolerance for pain. I don’t think so. If I did, I would
never need pain meds. But, I do go days without taking anything and
I’ll just find a way to block it out of my mind. Is this the right
thing to do? Nope. But, it works for me. I am working on not doing
it but, it’s hard.

 


Now, when I wake in the morning, even though
the leaves are dead, my allergies still act up. So, the first thing
I do is clear my nasal passages. Once this is done, I try to make
my way to the bathroom. If I can successfully do this, then I let
Carl know that I’m about to take a shower. Lately, I have been
taking my shower at night and doing a bird bath in the morning.
This helps me sleep. I often wake up at night and it takes a while
for me to get back to sleep. It doesn’t happen all the time, but
when it does, it lasts for a few months. I hate lying there looking
at my eyelids and hurting, while Carl is next to me sleeping like a
baby. But, that is my life. Once I get dressed, I usually head to
the kitchen to take something out for dinner. Since I am cold
natured, I’m always careful to put on socks and house shoes, a long
sleeved shirt or sweater and long pants. This way, I can be warm.
Even with a small heater next to me and warm clothes, I still get
extremely cold. Sometimes, I get into bed and get under the covers.
When this happens, I generally have two quilted bed spreads and a
doubled over quilt on my side of the bed. Poor Carl gets hot easily
and he actually sleeps in the same bed with me like this. Anyone
who walks into our bedroom can instantly tell which side of the bed
belongs to me, if they really know me.

 


So, during the day, I take it easy. I do a
little light cleaning, picking up things out of place and putting
them away and fluffing the pillows. Since vacuuming causes pain, I
don’t do this. But, I am really particular about my kitchen. So, I
always make sure the dishes are washed and put away. I make sure
the stove and fridge are clean and free of food stains. I usually
get one of the girls to mop the floor at least once a week. I wipe
the hood and counters daily, because I hate any kind of buildup. Of
course, Carl teases me and says that I have OCD. I may have this,
but at least my kitchen is clean. If anyone comes to the house and
they see that the kitchen is a mess, they know that I don’t feel
well or was too tired to clean anything.

 


During this time of year, it takes me a long
time to cook. I generally start around 3pm to have the food ready
by 6 or 6:30 that evening. I am moving slow because of the pain and
stiffness. And my normally swift movements are gone. It’s hard for
me to think and I have to plan a lot more. In addition, since it
takes so long to cook, I often make soups and meals in the slow
cooker. When I cook on Sunday, I try to make enough to last for a
few days. This is usually easier because the girls will help me
cook. The things that I have trouble doing like cutting vegetables,
they do for me. If I make something that requires mixing, they also
do this. I like when we cook together because we get to spend time
together and have fun joking around with each other. Once we eat
dinner, the girls clean the kitchen. After a couple of hours
watching TV, I go to my room to go to bed. Sometimes, I read or
turn the TV on and let it watch me once I fall asleep. Even so, I
know I’m going to wake up in the middle of the night. This is the
worse time of year for me, because I feel like I have to have help
with everything. I am dependent on everyone else to get things
accomplished. I am a burden to everyone I know.


 


My Story: The Beginning

 


 


Ok, just to make sure things are clear; this
is not a medical book and the information contained herein, should
not be used as such. If you suspect that you or someone you know
has Multiple Sclerosis (MS), please see a neurologist. This is
information for people who have no idea what MS (Multiple
Sclerosis) is and how people live with it. The stories are true and
show the wide variety of ways the disease manifests itself. MS is a
terrible disease. Please seek medical help if necessary.

 


So, what are ‘bad nerves’? Don’t worry about
that right now. When I say 'bad nerves', I am not referring to
nerves involved in criminal activities. I am referring to
connections. Since there were so many persons who know little to
nothing about MS, I began explaining my illness as ‘bad nerves’.
Let me give you some background on me and my diagnosis.

