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Dedication

To the Unsung Heroes

This edition is for the Caribbean caregivers.

For the daughters and sons who quietly rearranged their entire lives without ever being asked. For the families who managed everything behind closed doors because that is simply what you do. For the people who showed up every single day for someone who could no longer remember their name and showed up anyway.

In our communities we do not always talk about these things. Dementia is whispered about if it is mentioned at all. The caregiver is expected to cope, to manage, to carry on. And most of the time, they do. Without recognition. Without resources. Without anyone telling them that what they are doing is extraordinary.

My mother was a Trinidadian woman. She trained in England, served in Canada, and carried Trinidad with her everywhere she went. My father was the same. They built a life that crossed oceans, but home was always Trinidad. It was always the islands. It was always the people and the culture they never stopped belonging to.

Bringing this edition home matters to me in a way that is hard to put into words. This story began there. It belongs there. And the caregivers carrying this same weight across the Caribbean deserve to see themselves in these pages.

This edition was written because you deserved something written for you. Not adapted, not translated. Written for you, with your reality in mind.

You are not invisible to me.

I see you.
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Chapter One: No Warning
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Challenges are a part of life, I was raised to always have a plan, and a contingency plan just in case your plan did not work. My father always told me not to "put your eggs in one basket." However, there was no contingency plan for what was about to happen in my life. This wasn't even part of the original plan and there was no warning or preparation for what happened. It just did, and that was that; you could either embrace it or not, the choice was yours. It was happening whether you liked it or not and you would have to deal with it, without a plan or a guide or assistance. It was like the power suddenly went out in your house and you had to muddle your way without a flashlight, tripping on things, trying to climb stairs, and shouting for assistance until someone answered. This was just the beginning of the story.

When did this all start? My memory is somewhat challenged myself, and when I say to my friends "bear with me, I am suffering from pre-Alzheimer's," they think I am joking. I will give you a bit of background about how it all began. I am the youngest of two children; my brother is two years older than myself. My mother and father resided in Trinidad West Indies at that time; and I lived in Brampton, Ontario. I was pregnant with my son, (my only child) so my mother would call frequently and ask, "when is this baby going to come?" Of course, I thought it was to sheer excitement, I mean I was her only daughter having her first child, so of course I would tell her the date, and she would be excited and then I would hang up. This went on monthly (but again, I thought this was just excitement).

I will give you the background of my mom and dad so that you can get a clearer picture. My Mother and father met in Trinidad, W.I. My mother left Trinidad at 16 and went to England to study Nursing. My father also left Trinidad and went into the Royal Air Force, and after my mother finished her schooling and became a registered nurse. They were married on June 20th, 1965. Because my father was in the air force they lived on the various bases. My brother, Geoffrey Leid was born in Germany in 1967, and I was born in England in 1969. We all immigrated to Toronto in the early seventies where my mother and my father made their home. My mother worked for various hospitals in Toronto, Brampton, and Windsor, Ontario. When my father received a secondment position as the manager of the airport in Trinidad in 1979, we all moved there for six years. Except for my brother, who went to Ridley College, St Catherine's, Ontario after 5 years. My mother in the early eighties worked at the Trinidad Hilton, with Dr. Spicer and then for a clinic.

I remember when we first moved to Trinidad, W.I. It was a big cultural shock for both my brother and I, as I had just finished grade 5 and my brother finished grade 7. In Trinidad, we had to enter a whole different schooling system as Trinidad uses the British system, where you begin high school at the age of 11. So, Geoff immediately entered high school at Fatima College, and I went to Dunross preparatory school. Geoff was in form 1 and I was in standard 4. My father took us to Trinidad and my mother stayed behind to help her sister, as she just had a new baby, my cousin Wendy.

