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Dedications
This book is dedicated to everybody that’s been affected by dementia. 
It’s also dedicated to Jean Ilott, my very own supermum, Yvonne Bailey, my mother-in-law, (thank you for being there), and to all mothers around the World that have given their lives to guiding their loved ones through the turmoils of life.
Contents 
Introduction      

Everybody says they have a book within them bursting to get out, but few manage to put pen to paper. I was one of those people. It took me a number of years to write this book in honour of my mum. I didn’t start it until 11 years after her death. Not because I couldn’t face the emotional trauma of writing this, but more that life got in the way.

Once I’d overcome this, and I had more spare time, I found the drive to finally sit down and write. 

I decided to write this homage to my mother from a cathartic perspective. I felt this would help me make sense of everything that happened before and after my mum succumbed to dementia.

Since I wrote this book, another couple of reasons have surfaced.

The second reason, which only became evident as I was writing, was to help others. During the course of telling my mum’s story, I realised that others may benefit from my learnings. If how I dealt with it both practically and from a mental standpoint, could be of use to anybody starting on this unenviable journey, that can only be a good thing right? 

The third, and least appealing is that of money. Should I sell any copies, the sheer amount of time taken to write, and edit will make the experience a financial, as well as an emotional success for me. 

Because money was not the driving factor for me, I feel it would only be right to donate 25% of all royalties to causes that are striving to help make dementia a thing of the past.

Nearly a million people suffer with dementia in the UK. Though there is better understanding of, and treatment for this devastating disease, there is little help for their families. Who can they turn to for financial and emotional support? 

So now; the inevitable questions: where do I start? What help is out there? How will it affect my mental health?

My mother made me the person I am today. Without her love, support and guidance, I would be nothing. To do this book justice, it is important to not only highlight the devastating effects of dementia, but to give a background to the amazing woman who suffered from it. 

I want to share how I coped with the slow, and painful decline, resulting in the ultimate loss of my mother. I have tried to do this in a light-hearted manner to, hopefully help others make sense of their loved one’s world.

I have changed some of the identities to protect certain individuals, but most have been changed because I can’t remember their names. Oh, My God! Is this part of early onset dementia or does my inert laziness mean I am just useless at recall? 

Let’s go with the latter, that’s far easier to digest.
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1 
Dad

“Any man can be a father, but it takes someone special to be a dad.” Anne Geddes

My dad was my hero! Wherever he went, I followed. Whatever he did, I tried to emulate. Being the only boy in the house (I had two sisters), I was naturally going to look up to my dad. After all, he was my male role model. I didn’t want to play dollies or be dressed up. I wanted to play football and mess around with my toy cars. 

Dad was the one member of my immediate family I could relate to. After all, we shared things. Whether that was him teaching me how to hit the target when shooting for goal, or making sure I aimed properly by hitting the toilet basin; he was there by my side (quite literally). We used to play ‘splashies’ which is a game where we crossed swords when peeing into the toilet. I used to find it great fun and never realised at the time, he was teaching me the importance of a good aim.

When it came to football, he was the main man. He taught me how to be better than most of the other kids at school. Don’t get me wrong, I still needed talent, but he made me think about the game on a different level to most kids of my age. One lesson he taught, made me quicker to the ball than my peers. He would kick the ball through my legs and challenge me to retrieve it before him. In my naivety, I would run round in a big wide arc meaning he beat me to it every time. 

Then he said, “Listen son, you’re never going to beat anybody that way. What you need to do,” he continued in a scholarly manner, “is pivot on one foot and spin round. That way, you can be quicker to the ball. Trust me you’ll beat most of the other kids by doing that.” How right he was. 

Although now, this seems a basic lesson in football, it also taught me to do things more efficiently in my day to day life.

Dad’s true footballing achievement came from his younger brother Ray. He taught Ray to play the game, years before he gave me my first lesson. Ray went on to play for Leyton Orient, before heading off to the sunnier climbs of Australia as a ‘£10 Pom’ to ply his trade in the fledgling game over there. 

Ray became so good, he played for the Australian national team on 6 separate occasions. Meeting such greats as, Bobby Moore, one of the best defenders and captains that’s ever played the game, and Lev Yashin, the famous Russian goalkeeper. Sadly, Ray is no longer with us, but to ensure he is never forgotten, an annual club trophy was created and named in his honour.

Ray used to send me memorabilia of his matches including newspaper clippings and programmes with autographs. He also sent me a tracksuit for when he played for the national team. This had his surname stitched on the back. As we had the same name, I would wear this item with pride around the house. I was so proud not only of my uncle Ray but of my dad. He taught this man to master the art of the game and he taught me to become a better player.

I used to look forward to Saturday evenings. Not only was this Spaghetti Bolognese night (my aunt was Italian and taught my mum how to make the best ‘spag bol’ ever), but my dad and I used to spend the whole evening together. 

He worked for ‘The Evening Standard’ newspaper and every Saturday late afternoon, we used to go to Newmarket to pick up the papers for distribution. Dad would then take them to the local newsagents with me in tow. I knew there’d be a little present in it for me, which is why I went. This present would normally take the form of a ‘Dinky’ toy car. Dad used to say, “Here son, treat yourself to a new car.” I was in my element! Wow! A new car to add to my collection. Thanks dad.

One day, dad forgot to give me my ‘wages’ but I was too polite, (and somewhat scared) to ask for the money for a new car. He later said:
“I forgot to give you the money for a car.” 
“Don’t worry about it dad.” I said, holding back a disappointed tear
“Why didn’t you say something?” he enquired
“Oh, I forgot too.” I lied.

All I could think about was missing out on getting that new toy car but I was too afraid to say anything. Was this because I knew the outcome if I asked or was I just too shy to push it? Although dad could be very loving and tactile, he had a darker side. Because of his temper, he never stood down from an argument. This occasionally manifested itself, and we knew not to push him when he was in one of those moods.

Although I missed out on my toy car, I got to spend time with my dad, which to me, was the best thing ever. 

Once most of the papers had been delivered to the newsagents on a Saturday evening, we would bring the remainder home. The paper boys would then deliver them to the houses in the neighbourhood. Once we’d demolished the ‘spag bol’ and the paper boys had finished their round, it was common practice for them to return to our house for a game of poker with dad. At the time, I never realised that dad was a man that flew by the seat of his pants. If there was a quick buck to be made, he’d find a way to make it. This particular windfall came courtesy of the paper boys. Dad was what was known as a card sharp and would relinquish the boys of their wages most Saturday nights. 

If dad’s escapades had been written into an episode of ‘Only Fools & Horses,’ the audience would be laughing at Del Boy’s cheeky chappie antics but I’m not sure the paper boys saw it that way.

Once, when delivering the papers, my twin sister Hayley came with us. I don’t believe I got my toy car that day as there wasn’t enough for two. Dad had stopped off at somebody’s house to collect the paper money. We were nearly home and both Hayley, and I were starving, and salivating at the thought of our Saturday night ‘spag bol’ treat. 
“I’m starving.” Hayley said
“Me too.” I answered with belly rumbling
“Ask dad how long he’s going to be.” Hayley demanded
Leaning out of the window I shouted at the top of my voice, “Dad! How long are you going to be? We’re starving!”
The look on my dad’s face when he came back to the car filled me with dread and fear. “Don’t you EVER talk to me like that again when I’m with a customer” he yelled red faced. “Forget being starving. You’re going straight to bed with no tea!”

Knowing my dad was not the type of man to argue with, I dutifully went to bed. Feeling sorry for myself, I cried and cried, but couldn’t sleep. After a while, my mum came in and told me to get dressed and come to the dinner table. She was always the voice of reason in our household and had probably persuaded my dad, once he’d calmed down, to allow me my Saturday night treat. Because I was so annoyed, some may say stubborn, I refused mum’s ‘olive branch,’ exclaiming, “I’m not hungry!” Actually, I was starving but I wasn’t going to swallow my pride, or my spag bol for that matter. 

Dad grew up during the Second World War when things were tough. When he, his brothers Bernie, Ray and his twin sister, Pam were evacuated to Wales, he had to live by his wits. He was always finding ways to support his younger siblings with extra rations that he somehow found. Always keeping an eye out for them. He became their surrogate father. When his twin sister Pam became upset with the treatment she received from her Foster father, he used his pugilistic skills to ensure he never bothered her again.

My dad’s father, my grandad Reg, was a Prisoner of War in Burma throughout most of the Second World War. When he returned, he was a changed man. He became introverted and bad tempered. Once again, dad ensured Reg’s temper never spilled out onto his children. The mere threat of him sorting him out was enough to stop Reg from ever raising a fist to his kids again.

Dad never raised a hand to any of us as children. We all knew the importance of respect and behaved accordingly. 

When I was too old for toy cars, dad used to take me to see my local football team, Norwich City whenever they were playing at home. He was from Hackney so naturally, he supported his local team, Arsenal. 

When I was about five years old, I asked my dad, “Dad. What team should I support?”
“You should support the team that’s most local to you,” he retorted
“Well who’s that then?” I asked quizzically
“Norwich or Ipswich,” was his reply
“Norwich,” I said in a decisive manner

And that’s the only reason I support, and continue to support Norwich City Football Club. Most men in my experience, when they have a son, encourage them to support the team they grew up supporting themselves, but not my dad. He allowed me to make up my own mind and even guided me in the right direction, by steering me to my local team.

Dad had many jobs. He was still chasing the ever elusive fast buck when he got an opportunity to work in London. This meant he would no longer be around during the week to help me hone my footballing skills. I would have to wait until the weekends. His time was precious, and couldn’t be spent totally focussed on me, meaning I got to see him less and less. During this period, the weekend visits became less frequent, and I felt like I was losing him.

Then one day, just before we were all due to go on a family holiday to the Isle of White, my dad returned home, and spent what seemed like an age in the kitchen chatting with mum. He was telling her he was leaving us all to start a new life with another woman, and her two daughters. My older sister, Tracey, knew the reason for his visit, but my twin sister, Hayley and I, just thought he wouldn’t be able to come on holiday with us. Mum wanted to protect us as we were only about 10 years old, so wanted to ensure our holiday wasn’t ruined.

When we were called into the kitchen to say hi to our dad, Hayley burst into tears and flatly refused to see him. He was to me, my absolute hero and I was desperate to see him, but out of loyalty to my sister that I didn’t quite understand, I too, refused to give him the time of day. 

On the outside, I was stony faced and adamant of my decision, yet, inside, my heart was screaming for him. I just wanted to run into his arms, but I couldn’t. I was so confused, and at this point, didn’t understand this would be one of the last times I were to see him again, not only as a father, but in the flesh.


2 
Mum

“Life doesn't come with a manual, it comes with a mother.” Anon

Growing up, my dad was my hero, not my mum!

She wasn’t interested in playing football, or teaching me how to hit the toilet bowl. She was too busy being a dutiful mother and wife. This was the sixties and seventies, when life and expectations were different. At the time, I never fully appreciated my mum’s role within the family. To me, life was all about having fun.

It seemed she almost became invisible. What I didn’t realise until later in life, she was the cog that kept this family wheel turning. She quietly got on with things almost to the point of nobody noticing. But she never complained, if she did, I never heard her. She knew what had to be done and did it.

Mum grew up in the 30’s and 40’s, when the man went to work, and women typically stayed at home, raising the children and looking after the household. Whereas dad always wanted a cuddle or a play fight, mum was far less tactile, and rarely showed that side of her personality. 

There was a quiet stoicism about my mother. She never announced her arrival, and was more than happy to be an extra in this movie of life.

One day, whilst playing football in the garden with dad, she came out and said, “You should spend more time with your daughters instead of spending all your time with your son.” 
Wow, mum! What have I done to deserve this? I thought to myself.

I always knew however, her love for me was real. She was the one who put a plaster on a wounded knee. It was her that brought me a bowl of chicken soup when I had a cold. Nobody else could stroke my hair with the gentleness she did when I was feeling under the weather. 

I never truly knew what mum was thinking, she always kept her cards close to her chest. Was she protecting herself, her children, or both? Her upbringing formed her personality. She just got on with things quietly.

Mum’s dad, Jim and her uncle, Alf, were the jokers of her family. Visiting them was great fun for us kids, they always made us laugh. My uncle, Roy, mum’s brother, continued this tradition with the male side of her family. He was, and indeed still is, a very funny man, understated with the odd muttering that would leave us in stitches. 

Mum wasn’t a joker like Roy, but would always appreciate a joke. This showed a playful side to her nature. On one occasion, she was feeling particularly impish and with a cheeky grin, she looked at me and suddenly blurted out the words, “Bollock chops!” It took me totally by surprise and I loved it.

Mum was not shy when it came to bodily functions and would regularly pass wind. She didn’t care. It was natural, so why not? Could this be why I find toilet humour so amusing?

Another thing my mum found hard to control was her weak bladder. We would sit in front of the TV on a Saturday night watching Morecambe and Wise. Mum would be laughing so much, she’d suddenly say, “Ooh” before jumping up and going to the toilet. 

There were times when dad was around, mum seemed insignificant. But before, and after he left, she was my world. Our love for the simple things in life like flatulence, bonded us together. A bond that would last a lifetime and beyond.








3 
Growing up

“A strong woman knows she has strength enough for the journey, but a woman of strength knows it is in the journey where she will become strong.” Anon

I grew up with my mum, Jean, my older sister, Tracey (the bossy one), and my twin sister, Hayley. My father left when I was just ten, and had been pretty errant throughout my formative years.

Ours wasn’t a joyous household when growing up. Although there was the odd relative (some say more odd than usual) that could spin a yarn and tell a joke, I wasn’t raised in a laugh a minute environment. 

Things were tough and my upbringing reflected that. 

Looking back on my life, although at the time, I felt I missed having a dad around the house, my mother made me the person I am today. 

She taught decency, honesty and integrity. Not unlike my mother, I find it difficult to express my emotions, particularly with ones of love. I made sure however, in my wedding speech,  she knew how I felt about her. A speech that bought an ‘Aaah’ from the audience. I hoped mum felt the same, but in her usual stoic manner, continued to appear totally indifferent upon hearing it. Maybe, once again, this was just the way she dealt with emotion. 

Had my dad been around, I wouldn’t even be writing this book! He would have said it’s far too time consuming, and doesn’t bring that fast buck he seemed to be eternally chasing. This would always elude him. From now on, I will refer to my father as Malcolm, (not his real name). 

I recall some years later, Tracey having a phone conversation with Malcolm. He was calling to speak to his twin sister, Pam, as it was their birthday. Tracey told him exactly how we all felt.

“You weren’t there for us,” Tracey commented.
“That’s because I felt you were better off without me,” came his reply.
“But we were only children,” Tracey continued, “what child doesn’t need its mother or father?”
“I was still around!” Malcolm exclaimed.
“Only when you found out mum wanted a divorce,” Tracey said, holding back the tears but with obvious anger in her voice, “you disowned us and the rest of your family for the sake of another woman!”
“I did it for my own reasons,” he retorted, “so we’ll just have to agree to disagree!”

Considering this was the first time any of us had spoken to him for about 45 years, I would have expected him to have been a bit more understanding. His lack of compassion bemuses me to this day. After all, what parent willingly gives up on their children? My mother never did, so what gave him the right?

Whilst my mother was a great role model, my father’s contribution was left wanting. He is the main reason I have chosen not to have children. 

Please don’t read this and think I have developed into a bitter and twisted man with nothing but hatred for Malcolm. I want to reiterate the strength and quiet resilience of the woman I forever will be indebted to. She sacrificed her life while Malcolm enjoyed his.

