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In memory of my beloved wife, Marsha. She gave me thirty wonderful years and memories for a lifetime. She was an inspiration to everyone she met. We are all better people because of her. Her legacy lives on in the children: Natalie, Bambie, Amber, Bob, and Rob. And our grandchildren: Sage, Jade, Harmonie, Daven, Haeven, and Makarah.

Special praise goes to Claudia, who, just like me, was also the sole caregiver of her husband of forty-five years. She taught me that the heart is big enough to love just as deeply again. Something I never dreamed was possible.
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Introduction
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Nothing comes close to losing a loved one to a disease that takes away their memories. Especially when it’s a spouse. I would never dispute that a painful death is up there at the top of the list. Nobody wants to see a loved one suffer, especially at the end of their life. Fortunately, there’s a wide variety of medicines available to minimize their pain and keep them comfortable.

Sadly, there’s nothing out there that will restore memories. It’s unbearable to watch someone you love as they lose every memory they have. They eventually won’t recognize anyone, including their spouse or significant other. They can’t reciprocate feelings and emotions, like love. It’s even more difficult to provide the daily care for someone you love and go through all of that firsthand. My wife was diagnosed with Alzheimer’s, and I was her only caregiver in our home.

I am writing this book with the hope that my experiences will help others. I wanted to write a book that would explain what can be expected when dealing with a memory loss disease. Not a technical book that details the diseases and reads like a schoolbook. I wanted it to be a real book, about real people, that told the real story about living with dementia.

When my beloved wife was diagnosed, I told her not to worry; that I would take care of her. I would never leave her side while we traveled down the dementia road together. There was never any consideration for putting her in a nursing home. Not because there’s anything wrong with that option. I just didn’t want to miss a single moment with her. I made myself a promise to keep her with me the entire time. Not everyone can make that type of commitment, but I was fortunate enough that I could.

This book gives a detailed account of our lives over the last two years that she was with me. Everything in it is exactly as I remembered it. I wrote the entire book in the first two weeks following her passing. My reason for documenting it so soon was simple. I wanted my emotional state to flow onto the pages while the pain and suffering still consumed me. You will read countless times about my breaking down and crying. Probably too many times. I told my editor I didn’t want to change that. It will become clear right away how much I loved my wife and how having to face losing her tore me up all the time. But to ignore my heartache to make this a better-written book would do our journey a major injustice. How could I tell our story without sharing its unbearable effect on me?

I wanted our story to be as accurate as possible. There are several goals I had in mind. The main thing I wanted was to make people aware of what it was like as the sole caregiver of my wife. I had the unique opportunity of witnessing life around the clock as we made this journey. My hope was that I could help others understand what it was like from the inside. This is something I feel would benefit everyone, not just those caring for a spouse like I did. If everyone had a better understanding about afflictions of the memory, maybe they wouldn’t shy away or avoid interacting with those dealing with it.

I viewed our situation as a journey we both took together as the disease began taking her memories. Unfortunately, the journey was one taken alone by the two of us for the most part, thus the title, We Walk Alone. Once her condition required more of my time, we became more isolated. Going shopping or to church was hard on her, so we stayed home. Suddenly, we found ourselves dealing with everything alone. It was like we were traveling down the dementia trail on an island. Dealing with this horrendous disease is tough enough. Add the feeling that everyone was avoiding us like it was some contagious plague made it even more difficult at times. In truth, the world just moves on. Nobody was avoiding us. They simply had their own issues to deal with. Nonetheless, our circumstances forced us into that solitude.

There is a lot of very good information about dementia throughout the book. Many things I learned while researching it when she was first diagnosed with Alzheimer’s. Other things I learned visiting and caring for my grandmother during her last three years with dementia. My first book on dementia discusses the journey with grandmother: They Walk Alone; The Tragic Journey of Dementia. In this book, I tried to expand on what I shared in the first one. There are so many more helpful things in this book that I learned on this journey. Things that worked for us and things that didn’t.

The most important thing I hope to achieve with this book is awareness. Not just about dementia, being a caregiver, or simply interacting with someone with it. I tried to get people to consider life with dementia from the perspective of the person afflicted with it. The reason is a simple but very important one. To provide them with the best possible life as dementia takes its toll, you must consider everything from their viewpoint. Everything they see, or think they see, is real to them. They have needs and desires but won’t be able to properly communicate them. It may look like they’re acting out when they are really trying to do some activity that only they can see. Or their odd actions are their attempt to let you know they need something. To think about everything from their vantage point will help you figure out what they’re really trying to say or do.