So many changes, we lived there for six years, both my brother and I consider it our formative years. After my father's contract was over, we all returned to Brampton in 1985. My mother worked at Toronto Western Hospital, and my father went back to Lester B. Pearson International Airport, where he was a manager of Landside and Properties. My mother, due to the shift work, decided to get into occupational health. She was the occupational Health Nurse at McDonnell Douglas - The Boeing Company. In 1994 my father was offered a position as manager of Piarco International Airport, this time not on a secondment but directly. After a lot of deliberation, my father decided to accept the position and he and my mother moved back to Trinidad, W.I. for the second time. (This time I didn't accompany them.) My mother worked at Mount Hope Hospital in Trinidad and Tobago and even was the private nurse for the President's wife. She had over 40 years in the nursing field.

To get back to where we left off initially, she came to help me with my son in August 2000. Everything seemed to be normal to me; she helped me with feeding, bathing, dressing my son. I only noticed one thing; I had formula that was concentrated and had asked her to prepare bottles for my son as I had to step out to buy groceries. I came back to find out that she had not mixed the formula; she had given my son the concentrated amount. I could not understand how she could have made that mistake; I mean she was a registered nurse, how is that possible? The worst thing is that when she was confronted about the mistake she seemed really confused. Of course, my mother gave me no indication that she was having problems health wise or that lately she seemed absent-minded. Immediately we went to the doctor as I thought perhaps it was menopause and she needed hormone replacement therapy or something.

We went to the doctor, and he gave my mother a mini-mental exam. I saw her struggle with simple questions. At the end of the exam the doctor checked his chart and simply stated, "You have Alzheimer's," that is it, I will never forget, not even a buffer question like "have you been having problems with your memory?" or "Has there been anything traumatic in your life; a death, an illness of a relative?" Nothing. Just, "You have Alzheimer's," and then looked at me and said, things are going to change. I heard the semblance of, cat-scan and a piece of paper, also a prescription for Aricept and he will get back to me with this "new" and I use the term loosely drug called Reminyl. (I will get into that later.)

I remember being numb, I remember walking out of there with my mother not really understanding what was happening and here I am at 30 with a newborn and a mother who has this thing called Alzheimer's. I did not even really know what it was, at the time I just remember nodding and saying okay and thinking that maybe it wasn't so serious. When I got home, I looked Alzheimer's up on the internet and when I read "no cure" I started to get scared. No cure? What are they talking about? It also was hard because my mother was weeping and in disbelief. She kept saying "who has this Alzheimer's disease?"

I think I went through all the stages of grief, the Kubler Ross grief cycle that I studied 10 years previously in my intro to psychology class. I was definitely at the Shock stage: Initial paralysis at hearing the bad news. I immediately called my father who was living in Trinidad at the time and coldly asked for my mother's information, such as her social insurance number. My father asked me why I was talking to him in that tone. I was so angry, I mean I did not live with my mother, if anyone should know that she was changing, or strange things were happening it should have been him. How you could not notice, I noticed in a week. I replied, "well we just got back from the doctor's and Mom has Alzheimer's and what I am really wondering is how come I had to find out?" Of course, my dad was in shock, so apparently, he was in the first stage as well. I immediately looked up what Alzheimer's disease was on the internet; this is what I found.

WHAT IS ALZHEIMER'S DISEASE?

Alzheimer's disease is the most common form of dementia. Dementia is a broad term for a group of conditions that affect the brain's ability to function. The word itself comes from Latin and literally means "loss of mind." Alzheimer's is both progressive and irreversible, meaning it gets worse over time and cannot be reversed.

As the disease advances, abnormal changes in the brain interfere with many of its functions. Memory loss is usually one of the first signs, along with a gradual decline in other thinking and reasoning abilities, what doctors call cognitive functions, as well as changes in personality and behaviour.

Alzheimer's progresses in stages, moving from mild forgetfulness and confusion to a point where a person can no longer care for themselves. In the later stages, the person becomes fully dependent on others for every aspect of daily life. How quickly this happens varies from person to person; the disease can span anywhere from five to twenty years. In advanced Alzheimer’s disease complications such as pneumonia and other infections are the most common causes of death.