****

In three years, our family suffered three losses. Our father disappeared, my twin sister, Hayley, lost an eye, and my mum lost her very own mother, my nan Nellie.

Mum could have broken down during any one of these occurrences. Being a child of the 1930’s, she picked herself up, dusted herself down, and got on with life. My mum supported the four of us on a shoestring, with additional financial and emotional support coming from my sister, Tracey. 

In those days, if a wife could prove her husband had gone AWOL, and made no contribution to the family for five years, she was entitled to file for divorce. Upon hearing this, Malcolm, who could afford a much better lawyer, decided to contest the divorce. He was awarded a third of the value of the house in which we had all grown up. This was completely unfair, as he had made no contribution to the upkeep of the home and family during his disappearance.

Mum had two options, either sell our family home to pay Malcolm his third, and downsize, or go cap in hand to those closest to her. Hayley and I were still at school and Tracey had started working in the office for a local company. She took out a mortgage to pay Malcolm off. Thanks to Tracey’s selfless act, we continued to live in the only place we knew as home. 

I often wondered whether this was the reason Tracey became the bossy sibling we all know and love today. What other 18 year old would take out a mortgage to pay her errant father off, so her mother and siblings could continue to live in their family home? Tracey sometimes gets frustrated with me, when I point out how much like her mother she is. It is the biggest compliment she could ever receive from anyone. What a woman!	

Hayley and I were oblivious to what Tracey did until much later in life. I will be eternally grateful to a sister who never gave up on her family.

We all suffered as a result of the philandering escapades of Malcolm. The sense of abandonment that came with it deeply impacted us all. Malcolm was not the most thoughtful and caring of men, and always put himself first. The timing of the following revelation could not have fallen at a worse time for us, but more so, for my ever suffering mother. 

We were all due to go on a family holiday, a rare treat, to the Isle of Wight. About two days before we were due to leave, I remember Malcolm and mum sitting in the kitchen, shepherding me outside whilst they had a chat. 

The next thing I knew, Malcolm had left. 

Mum explained to us he had to work in London, so wouldn’t be joining us on this adventure. Mum didn’t explain to Hayley and me the real reason why the ‘Scarlet Pimpernel’ would not be on this holiday. She confided with Tracey, and they decided, at least for the duration of our holiday, to shield us from the fact Malcolm, would no longer be part of our lives.

Mum was expecting for us all to enjoy the delights of the Isle of Wight as a family, but after receiving such devastating news, she was determined to ensure our holiday was not ruined. She selflessly forgot her woes to ensure we had a great time. How hard must that have been for my mother?

Mum and Tracey, made sure we all had a great time, and the fact Malcolm wasn’t there, although disappointing, was soon forgotten. One of the best memories I took from this trip, was playing cards of an evening and laughing so much, we all ended up in tears, and mum had to pay a number of visits to the toilet to relieve her weak bladder.

I often wonder now whether mum’s tears, were of joy, or pain, or even a mixture of both. My admiration for this woman knows no bounds, and it’s not until such times of reflection, do I truly understand and appreciate the love of a parent.

Two other memories from this holiday can be attributed to mum’s driving. Mum was a more than competent driver, but two incidents during our short break, in the sunny Isle of Wight, made me question her abilities. It didn’t help the fact we had a Ford Zephyr, which in its day, was one of the biggest family cars around. It was so large, it had one long seat in the front which comfortably seated three.

It became a standing joke in our family, mum would get lost driving to next door. The next two instances showed once again, mum’s ability to get us from A to B, ended in us taking a detour via C.

The first incident came when we found ourselves in a narrow lane with banked sides. While trying a sixteen-point turn, mum reversed a little bit too close to the bank. With a thud and a clunk, we discovered the whole exhaust had parted company with the rest of the car. The cost of fixing this was an expense mum could ill afford. 

The second incident was when we found ourselves in a ‘where on Earth are we’ moment. This time, it wasn’t a banked verge that mum had to negotiate, but a bollard at the end of the road. The bollard lost the fight with the Zephyr, and ended up prostrate in the road. 

To make matters worse, there was a group of five young people enjoying the effects of cider. They appeared to take great delight in watching the fight between the Zephyr and the bollard unfold. Mum was as honest as the day is long, but a mixture of Malcolm, the incident with the exhaust pipe, and us saying, ‘they’re too drunk to remember,’ led to mum having a momentary lack of judgement. She sped off quicker than Ayrton Senna at the start of the Monaco Grand Prix. Little did we realise these drunken youths would remember the incident.

A few weeks later, there was a knock on the door and mum was greeted by a not so friendly policeman, who reminded her of the incident with the bollard. Thankfully, prison was not on the cards, so mum got away with a fine and a slap on the wrist. Things were already financially tough for a woman who had just paid for a new exhaust. This stretched mum’s finances to the limit.

****

The second loss in two years was when Hayley lost an eye. A day that changed my sister’s ability to view the world.

We had decided to play croquet with the neighbours’ kids in their garden. I must stress that being ten years old, none of us were adept in the rules of this beautiful game. If there’s any croquet aficionados reading this, please excuse the ignorance of any flouting of these rules.
 
For reasons only a child could understand, Hayley, and I, decided to position ourselves next to one of the croquet hoops. There was a high likelihood, that when Simon, (not his real name), played his shot, the hoop would not remain pegged into the ground. Simon attempted to knock the ball from under the hoop towards the next hoop.

Simon struck. The hoop flew up. Momentarily lodged itself into Hayley’s left eye, before falling back down to Earth. 

I will never forget that day for numerous reasons. The one memory that will last, will be Hayley’s screaming, “I can’t see, I can’t see!” whilst I led her back to our house.

Mum’s resilience, caring nature and ability to cope in a crisis, were all put to the test, when
she was confronted by a screaming Hayley, being led into the house, by her equally caring brother (that’s me in case you were wondering). Mum greeted us with a concerned expression and asked what had happened. 

With her usual compassion, mum made Hayley as comfortable as possible, calming a hysterical eleven year old down with her comforting words and assuring her that everything was going to be alright.

Everything wasn’t alright though, as apparently, the NHS had no ambulances available! They suggested mum drive a screaming eleven year old to the hospital. This was the Seventies, which meant the trip from Thetford to Addenbrookes in Cambridge took about an hour and a half. This was going to be a slow and painful journey for my twin sister.
 
Addenbrookes also had a specialist eye department and the surgeons and general staff were, and still are, amazing. They did everything possible to try to save Hayley’s eye, but they were not able to. This meant Hayley needed countless follow up appointments, all at the expense of my mother. 

At times like these, you get a rare glimpse of how wonderful human nature is.

On the day of the accident, mum needed to stay with Hayley in hospital, but she was left with a dilemma. What should she do with her other two children? Luckily for us, there was a woman whose daughter was also in the specialist eye department. She offered Tracey and I, an overnight stay at her house, with her family. 

This amazing gesture of kindness meant mum had one less thing to worry about. This wonderful lady we’d never met before, who was also going through her own personal trauma, had the ability to think of others during such a traumatic time. I can only hope, if this guardian angel is reading this, she recognises the role she played for my whole family during this life changing event. 

For this selfless act of kindness, I will be forever in her debt.

During Primary and Middle school, Hayley and I spent most of our time in the same class. Towards the last couple of years in middle school, Hayley was moved to another class. This was to help with any separation issues. I can only assume this was to prepare us for secondary school, in case we ended up in different schools. We both, however, ended up in the same Grammar school Tracey attended. Because Hayley and I studied different subjects, we found ourselves in different classes anyway. 

After Hayley’s accident, the main teacher from Hayley’s class in middle school wrongly informed her classmates, I caused Hayley’s accident. She told them not to blame, or ridicule me for causing this injury to my sister. Being a child, blamed for a crime I didn’t commit, could have been very distressing for me. The fact I was blissfully unaware of this, meant I could carry on life as normal. It wasn’t until some years later I was made aware of the teacher’s mistake.
****

Mum also suffered with agoraphobia but she didn’t sit at home festering. Although she was scared to venture outside, she confronted the fear head on. She decided to take evening classes. First Maths, then Geography. She would walk to these classes, which in itself, was a considerable feat, due to the school being an hour away. Although I never realised mum’s condition at the time, I remember insisting on walking with her back home. It was dark and I would never have forgiven myself if something had happened to her. 

It was during these times of walking home, mum and I truly bonded. I could talk to her about anything. She was in this respect, my best friend. 

On one occasion, a child named David in my middle school, had entered the girls toilet. He had somehow managed to get a Tampax out of the machine. When David told me about this, he referred to this item as a ‘jam rag’. Being totally innocent, I laughed at his tales of parading around the corridors, swinging this item around by the tail like a mouse. Secretly however, I wondered what on earth this thing could be.
 
Knowing I could ask my mum anything, on one particular walk home I asked, “Mum? What’s a jam rag?” At this point, not only did my mum explain exactly what this item was, she’d decided, this was the time to explain the facts of life to me in every, grim detail. It’s fair to say this walk home felt like the absolute longest. I remember thinking I wished I had the money for a taxi so it could all be over sooner. 

In hindsight, I never had a male role model to walk me through the Facts of Life. It must have been equally difficult, and hard (excuse the pun) for my mum to explain such things to a pre-pubescent child. A child who should be learning such things from a father. Huge respect and admiration go to my mum once again, for just quietly getting on with the job in hand (once again, excuse the pun). 

Some months later, after I’d drummed up the courage to ask mum about another word I was unsure of, I asked her why she didn’t appear to mind discussing these things. She pointed out that her mother never told her anything, recalling the day she experienced her first period. When asking her own mother what the blood in her knickers represented, her mum just said, “Oh well, you’re a woman now.”

Mum had no idea what this meant. That’s all she was told about the facts of life. Mum said to me that she never wanted me to be unsure of such delicate things. She wanted me to have the confidence to ask whenever I saw fit. 

What a woman she truly was!

****

Not only did mum have all the trials and tribulations of divorce, and bringing up 3 children, I decided, albeit subconsciously, to repay her by misbehaving at school. I wasn’t a bad adolescent as such. I never got in trouble with the police or anything major. I was just a bit naughty and cheeky. 

At Grammar School, I had a competition with a fellow protagonist, Mark. The competition was to see who could get the most detentions in one term. Mark received a score of 8 whilst I Gained 12 detentions, and won! We also had a side bet as to who could get thrown out of class the quickest. Once again, I was the victorious one, managing a whole five seconds before being shown the all too familiar door. To me, detentions weren’t a punishment. They only served the purpose of making you late home. Sometimes, depending on the teacher taking the detention, they could be fun. This meant I never felt as if I were being punished for my naughty behaviour. 

That was until parent’s evening. 

I used to dread this time of year, as I knew it wasn’t going to go well. Some teachers forever compared me to my goody two shoes sister, Tracey, and my swotty twin sister, Hayley. Mum’s response to the absolute shame and embarrassment, of having to sit with each individual teacher to learn of my antics, was not to scold me. In fact, it was something far, far worse. 

Upon returning home, mum would sit down, and with a heavy heart and deep sigh, would tell me how much I’d let her down. Believe me, I would rather have had a slipper across my backside, than hear the immortal words, “I’m disappointed in you Trevor.” To this day I feel a pang of anguish flood over me whenever I think about how much I had let her down. I hope that my subsequent behaviour in later life, made up for those years of adolescent misdemeanours.

With the worry of Malcolm leaving her, coupled with the ensuing financial struggles, my naughty behaviour and her agoraphobia, I never once heard my mother complain. In fact, I was blissfully unaware of most of these issues. My mum and Tracey, shielded Hayley and I from them.

Mum never raised a hand to any of us, although, I probably deserved it on many occasions. Equally, apart from one occasion, she never told me she loved me. 

This could have made me feel empty inside or lacking something. It didn’t! I knew deep down that anybody that could suffer this much heartache and anguish, for the sake of her children, must have been doing so, from a place of love. Besides, she was a child of the 1930’s. Showing emotion, particularly such a strong one as love, was not the accepted thing. Did she feel it showed weakness? Did it just not cross her mind? Surely, most people need to feel, and experience love? A cuddle, a playful tickle, or from just hearing those immortal words, ‘I love you,’ is sometimes all it takes.

It’s funny how things stick with you but I clearly remember the day she told me she loved me. 

It came, during one of the proudest moments of my professional career. I had become the Managing Director of a pharmaceutical company. After negotiating my contract, I wanted to let my nearest and dearest know, so they could share in my success. I decided to tell mum on one of my regular visits to her. 

After giving her the good news, mum said, “I’m so proud of you! I love you!” A bit like her mum Nellie, my mother very rarely showed her feelings. To receive such high praise, coupled with an exclamation of love, was something I will never forget.

****

Though her map reading skills were less than proficient, mum was a more than competent driver. She gave me driving lessons in her old beat up Austin Allegro. The only way this car represented Allegro was in name only. It was about as fast as a growing fingernail. Sometimes, when negotiating a steep uphill climb, it would strain and groan before almost coming to a halt. It also had a dodgy accelerator which always seemed to stick at the point of gear changes. It used to kangaroo along like Skippy with hiccups. To top this off, it had a square steering wheel. 

Even with all these nuances, if it weren’t for my mum’s amazing patience and teaching skills, I do not think I would have passed my driving test first time. 

Because money was tight, we, or rather my mum, couldn’t afford to pay for driving lessons. Between her, my brother in law, Ray, and my Uncle John, I learnt my trade independently, without the need for a professional instructor. I remember the day of my driving test as if it were yesterday. In fact, it was March 24 1983. As you can see, there’s nothing wrong with my long term memory. 

It had been raining all day and I was as nervous as Jimmy Carr being interviewed by His Majesty’s Revenue and Customs. Mum remained calm and took me out an hour before my test, saying, “Don’t worry son, it’ll all turn out fine in the end.” It did! Not only did the sun come out just before and during my test, but I passed. 

The driving test centre in Bury St Edmunds was half way up a hill. At the top of that hill was a shopping centre. Mum went for a walk around the shops, whilst I, endured one of the most nerve racking experiences of my life. Once the examiner had given me the good news of my success, the first thing I wanted to do was take the ‘L Plates’ off. This was in the good old days when cars had chrome bumpers, although ours was mainly rust. 

The only way to secure the ‘L Plates’ was to tie them on with string. After many months of being through all weathers, it’s fair to say the string had practically welded itself onto the bumper. No amount of loosening was going to budge it from its stronghold. With the patience of a lion about to savour its latest catch, I decided the best course of action would be to rip the ‘L Plates’ off the bumpers. 

In admiration of my resourcefulness, I went to the road to see if I could see my mum coming back down the hill. To my delight, there she was; about 100 yards away from me. In pure delight, I waved the ‘L Plates’ around in the air to indicate my joy and success. For what seemed like an age, mum ambled downhill towards me. 

In a completely innocent manner asked, “Well? How did you get on?” 
What I wanted to say was “I failed which is why I ripped the ‘L Plates’ off!” In truth I screamed like an excited child, “I passed mum, I passed!” 

It’s fair to say mum was generally a very astute woman. Her ability to predict scenarios when watching a film on TV were second to none. On this occasion however, she had seriously let herself down. There’s no way in my mind that mum was showing signs of dementia at this stage. I’m just going to put it down to a glitch in the matrix of mum and excuse her this one slip up. 

Some months later, on a cold and icy night, whilst driving home to Thetford from my friend’s house near King’s Lynn, I turned mum’s world and her beloved car upside down. 

