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      It is not often that a clinical neurologist is asked to write a foreword to a book. There may be a reason for that; however, I will seize this opportunity anyway because I was so moved by the way this particular book addresses a human condition which is present in almost every community in the world. Ms. Smits’s book is a practical approach for the day-to-day care of the Alzheimer patient.

      It has been shown that centenarians have the plaques and tangles in their brain tissue which characterize the senile dementia of the Alzheimer type; therefore, we might think of dementia as an inescapable inevitability if one lives long enough. Ms. Smits has explored many of the issues which accompany dementia. The most troublesome of these are the disruptive behaviors which test the resourcefulness of families.

      The format of the book lends itself to reference use and I would expect that some pages, with the helpful hints listed, will be quite well-worn, indeed. For example, if a family is able to identify situations which trigger catastrophic responses, these troublesome and potentially volatile episodes may be avoided without tranquilizing medications.

      We have no cure for dementia of the Alzheimer type; instead, we must provide the proper environment for the patient affected by this degenerative condition. Providing for the comfort, hygiene, dignity, and safety of these patients should be of paramount importance. Ms. Smits’s book shows how to accomplish these goals of care.

      Although our current dementia care resources are being taxed to a great extent, simply because of the sheer number of people who are demented, there is certainly help for the future if we have an enlightened attitude about caring for our vulnerable elderly. It is my sincere hope that this guide will find its way into each and every home affected by this progressive condition which robs the intellect and memory of the individual affected. Bear in mind, however, that the essence of the demented person remains and provides the key to individualizing care of these fascinating people.

      
        
        Randall J. Bjork, MD

        Colorado Springs, Colorado
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      If you’re holding this book in your hands and turning pages, odds are someone you know is suffering from the effects of dementia. It doesn’t matter what name we give its cause: Alzheimer’s Disease, Mild Cognitive Impairment, Multi-Infarct Dementia . . . the list goes on and on . . . In the end, the person we know and love isn’t the same, leaving us in a position of wanting and needing to help them.

      But how do we do that when this behavior and the changes are like nothing we’ve ever experienced before? This book is designed to help you do just that.

      While the cause may be different for each person, the resulting situations are similar. Human behavior is human behavior. The trick is to understand it and use educated guesses and our own humanness to try to engineer a manageable outcome. It sounds more complicated than it is.

      I’ve designed this book in three parts. The first part is the fictionalized story of Rose and Lou. They are not real people, but a compilation of people I’ve assisted in twenty years of working with the dementia population. The second part is an explanation of what’s happening in the journey Rose and Lou . . . and many other dementia patients . . . are traveling. The final section consists of bulleted lists. These lists are by no means exhaustive, but are some of the “tricks” I’ve learned over the years, tips I’ve gathered from other family and professional caregivers along the way.

      I hope that you’ll find the stories as informational as the explanations of what’s happening. And the lists I designed to be a springboard for not only your actions, but your thought processes. Don’t just try these suggestions verbatim. Adjust them, add to them. Learn not just what to do, but the process of creating your own solutions and success.

      
        
        Angel Smits

        Gerontologist
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            WHAT IS DEMENTIA?

          

        

        
          
            [image: ]
          

        

      

    

    
      Rose and her husband Lou bought their small home just after they married. They’d planned to move to a bigger place when they got the money, but they never quite saved enough. They started and raised a family here. When the last kid went off to college, Rose and Lou found the small house was actually the right size for just the two of them.

      Rose was happy with her life, content with her three children, two grandchildren, and recent retirement from the school district where she’d taught fourth grade. Two of her kids lived in town, the other only a three-hour drive away.

      She relished the chance to sleep in, go on an occasional shopping trip with her daughter, and putter in her garden.

      Rose loved to garden. This year, she planned to order lots of seeds. The catalogs were already coming in the mail. She’d spent hours planning, to the point of drawing the garden out on paper. Every time she looked at it, she smiled. It also reminded her she needed to place those orders.

      Three catalogs lay spread on the desk in the den. Their bright, pretty pages tempted her to touch and dream. If only they were planted already.

