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INTRODUCTION

This topic is a very personal one for me. Most families have something. I’m not talking about the full set of Uncle Jimmy and Aunt Linda’s love letters from World War 1, or the solid silver cutlery set that has been passed down the family line for generations but is absolutely not allowed to be plunged into food of any kind. I’m talking about the answer to the question “Is there a family history of anything?”

 

I ask it all the time in my consulting room because a family history is a valuable pointer as to what you need to have in the back of your mind as a potential cause for your patient’s presenting symptoms. Open up any medical text book and one of the risk factors for any chronic condition you care to mention will be family history. My family history is one of dementia.  So prevalent is it in my family that it almost feels like a done deal, but thankfully it is an area with plenty of active research and there is always the hope of new advances around the corner.

 

In this book we will look at what dementia is, what we know about its causes and how this informs what we can do on an individual level to minimise the overall risk. We will also have a peek into the future and look at current areas of research and what this may mean for advances in diagnosis and treatment. We will discuss the practicalities of receiving a diagnosis of dementia and how that can play out for both the patient and those caring for them. Dementia is a challenging topic to discuss, so forgive me for injecting a little humour from time to time.

 

For now, I’d like to introduce my grandparents – Ann and Walter, and Joyce and Fred.
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PART ONE 





A PERSONAL STORY





 



Where’s Wally?

My maternal Grandad was called Walter. Wally for short – particularly when hollered from the kitchen by his wife, Ann (Nana to me), who wanted to know if he would like a biscuit with his tea. Of course he wanted a biscuit with his tea – that was the whole reason for having a cup of tea in the first place! Wally served in the Royal Artillery Pay Corp as a gunner in World War II and married Ann shortly after the end of the war. My earliest memories of them are in the garden of their terraced house in Feltham. A small uninspiring rectangular garden with flower beds down either side, it had a concrete path along one edge, a shed at the near end and a pond at the far end. The pond always had a tennis ball in it to keep it from freezing over and netting over the top to protect our goldfish from aerial attack. In his younger days, Wally worked night shifts as a turbine switchboard operator at a power station and spent his days catching-up on sleep – in the summer this meant lying in a deck chair in the garden in his string vest with precisely zero regard for sun-safety! We saw them often as children and as they got older and needed more support, they moved from their two-up-two-down house to a flat in an assisted living complex, and later, when things got significantly more difficult, to a care home close by. They both became increasingly frail and slowly their memories started to become unreliable. By this time, they were already in the care home, primarily because of deteriorations in their physical health. It was not uncommon for either of them to mistake me for my mother or to ask repetitive questions as if for the first time. They were both showing signs of the early stages of dementia. On one occasion I was working a night shift in my local A&E department as a junior doctor when Wally was referred in by his GP. There was an issue with his blood-clotting and he needed some extra tests done urgently. He was sorted out quickly and moved to the discharge lounge to wait for hospital transport home. It was late evening by this point. After a couple of hours his hospital transport arrived to chauffeur him back to Ann. But Wally was nowhere to be seen. Cue the missing person’s report and police search. My mother spent hours driving around in the dark frantically looking for him. He was eventually found wandering the streets some four miles from the hospital. He was confused, struggling for breath and only just able to stand unaided. Wandering is a common problem in patients with dementia. 

 

Wally also had heart failure. This made it progressively harder for him to be independent, made him horribly breathless with the slightest exertion and eventually saw him confined to bed. In his last few weeks, he was admitted to hospital with breathing difficulties and an infection. After a brief spell on the ward for intravenous antibiotics and some medication to help get rid of fluid from his lungs, he was discharged back to his care-home ‘not for readmission’ – meaning he was coming home for end-of-life care. Ann also ended up being admitted (into the same hospital) at the same time for an infection in her legs and was discharged from the hospital just one day before Wally died. As is often the case when one half of a couple who have been together upwards of sixty years dies, Ann’s mental health deteriorated after his death. Her short-term memory - which had already been a bit erratic, went downhill. She would frequently think I was her daughter (my mother) and the cruellest of all – she didn’t remember that Wally had gone. On every visit to the care-home she would ask “Where’s Wal?” To begin with we would gently explain the sad truth, but after months of the same story being repeated over and over, we took to telling her he had popped out and would be back shortly. More than once, she complained to me that he had said he was ‘off to work’ that morning and now he was late back. “He should be back by now. His dinner’ll be cold!” Her annoyance at his tardiness was preferable to her upset over his death.

 

During Ann’s last couple of years, I divorced from my husband but I would still visit regularly with my children (Ann’s great grandchildren). It’s not all that common for children to know their great-grandparents, but they had grown up seeing Ann and Wally frequently and there was a mutual fondness. Ann and Wally represented the land of unlimited biscuits and wheelchair races in the care-home corridor. Ann’s dementia had progressed to a point where I knew that explaining the divorce would be futile, so I embroiled my children into the lie that my husband was busy at work so he wouldn’t join us for the visit. Towards the end of Ann’s life, I had met my (now) wife. On one of Ann’s increasingly frequent hospital admissions, we visited her on the ward. After calling me by my mother’s name, she asked “Who’s your friend?” I introduced Ann to Orla. They spoke briefly – quite a sensible conversation about what Orla did for work, how she knew me etc. I went and got two NHS cups of coffee and came back less than five minutes later. “Who’s your friend?” Ann asked. I introduced them again. There was a waft of the privacy curtain, and one of the nurses popped in to leave a tiny cup of pills on the table. “Who’s your friend?” Ann asked me for the third time. Ann passed away four years after Wally.