On a freezing and icy road, my lack of experience as a driver, resulted in me hitting the brake on a bend, after momentarily falling asleep. The car and myself ended up skating around on the ice like Torvill and Dean. Unfortunately, I didn’t end up with a perfect 10, but an imperfect slam-dunk into the bank. This resulted, with me performing a number of barrel rolls, rolling over and over for what seemed like an eternity, until finally, the car stopped.

The result of this Olympic effort found me inside the car, which was on its side and in the middle of the road. I was to find out later, from the policeman that took me home, via the hospital, that if it weren’t for my seat belt, I would no longer be walking this Earth. Thank you Volvo, for gifting seat belts to the motoring world! 

My only means of escape, from what had now resembled a Lotus Esprit due to its pointed front and flattened roof, was through the windscreen. Scrambling out and in a state of confusion, I turned the lights off to preserve the battery. What was I thinking? Did I seriously think this vehicle was ever going to be driven again? It’s strange how the mind works after enduring such trauma. My mind kicked back in when I looked at the car and thought, this isn’t going anywhere! I reached back in and turned the lights on to warn other road users. Thankfully, it was about 2am so there were no other drivers about at this godforsaken hour. 

Gathering my thoughts and realising what had just happened, I afforded myself one last moment of madness. I noticed the whole exhaust had fallen off and was lying in the middle of the road. Without even thinking about the consequences, I picked it up and carried it to the side of the road. I was aware, but oblivious to the fact, this was an extremely hot exhaust, which was now trying to weld itself to my hand. As soon as I placed it safely to one side, the realisation of the ensuing pain became apparent. Looking down at my hand, I noticed it was rather cracked and open, not to mention the fact it smelt like a hog roast. 

By some amazing quirk of fate, a policeman in his 4x4 Land Rover, doing an impression of Nigel Mansell, appeared out of nowhere. Screeching to a halt, he asked me what had happened. “Aliens lasered me from their spaceship, and caused me to lose control of my car,” is what I wanted to say. I decided that to explain in a more polite manner would be the wisest choice. 

The policeman radioed in the situation. We then waited for the recovery truck to take mum’s pride and joy (the car, not me), to car heaven. The policeman decided my hand needed attention at the local hospital. I was keen to get home so I could explain to my mum what had happened, (the real version, not the bit about the aliens). He was insistent on taking me to the hospital first. 

I don’t remember too much about the next few hours. I recall my concerns over how angry mum was going to be. I’d not only ruined her financially but had taken away her independence, by writing off her car. The reassuring policeman kept saying, “Trust me, she won’t be angry. She’ll just be pleased you’re safe and well.” 

I wasn’t convinced. I decided I needed to confront the situation as soon as I got home, to tell mum what had happened. 

It was five in the morning when I crept into mum’s room.
 
“Mum. Are you awake?” I gently whispered.
“Yes,” was mum’s sleepy reply. 
“I’ve crashed the car mum,” I explained, fighting back tears, “the car’s a total right off!”
“Are you ok?” was mum’s response. 
“Yes,” I said with lips trembling. 
“Good,” she said, “now go to bed and we’ll talk about it in the morning.” 

Once again, mum would find herself in a situation where she needed to spend far more money than she had available. This didn’t appear to phase her. She continued to take on all that life threw at her in a matter of fact style. This must have belied the pain that was going on inside her head? 

She truly was an amazingly strong woman with a ‘can-do’ mental attitude. 

****

With all of mum’s money worries, Christmas must have been a particularly tough time. The added expense of the turkey dinner, plus three children to buy presents for, must have been tough. I never felt as though I missed out on these occasions as we knew mum didn’t have much money. When my friends got the latest Action Man or Subbuteo, I knew I could always play with their toys, so I never really felt like I missed out. Although sometimes I’d sneak in the odd cheeky request for an expensive Christmas present, I usually got what I’d asked for and was generally happy with my lot. 

The real bonus came when I started a Saturday job on the egg and chicken stall, in the local market. 

At Christmas, Herbie, the owner of the stall, would always pick out the biggest and best fresh turkey for me to take proudly home to my mum. From the age of 12 to 18, I provided Christmas dinner for the family. This made me one of the proudest kids around. This to me was what Christmas should be all about. It’s not what you receive, but what you give, and the manner in which you give it. For those Christmases at least, we always enjoyed turkey leftovers for days afterwards. The fact it was fresh poultry and free, made it even more enjoyable. 

Towards the end of my time working on the egg and chicken stall, Mum had decided to slow cook the turkey overnight on Christmas Eve. She had heard from a friend, that cooking a turkey on a low heat over night, meant the chef could treat themselves to a well-deserved lay in on Christmas morning. They could wake up refreshed, knowing all they had to worry about, were the vegetables and accompaniments that complimented a feast fit for a king. On paper, this was a fantastic concept. 

If only mum had decided to share this revelation with her drunken son and his friend Jeff. 

What mum hadn’t accounted for, was Jeff not knowing how to turn on the gas hob to boil the kettle (yes, we had a stove top kettle). After a night of revelry, Jeff, who lived around the corner, decided to come over for a cup of tea. This was to help sober him up before heading off to his own house. Knowing mum was saving the egg nog for Christmas, and realising we’d had more than our fair share of ‘Christmas cheer’, we decided, a nice harmless cup of tea, would be the ideal way, to finish off the evening. 

Jeff asked how to turn the gas hob on, and I, in my drunken state, answered without realising what was to come. It wasn’t until being woken the next morning at some ungodly hour like 11am, by mum, asking why the oven had been turned off, did I realise that Jeff, had ruined Christmas dinner. They say things that happen to you in early life, stay with you forever. Jeff can corroborate this, as I still take great pleasure, in reminding him even now, after over 40 years how he ruined our family Christmas.

****

There is a great debate within sociological circles known widely as the great nature/nurture debate. There are in my opinion valid arguments from both sides, extolling the virtues of who we are, because of either the way we’re hard wired, or our upbringing and influences around us.

Was it nature or nurture that made me a shy child? I would always squirm at a pantomime when the lead character came amongst the crowd, looking for over excited kids to join them on stage. I realise now, these actors could see the absolute dread and fear in my eyes. This is why, I luckily, or so I thought, never got picked. 

It wasn’t until being offered the job on the egg and chicken stall that I really came out of my shell (excuse the pun). 

This job taught me all sorts of life skills. One of which was the ability to read people and knowing how to treat them. I came to understand that Mrs Jones, might expect a professional and courteous approach to selling her my wares. Mrs Smith, however, might enjoy a cheeky chappie response to cheer her up on what would otherwise be, a boring and mundane shopping trip. 

I also learnt the value of money, and I saved up for my very own, ‘Team Raleigh Europa,’ racing bike from the proceeds. This was the racing bike of the day and featured in the popular BBC TV programme called, ‘Superstars’. The likes of Brian Jacks and Kevin Keegan (big sports stars of their day), would pit their physical wits against each other. One event involved a bike race on the bike of my dreams. This bike cost me £112 and I was as pleased as punch, when I rode it home for the very first time. 

Along with my mother, this job also taught me to be trustworthy and honest. 

Herbie, the owner of the stall, used to leave me all day to run it. He never even paid me but told me to take what I thought was appropriate. The most I ever paid myself was £8 for the whole day. I could have taken a lot more but never did. I’m sure Herbie may have stopped leaving me on my own if I abused his trust. 

After working on the stall for over 5 years, Herbie decided to sell it to the local fishmonger, Roland, known affectionately to everybody as, Roly. Roly once again, showed the trust and faith in me that Herbie had done, so I continued to work in the same vein. 

After about a year of working for Roly, I was offered a full time job. Still on the markets, I found myself working on a ladieswear stall owned by Mike. This meant, I would be unable to continue the role in my white doctor’s style overall, selling eggs and chickens. So I took a big gulp of air, and told Roly of my intention. 
 “Ok. I may as well sell it then!” he exclaimed. 
“Why on Earth would you want to do that?” I asked quizzically, “this is a profitable stall.” 
 “Well, you are that stall and people know you as that stall,” he continued, “without you, people won’t come.”

This had me baffled and I thought Roly was over exaggerating. I couldn’t understand the concept of what I’d later realised was, ‘people buy from people’. Who was I to argue? After all, it was his stall. 

Over the next 6 months or so, I continued to work for Mike on the clothes stall. My old customers would regularly come up to me and say, “It’s not the same since you left,” and “When are you coming back?” Within that six month period, the poor fellow that bought the egg and chicken stall, could no longer make it work. He sadly, had to close the stall down. 

Looking back on this, I began to understand that people not only appeared to like me, but trusted me too. Once again, my mother’s influence was teaching me the value of honesty and integrity. Making me into the man I am today.

Mum always encouraged us to work and become independent. She would often point out an ad in the local paper for fruit pickers required during the summer holidays. Once again, mum was looking out for us. By helping us gain temporary employment, she was helping us find our own identity by teaching us to become self-sufficient. Although, she may just have been trying to get rid of us for the day, so she could enjoy the peace and quiet. That said, both my sisters, and I, took her up on the opportunities she found for us. This helped us understand and appreciate the value of money. 

We never earnt enough to contribute to the weekly family budget. Mum never expected us to pay our way, although, we would often buy her little gifts, to show our appreciation. Once, I told Tracey, I was going to buy mum a new plug-in air freshener that had just come to market. Tracey, very wisely, informed me this type of present was not of a very personal nature. She also advised, it may be an idea to look at gifting mum something else that could be appreciated more. Thanks Tracey, I’ve taken that lesson with me ever since. Now, I can enjoy the receiver’s expression rather than have them look at me as if I’d lost my marbles.

When I worked on the clothes stall for Mike, I voluntarily donated a portion of my earnings to mum. One particular Christmas weekend, when takings had been good, I gave her a Christmas bonus. My intention was for mum to spend this money on herself. Knowing her though, she probably selflessly, put it towards something special for us all to enjoy.

***

Towards the end of me being a financial burden on mum, I attended the Norfolk College of Arts and Technology (NORCAT), in King’s Lynn. This experience was a game changer for me! I finally felt like I was treated like an adult by the tutors, and flourished. I changed from a naughty, impish boy, to a responsible, semi-adult. 

They quite often say that school days are the best of your life. Whilst I find this too strong a statement to agree with, I look upon college with great affection. There are friends I made over 40 years ago that I still speak to today, albeit not as regularly as I should. 

A group of these friends from various regions of North Norfolk and I, all got tickets to see Gary Numan in concert.  This concert was in Ipswich, which for us 17-18 year olds, was a long way from King’s Lynn. It was decided, I can’t remember by whom, but I’m sure it wasn’t me, that we should all stay over-night at my house. Actually, it was my mum and sister Tracey’s house but I wasn’t going to split hairs. 

To some mothers, the thought of a dozen teenagers, descending upon them, ruining their home was a fearful prospect. To my mum however, this was not an issue. She welcomed them all with open arms, and put up with the mess and the sleepless night, from a group of over excited New Romantics. She even made us all breakfast in the morning. Every single one of my friends commented on how wonderful my mum was. They all wished they had a mum as cool and relaxed as mine. 

I was always proud of my mum and my friends would constantly tell me how great she was. Even my older cousin Stephen, once said to me, that he wished he could have my mum as his. Stephen was a free spirit and felt his mum was a bit too over protective. He saw my mum as a laid back, easy going personality that aligned with him perfectly.

The feeling of mum being super cool was confirmed on another occasion. 

I held a party to celebrate the end of term, so mum took Tracey to see ‘The Pink Panther’ movie in Norwich. My friends from the gig, and a few more to be honest, danced and partied the night away without a care in the world. We respectfully looked after the house as best we could. When mum and Tracey returned from the cinema, they were greeted at the front door by a stern looking policeman. Apparently, one of our lovely neighbours, decided that 11pm was too late to be enjoying ourselves, so reported us to Her Majesty’s Police Force. 

The policeman was almost apologetic, when he asked us to turn the music down to an acceptable level. If however, he had bothered to come into the house, he wouldn’t have been so understanding. Instead, he would have been greeted by something unexpected. A number of traffic cones and flashing orange Belisha Beacon style lights. These were  ‘acquired’ by some of my so called friends, to enhance the disco experience. Rather than mum losing her temper with us, she calmly asked that we return these items to their rightful home. She then quietly took herself to bed. 

The party slowed down and the items were re-homed. 

An incident, a few years earlier at a party hosted by my sister, Tracey, will be indelibly imprinted in my psyche. The trade-off for Tracey, was that she had to look after Hayley and I, whilst mum went out. Being only about 13 and Tracey being naturally bossy, meant I was allowed only one glass of cider. 

I think it’s fair to say that alcohol affects the brain. It stops it from functioning normally. It would seem, my brain, had suffered from this condition, as I had lost the ability to count. As a result, this one glass turned into a few more although, in reality, was probably only two or three at most. 

As always, Hayley behaved impeccably and went to bed at a reasonable time, sober. I went to bed at God only knows what time but also very, very drunk. 

Waking up later that evening with my head spinning faster than a washing machine doing 1400rpm, I suddenly jolted out of bed. I needed to release these two or three glasses of cider from my bladder. 

Staggering to the toilet, my mission was soon accomplished. Putting ‘Little Trevor’ back in his pants, I noticed a rather large amount of what can only be described, as somebody’s daily intake of food, on the floor by the toilet. I appreciate I was drunk and was feeling a bit nauseous, but I was pretty sure I hadn’t spoken to ‘Huey on the big white telephone.’ Needless to say, I dropped to my knees and proceeded to scoop up today’s breakfast, lunch and dinner to put it into the toilet. Whilst on my third handful, I was greeted by Tracey, Marigolds and bleach in hand. 

“What are you doing?” she screeched. 
“Picking up my sick,” I replied in a slurred manner. 
“That’s not yours, that’s Karens,” she continued, “I’ve sent her to bed while I clear up her mess”. 

If I wasn’t feeling that sick beforehand, I certainly was now! To this day, I have not been able to take even a sip of cider, let alone two or three glasses. The mere smell of this evil blend of apple juice, turns my stomach and takes me back to this particular moment in time. A time when I let go of all my mental faculties and lost the ability to think like a normal human being! 

Something which would devastatingly affect my mum so severely later on in life.




4 
Life after kids

“Everyone has inside of her a piece of good news. The good news is that you don’t know how great you can be, how much you can love, what you can accomplish, and what your potential is.” Anne Frank

I never knew whether mum was secretly pleased when we all flew the nest, (although she was probably glad to see the back of me in particular), but she appeared to get a new lease of life. Mum wasn’t a party goer or a social butterfly, but her love for life came in various forms. She joined a ladies club, took up art, for which she was particularly adept, and successfully completed lots of crosswords and puzzles to keep her mind active. 

Mum was a smoker and could quite easily knock back 20 cigarettes a day. Ironically, she never smoked before meeting Malcolm. It wasn’t the experience of being with this philandering fool that drove her to smoke, but he was the one that encouraged her taking up this ‘filthy habit.’ One day they were riding around on Malcolm’s motorbike when they hit a deer. Mum was so shaken up, Malcolm said, “Here, try one of these,” and the rest, as they say, is history. 

I don’t recall mum constantly having a cigarette in hand, but fondly remembered occasions when she’d be inhaling on a ‘cancer stick,’ and I’d ask if I could have a puff. To my surprise, rather than telling me what a filthy habit it is, she would agree to my request. Although I always took a drag, I never truly inhaled, and never really enjoyed it anyway. Looking back on it, I’m sure had mum refused to indulge me, my curiosity would have been such that, I too, would now be smoking a packet a day or as is now the norm, vaping until my heart’s content. 