 


I am a 45 year old African American mother of
25 and 23 year old daughters. I have been married 25 years. I was
born in Baltimore, Maryland, but the family relocated back to
Florence, South Carolina, where my parents met. I was never a child
in the best of health. I’ve had asthma and allergies for as long as
I can remember. I was raised in a small southern town. We relocated
back to Baltimore in 1979 and stayed for three years. I hated
living in the big city. The people were so violent. Needless to
say, during our very first winter in Baltimore, I fell and had a
terrible accident (country girl takes a tumble).

 


Here’s how it happened. It snowed one day and
then the snow melted. A couple of days later I was leaving the
house to walk to school with a friend who would come by and picked
me up every morning so we could walk together for safety. (It was a
dangerous time, but I’ll save that for another book.) My mother had
purchased boots for me to wear in this kind of winter weather.
Since I had never walked in snow before, I was extra careful as we
left for school. Our apartment was on the ground floor, but it was
at the top of about 10 brick steps. I walked cautiously across the
porch and grabbed onto the railing to descend the steps. I stepped
on the very first step and that was all I remembered for a while (a
couple of days later things started coming back to me, plus my
mother told me what happened). My head really hurt on the right
side in the back.

 


According to my mother, I slipped on a piece
of ice and fell down the whole flight of stairs, hitting my head on
each step as I traveled down my slippery slope. They tried to catch
me, but it all happened so fast. She hurriedly put me in the car
and rushed me to the nearest hospital. She said she asked me
questions as we went to the hospital since she was trying to keep
me awake. According to her, I did not see white snow, it was red
and that scared her. She said I was very sleepy and kept holding
the back of my head and complaining of a headache. Once we were
seen in the ER, a CT scan was done and my mother was advised to
keep me home from school for a few days and not to let me sleep for
a while. She was told that I had a pin sized hole where I hit my
head so many times. I was so tired and I could not remember what
happened.

 


Needless to say after a few days I returned
to school. It was so much harder than before my fall, but I figured
it was because I had been out for a few days. I was 12 years old
when the fall happened. By the time we moved back to South Carolina
and I was 15 years, I was wearing glasses and suffering from
migraines. Surprisingly, the first year of school in South Carolina
was easy. They wanted to move me to the next grade (they did the
same thing when we moved to Baltimore, but I refused both times.
Imagine my surprise when they wanted to skip me after hearing all
the stereotypes about people from the South being dumb).
Nevertheless, school progressed along and things were normal in my
teenage life, well as normal as could be for me.

 


It turned out that I contracted “the kissing
disease” during the last semester of my sophomore year. I was out
with a dear friend one day and I was having a good time. It was
fairly warm outside (April and May in South Carolina can be
downright hot) and I was so tired. I felt like I would faint while
she was talking to this lady about the Bible. Ironically, the woman
was complaining that we could be spreading diseases. I managed to
make it through the conversation and to the car. Once we got in the
car. My friend took me straight home. Once again, my mother rushed
me to the doctor (ER). Imagine my surprise when the test results
came back and the doctor said, “Oh, you have the kissing disease.”
He was so calm about it, like it was an everyday thing! Meanwhile,
I was mortified and trying to figure out how to tell my mother that
I had not been kissing anyone. He said a person could have it and
not know it. Needless to say I burst out, “Momma, I didn’t kiss
anybody. There is nobody that I want to kiss!” She looked at me
with murder in her eyes so I knew I was going to get it when we got
home. The doctor realized that I was scared to death of what my
mother would do and explained the disease. He said the medical name
is Mononucleosis (also called Epstein- Barr Virus and it is called
“the kissing disease’ because it is so easy to catch. He said it is
possible to get it through a cough. I was so happy the doctor
explained that to my mother. To this day, I truly believe he saved
my life. My mother was and still is a “no nonsense women”, hence
the fear for the loss of my life.