      She picked up the phone, dialed the 800 number and pulled her credit card from her purse. A little thrill of excitement went up her spine. The operator answered, taking all her information down—name, address. Funny how numbers kept running away from her. She had to turn the magazine over. She laughed it off. “Must be getting old.” The operator chuckled along with her.

      The woman thanked Rose very warmly for her order, and Rose smiled. Such a friendly young woman, not something you saw often these days. Rose picked up the next catalog.

      Hmm, it looked vaguely familiar. So did the other one. Which number had she just called?

      “I should have written it down,” she mumbled. Reaching into the desk drawer, she pulled out a pen. This time she wouldn’t forget.

      She picked up the next book and dialed the 800 number. Weren’t these free lines just wonderful? A cheery voice came on the line. She gave her name.

      “Oh, Mrs. Davis, is there a problem with the order you just placed? Did you want to add more?” the woman asked.

      Something, fear maybe, shuddered through Rose. “N—no, I’m sorry. I must have dialed the wrong number.” When she hung up, she smiled to herself, and decided that’s what had happened. She put a big “X” in the corner of the catalog. There. Now she’d remember who she’d called.

      She picked up the next catalog and dialed another number. This time a man answered. He took her order with the same friendly manner. She remembered to put the big “X” on the cover.

      The door slammed. Lou was home. Lou wasn’t retired yet, and worked for a meat packing plant downtown. He intended to work a couple of more years, to add to their nest egg.

      Rose always enjoyed the end of each day. They’d share their day’s experience over dinner. She couldn’t remember what she’d planned for dinner, but knew it would come to her as soon as she went into the kitchen.

      Lou smiled at her as he came into the kitchen, a box under one arm. His lunch pail dangled from his other hand.

      “Looks like your seeds came.” He extended the box to her.

      A frown settled across Rose’s brow. “What seeds? I was just getting ready to order them when you came in.”

      Lou’s frown reflected hers. He set his lunch pail and the box on the table. This was the third time this week she’d forgotten something major. Monday, she’d handed him his lunch, telling him she hoped he’d enjoy the meatloaf sandwich. At lunch, he’d been surprised to find the box full of Friday’s leftovers—no meatloaf sandwich in sight. Yesterday, she’d forgotten he was coming home for lunch. That wasn’t so bad, since he didn’t always call, but he found her ironing the vinyl tablecloth. He shuddered to think what would have happened if he hadn’t come home.

      “Rose, are you feeling okay?” He moved over to her. “How did you sleep last night?” He remembered several years ago when insomnia had plagued her. She’d been confused then from lack of sleep.

      “I’m fine, Lou.” She glared at him. “Why wouldn’t I be?”

      Lou braced himself for her anger. “You just seem to be forgetting things a lot lately.”

      “Oh, a few things. Who doesn’t?” She turned away from him, pulling a frying pan from the drawer beneath the stove. It smacked against the burner with a loud clatter. “Do you think I’m stupid or something?”

      Lou stared at her. He was tired and didn’t want to argue with Rose. They never fought much, and when they did, he was usually the one to give in first. He didn’t like seeing her angry, and did everything he could to make her smile again.

      “No, I’m just worried about you.” He heard the fear in his voice and cringed, hoping Rose hadn’t noticed.

      Rose stared at the pan, frowning. Lou watched panic race across her face and his heart sank. He gently laid a hand on her arm. “How’s about I take my pretty lady out to dinner?”

      Rose smiled as relief replaced the panic on her face. It was the fourth time they’d gone out to eat in a week.

      “Oh, that would be a nice change.”

      Lou grabbed her jacket from the closet and helped her slip it on, afraid if he let her out of his sight, she’d forget they were going.

      The next day, Lou took his eldest daughter aside and told her about Rose’s recent bouts of forgetfulness. It was wearing him out, and Melody had always been a big help.

      “Dad, you have to get her to the doctor.”

      “She doesn’t want to go.” Lou paced away, looking out on the backyard where Rose and their granddaughter, Joy, planted seeds in the garden.