Other occasions when mum could be seen accompanied by a cigarette were on the old cine films of us as children. We’d be playing in the paddling pool or chasing each other around the garden in raptures of excitement as mum watched on, fag in hand. 

One day, after watching a programme on television about the perils of smoking, Mum decided to give up this daily addiction. She was an extremely strong woman and when she put her mind to something, she always saw it through. As she’d been smoking for so many years, giving up and going cold turkey was going to prove too problematic for her. She decided to cut down her intake each day until, eventually she got down to half a cigarette a day. To replace her craving for a cigarette, she would have a Polo mint.  If I had been a shareholder in those days, I may have taken a punt on Nestlé. 

The money mum saved on cigarettes was put aside ready to spend on whatever she wanted. When we all lived at home, mum always put us first, and often went without, in order that we should not suffer. As we’d all flown the nest, she bought herself a beautiful coat out of the proceeds, generously donated by Imperial Tobacco (although they were blissfully unaware of this philanthropy). 

Mum never smoked again. 
****

Growing up we had an upright piano in the living room. This accompanied mum when she moved out of our family home. 

I don’t know whether mum used to play the piano in her new house, and I never knew why we had a piano at our family home, as to my knowledge, none of us played it. Looking back many years later, I would recall sometimes walking down the driveway to hear mum having a little tinkle on the ‘Old Joanna’. By ‘little tinkle’ I don’t mean dementia had started early and mum had decided the piano was her place of relief, more that she was playing this difficult musical instrument with the adeptness of a concert pianist. 

I realised mum’s true ability after she had died, when I was carrying out the unthankful task of clearing out her house. Although both Tracey and Hayley would have loved to help (or so they said), they were not geographically best placed to carry out these tasks (or so they said); an excuse that has continued to this day, after the subsequent deaths of several of our relatives. 

Upon clearing out the loft, I was greeted with a quantity of boxes. All needed sorting out so we could determine who would like to keep which item, as a memento of mum’s life. Mum didn’t have a great deal in terms of possessions. For me, it’s not about what that person owns that should be seen as their legacy, but more their contribution to life. Under this scenario, mum was exceedingly rich, as she had left an indelible mark, not only on my life, but on everybody she had encountered, throughout her years on this planet. 

Back to the boxes in the loft. As I mentioned earlier, I was blissfully unaware of mum’s musical prowess on the piano. That was until I found a bunch of certificates from ‘The London School of Music.’ These had been awarded at various levels to my very own mum. Looking back on it, I found it very strange that this woman I had grown up with on such a personal level, never felt the urge to discuss her pianistic talents with me. The only reason I can think why she didn’t share was because of her insular and humble nature.

It was mum’s cousin Jan upon hearing us mention the music certificates, who told us a story of when mum was growing up. Apparently mum loved playing the piano when younger, but never enjoyed the experience of playing in front of an audience. Jan recalled a time when the family had come to visit and mum’s mother, my lovely nan Nellie, had asked mum to play to the family. After refusing a few times, the pressure became too much for mum. She headed straight to the toilet to escape the constant nagging of, “Oh go on Jean, give us a tune.” It wasn’t until somebody had asked where mum was, they discovered she’d bid a hasty retreat through the bathroom window. A window so small, even Harry Houdini would have been proud of escaping from it. 

This once again goes to show that mum was a very private individual. She never wanted the limelight, which is a trait I have followed, hence the fear of being picked out at the pantomime. Was this a shyness in mum or did she just enjoy her own company? Once again, I used to be very shy and quite happy to spend time by myself. This reinforces my belief, I have more in common with my mum than I ever thought possible. Sadly, these realisations have become apparent to me much later in life. Oh to be given the chance to appreciate this, were mum still with us. I would embrace her and the synergy between us with much more fondness and love.

During her time of life without kids, mum joined a ladies club. She made a number of new friends, and spent many a time travelling about the county on day trips with them. One of these monthly meet ups, was to explore the wonders of art. Everybody was encouraged to have a go, no matter what standard they were. 

Mum took to this like a duck to water. 

Her ability to paint was outstanding. Her eye for detail and the way she expressed this on canvas was exceptional. She was so good, one of her paintings, a Sweetpea sitting on a wooden barn door, received so much praise from the other ladies, it was entered into an art exhibition for local artists. Although mum didn’t win; this accolade went to a local professional artist, she received second prize, and a special commendation, which included an appearance in the local newspaper. 

I too was quite artistic achieving ‘B’ in ‘A Level’ Art. The only thing I requested from my mother’s legacy was the picture of the Sweetpea. This now takes pride of place in my very own living room. 

After mum’s death, whilst at Tracey’s hotel in Eastbourne, the family were all deciding which item(s) they would all like as a keepsake in memory of mum. I knew exactly what I wanted, but then I happened to notice the painting of the Sweetpea, hanging up on Tracey’s living room wall. Whilst a normal reasonable person would have quietly asked how they had come by this bequeathed object, I took a different tack by blowing my top. 

Acting like a petulant child, I accused my sister of taking the one thing I had requested, and in no uncertain terms, told her what I thought of her. In a calm and reasoned manner, Tracey let me finish, before pointing out that she too liked this painting so much, so had commissioned mum to paint one for her. That woman is so much like my mother; allowing me to show my true character, before unassumingly showing me hers. One of calmness and compassion. In fact, my twin sister Hayley is also very much like my mum but in different ways. Out of the three of us siblings, Hayley is the only one to have had children; two beautiful girls called Laura and Emily, both of whom remember mum with the same fondness only a grandchild could of its grandmother. 

Whilst Hayley and mum clashed throughout her teenage years, Hayley became my mother when, she too became a mother. Laura and Emily have both grown into compassionate and family loving adults. This is a trait they have learnt from their mother who, in turn, learnt it from hers. 

We often joke to Hayley that we may need to get a room ready for her at the care home, as she too shows signs of forgetfulness and talks nonsense. Hayley of course claims it is the menopause, but I prefer to make her feel even more uneasy, by stating it's early onset dementia. What a caring brother I am.

My ex-wife Julia often joked I was like a cat with nine lives. I always seem to be getting into near death or difficult situations, but like a cat, seem to land on my feet.

It was Monday 4 July 1994, a hot sunny day. I had flown the nest and was living and working in King’s Lynn. I worked for a small, family run chemical company. 

We had just received a batch of resin. Because of the viscosity of this resin, it needed to be heated for the pump to work properly.

We had also taken a delivery of a brand new electric fork lift truck. Although fit for use, it was standard practice for us to carry out a spark test. Due to an urgent work’s order, we were unable to do this. 

In hindsight, I wish we had!

On the fateful day, as the hot resin slowly pumped into the blending tank, Mike, a fellow worker, and I, manually tipped the blowing agent (an alternative to the environmentally damaging gas Freon), into the same tank. Mike was lifting the 45 gallon drums with the fork lift, whilst I dispensed them from the gantry, into the top of the tank. Due to the heat of the resin and the outside temperature, when poured, the vapour from this agent spilled over the side of the tank, enveloping the ground like a fog.

The next thing I know, I saw a flash of orange and heard a tiny pop!

This tiny pop was indeed a massive bang, which lifted the whole roof off the building, and bought other people from the industrial estate outside to see what had happened. Apparently, the reason I only heard a pop was because I was in the epicentre, meaning I didn’t hear the noise usually heard when an explosion occurs. 

We were to find out from the Health and Safety Executive who investigated this incident, the vapour from the agent had caught light when Mike turned the electric fork lift truck on. The spark from the truck lit all the vapour around, meaning, I, who was standing at the top of the gantry, felt the full blast.

I was rushed to A&E and remember the panic going on around me as if it were yesterday. There I am lying on the table with a face mask on to ease the burns, whilst various people worked on me. 

I heard a voice say, “Whoops,” and a rush of warmth come all over my body. Apparently, I had a trainee doctor that struggled to put a canula into my arm, resulting in a large gush of blood covering my entire body. This was a terrible shock to my then partner, let’s call her Sandra, who walked into what she described as a murder scene. She was expecting to see me lying there with a few burns, not looking like I’d been attacked with a machete. 

I spent two and a half weeks in my own room in isolation from other patients, to stop contamination to my wounds. Mike wasn’t so lucky and spent a whole month in hospital, undergoing skin grafts on his leg.

Whilst in hospital, my mum and sister Tracey (Hayley had moved to Germany by this point), came to see me regularly. Mum, as you’d expect, was her usual calm self. Either that, or the effects of the Morphine and Pethidine rushing through my veins, were making it feel that way. Between her and Tracey, they had the brainwave of bringing a camera to catalogue my wounds. Whether this was for my own records or to produce as evidence is unknown, however, I am eternally grateful to them for this foresight. I now get to show these photos off to people whenever I’m wanting some sympathy.

These photos enabled me to make a valid claim for my injuries, and I was awarded a modest sum to help me on my way. When the cheque hit the doormat, Sandra whisked me into town. We cashed the cheque, walked out of the bank and straight into the building society, where she held her mortgage. This was paid off and I was left there bewildered, wondering what had just happened. Had I suffered a head on collision with a lorry? It certainly felt like it! There’s another one of my nine lives gone, I thought.

In fairness to Sandra, when our relationship came to an end, she made every effort to pay as much of the money back as possible. This way, I could start my new life knowing I had this little nest egg to help me along the way. That said, two years later, when I met my ex-wife Julia, it had mostly gone. In a roundabout way, I generously donated it to Greene King Brewery and the landlord of my local pub.

The first two or three years of my relationship with Julia was a bit on and off. After spending 25 years with Julia, I learnt to accept, she is always right and never to blame. Because of our early relationship, mum would sometimes be greeted with a visit by just myself and other times by both Julia and I. After proposing to Julia, and receiving an affirmative response, I decided, due to our past, I would visit mum on my own to explain that we were finally tying the knot.

Mum had a no nonsense, get on with life attitude but always made time for her children. I knew I always had her support and could look to her if I ever needed anything. When the time came to inform mum of my engagement to Julia, I knew her support was a given. Oh how wrong I was.

Whilst not expecting to be hugged and kissed with exclamations of rapturous joy (I’ve already mentioned mum wasn’t a very tactile person), the words, “Oh for God’s sake; will you just make up your mind,” weren’t quite what I was expecting. I think those words also shook me up a little. They played a part in affirming what I was doing was for life, therefore needed to be taken with the seriousness and devotion that Julia deserved. Thanks mum once again for your words of wisdom and for bringing me back down to Earth.

Spending quality family time together was an important part of our lives. Was it Malcolm showing little, or no concern for our wellbeing, resulting in his own family disowning him, or was it because of the close bond I shared with my mother and two sisters? Who knows? What really matters is, we always got together as much as possible. We tried not to let the geographical restrictions be an excuse for not seeing each other. We all went that extra mile to ensure we could all spend as much quality time together as a family. When I say we went that extra mile, I mean it literally. We often joked that Tracey and Ray chose to live as far away as possible from us all. This meant they had the furthest to travel for family gatherings.

One such family occasion was when our cousin Natalie, from Australia, paid us a visit. It was over the Christmas period, and Tracey, and Ray, had a hotel in Criccieth, North Wales. As we’d all become accustomed, the whole family needed to take the four hours plus journey to the far reaches of Wales. We could now all share in the joy of a visit of a distant relative (Australia being the distance, not the cousin). Malcolm’s twin sister, Pam, and her husband, my uncle John, both of whom are sadly no longer with us, came along to Wales to share the joy of Natalie’s visit. 

Tracey and Ray had arranged for a karaoke and disco night at the hotel to celebrate seeing in the New Year. The thought of standing in front of the Karaoke machine and singing for most of us, was an uncomfortable experience, but not for Tracey and Ray. Both of whom were very adept singers and were avid regulars at their local choir. Julia’s singing prowess, however, needed honing. When I say needed honing, think of a number, add 100 and double it! The main thing is, Julia didn’t care and just wanted to have a good time. When the time came for her duet with Natalie, they both got on stage and started to bang out a few choruses of Elton John and Kiki Dee’s ‘Don’t Go Breaking my Heart.’ Looking back on this later, maybe it should have been called ‘Don’t Go Breaking my Eardrums.’ 

As you know, mum was a very competent pianist and obviously had an ear for music. Pam and John had a son, my belated cousin Steve, who was also a musician. Because of this, they also understood the musical process. That was, until Julia started to release the first few notes from her vocal chords. I had heard Julia sing before, so was well aware of her abilities, however, her ‘talent’ was new to the rest of my family. As these notes echoed around the room, I looked across at my family. John looked bemused, Pam looked totally shocked, whilst Tracey and Ray, were transfixed on Julia and her not so beautiful voice. I then cast my eyes in my mother’s direction, to see the expression that resembled a person that had unknowingly eaten a lemon covered in salt. 

I was chuckling away to myself on their collective reactions to Julia’s warblings when my mum, slowly, and quite deliberately, turned to me, 
“Trevor,” she said
“Yes mum,” was my reply, already knowing what she was going to say next
“Does Julia know she can’t sing?” she continued in a deadpan manner 
 “Yes mum,” I replied, “but she just doesn’t care!” 

The applause both Julia and Natalie received came more out of sympathy than appreciation. Sympathy for Julia’s tone deaf abilities and moreover, sympathy to Natalie for being brave enough to duet with my ex-wife.

My mum was a woman that said very little but when she did speak, it meant a thousand words. Couple this with her facial contortions, this is one of the fondest memories I have of my mother. The family quite often mention this unforgettable experience whenever we get together. 

Memories are the thing we learn most from. If we do something right, we remember to do it again. If we do something wrong, we know not to revisit that part of our lives. Without memory, how can we ever better ourselves? My mother, unfortunately started to lose her memory. This meant, she was no longer on a journey of self-improvement. Little did I realise at the time, but things were going to change for us in ways we would never have imagined.
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The first signs

“I suffer from short-term memory loss. It runs in my family. At least I think it does… where are they?”  from Disney's Finding Nemo

In the early stages of dementia, before diagnosis, it’s extremely difficult for the loved ones to realise, or even admit there is something wrong. This is doubly hard if the person suffering is normally a quiet individual, who only speaks if there’s something worth saying. Mum was such a person. Speaking only if she felt she had something to say. If she was on the telephone however, she appeared to take on the persona, of  Martin Luther King in his ‘I have a Dream’ speech. Chatting for a good hour, which, sometimes felt a lot longer, I would learn of her every day movements. No detail was left out, or so it seemed.

Mum started making excuses for some of her strange behaviours, and would brush things aside as if showing no concern. Was she aware she was starting to suffer from memory loss? 

Mum loved crosswords and puzzles. On one visit, I noticed the pile of crosswords was smaller than usual. Upon further inspection, they were incomplete. When I asked her why, she’d say, “Oh I haven’t had time,” or, “I couldn’t be bothered this week.” What she really meant was she was struggling to think of the answers. 

As with many things in life, it’s far easier to hide from the situation than confront it. While not completing the odd crossword may seem quite an insignificant problem on its own, added to all the other unusual behaviours, it forms a picture of what’s going on. Unfortunately, that picture was out of focus, until it became obvious there were issues.

This begs the question; were we as a family, naive because of our inexperience of dementia, or were we guilty of burying our heads in the sand, pretending there was nothing wrong? I hope it was the former, however, if I’m truly honest with myself, I fear it may be the latter. 

I have often wondered whether I could have done more. I will never truly be able to answer that, but it doesn’t stop me waking up at night questioning whether I should have intervened earlier. This is a guilt I shall carry around with me until I can either no longer breathe or remember. Once again, I hope it’s the former rather than the latter.