 


He also explained that I should get plenty of
rest and fluids. I should not do a lot of jumping around (this
wasn’t a problem for me anyway since my favorite thing to do was
read). He asked if I was taking PE (Physical Education) in school
and when I told him that I would be taking it the next school year,
he mentioned that I would need an excuse. Since persons with this
disease are advised to avoid contact sports and strenuous physical
activity, I would not be allowed to do those things in PE (Good, I
thought, since I absolutely hated P.E. I guess that is to be
expected when a person is athletically challenged).

 


I was working on a term paper for school on
the subject of Anorexia Nervosa. My mother thought that I was not
eating because of the term paper. She commented on how much weight
I had lost and I how slept all the time. I tried to assure her that
there was nothing wrong with me. But after the doctor gave his
diagnosis, she felt better. As a result, my junior year of high
school was easy. I went to PE and dressed out, but that was all. I
did well on the written work and assisted the coach when he needed
it. I spent a lot of time in the weight room using the equipment (I
had strong legs as a result of leg pressing).

 


The rest of my high school years were not
filled with medical uniqueness, thank goodness. I met my husband at
19 and by the age of 20, I was married and a mother. We relocated
to Oxford Mississippi for us to go to school (and other familial
reasons) in 1987. We moved back to South Carolina in 1988 because
my asthma was horrible in Mississippi. By July of 1989 I had my
second daughter (a difficult pregnancy). Life went along fairly
normally for a while.

 


My husband worked a full time job and worked
on his music career in the evenings and on the weekends. In 1992 I
had a hysterectomy (boy was I happy!). I returned to work and found
it difficult to do my job. My eyes were constantly running water
and there was always a buildup of mucus (especially in the left
eye). In addition, it was hard for me to see. Sometimes my vision
was blurred and sometimes the vision was completely gone. Finally,
I made an appointment to see the eye doctor for a new prescription
for my glasses. I got the glasses and realized they weren’t
working. At the same time, I was having really bad headaches. I was
making mistakes at work, but I did not want to talk to my boss
about it (She was telling other people that she was paying me twice
what I was actually being paid (This really upset me when I found
out. She was complaining about me not wearing the latest fashions
and going to the salon each week to get my hair done. She was
constantly comparing me to the secretary before me who was single
with no children. I found this behavior from her appalling since I
was the Operations Manager of a staffing service. I was getting job
orders and placing qualified applicants. I even helped with her
mentoring program and taught the training classes sometimes.)
Needless to say, this was very stressful for me.

 


As a result, I began looking for employment
elsewhere. I landed a position at McLeod Regional Medical Center in
the pharmacy department as a secretary. I was so excited, because
this was an excellent place to work during this time. I began my
new job in Feb of 1993. However, I was lacking in performing some
of my job duties. It was the typing. I was making too many mistakes
because it was hard for me to see (I did not realize this at the
time). The director of the pharmacy department did not want to fire
me; instead he found another position for me within the hospital.
He said I was a good employee, the fit just wasn’t right.

 


So, in April, I began working in the file
room of the radiology department. The job was more physically
demanding, but I did not mind. I was trained and I thought I was
doing a good job. There were some complaints and I did my best to
correct the problem areas. One day I was putting files up and I
blacked out in the file room. I did not realize this until one of
my co-workers came in and saw me on the floor. The next week as I
was taking the shortcut (through the ER) I realized how exhausted I
was. I figured it was because I was so busy with getting the kids
ready for school and running back and forth taking them to school
and daycare on my breaks. However, one day, a nurse in the ER asked
if I was okay as I was walking through. I responded that I was just
a little tired, but fine. She came around her desk and grabbed me
and took me into a room. She took my temperature and it was 103.5.
She informed me that I could not work like that and that I should
go over to Employee Health for treatment. I informed my supervisor
and did as I was instructed. They took my temp again, and said I
had a cold and to go home, drink plenty of liquids and get some
rest. I did as I was told. The next morning, I got up and did the
same thing (I got the girls ready and dropped them off at school,
then went to work. I was not in a position to miss work since I was
still in the probation period).