What Is Happening in the Brain?

As Alzheimer's progresses, specific changes occur in the brain at a cellular level. Two of the most significant are plaques and tangles.

Plaques form when a protein called beta-amyloid builds up in the spaces between nerve cells, creating sticky deposits sometimes described as looking like tiny brillo pads. Tangles occur when another protein called tau, which normally helps carry chemical messages inside nerve cells, begins to deform and collapse, twisting into knotted threads that stop the cells from working properly.

As the disease progresses, nerve cells in several areas of the brain shrink and die, including the cells responsible for producing neurotransmitters. Neurotransmitters are the chemical messengers that allow brain cells to communicate with each other. One of the most important of these is acetylcholine, which is significantly reduced in people with Alzheimer's disease. As more cells are lost, the brain itself shrinks, and the folds on its surface gradually smooth out.

UNDERSTANDING GRIEF: THE KUBLER-ROSS MODEL

In 1969, Swiss psychiatrist Elisabeth Kubler-Ross published her landmark book On Death and Dying. During her medical training, she noticed that students received almost no guidance on how to support dying patients, a gap she set out to address. Through her work with terminally ill patients, she identified a pattern of emotional stages that people commonly experience when facing loss or a life-altering diagnosis. These became known as the Five Stages of Grief.

It is important to know that these stages are not a strict sequence everyone follows in order. People move through them differently, sometimes skipping stages or cycling back. What matters is recognizing them as natural responses to devastating news.

The Five Stages of Grief

Denial: Trying to avoid the inevitable. In this stage, a person may struggle to accept the diagnosis, clinging to the hope that a mistake has been made. It is the mind's way of protecting itself from overwhelming news.

Anger: Frustrated outpouring of bottled-up emotion. When denial can no longer hold, the reality of the situation sets in, and it often arrives as anger. This anger can be directed at doctors, family members, or even the person who is ill. Common feelings include: Why me? It's not fair. Who is to blame?

Bargaining: Seeking in vain for a way out. This stage is marked by "what if" and "if only" thinking, a desperate search for some way to undo or escape what is happening. It reflects the painful wish to regain control over something that feels completely out of hand.

Depression: Final realization of the inevitable. As the reality fully sets in, deep sadness and withdrawal can follow. A person may become quiet, pull away from others, and feel that nothing matters anymore. This is not clinical depression in the medical sense. It is a natural and profound grief response.

Acceptance: Finally finding the way forward. This does not mean being "okay" with what has happened. It means reaching a place of acknowledgment: I cannot change this, so I need to find a way to live with it. People often describe this stage as a kind of quiet, hard-won peace.
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AND I WAS NOWHERE NEAR the acceptance stage. I don't even think I hit the denial stage until much later. I headed right to the anger stage, and I was angry at everyone, everyone in Trinidad that she knew, especially my father, I could not understand how I could notice in a matter of a week, and he had months, perhaps even years of trying to see if anything was wrong. I was mad at the fact that I was immediately propelled into the sandwich generation where I would be looking after my mom and my son at the same time. Anyhow I could go on and on about that time, but it would not change the diagnosis and my mother needed me. The research continued. I searched relentlessly on the internet.
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STAGES OF ALZHEIMER'S DISEASE

Before looking at the stages, it helps to understand one important thing: these stages are a guide, not a rulebook. Dividing Alzheimer's into stages is done for practical reasons, to help families and healthcare providers talk about the disease and track its progression. But the reality is much less tidy. The stages overlap, and no two people move through them in exactly the same way.

Symptoms do worsen over time, that part is unavoidable. But the pace varies widely from person to person. Someone can also fluctuate day to day, seeming better on some days and worse on others, or reach a period of relative stability before declining again. Two people at the same stage may have quite different experiences.

With that in mind, here is an overview of the four general stages, what they typically look like, and some of the steps that can help along the way.

