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This is neither a guidebook nor compendium of advice about how to cope with caring for an aging parent or spouse with dementia. There are literally hundreds of such tomes available. My hope, instead, is that this book will become a kind of "portable support group" for caregivers.
Dementia Diary is first and foremost a memoir about what it's like to be the only child, a son, and the caregiver of a widowed and cognitively impaired mother who lives alone half a continent away.
Those who know my family will recognize that the name I've given my mother in this book, Minnie Sweet, is not her real name. Why did I change her name? I have two reasons.
First, even though the narrative is largely autobiographical, some facts have been fictionalized for effect. Second, and more important, writing this memoir has been one of the most emotionally difficult projects I have ever undertaken.
In order for me to attempt it with even a semblance of objectivity, I required an artifact. Using fabricated names was that artifact-it was a distancing technique that enabled me to approach this powerful topic with safety, compassion and humor. So all of the names in this memoir are fictitious, including my parent's and mine. This worked for me and I hope it works for you.
It is also possible that someone with one of the names I used may read this book. If so, please understand the happenstance involved, and accept my apologies. Any resemblance to any real persons living or dead is purely coincidental.
I also intend for the institutions that served my mother to remain anonymous. She was fortunate to have found her way to some wonderful facilities and programs that, I believe, extended her years and the quality of her life. However, for consistency with the "semi-fictional" nature of this memoir, these institutions are best left unidentified, and any resemblance to actual facilities and programs is purely coincidental.
A word about Mom's long, slow descent into the opaque fog of multi-infarct dementia: This is a different syndrome than the well-known dementia called Alzheimer's disease, and it can be caused by frequent "silent" mini-strokes.
Here is the way a physician described the condition to me: the "victim" of such events may not be, indeed usually is not, aware that anything out of the ordinary has occurred. Neither are his or her significant others.
Perhaps there is momentary weakness, headache, or dizziness, but nothing major. Over time, however, enough damage is done to the brain that symptoms begin to appear. While some of these manifestations are unique to this syndrome, all dementias have certain behavioral commonalities that will be recognized in these pages.
I address this book to readers who are actively involved in care giving for loved ones with dementia, to those who have had this responsibility in the past, and to those who expect to face it in the future. Perhaps you will find a nugget here and there with which to identify, and from which to draw some comfort and support.
I also address this book to professionals charged with the care of persons with dementia. Perhaps it will provide a bit of insight into the perspective of a family member attempting to understand and deal with a loved one's loss of identity, memory, and cognition.
The inspiration for this diary was a talk that I was invited to give to a conference of caregivers sponsored by an adult day care program for people with dementia. The agenda included speeches by a psychiatrist and a geriatrician, followed by a panel of four caregivers reporting on their own experiences.
The purpose was to educate, inform and support an audience of caregivers who were struggling, largely in isolation, with all sorts of issues, and to provide an opportunity for them to share experiences and to ask questions.
At first, I didn't want to make this presentation. I thought it would be an improper invasion of my mother's privacy to talk about her in a public forum. Besides, it was an emotionally powerful subject and, even though I had done a lot of public speaking, I wasn't sure I could handle this one in a calm and professional manner.
But the program sponsors prevailed. All of the other panel participants were women, they told me. They said that the program needed a man who was willing to share his experience as a caregiver, as well as his feelings. Men don't easily do this kind of thing, they said, so "please," they pleaded, and finally wore down my resistance. They pointed out that lots of men are caregivers and that these listeners would appreciate hearing a presentation by a man about this sensitive subject.
In retrospect, they were right. The male caregivers in the audience, and there were many, directed most of their questions to me, and quite a few approached me afterwards to thank me. They suggested that a book describing my experience as a male caregiver is urgently needed in the marketplace. Existing books, they said, do not address their feelings and unique responsibilities as sons and husbands.
I also asked many of the women present if such a book would find a readership among female caregivers. Interestingly, they thought it would-that women, too, would benefit from reading a man's point of view on the care giving experience.
I learned a lot that evening. The presentations and audience questions taught me that the kinds of bittersweet anecdotes described in Dementia Diary are the common lot of all who deal with the reality of dementia in a loved one.
This is a disease that knows no boundaries. It is blind to the categories in which we usually place our fellow human beings. It can occur at the age of 55 or 85. It can happen to Blacks, Whites, Hispanics, Asians, Jews, Christians, Muslims, males and females, rich and poor. It has not spared ex-presidents.
