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Diagnosed with Multiple Sclerosis over 25 years
ago, this short story starts from the beginning of my symptoms in
1989 when working night shifts at a top London Hotel.

If you are reading this story you possibly have
recently been diagnosed with MS or you know someone who has this
debilitating disease.

Each person is different so will not necessarily
share the same experiences, pain or disabling episodes.

I hope my contribution is helpful.

A lot has to do with taking hold of your
situation as it arises, take one day at a time and always try to
look on the bright side of life.






Good Luck!

* * * * *
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 Chapter 1


I was 42 when diagnosed with MS. My symptoms
came slowly over a couple of weeks.

My cognitive skills were changing and I started
dropping sandwiches on the casino floor where I’d worked for 8
years. Being a waitress in a top London Hotel I knew that wasn’t a
good thing.

I also found I was closing my eyes frequently
feeling more tired than usual, bumping into doors or colliding with
people.

I put it down to the fact that I’d been working
night shifts for 12 years, plus going through an awful lot of
stress due to the fact I was Emigrating to Australia, with my
husband and two daughters. Selling my very nice house, my beautiful
horse and all personal belongings not to mention the
heartache of leaving my parents behind

About two weeks later I woke up with a tight
band around my chest running between my legs. It felt as I imagine
a Sumo wrestlers outfit would be. My legs didn’t exist. My hands
and arms tingled with pins and needles.

I had doctor’s that fobbed me off and time wasted
waiting for important tests but not a hint of what was wrong with
my body until I had a short stay in hospital. The lady in the bed next to me was on a drip, a young mum
about 30 years old if that. She had MS and I didn’t really
understand what that was at the time.

Her symptoms were very similar to mine, so it
wasn’t such a shock to me when I was given the results of my MRI
test.

In those days, I’m talking 1989, when MRI
machines were antiquated and not a pleasant experience, through the
years I’ve had so many it now doesn’t bother me at all.


I was given a referral to attend a Neurologist as
soon as I settled in Perth Australia. I was also told that I should
stay out of the sun, not sunbathe or get
too hot. That was a bugger as all of my life I had been a sun
worshiper and loved a tan.

It was a very hot day when I had my first
appointment with Neurologist Doctor B. The car had no
air-conditioning and we were caught in traffic. I was far too hot,
stressed to the limit and dying for a wee. The journey that should
have taken an hour took two. Good thing we left early so still
arrived on time. One of the first things he said to me was “I hope
you’re keeping your body cool Mrs. Hope!”

I had more tests at Doctor B’s rooms and was
prescribed Beta Blockers for the tremor I had in my left hand.

I was taking those tablets for years and they
didn’t seem to make any difference at all. I knew this because I
eventually weaned myself off of them and discovered my tremor was
no different, so after discussing this with my GP I stopped taking
them altogether.

I changed Neurologists as I needed someone
closer.

My first appointment was made for
10am and I was kept waiting for over an hour before I
was actually seen by Dr. P Who was obviously so busy he had lost
his bedside manner and ushered me in and out as quickly as
possible.

That happened on every expensive appointment. My
time was every bit as important as his so I changed my Neurologist
again.

I’m now very happily seeing Professor K who has
been extremely kind, never rushes me, has time to listen and looks
after me very well.

Take the time to find a specialist you are at
ease with. If you’re not happy with something, change it. It is
your prerogative.


Chapter 2

Since arriving in Australia I haven’t had a
full-time job. I did on two occasions take
part-time work at a Garden Centre and a Cattery but
although I tried, my back pain was unbearable and my numb hands
made everything difficult. I was still bumping into things or
dropping whatever I touched so gave up and looked after Phil and
our home. My girls by then had met their partners but still lived
locally.

Having MS your outward appearance doesn’t
change. Often people will say. You look okay to me! Or, you don’t
look sick!

It’s on the inside and only you, your doctor and
close family know the problems you face on a daily basis.

I was in denial for many years as far as MS was
concerned.

I wouldn’t join the MS Society or read any
information about the subject.

The reason was I couldn’t bear the thought of
what might happen to me over the years. So I put my head in the
sand so to speak.