As a family, when discussing mum’s traits, we cast it aside with the usual, ‘it must be her age’ comments. Of course it was her age but, it was also something much bigger than that. 

I urge anybody that feels their loved ones may be suffering from short term memory loss, to get them checked out. This way, things can be put in place to help cope with dementia rather than learning the hard way like I had to. Sweeping it under the carpet is not the right approach. 

The incomplete crosswords were just the tip of the iceberg, and there were many more incidences, which eventually made the family realise something needed to be done. 

Mum began to struggle to understand the basics. Paying her bills was one of those, but at least she reached out to me for help. Thankfully, mum was very well organised and most financial outgoings were already arranged in the form of Direct Debits. Mum became confused when she received monthly bills and statements thinking she needed to pay them. 

Having dementia can be very stressful for all concerned, so I decided to take that burden away from mum. From now on, I was going to be handling all bills and payments. I told mum not to worry about any letters that came in the post. She was to put them to one side and give them to me when I came to visit. 

Because of this, I made the decision to visit mum once a week, usually on a Sunday. This served two purposes. Her bills were being sorted, but I could also ensure she would be getting at least one square meal a week. One thing with dementia, is the apparent lack of appetite. They either forget they’ve already eaten, or, it would appear, the brain stops recognising  messages from the stomach that it is time to eat. 

Mum appeared to forget our arrangement to help with the bills. The next week, she told me how she tried, unsuccessfully, to pay a cheque in the bank. The staff laughed, causing her anguish and confusion. Apparently, mum was trying to pay a cheque into the local DIY store. The staff found it highly amusing that this strange lady was trying to pay her gas bill with them.

When a sufferer appears normal, walks into a shop and instead of asking for four candles (fork handles), asks to speak to the bank manager, it is hardly surprising the staff responded in the way they did. The thought of a total stranger pointing to their head behind my mother’s back and saying, ‘cuckoo,’ is very upsetting, and although I don’t condone this type of behaviour, it is totally understandable. As they say, not all disabilities are visible. 

Another ability mum seemed to lose was that of being able to use the TV remote. This had become an alien object in mum’s world so she gave up watching television. On the odd occasion she would watch it, she couldn’t work out how to change the channel. Sometimes, the TV would be playing to itself for hours because she couldn’t decipher how to turn it off either. Although I tried to explain the fundamentals of which buttons to use on the remote control, mum really struggled to grasp how to work this instrument. 

I often wonder as it’s the short term memory that goes first, whether mum would have been able to navigate the remote control had it been part of her every-day life from childhood. This is something I may be able to answer should this dreadful disease affect me, however, my ability to prove it may be lost through my inability to understand and explain it.

Dementia can affect others too. When I first rescued my dog from the animal shelter, I was told by the staff of his issues. Apparently his previous owner suffered from dementia and would forget to take him out for walks and feed him. This appeared to cause confusion for him as he would only eat if I was in the room. I would leave a bowl of food or water when going out, but he wouldn’t touch either until I returned home. His way of greeting me was not to rush up with tail wagging, but to head straight over to his feeding station and begin to tuck in. Was this his usual behaviour or was he equally as confused because of his previous situation? I will never know but can take solace in the fact, he was always fed and watered, and never went without.  He, like mum, accepted our offer of help with appreciation and love.


Weekly visits, although difficult to deal with mentally for me, meant that mum was being fed and watered correctly. Mum became like a rose bush to me that needed care and attention. Like any bloom in the late summer, this particular flower was struggling to reach out to the sun and blossom, so needed nutrients and love just to survive. 

We would regularly take mum out for a Sunday roast at one of the town’s finest public houses. On occasion, we’d get a cooked chicken from Tesco, along with a salad and have a nice meal back at mum’s house. Sometimes, mum would provide the food and other times it would be down to me. 

On one of the occasions mum supplied lunch, we sat down to what appeared to be the usual offering; a Tesco cooked chicken with the salad accompaniments. That was until mum suddenly jumped up and exclaimed, 
“Oh, I’ve forgotten the potatoes.” Thinking mum must have prepared some potatoes as was often the case, I sat back in anticipation of this extra culinary delight. That was, until mum walked in with a raw bag of Maris Pipers and promptly placed a couple on her plate. Merrily chomping into them as if this was perfectly normal behaviour, she asked, 
“Aren’t you having any?” I had come to learn that confrontation was not the best way of dealing with mum in her current state of mind, so replied with, 
“No thanks, I’m not very hungry.” 

I would continue to handle these unusual behaviours throughout mum’s illness with the same calmness and matter of fact attitude. This was to avoid an angry reaction from her. Mum didn’t like to be told what to do at the best of times. It would appear that dementia had exacerbated this. 

On another weekly visit, we’d been out for our usual Sunday pub lunch so went back to mums for a lovely cup of tea. Mum never drank tea or coffee, and preferred a herbal type of tea called ‘Barley Cup’. After successfully negotiating the kettle and all the other trials and tribulations that come with making a hot drink, we stood around the kitchen supping on our particular brews of choice. 

Again, mum suddenly jolted into life exclaiming, 
“Ooh, I’ve forgotten the lemonade.” 
Retrieving a bottle of Lemonade, she proceeded to pour the fizzy soft drink into her Barley Cup and asked, “would you like some?” 
Resisting the urge to shout, “What are you doing mum? Nobody puts lemonade in a hot drink,” I casually, and calmly said, “No thanks mum, milk’s good enough for me.”

One fine sunny Sunday morning, mum decided she wanted to drive us out to the local garden centre. Feeling somewhat nervous, we decided it would be good for mum (if not our nerves) to drive us. Feeling an air of trepidation, Julia bravely nominated me to sit in the front passenger seat next to mum, who was in the driver’s seat. Mum was never a fast or reckless driver, and always kept up with the flow of traffic in front.  

Now, she appeared to have turned into Miss Marple, barely reaching twenty miles an hour throughout the journey. The following entourage of vehicles behind us on this journey to the garden centre was akin to a state visit from the President of The United States of America. This particular entourage however, sounded their horns a lot more than the CIA do. After what seemed like an age, we had arrived safely, albeit with a few more grey hairs than when we’d left. 

Needing a few hours to gather our composure, to enable us to build our confidence for the terrifying journey back to mum’s house, we spent quite some time there. Whilst at the store, Julia spotted a garden ornament of three bears in different prostrate positions. Some people have a favourite animal to which they feel an affinity towards. To me it’s dogs, to my sister, Tracey, it’s pigs, to my other sister, Hayley, it’s rabbits. To Julia, it’s bears. This mainly comes from the fact her family nickname throughout her life had been ‘Bear.’ These three garden ornaments were a perfect gift from mum to us. Now Julia and I are estranged, these bears take pride of place on my patio. I now look at them with fondness and remember this little day trip to the garden centre.

When it became time to leave, mum paid for the bears, whilst we carried them to the car and placed them in the boot. Julia took up her usual position behind me in the rear passenger seat. Mum, came out of the shop, and proceeded to join Julia in the other rear passenger seat. Sitting behind the driver’s seat, she said, “where’s the steering wheel?” Suddenly realising her faux pas, she promptly jumped out to take up the correct position that all drivers should take. 

This was one of those beautiful memory making moments where the only thing to do was laugh uncontrollably. People driving into the car park must have wondered why the three people in the car approaching them were doing Ted Heath impressions, akin to Mike Yarwood from his famous 1970’s impression show, raising and lowering his shoulders continuously. What they didn’t know was, the mental anguish that early onset dementia can cause, had found an outlet in all three of us, albeit for a fleeting moment, allowing reality to take a back seat (just like mum), for a while.

This reality would, quite literally come crashing back down some weeks later. The whole family decided to descend upon mum for a family assessment of her behaviour. This was thinly disguised as a proper family get together. 

Tracey and her husband Ray, Hayley and her partner (later husband) Peter, Laura, Emily, Julia and, I, planned to spend a few days with mum crammed into her two bedroom house to celebrate Peter’s birthday. Although German, Peter likes nothing more than English ale, Scotch whisky and, that most British of dinners, fish and chips. So, to celebrate his birthday, we had a few beers, a couple of whiskies, and bought home a fish and chip supper for the whole family. 

Settling down for a lovely family meal, somebody that shall remain nameless (although I will point out that both myself and Hayley, have a reputation in the family for clumsiness), proceeded to knock over a glass of wine. It smashed onto mum’s plate of fish and chips. In unison, we all jumped up, and grabbed the plates. Our intention was to throw mum’s food into the bin and re-portion the eight dinners back into nine. That was until mum, grabbing her plate with force, and a look in her eye that Paddington Bear would have been proud of, exclaimed, 
“Nonsense! There’s nothing wrong with it! Give it here so I can enjoy my dinner.” 
She then ate it with the same pleasure the aforementioned Paddington Bear enjoys when eating his favourite marmalade sandwiches. 

How she avoided any lacerations to the throat were beyond me, but it was at this point, the family decided unanimously, the best thing to do would be to get mum officially assessed by an expert. We had no idea what this would mean or how it would change our lives, but mum couldn’t go on living like this, and nor could we.
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Assessment

“Every adversity, every failure, every heartache carries with it the seed of an equal or greater benefit.” Napoleon Hill

Once we realised mum was suffering, her formal assessment arrived quite quickly.
This was a bonus, as we were all getting desperately worried about mum and her ability to live independently. 

She had already started to do things which felt dangerous to us. She would leave the oven on regularly and forget about it. Mum’s neighbours Ron and Margaret would call with concerns for mum. She was prone to going out in the car only to re-appear a few minutes later. Something she would do many times a day. I assumed she’d either forgotten what she’d gone out for, or thought she’d been out driving for longer than she actually had, so decided to head back home again. 

The fact I lived over an hour away helped little in easing my panic every time the phone rang. Whilst I dread dementia ever happening to me, part of me would love to be able to experience life for a day in the head of a sufferer. This way, I can gain a better understanding of what’s going on in the brain of a patient. It has been jokingly mentioned, I’m half way there already; at least I hope it’s a joke.

Once the appointment drew closer, I kept reminding mum we were coming over to take her out to the special doctor. This served two purposes. Firstly, she could be ready for it so as not to spark off an incident. Secondly, we needed her to be home and not on one of her impromptu drives, when we arrived to pick her up.

Dementia sufferers tend to get very frustrated when something becomes too confusing in their own mind. They struggle to communicate, so we needed to do all we could to relieve mum’s frustrations within her changing world.

The time came to take mum for her assessment. She seemed surprisingly calm and relaxed on the day. Had she forgotten why we were going, or was she relieved the nightmare going on in her head could now be explained? 

Upon arriving at the clinic, we checked in and waited for the specialist to call us. Mum was still the embodiment of utter calmness, so I was hoping this was going to be a good day. To my relief it was, but at the time, I was on tenterhooks all day preparing myself for the worst.

We were called in to Dr Smith’s office and invited to take a seat ready for the assessment. It all seems a bit of a blur and over in a flash (a bit like a night out with me), but I tried to take in as much as I could (again, a bit like date night). 
Dr Smith started to ask mum relatively easy questions, 
“Do you know where you are Jean, and why you’re here?” 
“Yes,” mum replied,  “I’m at the doctor’s to get my prescriptions.” 
“Ok, and what day of the week is it?” the doctor continued as if this conversation were completely normal
“It’s January!” mum replied
“Do you know who the current Prime Minister is, Jean?”
“Erm, Margaret Thatcher?” mum replied quizzically, “No wait, it’s Edward Heath”
These two Prime Ministers led the country 30-40 years earlier, which showed mum’s further incapacity to grasp the current. Living in the past was starting to take effect of her mind.

Dr Smith then asked about mum’s medical history, to which we told him she had suffered from Hypertension (High Blood Pressure), for most of her life. This was kept under control by a daily dose of tablets. Mum, was quite a large woman and it was at this point, Dr Smith explained that Hypertension along with obesity were main contributory factors to dementia. 

He told us there were 64 types of Dementia, which I believe has now risen to over 200 subtypes. Mum’s particular diagnosis was Vascular Dementia which is the second most common cause. Affecting over 150,000 people in the UK today, it is caused by a reduced blood flow to the brain. 

Mum took this in her stride and shrugged it off as if she had just been told she had a cold. For me, this threw up so many questions. One in particular, was how could he tell from a mere conversation, mum had this type of dementia? Coming up with this diagnosis without the need for a thorough examination made me think this was probably why it’s the second most common form. A bit like handing out Paracetamol for a headache. 

I was feeling dazed and confused (now I know how mum felt), as we walked out of the surgery with a couple of pamphlets and were left on our own. I’m sure Dr Smith must have given us a lot more information and told us of the next stages, but this diagnosis, although expected, had completely hit me for six. The thought of my mum having to go into a home was a scary prospect. 

It felt there wasn’t much emotional or financial support for sufferers and their families. I was left feeling like a novice swimmer who’d been thrown in at the deep end without any water wings. Thankfully, there is a lot more help out there than I realised at first. These caring people and the organisations they are part of, understand not only the plight of the sufferer, but those of the loved ones too. 

It would be wrong of me to single out any particular organisation as they all offer amazing support. I would urge you though, if this terrible illness ever affects you, to find the best help as quickly as possible. It can be life changing and save you from the mental anguish I went through.

Apparently, dementia sufferers, particularly those suffering from early onset, can continue to lead fairly normal lives. Motor functions like driving (excuse the pun) can still be carried out almost normally, and can, according to the doctor, be good for the patient. This gives them a sense of worth and independence. 

Although as a family, we were not overly enamoured with the idea of mum driving, we decided to heed his advice. Mum continued to try to lead as normal a life as possible whilst we sat at home worrying about her every minute of every day. That was until the day I dreaded, when I received a call from the Police, saying they had my mum at the station.

In the weeks leading up to this call, mum’s little Renault Clio was due for an MOT at the end of the month of March. The family took a joint executive decision not to renew the MOT. We explained to mum the car was not to be used after this time. 
“But the insurance is still valid until June,” mum would say. 
Wow! I thought, you can understand and remember that but claim to be totally oblivious to the MOT situation. I decided to calmly and politely, so as not to infuriate, explain to mum, the insurance would be invalid if the MOT had expired. 

Short of taking mum’s car keys away, we were in the lap of the Gods as to whether she had grasped this concept of not being able to drive. We had decided not to take mum’s keys away from her as we wanted her to still feel independent. We were heavily swayed with our decision by an indignant mum who said, 
“You’re not taking these keys, I need them to get around.” 
The fact she was brandishing the key to the front door is irrelevant.

We needed to look for other ways to discourage her from driving. I toyed with the idea of taking the rotor arm out of the distributor cap (people under the age of 20 probably won’t have a clue what I’m talking about).  To do this surreptitiously without mum spotting me was nigh on impossible, so all that I could do, was head home and hope for the best.

The usual weekly regime of visiting mum to ensure she had at least one square meal a week, and the daily phone calls from my sisters to her continued for a couple of weeks. Part of my weekly visits was to remind mum that she couldn’t take the car out after 31 March due to the MOT issue. 
“But my insurance doesn’t run out until June.” 
Don’t start that again mum!

In the months leading up to this, mum had decided to go and visit her brother Roy and sister-in-law Lalli in Romford. I stated earlier we used to joke that mum would get lost driving to next door before signs of dementia had even started to show. An eleven hour journey that should only take an hour and a half was evidence to me, dementia was having an effect. 

God only knows where mum had been during this time and how many petrol stops and toilet breaks she would have needed, but somehow, she managed to find her way to Roy and Lalli’s house, albeit nine and a half hours late. She was totally oblivious to the countless frantic telephone calls between us wondering where she was.

