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Have Courage, Be Bold, and Never Fear the Dream.

​



	[image: ]

	 
	[image: ]





[image: ]


Contents


[image: ]




Prologue   

PART ONE: Signs of the Journey   

1 No Going Back Now  

2 News Is Reality  

3 Just Answer, Don’t Argue  

4 I’ve Become My Dad  

5 Delirium  

6 Jamais Vu: Darn Phone  

7 Cognitive Exhaustion  

PART TWO: Memory Playing Tricks   

8 Lost in Plain Sight  

9 Episodic Memory  

10 Twelve Days of Christmas 

11 Post-Nap Delusions  

PART THREE: Learning to Accept   

12 Moments of Clarity  

13 Paranoia  

14 Words Don’t Matter  

15 Seeking Relevancy  

16 Memory Care  

17 Cycles  

PART FOUR: We All Need Help   

18 Harsh Reality  

19 Support  

20 Self-Care   

21 Impact on Caregiver  

22 Grandson Calls  

PART FIVE: Ever-Increasing Changes   

23 Needing More Care  

24 Fear and Anxiety  

25 Conscious Subconscious  

26 More Supervision  

27 New Communication Style  

28 Distance Is Hard  

29 I’m All Alone  

PART SIX: Transitions Are Hard   

30 Preparing for the Move  

31 The Move ... to Hotel California  

32 Transitions  

33 Bumpy Road  

34 Genetic Placeholder  

35 First Visits  

36 The Fishbowl  

37 Dreams  

PART SEVEN: Alzheimer’s Is Confusing   

38 Triggers  

39 Visits  

40 No OFF Switch  

41 Caregivers  

42 Phone Crutch  

43 Personal Stigma  

44 No Net  

45 Free at Last  

46 Myths and Confabulations  

47 I Don’t Have ...  

48 Split Personality 

PART EIGHT: The Hardest Decision   

49 The Final Fall  

50 Physical Therapy Options  

51 Day by Day and PTSD  

52 Slipping  

53 Following Joy’s Lead  

54 Hospice  

55 Waiting and Watching  

56 Vigil  

57 Slow Dance  

58 Advocacy  

Afterword   

Memoriam   

Invitation   

About the Author   



	[image: ]

	 
	[image: ]





[image: ]


Prologue


[image: ]




Let’s just be honest: there is no joy in Alzheimer’s. However, my mom, Joy, was in the middle of it when I became her primary care partner, along with my wife, Jan. So “Joy in Alzheimer’s” is where we were and remained for the duration. This book is an attempt to follow her through this unwinnable battle. To open up about how the mental disease affects Joy and those who love and care for her.

Joy was born and raised in far West Texas and lived almost all her life in the greater El Paso valley. She lived in the home she and her husband (my father) designed and built for nearly fifty years. Dad was a stoic realist. He faced death many times as a paratrooper in the 101st, making two of the epic jumps in World War II. He taught his two sons to face obstacles and to be responsible, accountable, and have realistic expectations. He fought cancer for many years, with Joy as his constant, faithful caregiver and support. When he passed, there was an obvious emptiness in Joy’s life. But like Dad, she moved on, mourning in her own special way and living alone in the house they built.

In the ensuing years, we began to notice Joy beginning to slip mentally. Physically, she stayed relatively strong and walked almost every day, or so she told us. However, she started to have trouble with directions, driving, remembering details, and following dynamic dialogs. My nephew and his family were stationed in El Paso and lived nearby for several years. To their credit, they reported subtle changes in her mental abilities. Being remote, the rest of the family dismissed the observations. Jan and I rationalized these issues as normal aging ailments; after all, Joy was semi-spry and feisty for her advanced age.

In 2016, ten years after my dad passed and I’d retired, we moved from Alaska to Oregon. Now that Jan and I were back in the continental United States (lower 48) and living in a climate more hospitable for my elderly mom, we invited Joy to leave her longtime home and live in Bend, closer to family. She took her time thinking about the offer and finally accepted with one caveat: “I’m never going to live with you in your home.” In early 2017, we sorted out clothes and keepsakes Joy felt she couldn’t live without. We loaded her and her treasures into a haul truck and drove across the country. Little did we know it would be one of Joy’s last road trips. But it wouldn’t be her last journey. Her last journey would be the hardest: her walk into dementia’s abyss.

Joy’s road, like most with Alzheimer’s, started long before anyone really knew. Now that she was living closer to us, we could see some subtle changes that age alone couldn’t explain. While Joy was initially the social butterfly in her new residence, sustaining three falls with a head injury just compounded her Alzheimer’s problem. She began to lose the ability to pay bills, and her “bookkeeping” went from taking a few hours to taking a few weeks. She started to forget the questions she had just asked, let alone the answers. She began to claim she had spoken with her parents, even though they had long passed.