Progressive Decline in Alzheimer's Disease

	Stage

	Characteristics

	Interventions

	1

"Forgetful"

Early Stage

	Insidious/gradual onset

Recent memory loss

Time/space disorientation

Mood swings

Slower pace, withdrawal, denial

Impaired judgment

Subtle language difficulties

Continues to worsen

	Seek a supportive GP.

Thorough medical assessment

Family conferencing

Counselling and education

Legal and financial advice

Secure power of attorney

Adjust lifestyle (retirement, driving)

Initiate individual/group supports


	2

"Confusion"

Early Middle Stage

	Obvious memory deficits

Needs supervision for specialised tasks.

Language and communication problems

Anxiety and restlessness

Behaviour problems worsen.

Usually most difficult period for the person

	Future planning and decisions

Seek help in the home.

Learn coping strategies.

Investigate day programs.

Examine placement options.

Focus on safety and anxiety.

Maximise strengths (person and family)


	3

"Severe Dementia"

Stage

	Obvious cognitive disability

Full-time supervision needed

Marked personality and behaviour changes.

Disorientation to person

Communication exceedingly difficult

Psychosis

Physical disorders appear.

Can still reminisce

	Minimise stresses.

Seek help from all sources.

Focus on health.

Continue support and education.

Step up respite care.

Prepare for placement


	4

"Terminal"

Late Stage

	Almost total loss of cognitive and physical functioning

Few words spoken or understood.

Emaciation; susceptible to infection

Death

	Usually requires placement.

Continue all systems of support.

Death/autopsy arrangements

Limit visits as needed.

Rest and regroup



I couldn't believe what I was reading, my stomach sank when I read, death, Death? You could die from this? What were they talking about? Remember, my mother was not exhibiting even the first stages of Alzheimer's, so I really was in denial. I was hoping they were wrong and that it was just menopause.

The first course of treatment was she was sent for cat-scan at the hospital. (I never got the results to that cat-scan), but I did get a bill for the cat-scan after the Ministry of Health revoked her health card saying that she had to prove that she resided here. So, are you keeping tabs, I have a 2-month-old, a sick mother and now no health care? The irony is that my mother was a Registered Nurse and worked in this country for over 25 years. When she and my dad moved, they flew back and forth maintaining property here and completed taxes, held bank accounts, she visited several times a year.

The CAT scan bill was $630.00. They also referred her to a neurologist. I remember it was downtown Toronto; all this scheduling was hard with a newborn. I remember that the neurologist checked her dexterity and was surprised that she had full dexterity as he said that that was one of the first things that usually are weakened with Alzheimer's disease. I was not surprised as my mother was still driving when she was in Trinidad and had never got lost to indicate that she could not drive. He told me that he would have to report this to the Ministry of Transportation to have her license suspended. I understood why he had to do that, for obvious reasons, but I really felt for my mother, she just found out that now she had an incurable disease, she also knew what Alzheimer's was and now her independence was being taken away.

The worst thing is that they were saying things aloud like: "that is peculiar" yet still revoking things. If dexterity is the first thing to go, but she still had full dexterity, how come she had full dexterity? I guess I will never know. That is our health system, who cares?

Her medication was $185 per month and at that time I had not even applied for her disability pension. The doctor had given me a beige envelope filled with several forms for CPP disability including the application: That was in 2000. I battled with the Ministry for several months after that, while my mother had no doctor, in terms of specialist, while everyday her memory was getting worse. I researched everything on Alzheimer's disease, which made it hard for me because the more I read, the more I got depressed.

Here is a time that I should be rejoicing that I have my first born, who is healthy, and my mom should be right there with me enjoying her third grandchild, but there we were consumed with the inevitable; that life would change drastically and there was nothing that we could do about it.

The worse thing is that there was no family history to check, her father died when she was young, I just found out this year that it was from a diabetic coma. Great, now there is diabetes as well. Her mother is still alive, in her nineties and believe you me she has no issues with her memory or her mouth (but that is another story). My grandmother died in 2010 which just shows how long this book has taken me to write. My grandmother was 96 but died of natural causes and with her memory intact.