This is a personal story very near and dear to my heart. This made it important for me to write it from my heart. You will learn the truth of life from the inside when you finish traveling down the dementia trail with me. The real truth. I hope our story will better equip everyone to care for a loved one if you’re a caregiver. If not providing their care, hopefully everyone will feel more comfortable interacting with someone who has dementia.
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Chapter 1
Dementia
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There’s a huge misconception when it comes to diseases of the mind. So much about it is unknown to most people. For example, people with Alzheimer’s will also have dementia. Is dementia a symptom of Alzheimer’s or is it a disease caused by Alzheimer’s? Trying to make that distinction is very similar to the old adage What came first, the chicken or the egg? In the end, it doesn’t really matter. Like the chicken and the egg, both are equally a part for the other’s existence.

Dementia is caused by several different diseases. It is ultimately the villain that takes the life in the end. The most common disease that causes dementia is Alzheimer’s. Well over half the cases of dementia are from Alzheimer’s. According to the Centers for Disease Control and Prevention (CDC), Alzheimer’s accounts for 60 to 80 percent of all dementia cases. Some other diseases with dementia include vascular dementia, Parkinson’s Disease, Frontotemporal Disease (Pick’s Disease), Huntington’s Disease, and HIV/AIDs. Blood clots and strokes can also lead to dementia. Each disease affects different parts of the brain. Some cause a more aggressive form of dementia, while others are very slow at first, allowing for much longer life expectancy. My beloved wife had Alzheimer’s.

Alzheimer’s has a large laundry list of factors that can cause it. Genetics does play a part in getting Alzheimer’s, just as many people think. My wife’s father had it and he passed away in 1998. Marsha and her sister Valerie were convinced that one of them would get it because of that. My wife shared that concern with many people. The first time she heard she had it was from a specialist. The doctor expected my wife’s first response to be surprise, but when it wasn’t, he understood as soon as Marsha told him about her dad.

According to the Alzheimer’s Association, family history is an important risk factor for Alzheimer’s.


“Another strong risk factor is family history. Those who have a parent, brother or sister with Alzheimer’s are more likely to develop the disease. The risk increases if more than one family member has the illness. When diseases tend to run in families, either heredity (genetics), environmental factors, or both, may play a role.”​[1]



The CDC makes the following claim regarding Alzheimer’s risk if a parent or sibling has already been diagnosed with it.


“Having a first-degree relative with Alzheimer’s disease increases the risk of developing it by 10 to 30 percent.”​[2]



Dementia itself isn’t a disease but is considered a syndrome. Syndromes are a group of symptoms that are found together and common for certain diseases.

The website for the CDC lists the primary symptoms for dementia as follows.


Because dementia is a general term, its symptoms can vary widely from person to person. People with dementia have problems with:



Memory

Attention

Communication

Reasoning, judgment, and problem solving

Visual perception beyond typical age-related changes in vision




Additional signs that may point to dementia include:



Getting lost in a familiar neighborhood

Using unusual words to refer to familiar objects

Forgetting the name of a close family member or friend

Forgetting old memories

Not being able to complete tasks independently



For many years, there wasn’t much knowledge about diseases of the brain. People saw memory issues afflicting the elderly and chalked it up to senility. You got old and became senile. Simply put, an accepted part of aging was losing your memory. Grandpa doesn’t make any sense. He must be getting senile. Many seniors still believe that to be true when they forget something. I can’t remember what I was going to say. I must be getting senile. The truth is that age does not cause dementia. Getting old will slow a person down physically but it has nothing to do with the onset of dementia. The confusion probably exists because Alzheimer’s typically occurs in people over the age of sixty-five. That would cause people to associate dementia with older people. Yet the truth is age had nothing to do with it.

Adding to the confusion is that dementia affects everyone differently. It’s that way because we are different. Different sizes, diets, lifestyles, upbringings, environments and so on. Some injuries can cause a condition leading to dementia, and each of those is unique to each specific incident as well. A blow to the head could cause a blood clot, leading to a stroke, which could lead to dementia. It makes sense that the progression of dementia varies depending on the severity of the injury. It also depends on the injured person themselves. And on and on. Confused yet? Most people are because it is very confusing.

Unfortunately, there’s no chart or blueprint that gives us an accurate life expectancy. All those various factors make it very difficult to give an exact timetable. The life expectancy for dementia is as varied as the factors that can cause it.

Blood clots in the veins can also create conditions that lead to dementia. Blood clotting is the body’s way of stopping a cut or an injury from bleeding nonstop. Clotting is a very important function that prevents the body from bleeding out and causing death when it is cut. As the clot begins to form, the wounded area slowly stops bleeding. It continues clotting until it no longer bleeds, and a scab is formed. The scab is the body’s way of forming a bandage for the injury to let it heal.