Tears are shed by husbands and wives, sons and daughters, brothers and sisters-in fact anyone responsible for the care of a loved one with dementia. I hope that this book will help all such wonderworkers to understand that they are not alone. My mother would want it that way.
In the pages that follow, her story has been deliberately paced to mimic the unhurried rhythm of her gradual slide into cognitive disability, barely perceptible on a day-to-day basis, but dramatic and frightening when viewed through my own retrospectoscope over the long term.
Some chapters, especially the early ones in the book, may not reveal Mom's (Minnie Sweet's) growing deficits to the reader. Some of the anecdotes may seem like the normal foibles of an aging woman rather than a person with a serious dementia. That's what I thought too.
It's only when we get to the later stages (or later chapters) that we can see, with hindsight and in the light of her full-blown memory impairment, that the signs and symptoms were there from the beginning.
Keep in mind, also, that the young Minnie Sweet would have been mortified by many of the attitudes and behaviors of the elderly Minnie Sweet. We would have had to explain to her, just as we ourselves had to learn, that the latter was part of the disease process, and not her true personality and character.
Finally, it is my wish that the reader will see beyond the sadness, tragedy and, yes, comedy sometimes associated with the evening hours of life, and will recognize that dementia, while terrible, does not diminish the essential humanity of the afflicted individual.
ROBERT TELL, Farmington Hills, Michigan
"A poem is an invitation to a voyage. As in life, we travel to see fresh sights."
-Charles Simic
It's downhill now and going fast
I don't know how long she can last
I picture her in decades past
And I deny the truth.
She was a woman smart and bright
Whose energy gave off a light
I picture her all dressed in white
And I deny the truth
Her beauty gone-her judgment lost
Her affection for me now is forced
She's terrifying when she's crossed
And I deny the truth
She's widowed now and all alone
She sets a self-destructive tone
It's hard to love this angry crone
And I deny the truth
I grieve for who she was when I
Was young and did not have to lie
So many memories to untie
And I deny the truth
The truth is that she soon may die
And then I'll have to learn to cry
And also have to face this lie
And not deny the truth
My name is Jerry Sweet and it is my sweet pleasure to be sharing this story with you. That's right, Jerry Sweet-Sid and Minnie's only child. I'll be your tour guide for this entire tale.
I assume, if you are reading this, that you are a caregiver or, if not, that you know someone who is. Either way, I think you will be able to relate these vignettes to your own experience and observations.
Throughout this narrative, I have tried to document the shifts in Minnie's slipping cognition. My purpose has been to demonstrate, with anecdotes and description, the various stages in her disease as it developed from its subtle beginnings to the present time.
Most of these pages track Minnie's life after the age of seventy-seven when Sidney died and her cognitive deficits were exposed. However, for you to truly appreciate the extent of the damage to this previously vital and energetic woman, you need to meet her in her younger years.
So let me introduce you to Minnie Sweet in happier days before her dementia came calling.
Minnie's history was actually rather typical. In the early 20th century, millions of immigrants from Eastern Europe could tell a similar tale. She was born in 1913, in Vilna, Lithuania, one of the three children that beat the odds and survived. Besides Minnie, there was her older sister Beverly, and a brother, Henry. Four other siblings died before reaching their first birthdays.
In spite of primitive pre-natal care, non-existent well-baby care, poverty, malnutrition, and the daily violence that permeated her world, Minnie decided to live. It was an early example of a biological hardiness that was to serve her well in the years ahead.
When Minnie was two years old, economic decline and anti-Semitic harassment in Eastern Europe were growing more serious day by day. Minnie's parents (and my grandparents), Morris and Rebecca Goldberg, decided to escape these dangers and come to America.
They arrived at Ellis Island in 1915, terrified about the possibility of being sent back by the United States authorities. Minnie had rickets, a nutritional disease prevalent at the time among the children of the immigrant poor.
A deficiency of vitamin D and/or calcium was the cause, but it was easily corrected if caught in time. However, it affected bone growth and it was not uncommon for would-be Americans to be shipped back for this, or for even less serious health issues.
Luck was with the Goldberg's that day. They passed through the inspection easily, breathed a big sigh of relief, and settled in the Brownsville-East New York section of Brooklyn.