 


As I was walking through the ER the nurse
stopped me and asked if I went to Employee Health. I responded that
I had and told her what they told me. She took my temp again and it
was 103 so she sent me back to Employee Health. She said she would
call them to notify them that I would be coming and that they
should not send me home without treatment. I went over and they
checked me out and said I had a sinus infection. I went home with a
prescription and was told to take Tylenol for the fever. I followed
the advice and returned to work the next morning.

 


This time when I walked through the ER, the
nurse grabbed me and took me to a room for the third time. She
asked me if I realized that I was wobbling when I walked. She said
they have been watching me and I was stumbling when I walked. I
told her that I was just tired. She had me put a gown on and said
she would inform my supervisor why I was not at work. About 30-45
minutes later my supervisor came in to talk with me. A while, later
a doctor came in and examined me. She asked me to get up because
she wanted to see me walk. We went into the hallway and she asked
me to hold my arms in front of me and walk toward her. Then she
asked a question I had not thought about. She said, “Is your gait
always this unsteady?” I thought about it for a minute and I told
her “no” that it had started about a month before, but I was just
tired and needed some rest.

 


She said she was concerned and that she
wanted me to go over to the doctor’s office (where the residents
treated patients). She told me she would tell them about me and she
wanted to make sure I got the correct treatment. I asked her name,
Dr. Renee’ Watson, so that I could request her as my family doctor.
Again, I did as I was told. The doctor, who saw me, said I had
pharyngitis, ostitis, and laryngitis (throat infection, ear
infection and loss of voice). He gave me a prescription for
antibiotics and told me not to return to work until the end of the
week (this was Tuesday). I took the medications, but they did not
seem to be working, I did not feel better. So I called him and he
said he would write a work excuse for a few more days (I was
concerned about this since I was still in my 90-day probation
period). When I did return to work the next week (It was not my
weekend to work), the nurses in the ER stopped me again. This time
I went to see Doctor Watson. She examined me and concluded that I
had a case of the “old fashioned flu”. She said it would probably
take four to six weeks for it to run its course and during that
time she wanted me at home resting. She would let me return to work
on a part time basis if I was better the next time she saw me. I
was so upset because I knew my job was in jeopardy. But I did as I
was told. I stayed home and rested for six weeks.

 


During that month and a half something
happened. My husband had gone to work and the kids were at school
so I was alone. I was exhausted all the time and it was hard for me
to get out of bed for anything. I had been having some funny
feelings in my legs. They felt like they were being stuck with pins
and needles. I tried to go to the bathroom one day, and fell flat
on my face. I managed to put my tingling legs over the side of the
bed using my hands to lift and maneuver them. I finally got my feet
on the floor and stood up. I was shocked when my face felt the
carpet on the floor. I hit my chin so hard I almost bit through my
bottom lip. The first thing I thought about was vacuuming the floor
especially under the bed (This vantage point was enlightening, to
say the least). It was horrible. Then it hit me, that I did not
stand up and that I had fallen. So, I tried to stand up again. I
couldn’t get my legs to move. I kept telling them to draw up to my
knees so I could pivot and push myself up, but they weren’t
listening. I had a cordless phone in the room, so I managed to
maneuver myself to get the phone (thankfully it was right next to
the bed on a night table, right where I had fallen). I called my
husband and told him that I was going to call the doctor because
the tingling was worse and that I was having trouble moving my
legs. I told him not to worry that I was fine and that I would see
him when he got off at the normal time. An hour later, to my
surprise my husband was walking through the door.