      “Do you want me to try and persuade her to go?”

      Lou never shirked his duties, but this was one time he was at his wits’ end. Admitting that might be the only way to help Rose.

      Tears stung his eyes as he watched Rose and Joy laugh. Today, Rose was her usual self, but most of the time he felt as if she was slipping away from him. He missed her, missed talking to her, hearing her opinions, even debating with her.

      Over the next few days, Melody had little luck getting her mother to a doctor. It was three weeks before Rose agreed, and then only after Melody lied about the reason.

      Before Rose saw the doctor, Melody met with him to explain the situation. “I know there are confidentiality issues, but we’re concerned about Mom’s memory. I told her it was time for her Pap test just to get her here.”

      “What have you noticed?” The doctor pulled out a pad of paper and started taking notes while Melody talked.

      She told him about the incident with the seeds. She repeated what her father said about Rose getting up in the middle of the night to fix breakfast.

      “Does she lose things frequently?”

      “Heavens, yes. She’s always been a little forgetful, but I found the roaster pan in the bathroom closet last week.”

      The doctor nodded and made more notes. “Does she have any language problems?”

      Melody’s hopes rose. It sounded as if the doctor knew what was wrong. “Yes. She mixes up simple words. Yesterday, she called the phone a plant. It started with the same letter, I suppose. Do you know what’s wrong?”

      “I have an idea, but we need to run some tests. She has some classic symptoms of dementia, but we won’t know if it’s reversible without the tests.”

      “Okay,” she answered slowly, letting the doctor’s words sink in. “What’s our first step?”

      Over the next few weeks, the doctor ran numerous tests: blood tests, CT scans, and MRIs. Every test they’d invented, Lou was sure. Most of the time, Rose cooperated if Melody went with her. She resisted Lou’s help, which took a tiny piece of his heart away each time. He was used to taking care of Rose.

      She was up more at night, and he asked the girl across the street, who was out of school for the summer, to keep an eye on Rose during the day. He came home every day and fixed their lunch.

      The doctor’s office called, and Lou and Melody arranged to meet him. He specifically asked that Rose not come with them, if that were possible. Lou asked the girl across the street to come sit with Rose. He told Rose the girl needed a babysitter.

      “We’ve run every test we can think of,” the doctor said, walking around the desk to lean against the front. “I’m afraid Rose has Alzheimer’s disease.”

      Melody reached out and took her father’s hand. “Is . . . Is there a cure?”

      The doctor shook his head. “There are several drugs to help slow the progress and make it easier on all of you, but there’s no cure yet.”

      Silence hung heavy in the room.

      “What do we do?” Lou had never felt so lost. He knew about Alzheimer’s. A buddy from down at the plant had told him about it, about having to put his mother in a home.

      The tears Lou had held back for the past weeks clouded his eyes. He’d never cried in front of the kids before. Heck, the only time he’d cried in front of Rose had been when his parents had died. This hurt more than that.

      Melody slipped into his arms, and he gave her what he had left of his strength. He had to be strong for her, for the others. He’d always been the strong one.

      With a packet of brochures and information about the disease clutched in his hand, Lou headed home. He had a lot to think about, things to talk about with Rose. The doctor encouraged him to tell her what she could understand. He also encouraged him to talk to her about legal matters, power of attorney, and final wishes. He talked about making plans for the future. But . . . what future?

      Rose and the neighbor girl sat on the front porch playing jacks. He remembered Rose being the champ when they were in grade school all those years ago. He smiled, and she turned and grinned at him.

      His pretty bride. Lord, how he loved her. The neighbor girl headed home, and Lou took her place on the step. He took Rose’s hand in his and pulled her close. It felt good to hold her, to know she was still here with him.

      “I love you,” she whispered and leaned her head on his shoulder.

      “I love you, too,” he answered, letting the joy of the moment settle over him. He had a lot to learn, a lot to do, but right now he just wanted to enjoy having her with him. He’d make the most of the time they had left. He had to. It was all he had. He pulled her close, kissing her sweetly, tasting the kiss that he’d taken for granted for a long time. Too long.