Other relatives also immigrated to that location, and it was fast becoming a cultural center for thousands of Jewish refugees that shared the Goldberg's history, concerns, beliefs and ethnic background.
Life was economically poor, but socially rich. Morris worked in the needle trades and Rebecca stayed home to have one more child, a girl named Charlotte, and to maintain a home for her family. Surrounded by siblings, cousins, aunts, uncles, and other family and friends, Minnie thrived. She became a real American girl. Soon the flapper years were happening, and the Great Depression was still in the future.
Attending college, or even completing high school, was a stretch for most new Americans, especially girls, back then (although Minnie did feel much pride when, decades later, she earned a GED high school equivalency diploma). Rather, it was expected that young people would work to help support the family.
And Minnie did. She became a cosmetologist and manicurist, and went to work for Mme. Sweet's Beauty Salon. It wasn't long before the boss's son, Sidney Sweet, noticed her-much to his mother's dismay. Notwithstanding her objection to Sidney's fraternizing with the help, a romance blossomed that culminated in a marriage in 1933.
In spite of the Depression, Minnie and Sidney pursued the American dream and became a happy, optimistic couple. They were embraced lovingly by one and all-except by Mme. Sweet, who did everything she could to undermine the relationship. She eventually accepted the inevitable, but not before enabling a lifelong bitterness in her daughter-in-law, who never quite forgave her.
In those days, the sport of boxing was a pathway out of poverty for many immigrant young men, and fighters such as Jack Dempsey and Barney Ross were their role models. Dreaming of money and fame, Sidney Sweet decided to try his hand at prize fighting, but he soon had second thoughts when his nose was broken in the ring.
In 1937, I came along and that changed everything. As a new dad, Sidney now needed to make a steady living. So he took his squashed nose out of the ring and joined the electrician's union. Minnie became a full time mom lavishing love and attention on her only child.
In 1946, Sidney traded his blue-collar shirts for an entrepreneur's portfolio. He gave up being a master electrician in order to open a small factory for the manufacture of leather novelties.
When I was nine years old, Minnie felt free to begin her new career as the well-organized and capable foreman of the family's budding manufacturing business-and she was terrific. She was the chief operating officer of the business, the human resources department, the bookkeeper, and the detail person, while Sidney concentrated on product development, sales, and production policy. They were a great team.
So Minnie and Sidney settled into a life surrounded by warm and stable family relationships and friendships, and they began to experience some of the economic success of post-war America. They moved their home multiple times in the 1940's, 1950's and 1960's, each time into a "better" Brooklyn neighborhood. America was being good to these refugees from European poverty and hate, and their patriotic feelings were very strong.
As the economy of the late 1960's overheated, it ultimately reached the working and lower middle classes. It seemed to the Sweets that everyone they knew had great investments and a winter home in Florida, and they wanted onto this bandwagon.
Minnie and Sidney began "snow birding" to Southeastern Florida in the late 1960's to see if they might like it. It didn't take long for them to become property owners and permanent residents in this fast developing region.
Now Minnie really came into her own. She began to apply her considerable organizational skills to various non-profit leadership activities in New York and in Florida. She discovered a love and a talent for communal affairs and accepted one assignment after another.
Matron of the Eastern Star; founder and president of at least three Hadassah chapters; member of the town's library board and its Director of Volunteers; leadership roles in B'nai Brith Women and Jewish War Veterans-and these are just for starters. It was these organizations that supplied the deep and lasting friendships that blessed Minnie and Sidney for the several decades of their lives in Florida.
Of course, the idyll I've been describing had to end. Even as Minnie multi-tasked and spread her social wings across Southeastern Florida, something was changing in her brain and personality. That something was mistakenly assumed by those closest to her to be excessive stubbornness and selfishness. We were right in what we observed, but wrong about the cause.
In 1990, Sidney died and Minnie's descent down the "slippery slope" of multi-infarct dementia accelerated. Today, in 2005, she has not yet reached the base of this slope, but she is certainly nearing the end of her journey.
At first, when she was beginning her slide, none of her loved ones, including me (especially me), understood that her sometimes difficult and abrasive behavior was part of a progressive disease process.
Today, her illness is obvious. Looking back, milestones in her decline can be identified. The various chapters of this book are intended to give life to the circumstances surrounding these turning points.
At each of her transitions, whenever Minnie reached a new low in functioning, I thought that she could not decline further and still remain "alive." Each time, it was like a mini-death. Each time, I grieved anew.