 



Lettuce in the Oven

Joyce and Fred – my paternal grandparents – lived into their nineties. Neither were overweight and they ate a very traditional diet without excess. They did not smoke, rarely drank alcohol and were physically active and able well into their eighties. In fact, Fred was famous for his hair-brained schemes- even balancing on a home-made platform outside of the front bedroom window of their house in Ealing to do running repairs on the guttering. If I visited the house now, I suspect it would look very much like any other gentrified Edwardian red-brick semi, but in my mind - as a child - theirs was a looming, cavernous home that seemed to stretch on forever with one room after another after another, from front to back. Outside was a dark garden lined with tall trees and a tortoise that wandered about in search of food. Inside, the front room had dark wallpaper, an even darker, squidgy fabric sofa and more than one giant cheese plant, ready to engulf you at a moment’s notice. Sooty, the black cat, sat perched on the arm of the sofa planning her attack. A set of perilously straight, steep stairs led up to the bedrooms, a bathroom that smelt more of Pears Soap than a Pears Soap factory, and the spare room that doubled as Fred’s office. Fred was a commercial artist – drawing everything from Smarties to Hoover manuals. No computer, just a giant drawing board with steel rulers attached to it and the most comprehensive set of pencils you could ever imagine. Dark Sunday afternoons would be spent being coached on shading techniques and eating home-baked apple pie – Joyce’s speciality. In my memory, it seemed to be perpetually autumn when we visited – perhaps because of the rich-pickings for conkers that the leafy suburb of Ealing provided. Both Joyce and Fred had what I would now call a good cognitive reserve. Fred attended Chiswick Grammar School as a boy, and Joyce, after completing a college scholarship, worked as a proof-reader. She always had her reading glasses perched on her nose and Fred always had his tucked in the breast pocket of his shirt. There was inevitably a big pile of broadsheet newspapers on the dining room table and we would be encouraged to drag ourselves through the Funday Times (The Sunday Times supplement for children) before dinner. Fred also had an infamous set of hearing aids. They were almost permanently turned off. This allowed for better snoozing during family gatherings – something that was to become a frequent source of amusement. Somewhere along the road of Ann and Wally becoming ever-frailer, Fred and Joyce’s health also started to decline. They were a naturally introvert couple, keeping themselves to themselves. Slowly, odd things started to happen. Newspapers, that used to be a weekly event, started to pile up but with an obsessive reluctance to throw them away. Food would accumulate in the kitchen and it was clear that meals probably weren’t being prepared or eaten. My father would find post in the breadbin on the countertop and lettuce stored in the oven instead of the fridge. There came a time later-on when Joyce, Fred, Ann and Wally were all resident in the same care home. Whilst Ann and Wally’s physical health meant mobility was an issue, there was no such impediment for Joyce and Fred. Joyce would wander the halls in her heels, sometimes to be found having raided other resident’s drawers, adorned in reams of other resident’s gold necklaces like B.A. Baracus from the A-team. Fred gradually became less mobile and after a period of being bedbound and with his appetite all but stolen by dementia, he succumbed to pneumonia. They passed away just a few weeks apart. 



PART TWO 





UNDERSTANDING DEMENTIA







Dementia is not a diagnosis in itself, but rather an umbrella term for a group of conditions that cause cognitive decline – i.e. a deterioration in memory and mental processing abilities. Dementia has a progressive course – meaning symptoms get worse over time - and most often (but not always) develop later in life. Given the well-reported ‘aging population’, dementia is a growing issue that should concern us all.  Over the next few chapters, we will talk primarily about the most common dementias in the UK today but also touch on some of the rarer sub-types.  Alzheimer’s Dementia is covered first and in most detail. The subsequent chapters will highlight where other dementia sub-types differ from this, but I have tried to avoid repetition of the common features.

 

I found this part of the book the hardest to write. Dementia is a cruel disease as it affects the very core of what it means to be us. In its earliest manifestations the individual will likely be all too aware of the decline to come and feel not only a pre-emptive bereavement of their own mind, but a deep sadness, sometimes even guilt (albeit misplaced) of the pain it will cause their loved ones. In writing a book on this topic, I could not shy away from the brutal reality that a diagnosis of dementia brings. I believe that what we fear most is the unknown, so this part of the book focusses on the clinical facts. It isn’t an easy read, but it will leave you with a better understanding.



Alzheimer’s Disease

According to the World Health Organisation, over 57 million people worldwide have Alzheimer’s Disease (AD). It is the most common form of dementia both in the older population and in young-onset dementia (meaning before the age of 65). In the UK, around 1% of the population aged 65-69 have Alzheimer’s (1) and this percentage doubles every five years, rising to over 20% in those aged over 85. (2) Currently in the UK there are around one million people living with Alzheimer’s. (3) It accounts for around 60% of all dementia diagnoses in the UK (1) and the average age at diagnosis is 77 years. (4)
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From left to right, top to bottom: Ann and Wally on holiday, Fred and Joyce, Ann,
Wally in his garden, Fred at work, Joyce at the seaside