      Rose wasn’t gone yet, and he’d do everything in his power to keep her here with him as long as possible.
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      WHAT IS THIS “DISEASE” CALLED DEMENTIA?

      Receiving a diagnosis of any kind of dementia can be a scary—as much because of the known as the unknown.

      Dementia is an umbrella term. Like a thief, it sneaks in, stealing memories and, eventually, life. It begins with a forgotten phone number or missed appointment, then moves on to complicate simple actions, making even tying shoes impossible. Finally, it settles in close, making everyday tasks beyond our ability. We depend on others to do what we once took for granted.

      This is dementia.

      It is defined by Webster’s as simply a condition of deteriorating mentality. The causes of dementia are varied. Some are reversible, some are permanent and most are progressive.

      Reversible dementias are those which can be “cured.” Common causes are malnutrition, dehydration, drug interactions and reactions, and such temporary conditions as delirium or a urinary tract infection. With a doctor’s care and appropriate treatment, these symptoms usually go away.

      The permanent and progressive dementias are not so easily defeated.

      There are numerous types of permanent dementia. They include Vascular Dementia (sometimes called Multi-Infarct Dementia), Lewy Body Disease, Mild Cognitive Impairment, Dementia in Parkinson’s disease, and Frontotemporal Dementia.

      Alzheimer’s disease (AD) is the most common cause of progressive dementia, accounting for 50–90 percent of all dementia diagnoses. Recent studies, however, suggest the prevalence will lower with better differentiation and documentation of other dementias.

      Alzheimer’s is currently the fourth leading cause of death in adults following heart disease, cancer and stroke. It is not a normal part of aging. There is an underlying, sometimes medically treatable cause. Despite the fact that the majority of those afflicted are over the age of sixty-five, there may be a reason which can be addressed or changed.

      According to the Alzheimer’s Association there are 5.4 million Americans diagnosed with Alzheimer’s disease. Approximately 500,000 cases are diagnosed each year, and numbers are expected to grow as the population ages. The first baby boomers reached age sixty-five in the year 2010, which account for eighteen percent of the total population. By the middle of this century, the number of Alzheimer’s cases will triple.

      While America ages, the chance of getting dementia increases. Of people aged sixty-five to seventy-four, three percent have AD. One in five aged seventy-five to eighty-four is afflicted, and almost half of those over the age of eighty-five have the disease. The eighty-five plus age group is currently the fastest growing portion of the U.S. population.

      This isn’t just a problem in the United States. Other industrialized nations are also feeling the brunt of an aging population and growing numbers of dementia patients.

      The need to understand dementia, and deal with it effectively, is ever increasing.

      But how does the average person deal with such a devastating illness? We can’t go back to school to get a medical degree. Well, we could, but that’s not realistic for most of us. We depend upon the experts to teach us. The experts being doctors, researchers, and professional caregivers.

      The problem is that the experts are often as stumped as we are. Dr. Alois Alzheimer first identified Alzheimer’s disease back in 1906. Since that time, researchers have tried to figure out what causes it, where it comes from, and how to stop it. The research budget for the United States in 2016 was $936 million. While we’ve made advances, many questions remain unanswered.

      Dementia care is expensive. The present national annual cost of caring for these people is slightly over $236 billion, making dementia care the most expensive disease in America today.

      Special Care Units exist in many nursing homes, assisted living facilities, and adult day care programs. Usually, though, this specialized care is more expensive than normal nursing home or home care. The healthcare system tries to cope, but it, too, is overwhelmed, and will continue to be swamped with the numbers growing as they are. Many of these facilities are booked and have waiting lists.

      Insurance companies, Medicare, and Medicaid provide some of these care dollars, but the brunt of these expenses falls to families. It comes out of nest eggs and pockets that never prepared for this type of expense.