Often, just when I had finally made my peace with her new level, she would rally and seem to regain ground that she had lost. When this occurred, I usually allowed myself to be duped into believing that she was not as bad as I had feared. Each time, though, something soon happened to highlight Minnie's new deficits.
Whenever I thought that she could not possibly lose additional cognition and continue to function as a viable human being, it turned out that she had not yet reached bottom. It seems that there is no conclusion to the deterioration process, other than the grave.
As I write this, Minnie is getting ready to experience her ninety-second birthday. No one close to her ever expected her to live so long. That she did so is both a blessing and a curse. For her more than for me.
Dramatic changes took place in her in the years since Sidney died, changes that became more noticeable and more frequent over time. She gradually became mild and amiable, non-confrontational, and unlike the agitated Minnie that emerged from mourning her husband's death.
Observing these changes in the early stages of her dementia, I was forced to marvel: is this the mother who made me crazy all those years when her emotions were out of control? Or is this gentle and loving paragon of a happy old age the true, underlying person?
Did the psychotropic drugs she took mask her authentic nature or, conversely, did these medications permit the real, kind, and thoughtful Minnie to shine through at last? To what extent is personality only chemistry? Who is the real Minnie Sweet?
In 1997, Minnie moved up north to be near family. Thankfully, she is still among us. Of course, no one knows know how much time she has left and, as she said long ago, she has "longevity." Every day that goes by, however, sees further diminution in her capabilities.
When she first came to live near me, I visited several times a week for an hour or so and, whenever possible, took her out of the institutional environment. Later, when I could no longer take her on outings, she could still reminisce, share memories, look at family photos, sit outside in nice weather, and maintain a reasonable conversation.
Even the telephone was a useful medium for staying in touch. Today, our phone conversations are no more, and my visits have become less frequent and shorter. She is thrilled when she sees me and, remarkably, still knows who I am.
Occasionally, she will respond to my questions with one-word answers. More frequently, she says nothing. If I stop talking, we sit in silence. Soon, with me holding her hand, she falls asleep in her wheelchair.
Yet, until recently, Minnie kept radiating love and happiness. She sometimes still does, although less often these days. Does her life have quality? Who can say?
Before she came up north, I would have argued that no one in her current condition could enjoy life. I would have said that I'd never want to live in such circumstances. Today, I'm not so sure.
Every moment of every day is new to Minnie Sweet. She still smiles a lot. Her dentures are frequently missing or lost and, like an infant, she shows a lot of gums-but she's quick to smile...and she still blows kisses to everyone.
Quality of life? What is that? Whatever it is, for most of her time here, I think Minnie had it.
One Sunday morning in December 1990, I was enjoying the quiet isolation of my business office while trying to clean up the loose ends of a hectic workweek. No one was around and I was sailing along, making great progress.
I was feeling particularly happy. Business was booming. Several new contracts had been faxed in late Friday afternoon, accounts receivable were up to date, major projects were moving well toward completion, and I was beginning to think about heading home.
"Ring." It was the phone. It didn't actually ring but, instead, made that bone jarring electronic sound that has replaced the mechanical bell of older telephones (When did that triumph of 21st Century technology occur?). There is no word yet invented in the English language to adequately describe that sound. So...
"Ring," will have to do.
It took me several moments to react. After all, who could be calling a business office on a Sunday morning? It must be a wrong number, I thought. I didn't expect my wife, Nadine, to call. She knew that I preferred to work undisturbed on weekend office visits. I debated not answering it, but the so-called ring was persistent and, finally, as much from curiosity as anything else, I gave in.
"Hello?"
"Jerry?" It was Nadine's voice.
I decided to be flippant. "You were expecting, maybe, Woody Allen?" I quipped, to let her know that I didn't mind the interruption. "What's up?"
The first sign of trouble was the silence at the other end. It was only a moment, but it was long enough to send me a signal. Whatever it was, Nadine was either reluctant to say, or else she did not know quite how to proceed.
"Jerry, I'm sorry to bother you. I know how much you..."
"It's Okay, Nadine. I'm almost done for today. I was just wrapping up. I'll be home in half an hour."
"Oh," and then silence for another interminable moment. Then, "Listen. It can wait. Just come home."
All my antennae were up now. "Nadine," I said. "I've got a minute. You called for a reason. So now I'm curious. What's happening?"