What are we going to do? During this time, I spent time making cue cards for everyone she knew, such as their name, who their spouse was, how she knew them their address, their children, and their phone number. This was what they suggested as she may forget who she was talking to on the phone. I realized after that as much as I thought I was helping my mom, it was futile, she could no longer remember added information, how would she know when the phone rings to look through the cue cards and find the person with whom she is speaking? It is instinct to try to solve a problem and being in denial about the disease. It is hard to process, because my mom didn't look sick, she could still have a conversation, and she still looked the same, maybe they were wrong.

They also suggested encouraging all hobbies that she liked before. When she first came, she was sewing things, pillowcases, mending socks etc. I was glad because it proved that her dexterity was still very much intact, I mean I struggle to thread the eye of a needle and here she was sewing without assistance. I bought a sewing machine, because she always had a sewing machine, so I thought she would start to sew as before, no luck, so obviously that interest was no longer there. I thought she may go back to reading however she had no interest in reading.

I found the application for CPP disability and filled out the forms. That was a pain as well. It took longer than normal as they were going to deny my mother's application. It was by fluke that the day that they were going to make the decision I called to find out what was going on with the application and I was highly frustrated, I believe I said, "how could you know how I feel, do you think this is easy?" It was a good thing because the process was so long. They kept stalling the decision. It was like a nightmare, first her health card now her CPP disability pension.

I could not believe it. A country where she worked for over 25 years and yet it was a big problem to access things that she was entitled to as a taxpayer. I am not quite sure what made the woman who was overseeing my mom's application say that day, "Your application is approved, and you will get your payments retroactive to the application date." I was relieved because at least now my father would not have to worry about her medication or any other treatment costs. Perhaps, she heard the sadness in my voice or the despair.

I thought to myself, how is it fair that for some people who don't even work in Canada, get resources so easily and here it is my mother who contributed to this country and in the medical field must fight for everything. At that point she was still a member of the Ontario Nurses Association. (Keep in mind she still did not have her health card.) My doctor, Dr. Burgess was extremely helpful with the process, helping me fill out the forms; he was disgusted with what was happening to my mother and still gave me advice on her case. He told me that there was a trial of a "new" medication, which was Reminyl, the best part is that we would get free medication and there would be someone that will calls us regarding the medication and if we noticed any changes. Well, I was willing to try anything as I had not seen any significant changes with the Aricept.

For readers in Trinidad and Tobago and the wider Caribbean: the CPP (Canada Pension Plan) disability benefit described here is a federal program that Canadian workers contribute to throughout their working lives. In Trinidad and Tobago, the equivalent body is the National Insurance Board (NIB), which administers disability and other social benefits, but eligibility, the application process, and the level of coverage differ considerably from the Canadian system. 

Across the wider Caribbean, formal disability pension systems vary from island to island and in some cases may be limited or difficult to access. Formal home care services and government-funded caregiver supports may also be less available than in Canada.

Families in these regions often find that financial and practical support for a loved one with dementia depends heavily on personal savings, family contributions, extended family networks, and privately hired helpers rather than any single government program.
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Aricept is one of the most widely used medications for Alzheimer's disease. What makes it notable is that it is approved for use at all stages of the disease, mild, moderate, and severe, making it one of the few treatments with that range of application. It was first approved by the U.S. Food and Drug Administration (FDA) for mild to moderate Alzheimer's in 1996, with approval later extended to severe cases in 2006.

Aricept belongs to a class of drugs called cholinesterase inhibitors. These work by slowing the breakdown of acetylcholine in the brain, the chemical messenger that plays a key role in memory and learning. By preserving more acetylcholine, the medication helps support cognitive function and the ability to perform daily tasks, at least for a period of time.