Mum would take her lack of navigation to another level, when one evening in April, Julia and I were sitting in our dining room. At about 9pm, my mobile rang from an unknown number. Hesitantly answering I was greeted by PC Dixon from Martlesham Police Headquarters. 
“Is that Mr Ilott?” asked a rather stern sounding policeman, “We have your mother here at the station. She seems somewhat confused.” He finished the sentence with, “Did you know she’s driving her car without an up to date MOT Certificate?” 

After explaining to PC Dixon mum’s situation and her confusion, I agreed to head over to the station to pick her up as the Policeman had raised concerns over her ability to drive. He told me they had picked her up in her car, which was parked in a local layby having apparently run out of petrol. I had never heard of Martlesham, but soon discovered, it was 85 miles away. 

I jumped in my car and headed with Julia as fast as we could to the police headquarters. Mindful of the fact we had 85 miles to travel which, at 60mph, equated to 1 hr 25 mins of driving time. The last thing I wanted to do was arrive in under one and a half hours for fear of incurring the further wrath of the stern PC Dixon. 

I drove within the speed limits for what seemed like an eternity before arriving at the Martlesham Police Headquarters.

We arrived just before midnight. PC Dixon had finished his shift so we were greeted by PC Green. He made it his first mission to explain that mum, was driving around illegally in a car without a valid MOT Certificate. After explaining mum’s situation again, he followed up with, 
“Well, she does seem a bit confused.” 
No shit Sherlock, do you really think so? Is what I wanted to say, but decided to counter with, “The family don’t think she should be driving but we can’t stop her.” 

PC Green then seemed to mellow somewhat and asked if we would like him to take mum’s licence away. Before he had even finished his sentence, my enthusiastic exclamation of “YES PLEASE OFFICER!” was probably heard back in the county of Cambridgeshire from where we had driven. 

Once again, mum remained the epitome of calmness throughout this ordeal and happily conceded her prized driving licence to PC Green without so much as a by your leave. I wondered if PC Green could accompany me every time I needed to explain anything to mum, as this was a piece of cake. We then got down to the nitty gritty of how mum came to be in the jurisdiction of the Suffolk Constabulary.  

Apparently, mum was discovered by the Police after receiving a call from a concerned citizen. They had found a somewhat confused woman walking around her car in a layby. It would appear mum had run out of petrol, but had no means of paying to fill up the tank. This was odd as mum never went anywhere without her purse. Our initial thoughts were that some ‘kind’ passer-by had relieved her of this. It wasn’t until getting back to the car, we discovered her bag containing her purse which was expertly hidden in the spare wheel compartment. It was so well hidden, sniffer dogs would have had a problem trying to locate it. If mum ever wanted to work for the underworld, she would have been great at hiding the evidence. 

One thought kept coming to mind. How did the police get my number? Did they have an Enigma machine? It transpired mum had a momentary lucid moment, and had, out of nowhere, remembered her best friend Sylvia’s phone number. The police then called Sylvia, who in turn, passed on my details and the rest, as they say, is history. 

I was left wondering why mum didn’t just check her mobile phone. Apparently, it was in her handbag, which we assumed had been lost forever. Mum was of the age when people used to remember other people’s phone numbers so didn’t need this clever gadget in her pocket or purse to call somebody. Although it was 2008, the 21st Century hadn’t caught up with mum yet.

We then had to take mum back to the safety of her home. We thanked PC Green and the other members of the Suffolk Constabulary for helping mum feel comfortable during her brief stay. The police were extremely understanding knowing that our intention was to drive mum’s car back. Even though it would technically be illegal, they took a pragmatic approach and let us on our way. 

This was not an issue for me personally. I had very generously nominated Julia to drive mum’s car back. This would leave her with questions to answer should she get pulled over by Suffolk’s finest. My job was far more daunting! I was the nominated chauffeur for my confused mother who appeared to have forgotten the past 12 hours had ever happened. 

Once we arrived back at mum’s house, we decided to stay the night to settle mum in to her surroundings. Although I had justifiably managed to confiscate mum’s car keys, I also removed the rotor arm rendering her car useless just in case she had a spare set.

The next day, happy in the knowledge that mum was safe and couldn’t drive anywhere, Julia and I headed home to Cambridgeshire. We would have taken mum home with us, but being a fiercely independent woman, the suggestion was shot down in flames. We took the decision to visit her more regularly to ensure she was ok. 

When we arrived home an hour or so later, we were greeted by half a dozen messages on the answerphone. They went something like this:

“Hello Trev, it’s mum here. Just wondering how you are and if everything’s ok. Anyway, give me a call when you get this.” 

“Erm, oh Hello Trev, it’s mum again. Give me a call when you get a chance”. 

“Hello Trevor and Julia. Just ringing to see how you are”. 

…………..(long pause)……….BEEP! 

“Hello……….are you in? Ok, talk soon.” 

…………..(another long pause) “Yeah, it’s mum here. Erm, ok. Bye”. 

Panicking and thinking something was amiss, I swiftly rang mum to see whether she had somehow managed to get the car started and decided to go out on another jolly girl’s outing. I was greeted with, “I’m fine, thank you. I just wanted to see how you were.”

How could this woman look after herself? I wondered. Particularly after the ordeal she had been through a few hours earlier, yet seemed to recall none of it. This threw up so many questions such as, what could we do as a family to help her? Would it be in her best interest to place her in a care home, or would it suit us more? The questions floating around my head made me question my integrity as a son and a human being and still does to this day.

At the time, this was both frustrating but equally worrying as to mum’s mental state. Looking back on it years later, it would be looked upon with fondness, and another story to tell in the slow mental decline of my mother.

It would appear mum was no longer able to look after herself as a normal person could. The time was drawing closer when we were going to have to face this head on and deal with it. 

The straw that broke the camel’s back came some days later when we received a phone call from West Suffolk Hospital in Bury St. Edmunds. They had mum in one of their wards. 

She was found lying on the ground in Thetford shopping centre at 2 o’clock in the morning. It wasn’t the fact that mum was found lying on the ground or the time of night that made me realise she’d finally lost the plot, but the fact she had chosen to do her shopping in Thetford. 

Don’t get me wrong, Thetford is a town steeped in history, once being the capital of East Anglia, and according to the Domesday Book, was the sixth largest town in 1066. It was also the adopted home of the popular TV Series ‘Dad’s Army’ where most of the outside filming was carried out. As a shopping centre however, Thetford had seen better days. Nowadays, consisting mainly of charity and vape shops, and mobile phone providers, it’s fair to say the experience of going to the shops in Thetford wasn’t a joyous one. 

It would appear mum’s days of independence were over. It was now a frantic race to find the right solution for her. 

Mum spent a month in hospital and we could all see a rapid decline in her, both as a person and in her condition. A hospital isn’t the best environment for a sufferer of dementia.  Mum’s anger was not recognised by the staff as a result of her condition. There was an element of resentment towards her whenever they had to give her a bed bath or change her bed sheets. 

Mum was on a drip of saline solution to replenish her lost fluids. Once, when a nurse came to change her catheter, I decided to help by gently restraining mum. When the catheter was replaced, although gently restrained, the sudden shock of the pain to mum caused her to lash out at the nurse. Wagging an angry finger and aggressively shouting, “I know who you are!”
This only added to the resentment to mum by the nursing staff. 

The irony of it was mum rarely knew who I was, so, the chances of her recognising this nurse and hunting her down for revenge was non-existent. Thirty seconds later, this ordeal was all forgotten about and mum went on her merry way of talking nonsense, whilst occasionally astounding us with her memory of times past. 

In my first-hand experience, it would appear, sufferers of dementia may forget what happened to them a few minutes ago, but can recall events that occurred many years earlier as if it were yesterday. Another trait mum had in particular, was that of an angry woman. I had observed this mild mannered and gentle woman change from the personality of Dr Jekyll to Mr Hyde in the blink of an eye. I found this behaviour difficult to digest. The person I saw before me was not the beautiful, kind hearted soul I had grown to love and respect.

The worst part of mum spending time in hospital was the separation and the not knowing. Tracey had a hotel in Eastbourne, but visited whenever she could. Hayley was in Germany and managed to get over just once during this brief spell in hospital. I was a (relatively) successful businessman running a pharmaceutical company. 

I am indebted to my uncle Bernie who too had first-hand experience with Dementia when he and my aunt Anita, decided to look after Anita’s aunt in their own home. I remember his words as clearly today as I did back then, 
“Although you may feel like you want to do the right thing by your mum and care for her yourself, the added pressure it will put on your relationship with her, not to mention with Julia, means you must put her into care.”

After much deliberation and with Bernie’s words ringing in my ears, we collectively decided that none of us were in a position to give mum the 24 hours a day care that she so desperately needed. We took the heart-breaking decision to find a care home for her that specialises in patients with Dementia.

When you’ve made that decision, you mustn’t beat yourself up over it, and you cannot feel guilty for what you may feel is abandonment. You have to do the right thing! The right thing is what’s best for your loved one.

Julia was the one burdened with the task of finding a care home for mum. 

As Julia was working for me part time, she took time off to enable her to search the local area to find a care home suitable for our ‘Supermum’. Not only did she excel at this task in finding the best home suited to mum’s needs, she even negotiated a better rate to enable us to pay for mum’s care. We have often joked that if money were involved, Julia could negotiate a five pound note out of a wallet. These skills were a godsend to us. 

Funding is of major concern when looking for a care home. The local authorities have limited resources and will only fund for up to the total amount according to their policy. Each council or borough have different thresholds, but even though we placed mum in a care home in Cambridgeshire, as she had lived in Norfolk for most of her life, she came under their jurisdiction. This meant Tracey, Hayley and myself were left with a weekly ‘top up fee’ of £100. 

We were lucky, as we were collectively in a financial position to enable us to fund this ‘top up.’ I am acutely aware there are plenty of people out there less fortunate than us. They sometimes have to resort to place their loved ones into a home that’s not necessarily of their choosing. 

Equally as daunting is the day to day running of mum’s assets. We were unfortunate enough not to have had the foresight to gain Lasting Power of Attorney over mum. She had lost the mental capacity to agree for us to carry this out on her behalf. 

As a result, I had to apply to the Court of Protection to act as Deputy for mum. This is not only more expensive but much more labour intensive. Prepared accounts have to be presented on a yearly basis and presented to the Court of Protection representative when they come to visit. If everything’s not in order, they have the right to take your Deputyship away from you. The threat of a prison sentence is also very daunting. 

Gaining authority over your loved ones assets, particularly bank accounts if you don’t have a Lasting Power of Attorney, can be equally difficult. To say I felt like a criminal whenever I met with a bank manager would have been an understatement. I understand they have to protect their client, but this was a very tough task for me. Once, I said to the bank manager, “Why are you grilling me so much? This is my mother, I’m not going to rip her off.” 
“You would be surprised how often that does happen.” he replied.

Because of the red tape issues that come with applying for a Court of Protection, I urge you, the reader, to get a Lasting Power of Attorney regardless of whether your loved one is ill or not.  You can then be prepared if the day should come. As opposed to a Court of Protection, a Lasting Power of Attorney can be applied for without the need for solicitors. It can be done relatively cheaply and online by searching LPA on the .gov website. A court of Protection on the other hand, is a long drawn out process. It needs the use of solicitors and is relatively expensive to apply for. On top of that, the compliance required adds extra pressure to the nominated Deputy.

Once we had all of this sorted, we had the funding, and all of our ducks were in a row, we were ready to move mum into the home.





7 
Life at the care home

“Obstacles don’t have to stop you. If you run into a wall, don’t turn around and give up. Figure out how to climb it, go through it, or work around it.” Michael Jordan

As a family, we all had our own personal struggles coming to terms with mum’s situation. Being local to the home, my struggle was the weekly in person visits. Mum would talk nonsense to other patients, whilst they replied with equal nonsensical gusto. This was not only painful, but worrying for me, as I understood most of it. Was I starting to experience early onset dementia or was my mind geared in a way that made me think like a sufferer? 

I then hit on an idea to make visiting more bearable. Rather than looking at these visits through a normal functioning set of eyes, I decided to lose myself in their world? This way I wouldn’t care about what was said. I could just go with the flow, accepting all that these ‘nutty’ people threw at me. After all, if I made a fool of myself, who’d notice? I also realised mum wasn’t going to remember a thing so let’s do it! Let’s become demented for a few hours a week. Who knows, it might be fun? 

Visits from this point on, became a joy. The key is not to let emotions get the better of you. There were times when mum thought I was her brother, and other times when I was her husband. At least dad’s been around more in your later life mum. 

When she had these confusions as to my true identity, I didn’t try to put her right, I’d just say “Hi mum” and then talk to her as if everything was normal. This reaction didn’t appear to confuse her either. Ironically, she always seemed to know who Julia was or at least I think she did. 

I’m now wondering whether she ever thought Julia was the other woman that took Malcolm away from her. It’s not worth worrying about now because I can’t ask her, and even if I could, she wouldn’t have been able to tell me. That said, it could explain the time when mum was trying to get out of her chair, and Julia offered her hand to help. Rather than receiving a word of thanks, Julia found herself on the receiving end of a handful of scratches. The look in mum’s eye suggested, just for a moment, Julia was that other woman.

To remind mum of her family, we placed photos of all of us around her room. There was a lovely one of Tracey, Hayley and I, all together, laughing. We did this so she could look fondly at them and reminisce on days where clarity overruled confusion. One day, I think confusion must have got the better of mum as this particular photo had changed somewhat. By changed, I mean my face had been completely scratched out. 

Tracey always joked she was the favourite and I was the antithesis of this. Had mum’s true feelings of me finally reared its ugly head by way of scratching me out of her life? I prefer to think mum momentarily thought I was Malcolm, and in a fit of rage, decided he/I should face the consequences. 

Julia had a photo of me in her purse which, when changing her purse for a new one, noticed the very same thing had happened to her photo too. The romantics amongst us would say that’s mum showing us she’s still very much with us. The cynics on the other hand, would suggest Julia felt the same about me as my mother did. Now we are no longer together, I’m beginning to wonder whether there was any truth in this. 
 
Watching other relatives struggle with their loved one’s behaviour in the home was pretty difficult at times. One woman named Iris used to try to untuck her husband James’ jumper from his trousers, because according to her, he never wore it that way. The fact he continuously farted with every step when he walked didn’t seem to bother her. Maybe she was used to it? Admonishing him for this and the ensuing struggle between them to get it untucked only helped to make matters worse. 

Dementia sufferers struggle to express themselves verbally, and explain their thought processes. The easiest thing to do for them when challenged is to lash out like a toddler. If only Iris had accepted James’ new fashion sense, she wouldn’t have felt the need to cut short the visit, wiping a tear away as she left.

We, as a family, were never concerned about mum’s sudden change in behaviour. We embraced the fact she’d found a sudden liking for tea and coffee and now enjoyed gravy at mealtimes. She also appeared to prefer toothpaste to her usual brand of make-up. It wasn’t uncommon for us to arrive to find mum with a red, blotchy face because she had mistakenly used Colgate instead of Max Factor. 

We accepted mum’s behaviour. If mum wanted to eat something out of the ordinary, then why not let her have it? I think this is why the home loved dealing with us as we were easy going. After all, they were the specialists used to dealing with this condition. If their attitude was go with the flow, why shouldn’t ours be too? 

During mum’s stay at this wonderful establishment, they underwent a total refurb. They redecorated the home to the old wartime style of décor found in a house of the 30’s, 40’s and 50’s. Old style wallpaper was added and radios were dotted about the place with sepia photographs adorning every sideboard. This was all done to make the residents feel comfortable and to put them at ease.