"Really, Jerry, it can wait. If I knew you were getting ready to leave, I wouldn't have called."
Now I was getting alarmed or annoyed. I wasn't really sure which. Probably both. There was something in Nadine's voice that scared me.
"What's with all the mystery?" I asked. "Don't make me crazy. You called me, so what is it that couldn't wait before; and, now, all of a sudden, it can?"
"Your Aunt Charlotte called."
This was my mother Minnie's younger sister, my favorite Aunt, and the closest thing I had to a sibling. She called frequently, but not usually on Sunday mornings.
I didn't know the details yet, but I was beginning to guess where this conversation was going. Hoping that I was jumping to false conclusions, I asked,
"Charlotte? What did she want? Is everything Okay in Florida?"
"She just called and asked me to contact you and ask you to come home."
This was getting stranger and stranger. I was starting to understand how a district attorney must feel when cross-examining a hostile witness.
My poor wife was clearly in distress. I was not yet completely conscious of the fact that what she had to say would hurt me, but my instincts were figuring it out fast.
"Nadine, come clean," I begged. "Why did she ask you to do this?"
"She asked me not to tell you on the phone. She just said to get you to come home as soon as possible."
Bingo! Minnie had been ailing recently with chronic obstructive pulmonary disease, congestive heart failure, anxiety attacks and depression, high blood pressure, and spinal arthritis.
So now I thought I knew why Nadine was calling. We had often discussed the relative issues associated with the loss of either of my parents in terms of who might go first. Minnie always seemed to be the more fragile of the two, so I was quite sure of the answer when I asked quietly, holding my breath.
"It's my mother, isn't it?"
"No."
Oh, oh. That didn't leave a lot of alternatives. Still, I asked, hoping for another negative, "My father?"
"Yes."
Pause.
"Dead?" Please God, have her say "No."
"Yes."
The room began to spin. I said nothing. I couldn't speak. I just sat there holding the receiver. From somewhere deep inside a tremor started and worked its way outward gathering momentum as it migrated. Soon it was forcing its way up through my chest and out through my throat. A huge sob broke forth surprising me with its power.
"Are you alright?" Nadine asked, her voice barely a whisper.
"No," I replied. I wanted to say more but choked on my words. I just sat there and tried to fight the sobs, but it was impossible. They consumed me. Nadine sat patiently on the other end, saying nothing, waiting for my lead. Finally, when the spasm ended, I asked,
"How?"
She filled me in on what Charlotte had told her.
"Sears?" I repeated.
"Sears," she said again.
"Returning a rug?" I repeated. I had heard her, but it was a comic twist to a personal tragedy, and very hard to absorb.
"Returning a rug," she repeated, and both of us started to laugh. In between the tears, we laughed until it hurt. Feeling guilty about the levity, but unable to ignore the irony in the situation, I laughed until I cried. Then, emotionally spent, I said,
"How's Minnie taking it? Did Charlotte say?"
"Not good. She's at Charlotte's apartment. Charlotte says she was crying hysterically, but she's sleeping now."
Another deep breath. It was hard for me to talk. "Call the airlines," I managed to croak out.
"It's done. We have a 9:05 am flight tomorrow. I've called the kids too. They're all planning to go."
I shook my head to try to clear it. "It's all happening so fast. I can't believe he's dead."
No response from Nadine for a moment. Then, "So, are you coming home now?"
I nodded, although there was no one that could see me. "I'll be home in twenty minutes," I said.
"Will you be okay?" she asked.
"I think so. Listen, did you really believe you could get me home without telling me the truth?"
"It seems pretty silly now," Nadine replied. "Charlotte was insistent that I shouldn't say anything on the phone, that I had to get you home one way or another first. It seemed like a good idea at the time."
"Nice try!" I said. "See ya soon."
When Minnie and Sidney Sweet retired to Florida around 1970, he was in his mid 60's and she in her late 50's. They were young retirees. Sid sold his small manufacturing business, and the building housing it, for just enough money to promise a comfortable, if not opulent, lifestyle.
So they took the plunge. They left their only son. They left their daughter-in-law, and their three grandchildren. They left siblings, cousins and lifelong friends, and they bought a condo in a Florida retirement village.