There are several types of blood clots. Superficial clots form in the smaller veins closer to the skin. Those are not life-threatening. Clots that form in the deeper veins of the legs and arms are called deep vein thrombosis (DVT). DVTs are more dangerous because those veins lead to the heart and lungs. They can be life-threatening when they go undetected. Several things can cause a DVT. Surgery, or an injury in the arms or legs near a deep vein, can damage the vein. The blood will begin clotting to heal the damaged area but it’s doing it inside the vein. The thicker, clotted blood will fill the vein, closing it off. The closed vein is no longer moving blood like it’s supposed to. If the blood flow is cut off long enough, it could cause a stroke, heart attack, or lung failure.

Clots can also be life-threatening when pieces of the clot begin breaking off. They could find their way to those organs and cause them to fail as well. The “pieces of clot” that enter the lungs are called pulmonary embolisms (PEs). Bigger pieces will block the main airways of the lungs. Smaller pieces will make their way through the larger airways into the small airways and will block them. That’s when PEs become very dangerous and life-threatening, if they find their way to the major organs. They lead to shortness of breath by depriving the body of the proper amount of oxygen. The more PEs you have, the more dangerous it is. Blood clots can form in the brain or in a vein that delivers blood to the brain. A stroke will occur once the brain is deprived of the proper blood flow by the clot. 


“A blood clot in the brain is also known as a stroke. These blood clots can develop anywhere in the body, or directly in the brain. When this happens, blood cannot bring oxygen to your brain, resulting in hypoxia. Brain tissue can’t survive without a constant supply of oxygen, and hypoxia can cause severe symptoms and even death.”​[3]



Clotting is very serious when it comes from many different types injuries, but it is especially dangerous when it happens in the brain. A clot in the brain can be triggered by many things but the most common one is from hitting your head on something. The harder you hit it, the more likely a clot will form. The injury itself could also cause damage to brain cells. Once the cells begin dying, there is no medical way to reverse the damage. Brain cells don’t grow and replace themselves when needed. Once they’re gone, they’re gone for good. Unfortunately, it doesn’t end there. The area of the dead brain cells will continue to grow over time, slowly destroying the entire brain.

Cholesterol can build up in the artery that goes to the brain. Enough buildup of cholesterol can close the artery and deprive the brain of oxygen. A blood clot can do the same thing. It could close the vein and deprive the brain of oxygen. The brain can’t function without oxygen. Brain damage is guaranteed if it goes on long enough. The brain cells begin to die when they are deprived of blood or oxygen, resulting in a stroke.

The clot doesn’t have to break off to do damage to the brain. It simply needs to grow large enough in the vein to close it off and deprive the brain of blood. The longer the brain goes without the blood and oxygen, the more damage that will be done. It doesn’t take long for that to happen. The brain cells will continue to die after the stroke, causing dementia. The clot can block the blood flow long enough and cause death as well. Blood thinners are used as the primary treatment to remove the clots without surgery. The thinner blood allows the clot to break up and dissolve before it can do any damage.

Then there’s the question of the onset date. It’s nearly impossible to determine the actual date it first showed up. It can be narrowed down somewhat by when the first symptoms were noticed. But how many little signs went by unnoticed? Those are some of the reasons why most dementia projections have such a huge margin for the life expectancy range. There isn’t any possible way to get specific data for comparison. There are just too many different factors. The best that can be done is an average life expectancy guideline for each specific dementia-related disease.

Science has come a long way from the days of the complete misunderstanding of memory loss. It’s easy to imagine the confusion it caused when someone with dementia began hallucinating or speaking gibberish in the past. The reaction would be different depending on when in history it happened. It was never good though. The mentally ill suffered greatly because no one understood their affliction. Experiments were performed that crippled and diminished them even more. Many memory diseases caused innocent people to be executed for crimes they didn’t commit. There was nothing humane in how they were treated.

Throughout much of history, society thought those with mental disorders were possessed. All sorts of barbaric treatments were done to rid them of the evil spirit believed to be inside them. The most common practice for many years was to drill a hole in the skull to release the demons. As horrific as that sounds, the practice continued to be used at various times in history around the world. It evolved from that caveman approach to more practical uses in the last century. The procedure was later referred to as a lobotomy and used specifically for treating the mentally ill. It was mostly an experimental form of surgery with many different procedures in the early days of it. The lobotomy was done over several decades in the search for answers to disorders of the brain.