Quite often on our visits we’d ask mum what she’d been up to, 
“Working,” was the answer. 
We thought nothing of it until the home’s general manager, Santell, informed us that they let mum out of the ward from time to time to help with the filing, or other office duties. In reality, mum couldn’t even file her nails so making sure Mrs Jackson's file went after Mr Hunt’s was extremely unlikely. I’m sure Santell spent more time rectifying mum’s work than she actually benefitted. The main thing was, they understood mum got a sense of purpose from this and were happy to oblige.

Santell had a brother called JP. He worked on the dementia ward, and like his sister, was caring and treated mum as his own. Mum, in turn, liked JP. If it wasn’t for JP’s sexual orientation, I’m sure they would have been the perfect couple, ignoring the obvious age difference of course. 

After we told JP about mum’s work he told us of a time when he was looking after Margaret Thatcher's old PA. She used to sit on the ward desk and whenever the phone rang, she’d pick it up and say with utter authority, 
“Mrs Thatcher’s office, how may I help?” 
This sometimes caused confusion for the person on the other end of the phone. Once they realised, they would join in, asking if Dennis was available or pretending to be Arthur Scargill. This was another instance of just losing yourself in their world to make it easier to cope with.

It never ceases to amaze me the quality of minds suffering from this wretched disease. Before I witnessed it first hand, I wrongly and ignorantly thought dementia attacked those with a slightly less than capable brain power. However, this is not the case. Margaret Thatcher herself suffered with dementia and she was an intelligent woman. I dare say her secretary was also able to hold her own, particularly working for Mrs Thatcher. There was also a professor named Matthew residing in mum’s dementia ward. Apparently, Matthew had translated the dictionary into five different languages, yet at the age of 50, found himself in the care of those gifted enough to look after him. 

That’s the point with this disease; it doesn’t matter what race you are, what your religious beliefs may be, or what your intellect is. Dementia is non-discriminatory and could get you at any time of its choosing. Once it takes hold, there’s no going back. It’s a slow killer that, over time, will take away your dignity and self-awareness, leaving you a shell of your former self. 

As yet there is no known cure but it is widely accepted that music can help sufferers.

Maude was one of the residents who benefited from music. She would sit in her chair all day long, unable to communicate but repeating the same word over and over again. 
“Clarke, Clarke, Clarke,” she would exclaim. 
“Really Maude?” would be my response, “and what time does it arrive?” 
“Clarke, Clarke, Clarke,” would be the answer. 

I wasn’t making fun of her. On the contrary. I was interacting with her and trying to engage, to see if she would be able to break free from the monster that was stopping her from forming proper sentences. Yet, play an old time piece of music (generally Vera Lynn or something of that ilk) and she’d break out into song. Every word was not only sung beautifully but enunciated with the style and panache of a 50’s BBC continuity announcer. 

Surely the power of music has to be part of the answer to understanding this disease? What’s going on in the human brain that won’t allow it to converse, but will allow them to sing without faltering? I wish I knew the answer to this conundrum. Surely this is something, that if it’s not already being researched, needs to be seriously considered?

Another person who struggled to speak was a wonderfully eccentric old man called Fred. I have no idea why, but once I gave myself up to dementia and let myself into their world, I really warmed to Fred. There was nothing special about him. In fact, he stood out because of his ordinariness. 

Dressed in brown corduroy trousers, a scruffy brown shirt, and a brown flat cap, he would shuffle his way around the corridors mumbling away to himself. On one occasion I took mum into the dining area for a game of ‘Snap’. We were settling down into our third or fourth hand when I heard the distinct shuffling of Fred. I looked up, and there he was, looking at me mumbling in his own special language. I, as usual asked Fred how he was and what he’d been up to. He’d answer in his inimitable fashion before shuffling off. Mum then tapped me on the shoulder and pointing to Fred said, 
“You see him? He’s not right in the head.” 
If a child were to say something like that we’d attribute it to the innocence of youth, so accepting it for what it was, I put this down to the innocence of dementia. 

****

Mum didn’t have many friends, but when she did form a bond with somebody, she was fiercely loyal. Upset her though or do her an injustice, and she would cast you aside like Henry VIII looking for a new suitor. 

One such friend she made in the home was Sheila. Sheila was a lovely unassuming woman who’s loyal husband Bill would come and visit like clockwork on a daily basis. More often than not, when we came to visit mum, she would no longer be skulking in her room or flirting with JP. We would find her sitting with Sheila in the communal lounge. Neither would necessarily be talking but the sheer thought of being by their friend, seemed enough for both. Sheila’s relationship with mum was very comforting for Bill. 

That was until one day when we were told mum had been sent to her room because she was in a bad mood. Apparently, Sheila had accused mum of trying to steal her husband Bill. We’ve no idea why Sheila felt this way, particularly, as mum had been living a celibate life that Mother Theresa would be envious of. It was too late; the damage was done and mum, and Sheila never spoke to each other again. Another question this then raises is, if the short term memory has completely gone, how come mum and Sheila knew that they were now sworn enemies? They couldn’t tell you why they failed to see eye to eye, but knew they no longer liked each other. Something’s obviously still working within the brain to enable this behaviour but what?

Another change in character that overcame mum, was an obsession with money. When mum was first admitted to the home, her handbag became like a Siamese twin. It never left her side, in case somebody tried to steal her money. The fact there was only a few pennies in her bag was immaterial. It was her bag and her money, so she wasn’t going to let it go without a fight. 

Along with most of the other residents, Kleptomania also appeared as a trait in mum. She would quite often say, 
“People keep taking stuff from my room.” 
The staff would frequently enter mum’s room with armfuls of stolen goods and replenish the items that Mavis or Pam had taken. 

Sitting in mum’s room one day having a cup of tea, I noticed her handbag was bursting at the seams. 

“Crikey, mum,” I said, “your bag looks rather full. What on Earth have you got in there, the Crown Jewels?” 
“Just my stuff,” mum exclaimed, “they keep taking my belongings so I have to hide it in here.” 

Upon opening the bag there were, what I can only assume the usual items a woman carries. The few pennies mum had were in there, plus a few more. Where had she acquired those from? There was a pack of hankies and some knickers. There were also a few nik naks. What can’t be described as nik-naks however, were four wall clocks. 
“What are you doing with these in here mum?” I asked in a matter of fact, non-confrontational manner. 
“Well, people keep taking them so I’ve put them in there for safe keeping.” 

Looking around her room, I could see one obvious space on the wall where a solitary screw stuck out surrounded by a dirty wall clock sized circle. There were no obvious spaces for a further three clocks though. It turned out, although mum believed she was protecting her assets from the thieves that walked the corridors, she was, in fact, one of the main protagonists. Sneaking in like a cat burglar she would make friends with whatever wasn’t securely fastened. So long as the seams in her bag could bear the strain, she would acquire these items as her own.

****

To ensure mum received the correct care, regular meetings and assessments were arranged with the doctor. This was to ascertain whether mum’s condition had plateaued or whether she was getting to a point where her condition meant the ward were no longer equipped to look after her. 

Mum was still mobile and relatively coherent. Thankfully, she remained on the same ward throughout her stay. Changing the surroundings of a patient with dementia, can sometimes have a detrimental effect on their health and stress levels, resulting in a decline in their overall well-being. Thankfully, mum remained fairly constant throughout her stay at the care home. There were times when we questioned whether this would remain the case. One such occasion was when the doctor came to visit, and according to his report, noted mum was unable to name members of her family but told him, 
“It’s all written here,” pointing to the biscuit she was holding. 

When the doctor asked if she wanted to enjoy the biscuit with her cup of tea she said with a quizzical look, 
“I’ve got one of these.”
“How many children do you have Jean?” the doctor continued
“35,” came mum’s reply. 
“And how old are you?” asked the doctor 
“27.”

It’s no wonder we would regularly question mum’s state of mind. It would appear, what would seem like a really simple question to us, was like talking in a foreign language to mum.

Mum always had a good head of hair and kept it very neat and tidy at all times. JP would brush it two or three times a day to ensure it remained in that state. On one particular morning, an extremely unkempt mum, walked proudly up to JP to have her hair brushed; or so JP thought. 
“Crikey Jean,” he said, “what have you done to your hair? Come here and I’ll brush it for you.” 
“No need,” exclaimed mum, pulling out a toothbrush, “I’ve done it myself.” 

JP calmly suggested he take her to her room so she could put on a bit of lippy. Although his true intention was to brush mum’s hair. Upon entering her room, JP suggested she get her lipstick out of her bag while he rooted around looking for her hairbrush. 
“Have you got your lippy?” asked JP. 
“I’ve got one of these,” exclaimed mum, waving a totally different toothbrush proudly in the air. I’m sure mum didn’t own more than one toothbrush, so I can only assume the Kleptomania Monster had reared its ugly head once again.

The home also used to hold many events both for the residents and also for their families. They would regularly hold Christmas parties indoors in the winter and barbeques in the summer. Relatives were encouraged to come along and share in the fun. A glass of wine or two, were on offer along with the odd spare rib and a good old fashioned singalong to one of the wartime greats. 

As mum’s food and condiment preferences had changed beyond all recognition, it was no surprise to find her accepting a spare rib covered in BBQ sauce, or a bit of steak coated in peppercorn sauce. It was equally no surprise either, when mum was offered a lovely bit of garlic chicken fresh off the BBQ and answered with the usual, 
“I’ve got one of these,” whilst brandishing a freshly picked flower from the garden.

When mum was still relatively compos mentis, she made a decision to avoid red meat, particularly beef. This was due to Creutzfeldt-Jakob disease (CJD) which was the human variant of Bovine Spongiform Encephalopathy (BSE), more commonly known as ‘Mad Cow Disease.’ I would often joke that although mum stopped eating beef, it didn’t stop her becoming a mad cow!

One thing we tried to do to make these visits more fun for all, was to take mum out on day trips. This could be something as simple as a walk to the shops or taking her back to our house for a slap up Sunday dinner. 

As mum was incontinent, she needed constant reminders to go to the toilet. Whenever we were taking her out for the day, we’d need to cajole her into going to the toilet. This could take four or five attempts before she’d agree. 

One particular day, after numerous attempts, but to no avail, we decided to take the chance, and ensuring mum had an incontinence pad on, took her out to buy her daughter Hayley a birthday card. The fact Hayley is my twin sister, so both of us were in need of a card, didn’t register with mum, but then again, I wouldn’t have expected it to. The key was once again, not to let the emotion of the fact she was unaware of my birthday get to me. I had to accept the situation with as much grace and dignity my once intellectually proficient mother, had taught me. 

After about twenty minutes of what should have been a five minute walk, we finally reached the local Post Office. We started to choose a birthday card for my sister. I found one that said not only ‘I love you’ but also, ‘Your brother’s my favourite’. That last bit may have had a bit of poetic licence, but I thought how good it would be if such a card existed. 

Whilst Julia was off looking for a card for myself, my mum and I chose one for my sister. When I say my mum chose, I mean, I chose whilst mum stood idly by, staring into space. After a few minutes, I felt a tap on my shoulder. Knowing it could only be my mother, I asked if there was a problem. 
“I’m having a wee,” was the response 
“Oh really” I said, trying not to make a scene. 
After what seemed an eternity but was probably only about thirty seconds, I received a second tap on the shoulder. Looking at mum I decided not to ask the fateful question, but she volunteered the information anyway; 
“I’m still going.” 
Having no idea how much liquid the pads were able to hold, I decided to bid a hasty retreat to the home before the Post Office thought their pipes had sprung a leak.

The thought of a son having to take his mother to the toilet filled me with dread. Fortunately, Julia, realised this was no job for a son. She always took mum silently and without fuss to the nearest restroom to change her pad, or on one occasion, her trousers. Luckily, on this fateful day we happened to be in the clothing section of a supermarket so cheap trousers were on hand as a replacement at short notice.

Although day trips were very cathartic, if not for mum, for us at least, they could sometimes prove problematic. As dementia sufferers struggle to vocalise their thoughts, they can sometimes become enraged at what would appear to us, to be the slightest thing. One such occasion was when we took mum back to our house for roast dinner. No sooner had we entered the front door, mum huffed and plonked herself on the couch. Asking her what the problem was, I received a very curt, 
“Just take me back.” 
“Why on Earth would you want to go back so soon mum?” was my laid back response to this painful request. 
“Well I’ve got to go back sometime so you may as well just take me now.” 

Oh how I would have loved to have cuddled my mum and told her that everything was going to be ok and she could stay with us forever. We knew deep down the care home was the best place for her, so instead I said, 
“Of course we’ll take you back but let’s have a lovely roast dinner first. If you would really like to make me happy, you can lay the table.” 
This seemed to appease her, however, as with mum’s filing duties, it’s fair to say, the table needed re-laying. Try as I may, I think I would have struggled to cut my meat with a ladle and spatula. 

After a lovely meal, mum had forgotten all about the earlier altercation, so we settled in front of the TV for a post dinner relaxation. Mum asked to go to the toilet. I was amazed she had the mental capacity to recognise the fact she needed a wee, however, it wasn’t until I used the WC myself, I realised it wasn’t her bladder that mum emptied. 

Once again, this disease was throwing up more questions such as was it just the bladder that stopped working properly, and how come mum could clear up after herself? The fact she’d used the hand towel as an alternative to the six rolls of toilet paper strategically placed next to the toilet was immaterial. She’d managed to not only recognise the signs of needing to go, but had semi successfully dealt with the wiping issue too.

When it came time to taking mum back, she was a willing participant. We never liked to just drop her off as this could sometimes unsettle her. Instead, we would have a cup of tea and a chat. As it was summer and still light and warm outside, we decided to take tea out in the dementia garden of the care home. This was a beautifully tended garden designed for the senses with various colourful and aromatic plants, shrubs and trees. 

Sitting there making idle chat and after spending the whole afternoon with us, mum innocently turned to us and said, 
“So, what have you been up to today?” 
There was no point in remonstrating with mum so instead we just said, 
“Not much.” 
We then moved the conversation onto how beautiful the garden was. 

During this conversation I mentioned to mum it would be nice for her to have a go at helping out in the garden. She reached into her unusually slightly less than full handbag, exclaiming, 
“No, but I’ve got one of these,” pulling out a three of clubs playing card as if that would somehow justify her answer to my question. 
Time to go home, I thought.

****

Mum had suffered for most of her life with a few medical conditions. One of which, was Hypertension (high blood pressure). When a dementia sufferer becomes ill, cleanliness takes a back seat and Urinary Tract Infections (UTI’s) happen on a regular basis. One day, mum was suffering from a UTI so was given medication to help treat it. This had a detrimental effect on other medications she was on, which showed itself when we took her for a day trip shopping in Cambridge. 

Feeling rather queasy in Debenhams, mum became rather pale and started to become a bit wobbly on her feet. Summoning a helpful shop assistant we explained mum’s situation. She very kindly fetched a chair and called for an ambulance. Although mum was feeling unwell, she’d suddenly became rather mischievous and playfully started sticking her tongue out at other shoppers. Most smiled, some stuck their tongues back out at her and some appeared to be offended. 

I used to apologise to these people no matter what their reaction, however, I realised that most didn’t care and I was just wasting my breath. I often wonder whether I tried to justify mum’s behaviour because I was embarrassed or was it because I was trying to save their embarrassment? I don’t really know the answer but I’m sure there was an element of embarrassment on my behalf. It’s easy to say in hindsight but it’s really not worth concerning yourself with how others may feel about the situation. What really mattered was making sure mum was happy and if sticking her tongue out pleased her, then so be it. 