      An overworked medical system means fewer professional care providers, fewer trained personnel, and more dependence on families to fill the gaps.  In 2015, unpaid caregivers, usually friends and family, provided 18.1 billion hours of care—care that would have cost $221.3 billion.

      Recent studies show that the annual cost of caring for a dementia patient with mild symptoms is $18,408; moderate symptoms $30,096, and severe $36,132. Alzheimer’s disease, as well as many other of the progressive dementia-causing illnesses can last three to twenty years. The total average cost of care for an Alzheimer’s patient from diagnosis to death is $174,000.

      This money goes for diagnoses, medical bills, home care, and nursing home care. More of the burden will fall to families, a burden they already shoulder even from the beginning. Seventy-five percent of dementia patients are cared for in their homes, and those caregivers are overwhelmingly women (three out of four).

      How many wives go through life keeping track of their husband’s socks?  It becomes a habit they stop even thinking about.  Other tasks come along and are incorporated into the daily routine. They may not even notice the load growing.

      Dementia impacts every aspect of life. Early victims manage to keep many of their social skills intact. Some maintain those skills until the end. They can greet people and discuss their past with what appears to be confidence and security. The front is exactly that. A front. A front that strangers haven’t a clue is there. A front that only those of us in daily, frequent contact with them see, one we are hesitant to tear down for fear it may be the last thing we have left of who they used to be.

      Caring for someone can be a wearisome task for anyone. Pair that with the fact that many caregivers are elderly themselves, or have full-time jobs and other family members to care for, and you have a situation fraught with disaster.

      Additionally, there is probably only a few years’ difference between spouses providing care for one another. Children is a relative term. A seventy-year-old’s “kids” are in their forties and fifties. A ninety to one-hundred-year-old has grandchildren that age.

      The fact that many causes of dementia begin slowly means that one person may not even realize they have taken on extra duties. Reality hits when illness strikes and suddenly the caregiver feels swamped.

      Caregivers face their own health problems, often exacerbated by the stress of providing for someone else. When that caregiver has to step back, and a different person steps in, the loss of the familiar caregiver only adds to a dementia patient’s confusion.

      So what do we do? One of the best solutions is to teach caregivers how to care for themselves, and then give them the skills that professionals use in their care roles. Additionally, we can turn to the community and educate them on how to support the caregiver, and how to fill in for them when needed. They, too, need to know the skills taught in the following pages.
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      HOW THE BRAIN WORKS

      First, we need to realize that we can’t understand the disease without understanding how the brain is supposed to work in the first place.

      The nervous system has often been called the body’s electrical wiring. That’s a good comparison, but isn’t quite accurate. Nerve cells do pass messages similar to that sent along an electrical wire, but the difference is those nerve cells don’t actually touch. As shown in Figure 1-1, the area between cells is called a synapse, and the message must jump from one cell to the other across this synapse.
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          Figure 1-1, Human Nerve Cells

        

      

      

      It’s like those slates children used to have with the plastic sheet and pencil. You write a message on the board and the plastic sticks to the backing. After you’ve finished with the message, you lift the plastic and the message vanishes, usually with a loud ripping sound.

      A synapse, as shown in Figure 1-1, works in a similar manner (without the loud ripping sound, of course.) The message is written by one cell to another on the “slate” or the chemical synapse between cells. The chemical that receives the message is called acetylcholine. Once the message has been passed, the enzyme with the job to “clean” the synapse (cholinesterase) comes in and “lifts the plastic,” erasing the message, making the synapse clean and ready for the next message.

      The brain does this hundreds, thousands, even millions of times in a day. It sends messages from “breathe” to “don’t touch that” in order to keep our brain and body alive.

      The problem arises when dementia enters the brain.

      In Alzheimer’s disease, the question, “which comes first, the chicken or the egg?” comes to mind. Which occurs first—too much acetylcholine or too little cholinesterase? That’s another question researchers are focusing on.

      With too much acetylcholine, the cholinesterase can’t erase the whole message. That may explain why Alzheimer’s patients often exhibit repetitive behaviors. The message keeps getting sent as the brain tries to clear the synapse. And no message to confirm its arrival can get through. With too much cholinesterase, the message is wiped away before it can be sent, perhaps even before it can even be “written.”