After a long weekend at her grandson’s wedding, thirty minutes into the plane ride home she turned to me: ‘Isn’t the choir music beautiful?,’ she asked. Looking at her, more than a little confused I replied: ‘Um sure, do you like it? ’Oh yes, it is wonderful, just wonderful.’ she replied. I replied, ‘Well good then, just close your eyes and enjoy the choir as long as you want.’ The drone of the jet was the only sound anyone could hear, except for Joy. She closed her eyes. A smile came across her lips, and I took a deep breath trying to calm myself. Although her Alzheimer’s journey had started many years before, our journey with Joy in Alzheimer’s was beginning. While the flight was smooth, I knew our journey was about to get very bumpy. Jan and I were concerned, and even Joy expressed frustration and even anger with her increasing disabilities. Although her journey had started many years before, our journey with Joy in Alzheimer’s was just beginning.
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PART ONE

Signs of the Journey
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Before you start the journey, as best you can, prepare yourself mentally and emotionally for the hardships and unknown.
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1

There’s No Turning Back Now
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Joy transitioned to her new apartment in the independent living facility in Bend with few issues. At the outset, we had many meals with her in the dining room, helping her adjust to a new situation and living conditions. After a week or so, she seemed quite comfortable and flittered around the dining room at each meal like a social butterfly. She was giddy that she didn’t have to buy groceries, cook, or clean anymore. She was more outgoing than she had been in years.

But we noticed some changes too. Joy was beginning to misplace things and forgetting to pay bills. She occasionally asked us questions about where her parents and husband were. She would comment that she thought she saw them in the lobby, then giggle and say that was ridiculous and change the subject. We noticed her attention span was decreasing, and she was very easily distracted. She began to shuffle her feet more on her daily walk around the local park. The combination of distractions and shuffling resulted in two hard falls. After some questioning, we learned she had also slipped in the tub a few times.

Joy’s life was changing ... and then came COVID. The multi-year isolation was devastating to her social life and confidence. We called her every afternoon at the same time to help build a pattern; even that didn’t help. She was losing the concept of time and had lost her ability to manage her finances.

Her third fall, this one on ice and hitting the back of her head, prompted us to take Mom to a neurologist under the pretext of getting a baseline assessment. The appointment went well. The neurologist wasn’t overly concerned with her cognitive test results. The diagnosis changed at the next appointment six months later. The doctor was concerned with the delusional episodes and the money-management deterioration, but the illustration below tipped the scales.

[image: ]

We knew the independent living facility kept a close watch on residents. Following the neurological assessment, we mentioned the diagnoses to them, and they gave us that all-knowing nod. We knew we had to get ahead of the situation. Within six months of that neurological test, we moved Joy to an assisted living facility, before the independent one was forced to ask us to move her. That’s where she lived—for more than a year and a half, since the spring of 2022—even though she’d tell you she just moved in, has changed apartments five or six times, and the entire complex has been rotated around several times.

So began our journey with Joy down that long, narrowing path of Alzheimer’s. ... A path that no longer had a safety net. ... Where every stumble on her old, uncertain legs and her weakened mind could lead Joy into the deep, dark recesses of dementia.
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2

News Is Reality
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Today’s broadcast news can be best described as depressingly abysmal. For those with Alzheimer’s, the pain and confusion caused by watching the televised news can be devastating. This is the case with Joy.

Joy has always been a self-professed “news junkie” and “archivist,” someone who always tried to keep up with current events. As a little girl, she sat in front of the radio listening to the reports from Europe about WWII. As an adult, she dutifully watched the evening news with Walter Cronkite and the local news. The Democrat and Republican National Conventions always transfixed her.

But, today, at an increasing frequency, the news she sees has become part of her reality. A terrifying reality. Over the last several years, she mourns for the immigrants, especially those crossing at El Paso, her hometown. We “discuss,” to some degree, the state of dysfunction in Washington, D.C., and her disappointment. About a year ago, she started not only empathizing but also internalizing the news and living within it. Her ability to consistently recognize the difference between the news on TV and her life has been sliding down a steep, slippery slope.

The news of college campus shootings resulted in numerous calls to us announcing she was packed and ready to evacuate the “campus” (which is what she calls the assisted living center). The Walmart shooting in El Paso was horrific for her, a delusional trauma that lasted several days before she realized she was not there. She called several times and reported she was just a car away from the President as his motorcade left the DC courthouse for the airport. Why? Because the news was a live broadcast from a car following the motorcade. To her, she was there, in the car, in the motorcade. The wars in Ukraine and Gaza have prompted repeated calls and declarations about wanting to leave and “get away from the big guns and killing down the street.” It took almost a week for her to understand the war in Gaza wasn’t Jews fighting Jews.

Whatever the tragic, gut-wrenching graphic story of the day might be, she is increasingly likely to believe she is there. She is in the world shown on her TV screen. Joy is most confused and delusional if she is dozing in her recliner with the news blaring into her subconscious. When her slumber ends, Joy is in the world she’s been hearing and now seeing.

