Dementia at 50 — This is my Story

‘My name is Norrms and | was diagnosed with
Alzheimer’s at the age of 50 and | am now only 52.
Please let me know if any of this helps. Best wishes,
Norrms and family’.



Me and My Alzheimer’s

Hello

This is my most recent account of how | first found out how | was suffering from
Alzheimer’s (the early onset of) and how it has affected my day to day living and
how it has deteriorated since, despite the help of some wonderful medics and
medicine.

| am writing this so all my friends can understand how far | have come with it and
hopefully forgive but remember me in the future when the emails stop. Also to all
those who don’t know me but who read it then thank you and | hope it helps if
ever you or anybody of your friends/family are touched by this awful disease.

Always smiling
Norrms

P.S. Please don’t pity me just come along for the ride and | will tell you it’s not all
doom and gloom!!

The First Signs

It would be about nearly two years ago now when | visited my mum in my home
town of Bolton in Lancashire and a great time was had (apparently). Within three
weeks of being up there my wife Elaine and | were talking one night when she
mentioned it. | honestly thought she was kidding me or “winding me up “as we
say, and it wasn’t until much discussion was had, and | saw that worried look in
her eye, that | thought something might be wrong.

I have suffered from heart failure for the last six years so we kind of put it down
to the amount of medication | was taking for that ailment. Was | just kidding
myself? Personally, at the time, | didn’t think so but looking back now, probably.
Over the coming months things used to crop up, only little things like forgetting
who had rung up that day, or finding my shoes, on my own!! (LOL). Also, people
and places seemed to fade away into a distant haze as if | had dreamt about most
of them but they weren’t really real. Believe it or not the penny dropped at a
football match. Typical!! (LOL)



I Haven’'t Got The Plague

As | walked through town today, | saw a friendly face,
But as he walked towards me, he then walked past with pace,
I"m sure that he had seen me, and saw my friendly wave,

’

|l " ve only got Al zheimer’'s, and no
Why do people treat me so, why are they so cruel,

I"m just the same as them, not some bumbling fool,

Some are friends | have known, all my working life,

Who used to chat and laugh, to both me and my wife,

But now most of them act, as i f
And all the good times that we had, are just a distant mist,

Ist il | |l augh and | still cry, and
Even when they ignore me, without a fleeting care,

But at least | know now, who really are my friends,

And ones that | can trust, right up to the end,

So those friends | have lost, | say to one and all,

I hope the dementia demon, never comes to call,



Me and My Alzheimer’s

Finding Out

I had visited my brother and we had gone to a local football match when, while
having a coffee at half time underneath the stadium, he turned to me and said
something that made my hair stand on end and still does. He explained that while
he had been driving down to London the other day he lost all his bearings and
didn’t know where he was or where he was going. This sounded so familiar but |
didn’t say anything at the time. He said eventually all came back to him thankfully
and he went on his way as normal.

We talked about how our Father had died of Alzheimer’s and also our Gran on my
Mum’s side, so the odds were stacked against us, but as usual, me being me I just
laughed it off. It wasn’t until we got home to Torquay that | repeated the same
conversation with my darling wife Elaine and we both decided maybe a trip to my
local doctors was the best way to find out.

The test | was given was a very simple twenty questions test about date, time,
day, month etc. All came good apart from the date and that wasn’t a major
problem, apparently it was the time was taking to answer these simple questions.
A decision was made to see a brain specialist at our local memory clinic.

The Truth

After what seemed like an age but was really only a month (my idea of time was
getting mixed up by now) | saw a really nice doctor who gave me a complete
physical and was then passed on to a nice Psychologist who sat me down and
gave me what | have fondly since called a “Stupid Test” which lasts about one and
a half hours. I didn’t think | did too badly but that wasn’t the case as very soon
after | was asked to attend the local hospital for what is called a perfusion scan on
my brain, this | did and it took about three quarter of an hour. This was on the
Wednesday of the week and by Friday | had a phone call from the brain specialist
saying he had the results and wanted to come round that day to see me!

| being me didn’t want anybody coming round without Elaine being there and as
she was out on a very rare and well deserved day out with our youngest daughter
| decided to make the appointment for the following Monday at the clinic, bad
move !!