      In Alzheimer’s disease, the area of the brain first affected is called the hippocampus, which is located deep in the brain. This is where memories and emotions are housed. That’s why an early Alzheimer’s patient begins to lose recent memories and can be very emotional.
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      Next, the disease focuses on the cerebral cortex, as shown in Figure 1-2, where language and reasoning are located. Often, the early signs are changes in ability to use words correctly, and in using good judgment.

      Pair that with the frustrations of forgetfulness, and their brain is more susceptible to a stronger reaction. Emotional outbursts and behaviors appear and become more frequent as the disease progresses.

      This can be distressing for the patient as well as for their loved ones who may be hurt, emotionally and physically, by the outbursts.

      A study done in 1997 by Dr. Barry Reisburg at New York University found that Alzheimer’s patients lose abilities in much the same manner that they originally learned them as a child. Like a film rewinding, they retreat through a lifetime of memories—returning to childhood, but not to being a child. They lose their inhibitions and learned behaviors in a backward pattern.

      Understanding this progression can help caregivers know what to expect. Professional caregivers have used the Global Deterioration Scale (see Appendix A) for years to help predict functioning and place patients in appropriate care. Family caregivers should also be aware of this scale. Those families who have used it find it comforting and useful in their own process of dealing with the disease.

      Though Dr. Alzheimer identified the physiological changes specific to this disease, they’re not new; they have been around since the beginning of mankind. What made the changes more obvious was the fact that people live longer now days. There are more people with the disease than ever before.

      One of Dr. Alzheimer’s patients— a fifty-six-year-old woman—exhibited the signs and symptoms of senility, a condition reserved for the elderly. Dr. Alzheimer noted the formation of what he called plaques and tangles in her autopsied brain.

      Plaques are insoluble (solid) deposits of a protein called beta-amyloid and cellular material that collect around nerve cells. Tangles are insoluble fibers of a protein called tau that somehow become twisted inside the nerve cells. Subsequent brain studies have turned up those same plaques and tangles in the autopsied brains of other “senile” patients.

      But where do these plaques and tangles come from? How do they get there? No one knows for sure, though there are several theories. Researchers are currently trying to answer that question. Genetic research is focusing on chromosomes twenty one, fourteen, and nineteen, which are believed to be involved in AD, but nothing concrete has been found yet.

      There are numerous other causes of dementia which are not nearly as prevalent, but which are just as detrimental to the victim.

      Vascular dementia is not necessarily a degenerative cause of dementia,, but it is a permanent one. It is simply, small strokes in the brain, a stroke being when a portion of the brain is deprived of blood and oxygen which kills or damages the deprived cells.

      Lewy Body Disease (DLB) is degenerative and is very similar to Alzheimer’s in that it affects the chemicals in the synapse. There are fewer of the tangles, but the same plaques. The differentiation is crucial due to the possibilities of treatments available for DLB. Often, DLB is associated with Dementia in Parkinson’s disease.

      Pick’s disease, Frontotemporal Dementia, Creutzfeldt-Jakob disease . . . the list of dementia-causing diseases is many and varied.

      Theories and varied diagnoses aside, the reality is that the brain cells die, and the plaques and tangles form. But since, as in the case of Alzheimer’s disease, they can’t be seen until after the patient has died and an autopsy is performed, how do we diagnose it?

      Diagnosis of AD is made through a process of elimination. In all cases, the process is similar. A physician will ask the affected person and their family to describe what’s happening. The doctor will do a complete medical history. Frequently, doctors will use a tool called the Mini-Mental State Examination (see Appendix B). This brief test has been used over the past thirty years and asks a variety of questions.