 


I was propped up in the bed looking at TV and
trying to figure out how I was going to get to the kitchen to cook
dinner. He looked at me with the saddest eyes I’ve ever seen. He
asked how I was doing and exactly what happened. I told him then he
made a phone call. He helped me get dressed and we went to the
doctor (he did not go back to work for the day. When I asked him
about this, he told me that my health was more important). It took
him about two and half hours to get me dressed and into the car.
The doctor who saw me was not doctor Watson and he had no idea what
was going on. The next week I was scheduled to see Doctor Watson
(which made me feel so much better). When she looked at the notes,
she told me that she had an idea of what the problem may be. She
advised that I would need to get an MRI to be sure. So we made an
appointment to see a neurologist as soon as possible (but the
soonest appointment we could get was almost two months away).

 


Meanwhile, I returned to work as scheduled,
only on the schedule part time per my doctor’s excuse. During my
absence from work, I kept in touch with my supervisor and made sure
she was informed of what was happening with me. I returned to work
on a Monday morning, since we (the supervisor and I) had decided it
would be best for me to work the morning rather than afternoon
shift. At the end of my shift, the director of the Radiology
department called me and my immediate supervisor to his office. I
was terminated for willfully not performing my job duties. I
expected them to fire me since I had missed time due to being sick
while I was still on probation (However, they could have just told
me not to return, instead of having me go through all the effort it
took to go to work and perform my job).

 


I left McLeod and went to the employment
office to file a claim. I was angry. I felt I was treated unfairly
and had not been given a chance to prove myself. The fact that I
worked in a hospital, meant that I could have gotten sick from
being around patients, but obviously that was not taken into
consideration. The matter-of-fact manner in which I was terminated
really hurt. Especially in light of the fact that I was coming to
work tired and doing the very best I could. They had complimented
me on my professionalism dealing with the doctors and patients and
how quickly I learned the system.

 


As if not having a job wasn’t a big enough
problem, I learned that I would be penalized for eight weeks and
would not be receiving a check. This meant half our family’s income
was suddenly gone. I am glad we did not have an excessive amount of
bills. However, I appealed the decision and the representatives of
McLeod and I had a hearing. To my surprise the Director of
Radiology came and he informed the administrator that I was given
every opportunity to do my job, but I refused which led to my
termination. I told my side of things and explained that I got sick
and was ordered out of work by my physician. I also informed them
of the pending MRI test and results. The outcome was not in my
favor. This was hard to deal with.

 


In the duration, I went to the appointment
with the neurologist. My mother took me to the doctor since my
husband was at work and I was no allowed to drive. The tingling in
my legs was not as intense by this time, but movement was still
difficult. When we arrived at his office, I was so tired. It took
me thirty minutes to walk about 30 feet (from the front door to the
window to sign in and get things started so I could be seen.). I
was using a walker and physically moving my legs by dragging or
pulling my pants leg with my hands to move forward. It was a slow
go of things and took a lot of energy.

 


Once I was in the back with the doctor he
looked at my symptoms and did a neurological exam. He then
performed a nerve-conduction study. He also scheduled MRI’s for the
upper and lower spine with and without contrast. I went to McLeod
and got the tests done then came back to see the doctor within 3
weeks. My mother and I had discussed what we thought could be
wrong. I had a few medical books at home and everything I read
pointed to MS. My mother was concerned how I would raise my
children if it was MS (she did not have any faith in my spouse).
However, we would not receive a diagnosis of MS, that day. In fact,
the doctor told us that I was having a classic stress-conversion
reaction. Imagine the surprise of my mother and I? We asked
questions and he informed me that I had a stressful life and that
could account for the problems I was having. Naturally, I wanted to
know if he thought I was crazy or if he thought it was all in my
mind. He explained that he did not think that at all and that he
encouraged us to get a second opinion.