It is commonly prescribed in 5 mg and 10 mg doses and is available as a standard tablet or an orally disintegrating tablet, which can be useful for people who have difficulty swallowing. Most people tolerate it reasonably well.

That said, it is not suitable for everyone. People with a history of stomach ulcers, or who take certain other medications, should discuss the risks with their doctor, as Aricept can increase the risk of gastrointestinal bleeding in some cases. Fainting has also been reported.

Common side effects include nausea, vomiting, diarrhea, sleep disturbances, muscle cramps, loss of appetite, and bruising. It is important for caregivers to monitor for these, especially when a person is first starting the medication or moving to a higher dose. Always consult with a healthcare professional to determine the most suitable course of action for your loved one's individual circumstances.

My mother was 130lbs when she was first diagnosed, after being on Aricept my mother had no appetite and would complain of headaches, and she would not sleep well. She was still able to have a conversation, she still knew who we were, and I would not ask her to cook, just for fear of her forgetting and leaving the stove on.

Everything else was okay; she just had to be reminded. When I had to go to work, I would wake her up and remind her to have a shower, I would put out her clothes and she would walk to her friend's house, every morning. She was able to remember to put on her shoes, lock the door and walk to her friend's house. I would drop my son to day-care, go to work, pick up my son and then pick up my mother at her friend's house. This was not so bad, okay, so she could not do some things but everything else was normal. I thought this was due to the Reminyl, she was responding well.
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ABOUT REMINYL ER (GALANTAMINE HYDROBROMIDE) 

Reminyl ER is another medication in the cholinesterase inhibitor family, prescribed for mild to moderate Alzheimer's disease. Like Aricept, it works by reducing the breakdown of acetylcholine in the brain, helping to maintain higher levels of this important chemical for as long as possible.

In Alzheimer's disease, the brain cells responsible for producing acetylcholine are gradually destroyed. Since acetylcholine plays a central role in memory and learning, its decline contributes significantly to the cognitive symptoms families observe day to day. Reminyl ER is designed to slow that decline by protecting whatever acetylcholine remains.

There is also some evidence from animal studies suggesting that Reminyl ER may do more than simply preserve acetylcholine. It may also enhance how the brain responds to it by interacting with specific receptors called nicotinic receptors. Whether this effect is significant in humans is still being studied, and its benefit may decrease as the disease advances and fewer acetylcholine-producing cells remain.

In clinical trials, some people taking Reminyl ER showed improvements or a slower rate of decline in memory, orientation, and language. Daily functioning, including tasks like bathing, dressing, and eating, also showed better outcomes compared to people who received a placebo. As with all Alzheimer's medications, results vary between individuals.

Everything was going as well as could be expected, we had it down to a routine, and she seemed content, she even helped me as much as she could with my son. I could count on her when I ran out for errands. Then my father came to get her. I am glad that he did now, however my doctor thought it was a bad idea. People with Alzheimer's need routine, schedule, the same thing at the same time. My father at the time was living in Grenada as he was CEO of the airport there, so now my mother would not even be going to Trinidad but another island and one with which she was unfamiliar. My dad had a conference in Montreal, Quebec in September 2001 and they were stranded due to 9/11. So, they came to visit me before returning.

I saw my dad in a different light, we always had a good rapport however this time, it was different. I think he had an all-new respect for me; I think he now knew firsthand what it must have been like. He said that mom could no longer be at home alone so that he hired someone to stay with her at their house in Grenada. I was concerned for her, only because again, she was now isolated in a different country, with no close friends or family with which she was familiar. My father said that it was hard for him, especially travelling, because he had to put out her clothes as she would not know what to wear. I knew that this was stress-full for him, but it was stressful for me too. My mom and dad spent some time with me and my son it was a great visit. It was as if my mother was not even sick, just for that moment, it was like old times. My dad really wanted to spend time with Jaelon alone, I didn't understand this then, but I really understand this now.

At the time, I thought the diagnosis was the hardest part. I had no idea that it was only the beginning.
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