      Next, he will order tests. These tests include a complete blood count (CBC) to check for chemical imbalances and deficiencies. A blood chemistry panel will check kidney and thyroid functioning. Tests for illnesses like HIV and syphilis, which can mimic dementia, will be performed. A lumbar puncture may be performed to obtain cerebrospinal fluid. This test checks for meningitis and encephalitis. An electroencephalogram (EEG) will check for disease like Creutzfeldt-Jakob. A computed tomography (CT) scan and/or a magnetic resonance imaging (MRI) will be done to look for brain tumors, stroke, and other conditions that affect the physical functioning of the brain.

      This may seem like a lot of testing—and for things people are positive they don’t have. But as mentioned previously, diagnosis is done through a process of elimination. Not everyone will have every test, but elimination can only be made with the tests’ completion.

      There’s nothing wrong with needing and wanting to know what these tests and diseases are. Learn to ask questions throughout this process. At this point, caregivers might want to invest in a good medical dictionary.

      In addition to tests for physical problems, the physician also conducts a structured interview with the patient. Often, a neurologist or neuropsychologist will be called in to administer this test. The interview will assess cognitive competence. They can estimate the mental competence or level of dementia this way.

      Environmental factors and reversible situations are considered, such as nutritional deficiencies, medication interactions, infections, metabolic disorders, depression, head trauma, cerebrovascular disease, brain tumors, subdural hematoma, and hydrocephalus so they can be ruled out and the physician can make a diagnosis of dementia. Other diseases such as Multi-Infarct Dementia, Parkinson’s disease, Lewy Body Disease, Pick’s disease, Huntington’s disease, and Progressive Aphasia can all cause Alzheimer’s-like symptoms and can be treated.

      After all the tests are complete and the data collected, the doctor makes a diagnosis. Many medical charts use the diagnosis of Senile Dementia Alzheimer’s Type (SDAT). Few people actually carry the diagnosis of Alzheimer’s disease without some “disclaimer.” Diagnosis is not a hundred percent until an autopsy is performed, though doctors are getting better at their educated guesses, and are accurate about ninety percent of the time.

      So, we have a diagnosis at this point. What does it mean?
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      ￼AFTER DIAGNOSIS

      When the brain malfunctions, it affects all three major areas of normal brain function: the ability of nerve cells to communicate with each other; metabolism, the way in which the brain uses energy; and the repair of injured nerve cells. All these go into the survival of the nerve cell and ultimately the survival of the entire human body. When they no longer function properly, the whole body suffers.

      Now, this is a simplified explanation of a complicated process. The point here is not to study the diseases, but to understand what is happening so we can understand the end result and learn to deal with it.

      As mentioned before, we all have this same process of messages being written and erased occurring in our brains constantly. In the AD patient and some other progressive dementias, for a while, the brain compensates by finding alternate pathways—jumping to the cell next door, skipping a damaged cell. Even as the damage progresses, the brain fights to compensate.

      Eventually, the brain becomes too damaged. There are few or no alternate routes left. The messages of memory and survival fail to get through. The brain itself may atrophy (shrink) and excess chemicals break down and build up around cells.

      Most of the current medications being used for AD deal with the chemical reaction between acetylcholine and cholinesterase. They increase or decrease the balance of one or the other. Unfortunately, they are only effective for short periods of time and simply slow the process. They don’t stop or cure it. No one knows if the imbalance causes the disease, or is caused by the disease.

      Either way, what happens in a brain with dementia is a physical problem over which the patient has no control. They aren’t conscious of what’s happening, except to know something’s wrong.

      Research is constant, trying to find treatments and cures. The more we know, the better prepared we are, and the safer the treatments are for the patients. But caregivers worry more about what’s going to happen now. The long road to a cure may be too far away.

      Just as it sneaks in to the mind, dementia spreads insidiously throughout society. We can’t escape it, but knowing it’s there makes it a visible enemy—a companion we can learn to deal with. There are answers. There are solutions. And in time, there will be medical treatments and, hopefully, cures.

      Until then, the need for management of the behaviors by other than chemical means is important. While the cause of dementia varies, the behaviors that result are similar. Professional caregivers have been working with dementia patients and have learned the value of psycho-social interventions. Those interventions, and the processes to create them, are shared in the pages ahead.
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