I was hoping I would never have a relapse or
progression of the disease as that is sometimes the case if you
have your first episode when you’re 40+.


I had been a competent driver for many years
driving through the streets of London but now I felt unable to sit
behind the wheel of a car due to the numbness I was left
with, in my hands, arms, legs, and occasionally feet.

It was two years before I made the decision to
try again as I hated relying on my husband to take me where I
needed to go. I had always been a very independent person in my
past and getting back to normal was inevitable. That step forward
was exhilarating and I felt an overwhelming sense of relief and
freedom.

I was completely in control and knew this was
going to be the first of many steps forward.

I have had progression and set back’s over the
years but I’ve got through them.

I have found that positive thinking and the
ability to laugh at myself really does help. Difficult sometimes I
know.

Getting rid of the negatives in your life is
very hard but essential to Well Being.

If you’re tossing and turning all night long
with a problem or stress as I did for far too long your body
reacts. Crying night after night over something you cannot change
is pointless, a waste of energy and detrimental to your health.


Try this at night.

Imagine a box with a lock on it. Put those
stressful thoughts into the box and turn the key. If it seeps out
of that box, put it back and say to yourself. “I’ll deal with this
tomorrow!” Think of something that makes you happy. (I imagine a
lovely bright red Bougainvillea I have in my garden.) Then try to
sleep.

Make sure you find time to imagine opening that
box the following day. Give your problem some thought.

You may think it sounds silly but once your mind
understands the problem WILL be analyzed then you’re in with a
chance of a better night’s sleep.

This might need practice.


If possible avoid people that make you unhappy.
Life is too short.

It helps if you have a good support system but
if you don’t you must take charge of your future health and
happiness.


Chapter 3

Simple everyday things can be very trying such
as buying groceries at a check-out.

My hands have very little feeling so trying to
take money from my purse is a long process and I found I would
always want to apologize for keeping people waiting. A credit card
is also difficult as holding it and putting it into the scanner,
then selecting a button to press with a now head and arm tremor, isn’t as funny
as it must look.

Staff can be understanding and will help but then
you have to press your pin number. A tremor makes you press a
number at least twice so back to the beginning. I find it easier to
sign but I have problems holding a pen. Luckily my husband is
usually at my side these days so does the
transaction instead of me. This year 2014 the banks want to abandon
signatures and will only be using a pin number. Dreadful for old
people or someone like me that has hand problems, but a safer way to do banking
transactions.

Phil is also handy in the kitchen. I always need
help opening jars or tins that need a tin opener. Thank goodness
there aren’t too many of them on the shelves these days.

I can open the ring pull but have still managed
to cut my finger on those. All of the knives in my kitchen are
blunt and hardly cut a tomato.

I am very lucky in love and my husband is my
right arm. He has always been a supportive partner and will even
cook a lovely evening meal after he finishes a hard day at work. We
laugh a lot at my misfortunes and that is great therapy.

One evening I made him a mug of coffee and as I
walked towards him my hand shook violently spraying coffee
everywhere. We initially gasped but then both had hysterical
laughter. A laugh a day is magic!

It did start to happen more often and for
my sake,
we came up with a solution. A
cup with a lip! Brilliant idea!

A tip though, sometimes these helpful items can
vary a lot in price.

We found the perfect mug in a camping shop. It
goes in the microwave, has a removable lip if and when required and
dishwasher safe. I actually had one the same in hospital after one
of my falls.

That also applies to my
shower stool. So handy when my legs feel weak and I need to feel
safer.

My walking stick I purchased from “St John of
God”. It’s colorful and comes apart very easily and fits perfectly
into the bag on the back of my wheelchair.

My Wheel Chair was bought off “Gum Tree” I talk
about that further on.


Chapter 4

I have to be very careful when holding a living
thing like a baby or an animal as I can’t feel as I used too and
find I’m squeezing trying to get a grip. I had my photograph taken
at a shopping center holding a
snake. The poor snake looked as though I was strangling
it.

 

My hands are my biggest problem, or is it my head






























































































The End.
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