The centuries between the thirteen and sixteen hundreds likely saw those with dementia tried as witches. They were burned at the stake for nothing more than suffering from a mental disorder. Others were given a sentence worse than death. They were labeled insane by society and locked up in asylums where they were caged and treated like animals. Asylum patients were treated worse than test animals. Many were used as test subjects for the doctors who were drilling holes in their heads under the guise of science.

People with symptoms of dementia would have easily been confused with the mentally ill over the years. Once committed to the asylums, they lost any semblance of humanity. The mentally ill were commonly used as guinea pigs. Scientists used them to search for ways to cure them and to learn more about the brain and treatments. Drilling holes in their heads was one of the first experimental procedures done to them. It certainly wasn’t the last experimental treatment done in the name of science.

They were even used for experiments with shock therapy when it was in its infancy. It was a treatment that was more like torture than anything. A rod was placed on one side of the brain to deliver a positive charge of electricity. Another rod was placed on the other side to deliver the negative charge. They were probably inserted into wet sponges first for better conductivity. Then they were held next to their head and a very high charge of electricity was discharged into their brain. It was so high that many died from it. Known now as electroconvulsive therapy, it was used as recently as the 1970s to treat mental disorders. The very first use of it happened in Rome, which is a perfect example of the mistreatment of the mentally ill.


Several doctors were gathered who had theorized that sending a powerful surge of electricity into the brain would help the mentally ill. To really test their theory, they needed a live human. They were finally able to conduct their test on the evening of April 11, 1938. The local police had found someone wandering the streets, confused and speaking gibberish. We now know those could very likely have been symptoms of dementia. They couldn’t get any answers out of him and assumed he was homeless and schizophrenic. The perfect candidate for the doctors to conduct their tests. That confused man found himself strapped to a bed and shocked with a large electrical current.

The original name of the treatment was appropriately named electroshock therapy. He had unwittingly become the first person to undergo electrical shock therapy for treatment of a brain disorder. That method would go on to become the primary treatment for mental disorders for several decades, ending in the seventies.​[4]



There are so many things wrong with that story. Wrong and sad. The treatment was obviously inhumane. Even worse is the fact that the person they used hadn’t consented to the test. He’d been forced by the police officers. The real tragedy is that he may have been suffering from dementia and they had no clue. Treatments may not be as barbaric now, but it remains just as misunderstood.

This lack of understanding continues to this day, causing countless seniors to go undiagnosed. It’s that mindset that prevents them from receiving the medicines available. Medicines that have a high probability of slowing it down. Undiagnosed, memory loss patients won’t get the treatment they need as long as it goes unnoticed. They will be living in a world that they don’t understand, and where nothing is familiar to them. No one is familiar to them. Imagine how terrified they must feel living like that.


No one should have to live in a world where they don’t recognize anything, and everything scares them.



Dementia is the real villain here. It typically starts erasing short-term memories first, working its way backward. The long-term ones will start disappearing until all of the memories are gone. But it doesn’t stop there. No, not with that particular demon. Devouring all of a person’s memories isn’t enough for patients with dementia. It will eventually go after the parts of the brain that control the body. The ability to walk, talk, and speak will start diminishing until they can no longer be performed. The body eventually forgets how to swallow food and drinks. No nourishment leads to starvation and causes the body’s organs to begin failing. The cruelty is that dementia will finally end when the body shuts down completely. It ends for the afflicted. I don’t think it will ever end for me. Caregivers should learn about the specific disease of the brain they are dealing with. In that research, don’t overlook dementia. That’s the one that causes the most damage. It’s the villain that takes their life in the end.

My grandmother developed vascular dementia when she was in her eighties. She had briefly lost consciousness one evening while bowling in the senior’s league in New Castle, Indiana. My Uncle George was on her team and stayed with her while they waited for the ambulance to arrive. Countless tests were done to no avail. Nothing showed up that could explain what had caused the episode.

A few years later, she began showing major signs of memory loss. At first it was little things like misplacing items. As it progressed, she forgot how to cook and began losing weight. She weighed all of one hundred and twenty-five pounds most of her life. Until then. She was already thin so there wasn’t any weight on her she should lose. The family started visiting her frequently to keep an eye on her and bring her groceries. My mom, her daughter, ordered her meals to be delivered daily to her home. She would eat some of them, but the refrigerator became packed with uneaten meals.