All efforts by her doctors, facility care team, and us to turn off the TV have been summarily rejected. As she says, “I’m running the world, and it’s in a mell of a hess.” I understand, I really do. Watching TV is about all she’s got left to do. She remembers little of what she reads, so she doesn’t make the effort. The assisted living facility has a bounty of activities accommodating people with light memory loss. Unfortunately, she chooses not to take part. Self-isolation and the horrendously graphic news are not a good combination. I don’t like what it is doing to what’s left of her mind and her emotions. At this point, the delusions last a day or so, but the duration is slowly increasing.

We have decided not to try and jar her from that reality. Instead, we try to try and soothe her nerves and anxiety, using calm words and distracting her with other more pleasant subjects. Sometimes it works; sometimes it doesn’t.
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3

Just Answer, Don’t Argue
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Robust discussions were commonplace in my parents’ home. Joy always enjoyed a good, non-emotional, intellectual discussion. She was adept at formulating words to thrust and parry through a complex subject. She wouldn’t hesitate to artfully turn my words against me or suddenly change sides to take me off balance.

That’s who she was; that is no longer who she is. I’ve come to the realization, through several knots on my metaphorical head, that challenging discussions simply upset her. Before each phone call or visit, we remind ourselves, “Just answer the question, and don’t argue.” It’s just not worth the unintended pain I hear and see.

We’ve learned the hard way not to argue with Joy and not to correct her, unless we absolutely have to for her safety and care. Arguing puts too much emotional strain on all of us. Before we knew Joy had Alzheimer’s, our Sunday evening dinners became exceedingly difficult. She would descend into emotional, illogical arguments over issues big and small. Had we known then what we know now, we would have done things differently. We now practice the subtle art of distraction and agreement. Sadly, the hope for delightfully engaging Sunday dinners has disappeared.

Joy has lost the ability to formulate linked cognitive thoughts for any semblance of a dialog. Her world is closing in, and she can only deal with immediate things. We have learned to give her two choices and let her choose. We’ve learned it’s better to quietly nod as she espouses political or philosophical opinions. We have learned to distract and defer rather than confront. She’s pleasant enough as her reality becomes confused with the upsetting news she watches.

In response to Joy’s tangled monologue concerning “terrorists on campus,” intermixed with asking about the family’s health, we calmly just try to answer the question. On the fifth inquiry regarding the kids’ health in under five minutes, we assure her they are still okay.

Joy calls and exclaims she is dressed, outside, waiting for us, and ready for her doctor’s appointment.

“Where are you?” she asks.

This isn’t the first time this has happened. Knowing she doesn’t have an appointment, we respond, “Isn’t it tomorrow? We’ll call the doctor to make sure.”

Our follow-up call to her a few moments later is either, “The doctor called and apologized, but he had to postpone your appointment,” or “Your appointment is tomorrow; is that okay?” She seems quite satisfied, and we move along.

Recently, at dinner, she said, “It’s good to be back home.”

Knowing she hadn’t been anywhere, we asked if she’d had a good time.

She emphatically said. “Yes, a wonderful time,” but she couldn’t tell us where she’d gone.

We’ve learned to ask her questions rather than make statements. It’s so much easier and less contentious.

She often says her “mama and daddy” are in town, demanding she go home with them and be their “little girl” again. It doesn’t matter that they died over thirty years ago. She asks if we’ve seen them. We tell her we’ve not seen them in a long time, and she shouldn’t worry about going home with them. She is safe and comfortable where she is and needs to be. Exasperated, she is emphatic that “Mama” always gets her way. We give her more reassurance, and then we try to divert her focus on bygone times by asking how her walk or lunch was today. Sometimes it works. Sometimes, it doesn’t, and we make another lap around the “mama and daddy” track.

We no longer tell her that her parents and her husband have passed away. We stopped doing that when we started to hear and see the depression we were causing by being too honest about those losses. Now, if she stumbles upon the realization of their passing, that’s okay; if not, that’s all right, too.

It is like being a little rubber duck floating down a river, bumping into rocks and jetsam and being pulled into eddies. The rubber duck doesn’t care; it’s along for the ride, and so are we. We recognize that Joy’s mind confuses time and people now, and we just go with the flow.
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4

I’ve Become My Dad
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When we are young, time seems to move at glacial speed or to stand still. When we age, time seems to fly by, to pass in the blink of an eye. For Joy and other Alzheimer’s patients, time is like watching a tub drain, with time swirling around and around, mixing the past and the present into an undistinguishable blur.

For Joy, places and people are now increasingly a blur, and their interconnection often confuses her. She celebrated her ninetieth birthday this year (2023), and the entire family was able to attend the celebration. Over the few days of activities Joy would pull different people aside and ask, “Who belongs to who?” In all fairness, at ninety, we would all have some trouble remembering the family members who live all over the country, spanning three generations, with very few having had an opportunity to visit. The good news is we had a wonderful reunion; the bad news is the resulting fatigue and confusion for Joy, which lasted for several months. Even now, ten months later, any mention of a birthday or any flowers she receives are “obviously” for her birthday, which “was just the other day.” She is so cute and happy to think she has such a frequent special occasion.
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