 


When I saw Dr. Watson and she saw his report,
she asked what I wanted to do. I eagerly informed her that I wanted
a second opinion. She explained that she had another neurologist in
mind. I agreed to see him and then we started talking about how I
would make necessary changes in my life. She encouraged me to file
for disability, since it was obvious, that it would be a while
before I could work given my current state. She asked how the
children were being cared for. I explained that my husband’s Aunt
was cooking and bringing food to us on a daily basis (thank
goodness for Aunt Illa and Uncle Andy). The girls were old enough
to understand that I was sick and tried to make it easier for me.
My husband, Carl, did everything else. During the day when I was
home alone, I did as much as I could, but it took a long time to
sort and wash a load of laundry. I was unable to get them out of
the dryer, so I left them until my husband came home and I would
have him bring the clothes to me and I would fold them.

 


Ironically, even though my mother and I were
not on the best of terms, she allowed my baby sister to come to my
house on the weekends to help me get things done (Tami made life so
much easier for me during this time). My doctor had suggested this
and it was good for me and my family. It gave me a chance to spend
time with my sister and my girls just adored having her around.
They would plan things during the week that they wanted to do on
the weekend. However, others thought I was faking and trying to get
attention. They did not understand that I was not in full control
of my body. One day I could walk and they next I might not be able
to.

 


I cheered up once I meet Dr. Demichele. He
was a small man with salt and peppered hair who wore jeans and
tennis shoes to work. He looked at my MRI results from the other
neurologist and ordered an MRI of the C-spine. He gave me orders
for a host of other tests including Lyme disease and other stuff
that I had never heard of. I went home full of questions. So I
delved into my medical books. I saw him in 3 weeks to get the test
results. I was not surprised when he said, “You have one of two
things, either MS or a brain tumor.” Then he showed me the film. He
explained that he wanted a better look so I was scheduled for
another MRI of the C-spine with contrast.

 


I left the office in a daze. Based on
everything I had read, I was praying for the brain tumor. My
thinking was, as long as it was not malignant, they would shave my
head, remove it, and I would be fine and could get my life back. I
knew that MS was unpredictable and meant a life of uncertainty
which was something I did not want. There was too much going on in
our lives for this to be happening.

 


My husband worked a full time job to pay the
bills, but his chosen career was a musician/songwriter. He was
doing shows out of town with his group and they were under
contract. It was all promising and it looked like things were
finally about to take off musically. He and I discussed our lives
and any medical consequences. He had been raised in New York and
his mother had musical contacts there. She had been encouraging him
to move away from Florence for the sake of his music career. I
agreed that we should move, but I wanted to move to Atlanta, while
she suggested New York. I felt New York was too big and too
expensive. Not to mention, I did not really want to raise my
children in New York, but I was willing to make the move for
him.

 


Anyway, when I saw Dr. DeMichele, he
confirmed my worst fear. I had Multiple Sclerosis, relapsing and
remitting, as it was called then. November 1993 was a hard month.
The following week I met with Social Security and completed my
application for disability. It was sobering for the family
(immediate) to finally know what the problem was. We, my husband
and I explained to the children how difficult it might be for me to
do things sometimes. We didn’t expect them to understand
everything, since they were only six and four.

 


In January 1994, I was admitted to the
hospital because I could not walk, could barely see and was too
fatigued to do anything. Unfortunately, Dr.Demichele was out of
town. His partner saw me and he declared that I had chronic
progressive MS and would be wheelchair bound in three years and
nursing home bound in five years. This was completely different
from what Dr. Demichele had told me and I was angry. He had given
me a death sentence and said as much. This was the first
hospitalization for the MS and I decided to prove him wrong. My
husband got a job transfer to New Jersey and we were going to move
to further his music career. Since I fell and hit my head on a
regular basis, I was not allowed to be alone for long periods. As a
result, when my husband took the transfer, the girls and I moved in
with my grandmother. The girls really missed their father and
sometimes it was very difficult to deal with. But, he called
everyday to make sure he spoke to us. He was gone for a total of 7
months and we saw him four times. He would surprise us and make the
twelve hour drive to Florence, SC. The girls and I were always so
happy to see him. It was stressful and difficult to coordinate the
move to New Jersey. There were financial and health considerations
which could not be worked out. As a result, my husband moved back
to SC.