This embarrassment was tested further when the ambulance crew arrived. Both were caring and as wonderful as you’d expect them to be, however, one crew member was unfortunate enough, to have a prominent protruding mole by their lip. This of course didn’t go unnoticed by all. Most of us would try to avoid making eye contact with it and pretend we hadn’t even noticed it. 
“Have you been eating Maltesers? I think you’ve got one stuck on your face.” mum exclaimed with complete ignorance of the effect this may have on the poor woman.
There are occasions when no amount of explanation can ease the situation and this was one of those.

Trips to visit Tracey, and her husband Ray in Eastbourne were always a joy. So long as we made sure mum had enough pads and we made plenty of stops so she could powder her nose. The most traumatic thing about this journey was the ever increasing hold ups at the Dartford Crossing. We’d always spend a few days in Eastbourne. This helped Tracey reconnect with mum. On one particular occasion, Hayley also visited. Flying over specially from Germany. 

A great time was had by all, including mum. The problem came when taking mum back to the home. After a five hour journey dropping Hayley and her husband Peter off at the airport, we arrived back on the dementia ward in the dark. This was obviously very confusing for mum and no sooner had we arrived, she lashed out, calling us names and getting very distressed. 

The care home suggested because of the lateness and the long journey, it may not be in everybody’s interests to continue with this practice. Painful though it was to witness, I understood the reasoning behind this decision. It wasn’t mum’s fault she behaved in such a manner but this wretched condition that was slowly taking her away from us.

How long would it be before she was taken away for good?
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The relief of Death

“Someone has to die in order that the rest of us should value life more.” Virginia Woolf

Nobody looks forward to death, particularly that of a loved one. There is however, a sense of relief when the inevitable happens to a person suffering from dementia. Painful though it is; more painful is the build up to it and the suffering experienced by the family. 

It would be wrong of me to automatically assume the patient, is, or isn’t suffering as nobody truly knows what they’re experiencing. Are they aware of their mortality? What goes through their mind when the end is nigh? Are they suffering? Do they experience mental and physical pain? Can they truly know what’s going on around them, and are they aware how much their family and loved ones truly care about them? Who knows? 

What I do know is like any loving and compassionate soul, it is important for those around the sufferer, to be there for them at the end. It may play no part in easing the pain of the dying patient, but it helps to ease the burden of guilt for the ones attending the bedside. Did I do enough to help during their illness and more importantly, during their lifetime?

On Friday 17 February 2012, one week before mum slipped away from us, I received a call from the care home. Mum was unresponsive and was taken to hospital. She was slipping in and out of consciousness and then appeared to slip into a coma like state. 

It was a dark, gloomy and extremely wet day. What did this weather mean? Was God telling me something or was I merely making the precipitation fit according to my mood?

Driving to the hospital, I made a tearful call to Tracey, letting her know of the situation. She then phoned Hayley in Germany before heading straight over to be with mum. It would  take over three hours to drive from Eastbourne, so must have been extremely agonising for Tracey. ‘Be safe sis,’ I thought to myself whilst saying a silent prayer in my head for everything to be alright.

After being part of mum’s previous visit to the hospital nearly two years ago, and the subsequent visiting in the care home, you would have thought I’d be used to this environment by now. Maybe it was because of the circumstances, but nothing can prepare you for the fear of not knowing. Will she still be with us when I get to her bedside? Will she be conscious? If so, will she recognise me? 

The brain is an incredible piece of kit and it never ceases to amaze me when looking back at any situation, how it deals with everything that is being thrown at it. This is why this resource we have inside our heads needs to be protected and better understood.

Arriving at mum’s hospital bedside, we were greeted by a frail and painfully thin woman. She appeared to be hooked up to every machine the hospital had at its disposal. If it bleeped or had squiggly lines running across it, mum was hooked up to it. Included amongst this cacophony of machinery, was a saline drip which was essentially keeping mum alive by hydrating her.

As mentioned previously, food no longer seems to be important in the sufferer’s life and they appear to stop eating and drinking. It was a Godsend to see that mum’s lifeline was being drip-fed into her to keep the fluid levels up. 
Whilst the care home do everything within their power to ensure their patients receive nutrition, they also have to recognise the patient’s rights. If they choose not to eat, they cannot force feed them. Often, words of encouragement are enough to get the patient to accept solids. 

With dementia patients, trying to force your will onto the sufferer will inevitably make this delicate situation even worse. Mum’s significant loss of weight going from an 80kg woman to 35kg in a relatively short space of time, was a result of her refusal to eat. 

****

In the hospital, a nurse came to see us by the bedside and gave us a brief synopsis of mum’s condition. It wasn’t looking good for mum so they made her comfortable and monitored her constantly. It doesn’t sound like much, but it’s not until you’re in these situations, can you truly begin to understand the love and devotion these care professionals have. It also highlights the sheer financial expense that goes into all the monitoring and breathing equipment needed, just for one patient. It’s no wonder the NHS is struggling. 

As if that weren’t enough, these marvellous Nightingales also bought us hot drinks on a regular basis so we didn’t have to leave mum’s bedside. Truly amazing!

The odd nurse came and the occasional doctor went, but nothing more seemed to be happening. One doctor mentioned they were unsure whether mum would come out of her coma. After an arduous journey from the South Coast to Addenbrookes, my sister, Tracey, finally arrived. 
“Off you pop for a cup of tea and a bite to eat,” she said in her usual matronly way. 

After a much needed break from our bedside vigil, we returned so that Tracey, Julia and I, could all be with mum. Hayley wanted to fly over to visit but we told her to stay put until we knew more. Soon after arriving back, a specialist came to see us and suggested we go into the family room for a chat. I didn’t know such rooms existed. When we heard the news he delivered to us, it seems obvious there should be a designated area to discuss such things. 

“You need to prepare yourselves for the worse,” were the first words that exited the specialist’s mouth, “we think it’s highly unlikely your mother will come out of this unconscious state,” he continued, “and it is highly likely she will pass away.” 

Nothing, and I mean nothing, can prepare you for this conversation. After all, this is the woman who raised me, teaching me right from wrong. Guiding me to take the right course in life. Which would make me the man I am today. She’s invincible right? Wrong! She’s mortal, like the rest of us, and it would appear, her time had come.

The doctor then explained a few further points, but to be honest, he could have told me I’d won the lottery and I wouldn’t have heard what he was saying. He then left us alone to digest the news before going back to her bedside to be with mum in her final hours.

Walking out of the family room, we all held hands and quietly trundled along to mum’s bedside. One of us had to break the news to Hayley who was eagerly awaiting updates. I don’t recall discussing who or when we were going to call Hayley, but it was luck rather than judgement that we hadn’t. When we arrived back at mum’s bedside, she was sitting bolt upright, drinking a cup of tea, smiling and greeted us with a big,
“Hello.” 

After expecting never to be able to speak with mum again (not that conversations had made much sense over the past couple of years anyway), readying ourselves for an emotional goodbye, mum had apparently defied all odds. She was not only out of her coma, but was talking coherently and stringing words together to form actual sentences. I’ve mentioned on a few occasions during the course of this book, I feel the brain is a marvel of nature and its ability to learn and adapt never ceases to amaze me, but this apparent miracle defied all logic.

Within a few hours we were back in the care home. Mum was back in the comfort of room 26. The next day, I took a video camera so I could record conversations with mum. My intention was to send them to Hayley in Germany so she could witness how coherent mum had suddenly become. 

Mum had suddenly found her voice again. This was all recorded not only for Hayley but for posterity. That said, it’s been over 13 years now and I still can’t watch this video for fear of the upset it may cause me. 

Feeling on top of the world and like a dog with two tails, I waltzed into Santell, the care home manager’s office. I was elated that mum seemed to have not only made a miraculous recovery, but the dementia appeared to be reversing. 
“Hmm,” was the reaction from Santell. 
“What do you mean?” I said, but knowing the answer deep down. 
“No, it’s not for me to say.” 
“I can take it so please enlighten me.” 
“Well,” she said, “we see this kind of behaviour quite often. A patient seems to make a recovery, but then deteriorates extremely quickly afterwards.”

This was the answer I was expecting but dreading to hear. As if mum’s brain was making one last attempt to break free from the shackles of dementia, it seemed inevitable, it was going to take her anyway.

On Friday 24th February 2012, one week after mum was admitted to hospital, I received the call we had all been dreading. Leaving work to be with mum, I made another emotional call to Tracey who then reciprocated by calling Hayley, whilst Julia and I, made our way to what would be our final visit to see mum. 

Mum had been placed on what was known as ‘The Liverpool Care Pathway,’ which has been rebranded and more commonly known as ‘Personalised end of life care’. Essentially the same thing, it is palliative care for a dying patient. This was a controversial palliative care approach, although my personal experience of it has nothing but admiration in the way its focus is to keep the patient comfortable. What’s controversial about constant moistening of the lips, and raising of the legs to about two pillow’s thickness, roughly in line with the head? 

Throughout this whole time (and it was a number of hours), Santell remained with mum at the end of her bed, gently rubbing her feet. Julia, Tracey and I, took it in turns to moisten mum’s lips with an oversized cotton bud. Whether rubbing mum’s feet was part of the care plan or something Santell took upon herself to make mum feel comfortable, I don’t know. What I can be certain of, was that Santell went above and beyond what I would expect from any care home manager. 

Although I personally thanked her for her overall care of my mum, not just whilst on her death bed, I don’t believe I said enough. What she did for mum on that day in particular has stuck with me to this day. I hope one day she will appreciate what it truly meant to me and my family? Words cannot describe the gratitude I feel towards her. I will forever be in her debt.
****

We knew this was likely to be a long day. Concerned our beloved Springer Spaniel, Tarzan, was at home, we decided he should be with mum, his granny, in her final hours. Please don’t mock the name Tarzan. He was a rescue dog and was originally called Tyson. Being a dog that wasn’t fond of other dogs and willing to take them on with the vigour of the previously mentioned pugilist Mike Tyson, we felt this would not help with people’s judgement of him. We decided to change his name. Being an older dog (he was eight years old), if we decided to call him Rover or Butch, this might confuse him. I have Julia to blame….oops, I mean to thank for coming up with a similar sounding name that he could recognise. 

This worked wonderfully well until he was on recall. Shouting the name, Tarzan, at the top of your voice in the woods, seemed a bit odd to say the least. I used to get some very odd looks from other dog walkers. Being resourcefully minded, I shortened my cry to, Tarz, which served two purposes. It still ensured my boy came back when called, but more importantly, saved me the embarrassment of sounding like a damsel in distress shouting for her knight in shining armour to come and rescue her.

Tarzan was an amazing dog who we also sadly lost in the November of the same year. He was used to visiting his granny in the care home. In fact, ‘pat dogs’ as they are more affectionately known, have a very therapeutic role to play in the convalescence of residents. It is widely accepted, stroking a dog or cat can heighten levels of serotonin and dopamine in the brain. Both can have a calming effect on the person patting or stroking the animal.

My boy was an amazing dog and loved contact with people, so was at home in this environment. Ironically, mum wasn’t a great dog lover and denied me the wonderful experience of dog ownership when I was growing up. For some reason, she seemed to like Tarzan. He was calm and would only come to you if prompted. This suited mum and helped to keep her calm particularly through the dementia years. 

The first thing Tarzan did when we entered mum’s room on the day of her death was to jump up at the bed. Tarzan never jumped up, so was he feeling something that dogs only can or was it just a coincidence? Once again, I don’t know the answer to this, but if there is some truth in this, it only goes to corroborate my amazement of the brain, be it human, or otherwise.

****

Hayley had booked a flight from Nuremburg to Stansted and would be arriving at around 11pm. Let’s hope mum survives that long, I thought quietly to myself. Added to this, we had the dilemma of who was going to meet Hayley at the airport and who was going to stay supporting mum throughout this ordeal. We also had Tarzan to consider. 

Once again, Santell was a star. She offered to look after the dog, or mum, or both while we went to collect Hayley. It must have been an arduous and tortuous flight for her. Not knowing if she was going to get there in time, or whether her journey had all been in vain. Little did we know it would turn out to be the latter. 

When the time came for mum to take her final breath, which is an extremely difficult thing for any child to witness, Santell seemed to sense it and said, 
“This is it. Get ready.” 
I remember Julia saying, “Hold her Trevor,” as mum bolted upright, stared Tracey straight in the eyes as if to say, “help me,” and slumped back with a final exhalation of breath. 

The sad passing of our mother before Hayley got the chance to say goodbye, answered the dilemma of who was going to collect her from the airport. We all decided to meet her so we could all be there for her when the time came to break the news. 

Tarzan came with us and waited patiently in the car while we made our way to arrivals. The guilt I felt at the time and still do to this day, will never go. Hayley walked through arrivals with a big smile on her face, exclaiming, 
“Ah, you’re all here,” before the sudden realisation of why none of us were still with mum overwhelmed us all. 

Hugging and breaking down in floods of tears, we were totally oblivious to the world around us. People must have wondered what was occurring but none of this mattered to us. What truly mattered was we were all together. Hayley was able to be at mum’s bedside within an hour to say an emotional and poignant goodbye to her mum. Although mum was not with us in person, it truly felt at that moment, she was still with us in spirit.

Although we collectively felt we had ‘lost’ mum a couple of years prior to her death, the sudden realisation that she will be in your life no more is still a painful one. For everything that Santell had said and done, I shall never forget the words she then uttered just after mum took her final breath. 

“Just remember,” she said, “as hard as this is for you right now, your mum’s gone to a place where everything makes sense again.” 

That short sentence summed everything up for me about this disease. During the years of mum’s illness, nothing made sense. Not to her. Not to us. Not to anybody. The key is to try to accept it for what it is and not to judge that person for what they’ve become, but to remember them for who they once were. 

In my case, my mum was my world. Without her influence, but more importantly, guidance, I would have been lost in this world. Words cannot describe how much I miss my mum, and I hope this book, goes some way to paying tribute to the woman who shaped the person I am today.

****

At mum’s funeral, I gave a eulogy to, hopefully explain the eternal gratitude I hold for her. Part of that eulogy was a poem by Linda Ellis called ‘The Dash’. The dash signifies the days of a person’s life between their birth and their death. Although my mum may not have lived her life exactly how she would have planned, she should be proud of her achievements. The biggest one was her contribution to motherhood and the success she had with raising three children singlehandedly. The parts of her dash that involved me were the most important parts of my life. Her contribution to that was unparalleled, and I will be forever grateful to her. She gave up her dash to enable me to enjoy mine.




The Dash
By Linda Ellis
I read of a man who stood to speak
At the funeral of a friend.
He referred to the dates on the tombstone
From the beginning...to the end.

He noted that first came the date of birth
And spoke the following date with tears,
But he said what mattered most of all
Was the dash between those years.

For that dash represents all the time
That they spent alive on earth.
And now only those who loved them
Know what that little line is worth.

For it matters not, how much we own,
The cars...the house...the cash.
What matters is how we live and love
And how we spend our dash.

So, think about this long and hard.
Are there things you'd like to change?
For you never know how much time is left
That can still be rearranged.

If we could just slow down enough
To consider what's true and real,
And always try to understand
The way other people feel.

And be less quick to anger
And show appreciation more,
And love the people in our lives
Like we've never loved before.

If we treat each other with respect
And more often wear a smile,
Remembering this special dash
Might only last a little while.

So, when your eulogy is being read
With your life's actions to rehash...
Would you be proud of the things they say
About how you spent YOUR dash?
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