After | had explained to Elaine the reason I didn’t ring her (not a happy lady!!) we
tried to bring forward the appointment but to no avail. It was the longest
weekend of my life!l



To And Fro

llinesses come, illnesses go but Al zhseay, mer ' s h
Until they find a cure | hope, maybe soon one day,

For us that have this horrid disease, early or late stages,

It feels like we are cursed, or kept in little cages,

With no hope of reprieve, or even of parole,

Fighting, wanting every day, to climb out of this hole,

Seeing things through eyes, that
To any of our heads, something’s
Trying to explain how we feel or how we see the world,

And only ever wanting our story to be told,

Trying to cram in, from ceiling to the floor

All we need to do and say, before the closing of the door,

So please be patient with us, in everything you do,

Whilst always remembering, we are still in love with you



Me and My Alzheimer’s

My Results

I had convinced myself that the reason for my results coming back so soon was
that they were completely clear and with him being such a nice Doctor didn’t
want me to worry unnecessarily. How wrong could | have been!!

As we sat there in front of him he asked me if | wanted to know the results. Being
a kind of black and white of guy | couldn’t understand why he would ask us to see
him if he wasn’t going to tell us?? | found out later that even when the results can
be bad some people still don’t want to know?? Very strange!! (LOL) Eventually
after the pleasantries he said the results had shown a lack of oxygen flowing on
my left hand side of the brain, even less flowing on the right side of the brain, but
more worryingly much less flowing over the top of my brain, which in itself was a
sure sign of mild to moderate Alzheimer’s.

When he told me | just laughed and said, can you repeat the last bit again please?
But as Elaine gave my hand a squeeze | knew | already knew the answer. It went
so quiet and | knew | couldn’t look at my beautiful wife just yet as the tears would
have flooded out.

“I'm only 51” | blurted out! How? Why? When? All this was coming into my head
but no words were leaving my mouth. | turned and looked at Elaine; she had tears
in her eyes.

What Upsets Me

The only thing that ever upsets me is when one of my family is upset. | feel their
hurt and cry their tears, | want to protect them all so much and keep them safe
but when they are hurting | feel so helpless. Our hands gripped tighter as the
doctor explained that there was a drug on the market called “Exelon” and even
though it only had a 25% chance of slowing this awful thing down it had to be
worth a try.

The ride home in the car was a very quiet one and as | don’t drive | knew Elaine
was trying to concentrate on driving instead of what we had just been told. On
getting home we fell into each other’s arms and cried so hard we thought there
would be no fluid left in our bodies, then Elaine being Elaine looked me squarely
in the eyes and said “ Right !! That’s that, now, what are we going to do about
it?!! We both laughed so hard you would have thought we were both completely
mad, not just me!!

It was decided to tell all our immediate family straight, away as | thought that at
least if they know from early on they will have time to get used to their Dad,
Grandad going slowly round the bend!! Telling my children/grandchildren how
much | loved them and always will was very easy for me; it was the reason behind
it that wasn't.



Taking Time Out

I'tds so i mpysitakeatittletebte se da

To sit back and ponder, how to do your best,

Your best is all that you can do, and yet they ask for more,
Every minute of every hour, knocking on your door,

Lifting, cleaning, feeding, smiling through all this,

And in thosetender moments, you share a tender kiss,

This can't go on! You tell yourself, many times a day,

But when tomorrow comes, you decide to stay,

Your dedication and commitment, is there for all to see,

You give without taking; you mean the world to me,

You seel sit here watching you, and everything you do,

I I'isten to what you say, and
A million sorrys will never be enough, for putting you through this,
| just wish that | could hold you, and tell you how | miss,

Our little chats weused to have, as we got into bed,

And how you closed your eyes, just as | kissed your head,

So this poems for all you carer’s, you really are the best,

And when you get the chance, take that little rest

wh



Me and My Alzheimer’s

The Future

It’s been a few months now since | started taking the “Exelon” but I still have what
I call my “Cloudy Days”. This is when | find it hard to coordinate anything | do, |
can’t get my words out and as for the computer, well, and that’s a complete no.
Whatever | write and no matter how hard concentrate | still write gibberish, but
the thing is when I’'m typing it all seems perfectly normal to me!! (LOL).

Lately | have forgotten what day it is, and even when I've looked at a calendar it
still made no sense. Then yesterday, while | was out for our usual ride out, | was
convinced it was the year 2006 and had very little memory of anything else since
then for a short while until most of it came back. This is a sure sign that the Exelon
isn’t working, as | know it should have kicked in by now. This disease is horrifying
as it eats away at your self confidence bit by bit. It’s like having two illnesses:
Alzheimer’s; and knowing you have Alzheimer’s. | know that one day | won’t be
able to look after myself and all the trials will be on my darling Elaine, which
makes me feel guilty enough but do you know what the worse thing is? Knowing |
might not be able to recognise the love of my life and all my
children/grandchildren. It’s heartbreaking.