 


Dr. D (DeMichele) was concerned about my
quality of life. As a result, he prescribed Beteseron. I tried the
medication, but after a while, realized I was not tolerating it
well. We decided I would manage the disease with steroids for the
time being. So, once a month, I went to the doctor to get my
steroids. How was I doing? I had flare ups on a regular basis. I
was in and out of the hospital. I had good and bad days and I
gained a lot of weight, but at least I would walk with the help of
assistive devices. I had been approved for Social Security
disability after a couple of appeals and this took a weight off of
my shoulders.

 


We finally bought a house the following year.
I was bored being at home. I had started doing little things to
keep busy. I began looking for part time work, but no one would
hire me after speaking with one of my past employers. It infuriated
me that I was getting a bad reference saying that I could not work
because of my illness. All I really needed was the chance. After a
while, a staffing service gave me an opportunity. I got a two week
assignment which turned into a permanent part time position.
Ironically, I worked as the office assistant for a doctor who did
disability determination medical exams. It was interesting to see
the process. I learned about different conditions and how to do
neurological examinations.

 


My employer was aware of my medical condition
and allowed me to work around this. Unfortunately, I passed out at
work one day and was taken to the hospital. I was admitted and
released after a week to be on homebound for three months. I had a
nurse, and two therapists come to the house on a daily basis. It
turns out I had a major problem with my hypoglycemia. It took a
while to recover from this.

 


I began to volunteer at the girl’s school. It
was so fulfilling. I went one day a week. It was a joy to be able
to do it and the children understood that I had trouble walking and
that was why I used a walker or cane. By the time, my oldest
daughter was in the sixth grade, even the parents thought I was
employed at the school. The students knew who I was. I was asked to
chaperone the sixth grade trip. Unfortunately, I got sick while on
the out-of-town trip, but the children helped take care of me. It
was amazing and it made me cry. I didn’t realize how much they
cared.

 


In 2001, we decided to move to Atlanta, Ga.
The students at the school were so sad. They asked if they could
move with us. Unfortunately, because of some work related injuries,
my husband had difficulty finding work in Florence. He left on a
Tuesday evening and began working on a Thursday in Atlanta. That
turned into a permanent position. The move was good for us, unlike
the move to New Jersey. Naturally, the kids didn’t feel the same
way. They were upset about leaving their friends. In 2004, I found
out about the Shepherd MS Institute, thanks to a co-worker. I have
been a patient every since. Currently, I am taking Tysarbi, after
trying Betaseron, Avonex and Copaxone, to help manage my MS. I am
having a problem with a spastic left arm and my vision.


2001 to Present Day

 


In April of 2001, my family was in an
automobile accident which resulted in a left knee injury for me.
Needless to say, I was not a happy camper. I was fine and could
move all of my extremities, before the accident. Then, we got hit
and were spun around 180 degrees. After that nothing moved. Since
we got hit on my side of the car, my door was stuck and the
firefighters had to pop it open. Once that was done and they helped
me to my legs, then the big surprise came. I leaned against the
frame of the car to steady myself as I prepared myself to step up
onto the curb. But that never happened. Instead, I quickly fell to
my knees and hit the curb. Boy did that hurt! So I was taken to the
hospital. I was disappointed with the level of service received in
the ER for a MS flare.

 


I explained that I lived with MS and the
looks on the faces of the medical staff was scary to me. At one
point they fully admitted that they did not know how to treat me.
So, I explained what to do. I said, “…give me a gram of steroids,
watch me for a while and let me go home (since I did not want to be
hospitalized so far away from my family, as it was a logistical
nightmare).” Yes, I know that is not the treatment. But, it must
have sounded right to them, because they did it. I was happy to get
home. I spent the next couple of weeks recovering slowly. I slowly
regained movement of my legs and I continued to do the physical
therapy exercises I had learned when I got my initial
diagnosis.