Her smoking became the biggest worry because everyone feared she might accidentally burn down her house. She had smoked her whole life from the age of twelve. My mom was visiting her one day and noticed unfinished cigarettes in all the ashtrays throughout her house. Many of them had a long line of ash up to the filters. My grandmother had been lighting one up, taking a puff, then placing it in the ashtray. She’d forget about it and leave the room while it continued to burn. That caused an alarm to go off in my mother’s head. Then my grandmother did something that eliminated any doubts about her safety. The two of them were talking in the kitchen and my grandmother pulled out a cigarette. Normally not a big issue but it was then. She turned on one of the gas burners on her stove, leaned over, and lit it in the flame. Mom knew she couldn’t be left alone after that. She moved her in with her right away. Ironically, right after moving her out, she forgot she smoked.

She took her to her doctor to confirm what she already knew. He ran several tests again and that time one of them revealed a small black spot on her brain. That spot was what was causing the memory loss. It was probably what had caused her to pass out at the bowling alley. Her diagnosis was vascular dementia. Vascular dementia is usually triggered by a stroke. The amount of brain damage done is dependent on the severity of the stroke. It will also vary based on a person’s weight, age, health, and many other factors. My grandmother’s damage was so small that it went unnoticed in all the first tests. It could have been from something so simple as lightly hitting her head on something. We’ll never know. Whatever caused it, the few brain cells affected by it increased and eventually caused enough damage, leading to the memory issues.

I had my first episode of blood clots in March of 2005. I developed a DVT in my right knee. It went undiagnosed for some time for me as well. The deep vein behind my right knee became closed by the clot. It began growing in size until it was nearly the length of my calf. That’s when the real damage happened. I developed PEs when many pieces broke off and traveled to my lungs. I had so many PEs that I was admitted to the hospital for eight days. The hospital prohibited me from getting out of bed the entire time. I was put on blood thinners and given shots of Lovenox in my stomach twice a day. Those shots continued until my blood was thin enough that it could no longer clot. Once it reached that level, the thinner blood causes the clots to dissolve so the body can return to normal. Unfortunately for me, not all of the clots in my lungs dissolved and I now live with residuals of those clots permanently in my smaller airways. That’s how dangerous PEs can be.

Dementia is the most common condition when the brain starts to die. The dead cells destroy the brain’s memories and all the other functions it has over time. The first area typically affected is the frontal lobes, which control so much of our everyday lives. Short-term memory comes from there and that is typically the first to go with dementia. Muscle control, balance, moods, creativity, and dozens of other things come from there as well. Dementia isn’t prejudiced about what it goes after. It will eventually take everything. That is what happened to my grandmother.

My grandmother was placed in a nursing home near me after falling at my house. Her dementia grew worse while her leg healed but she would remain there for the next few years. I made it a point to visit her daily and I never missed a single day. The only exception was over the Christmas holidays each year. That was when I took my family to Florida. When my grandmother entered the final stages of her dementia, I went three times a day at mealtimes to visit and feed her myself.

During the final stage, when it is obvious the end is coming, the nursing home will contact hospice to get involved. That was the normal protocol and I understood that. I had no idea then what hospice provided. In my mind, hospice only got involved at the very end. I believed their main job, their only job, was to help the family members get through the loss of their loved one.

The last stage of dementia isn’t pretty. Seeing someone you love so vulnerable and just a shell of their former self is really tough to deal with. It’s even more difficult when it is someone who was part of your immediate family and played a big role in your childhood and adult life. Words can’t come close to describing it when that person is your spouse and the love of your life.

My grandmother was always a very big part of my life. I loved her very much. Visiting and feeding her only strengthened that love. My daily visits formed an even stronger bond with her.​ Then, one day, this young lady showed up in my grandmother’s room. She introduced herself and said she was from hospice. That poor lady had no idea what she had walked into.
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Chapter 2
Symptoms
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My beloved wife always had trouble remembering where she put things. Nearly every day it seemed like we would search for misplaced items. She never remembered where her glasses were. Same thing with her hairbrush and make-up. Her car keys and purse were extremely good at evading her when she needed them. They had a knack for not being where she said she left them. I can remember looking for all of those things from the first day we were together. It was like a morning ritual for us. And that was before Alzheimer’s. It didn’t bother me most of the time. I’ll admit that there were some mornings every now and then it did irritate me.

The problem wasn’t so much her misplacing things so often. It didn’t even bother me that she never seemed to look for the missing item before hollering for me. Sure, it did the first time it happened. I remember finding the missing item in an obvious spot and sarcastically saying, “Here it is. Did you even look for it?”

That was a big mistake. The look she gave me would’ve cowed the bravest of men. It certainly made me cringe. Then came the silent treatment. I welcomed that ’cause it meant I could go back to sleep. Wrong! The silent treatment only pertained to not speaking to me. It had nothing to do with being silent as a mouse. Clang, clang. Bang. Thud. Click, click. Boom. She
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