Am | frightened? YES very much so, but | am happy in the knowledge that | have
raised a loving, kind family who will stand by my side till the end. And | am also
very lucky to have a large social network of worldwide friends who | will also be
very grateful to for their friendship and correspondence.

My Advice to Others

The only advice | could give to anybody who finds themselves in my unfortunate
position is try to get help early on, the earlier the better. Don’t be afraid of telling
people, you are ill, not Mad, but more importantly, smile and laugh at it or it
would truly drive you insane!! (LOL). How long have | left before | have to give the
computer up? Only the “Big Fella” upstairs knows but | would just like to take this
opportunity in saying the biggest THANK YOU to everybody and | will cherish all
the memories | have of you as long as possible.



Through The Eyes Of
An Alzheimei® Sufferer

Shock and Denial

When | as a young boy there was always somebody who
had a “Mad Aunt” and as | got older and wiser | saw my
own Grandma develop Alzheimer’s, a very scary thing to
see when you are only twelve years old. To see someone
who has practically brought you up from birth, due to your
own parents alcohol abuse, suddenly change from a loving,
caring grandparent to someone completely different who
doesn’t even know you is something that stays with you for
life.

When my father developed Alzheimer’s | was in my forties
so | was pretty well prepared for it. Then one day, to be sat
in front of your own doctor and hearing those immortal
words “I'm sorry, you have early onset of Alzheimer’s” at
51yrs old can only be described as breathtakingly
devastating. Yes, | had forgotten a few things and yes, |
knew all wasn’t well but this?? No! Never!! Everything |
remembered about my Gran came back, and the awful
thing is it was all the different stuff she did, not the stuff
she used to do. I" m not like that!! | thought! Why would my
doctor whom | trust implicitly tell me such a thing?? After
all, if you can’t trust your doctor or your priest who can you
trust?

Sinking In

It does take a while to sink in and after the paranoia of
people looking at me or talking to me differently (though
the latter I'm still not sure of) faded away | took stock of my
life and what it had entailed. Without boring you all, | came
to the conclusion that if | shuffled off my mortal coil
tomorrow | would still be a truly happy, contented man. |
have seen my children grow into adults and have children
themselves. | have had the immense pleasure of seeing all
my grandchildren born and raised in a good honest way.
Actually, if I'd known my grandchildren were going to be so
cute, | would have had them first!!



Finding a Way Through It

As for my darling wife, who has stood by me through more
than | care to reveal, | will always be eternally grateful.
These days | tend to take things a bit slower but | have
found a new born passion for life and take every
opportunity to make the most of it. On a very sad side |
have also found that half the people that used to email me
regularly no longer do so. And when | meet my old
colleagues whilst shopping, word is obviously out, because
| swear some of them talk to me as though I'm a child!!
This is not me being paranoid because it has been
witnessed by my family. All this saps at your self esteem
when you are an AD sufferer and I'm sure it stays with you
as the awful disease progresses. Sometimes, when I'm at
my lowest, my grandchildren come round and all seems
normal again, but in the depth of night when | can’t sleep
and old memories surface again and again, and when | do
fall asleep the nightmares are horrific, | do wonder how
long it will take until | remember nothing.

But another thing that does help is being made my
favourite foods (which in my case are quite a few!). This to
me is what | call proper comfort food and can either take
me back to my childhood or to a place of happier times. To
some who know me quite well | could come across as
someone who doesn’t show much emotion, what they
sometimes don’t realise is that because of my depression
(thanks to my illness) | am on such a high dosage of anti
depressants that | am physically unable to cry. My God
there are times | wish | could, and release some of this
frustration.

If any of your relatives or clients do, or say, the same things
about the disease as me, then now you know it’'s perfectly
normal to feel that way. What stops me getting frustrated?
Not much I'm afraid, well; apart from the odd time my
football team wins!! . As always | hope this insight into the
early stages of Alzheimer’s is helpful.



‘Since having been diagnosed with this awful disease |
have researched it (as you do) and was astounded to
find that there is next to nothing available for early
onset sufferers and the lack of public knowledge of
Al z h e i-@as®yror lae - actually beggars belief!

So | promised myself and my family that with whatever
time | have left on this wonderful earth | will try and
make as many peopl e awar e
iliness itself but also its many contributing health factors
that come along with it.’

of

not



Norrmswas di agnosed with Al zheimer’'s Di
two years ago. He contacted The Clive Project to share some of his

thoughts and feelings about living with dementia. His real name is

Norman Mc Namara but his three stepchildren started calling him
“Norrms’ many years ago .. and it stuc

You can contact Norrms via email: normmc1957@yahoo.co.uk
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