 


But, I managed to find part time work (just
two days a week and when the other staff was on vacation). The only
negative thing with this employment was that there was a flight of
stairs which required climbing at times. Since I had been honest
and informed my employer of my Multiple Sclerosis, he was
sympathetic to my needs (which is sometimes not the case). Climbing
the stairs and other walking in the office aggravated my knee
injury. After seeing an orthopedist for several months and
concluding that nothing else could be done, we came up with a
solution. The treatment was surgery, something I did not want. But
eventually, walking with a limp, not being able to sit, stand, lye
down or even sleep without pain, won over my desire for the
operation. As a result of that car accident, I suffered a severely
torn ligament on the left side of my left knee. So, in January of
2002, I had the surgery after all other treatments had failed.
After months of physical therapy, I felt so much better. I was back
to walking for exercise and not using my cane anymore. I even
landed a new job after I fully recovered. I worked for a dental
group (a few days a week at the corporate office). This allowed me
to have a measure of independence and feel like a productive member
of society.

 


Unfortunately, in August of 2005, I was
involved in another automobile accident (yes, cars aim for me so I
rarely drive). The same knee was injured. Imagine my orthopedic
doctor’s surprise when I came back to him with the same knee
injured. The injury was a little different. But, since I did the
outpatient physical therapy and took the medications, with no
relief, surgery was the last resort. (When I say, I would rather
have a baby than have knee surgery, I am not joking). So, on July
19, 2006 we did the outpatient surgery. But, on July 20, my father
was put into a medication induced coma after a stroke in South
Carolina. What did I do? The wrong thing. I sat in the backseat of
the car with my leg propped against the headrest of the front
passenger seat for the four hour trip. (I would not risk not having
a chance to say goodbye to my father). Do I regret the decision to
go? No. But, I know that from a medical point of view, it was the
wrong thing to do and I would discourage another person from doing
anything like that.

 


We came back to Atlanta on Sunday evening
(July 22, 2006). I went to see my doctor for my post-op appointment
on Monday morning July 23, 2006. When I told him about my weekend,
he was visibly upset with me. However, he said at least I used the
leg and that is a good thing. But, he fussed at me as I expected.
All I could do was take it, since I knew I was wrong.

 


However, the good thing about all of this is
that I was seeing doctor Thrower at the Shepherd Center’s MS
Institute.
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I began going to the Shepherd Center because
a co-worker, Crystal Powell, noticed the way I walked one day. She
watched for a while (she told me) before she approached me. She
asked me if I had a neurological problem. I explained that I have
vertigo (because of where my MS plaques are located). She informed
me that she had a son living with her who has MS. Then she asked
who my doctor was. I explained that I had not found one (that I
liked as much as Dr. DeMichele) that I could work with, yet. She
immediately suggested that I try the Shepherd Center and gave me
Dr. Thrower’s name. Naturally, I went home to research the center
and find out all I could. I called and made an appointment. This
was in 2004 and I have been going every since. I have participated
in several research studies. I feel this is how I can give back. In
addition, I volunteer with the National MS Society when time
allows.

 


I tell everyone about the Shepherd Center.
Here is the contact information:

 


2020 Peachtree Road Northeast

Atlanta, GA 30309

(404) 352-2020

www.shepherd.org/

 


It is a private, not-for-profit
hospital specializing in medical treatment, research and
rehabilitation for people with spinal cord and brain injury
(shepherd.org) which was founded in 1975. It is located right next
door to Piedmont hospital and is ranked by U.S. News and World
Report among the top 10 rehabilitation hospitals in the nation.
While care by the staff and faculty of the MS institute is great,
there are other benefits to going to the Shepherd Center. For
instance, there is a gym which is available for
use.

 



Visit: http://www.smashwords.com/books/view/269365
to purchase this book to continue reading. Show the author you
appreciate their work!
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