You know the kind. Two bedrooms. Two bathrooms. A living room leading to a Florida room (porch, to you) that looked out at the seventh hole. A small kitchen (who cooks? It's cheaper to eat out with the Early Bird)-and insufficient closet space.
The community boasted a full time resort atmosphere complete with clubhouse, swimming pools, tennis courts, golf course, transit system, and security gate. And, of course, shuffleboard. The ubiquitous shuffleboard. The Sweets never looked back!
The stock market decline of the 1970's took the glow off the carefree nature of their relocation. It was a disappointment for Sidney, and one that attacked his self-image as a provider and protector of his family.
Even though he had no personal control over what was happening to the economy, nothing could convince him that their troubles weren't his fault. For Minnie, it was a shock to her sense of security. Her verbal expressions of these feelings did little to help Sidney overcome his guilt feelings.
Still, the Sweets had enough money left, when combined with Social Security and Medicare, to maintain a modest but adequate existence. So they survived. Actually, they thrived. In spite of the economy, they soared. The years flew by. They joined every charitable organization they could find. So did all the other newcomers.
The Sweets were warm and affable people. They provided a happy home for me as a youngster and, after I married, a loving embrace for the new family that I was creating.
It was not surprising that they made many new friends in Florida. People liked and respected them. Sidney's sense of humor and his integrity were widely admired, and he was a role model that many aspired to imitate. This was especially true for his son.
Minnie's enthusiastic and outgoing nature attracted people to her like bears to honey. They played golf, went to meetings, played golf, enjoyed social events, played golf, had doctor appointments (of which there were many), played golf and, of course, they shopped.
Shopping, for most of us, is about meeting our basic needs and desires for food, clothing, gadgets and luxury items. For some people, however, it has other satisfactions and it fills other needs.
It may be a social event with emotional overtones-or a way to fill time in an otherwise boring life-or even, for some, an addiction that brings cheer to an otherwise dreary disposition. This can be as true for snowbirds and retirees of the Sunbelt as it is for the rest of the population-maybe even truer.
Consider a typical day in the life of the Sweets. In the morning they'd shop for, say, a toaster oven. They'd buy one, take it home and plug it in. They'd then enjoy a nice lunch with slices of toast made in their new purchase.
But there'd be a problem. The bread might be browning less evenly than expected. Maybe it would even be getting a little too dark and crisp along the edges. They wanted a perfect piece of toast, something that the new oven seemed incapable of producing.
Too bad! They'd have to bring the toaster back. They'd return it to the store for a refund and then, of course, would proceed to buy something else that would probably have to be returned the next day. And so it went. Day after day after day.
And the Sweets were joined in these daily shopping adventures by thousands of their contemporaries. One wonders how the retailers managed to stay in business.
If this description seems amusing, consider the other side of the story. Shopping can provide a brief escape from the preoccupation with death and disease that is the constant companion of the seniors that populate these retirement communities.
Their adult children "up north" may still believe in the illusion of their own immortality, but our shoppers know better. And yet, these older Americans somehow manage to mix a laugh or two with the bad things that happen daily to their neighbors, friends, and to themselves. It's how they cope with their reality.
A case in point: While there isn't anything happy in the tragedy about to be described, there is a bit of the ironic. Something that may elicit a smile or two even as it evokes the tears. Here's what happened.
One day in 1990, Minnie and Sidney Sweet decided to go to a nearby Sears & Roebuck store. It was early and the store just opened. They entered the store and, as they walked toward the escalators, Sidney died. That's right, he died. On the spot.
One minute he was walking alongside Minnie and the next he was laying face down where he had pitched forward onto the floor. With no sound, no cry of pain, nothing. His complexion was grey, and he was gone.
Later, a doctor was to say it was a massive heart event, that Sidney had felt no discomfort and never knew what happened. The doctor said it was a good way to die, easy on the deceased, but hard on his loved ones. It was indeed very hard on his son (and I should know), but it was hardest on Minnie.
Imagine her horror. She had spent all of her married life almost totally dependent on her husband. She didn't drive (more about that at another time), was rarely separated from him, and drew her emotional strength and most of her identity from him. It was not an uncommon role for women of her generation.
Also, her dementia had started. Not that anyone close to her, or she herself, recognized that her exaggerated personality quirks and her growing memory lapses were due to illness. They were just "Minnie," and what could you do?
Perhaps Sidney knew something was amiss. Perhaps not. But without him to "cover" for her behavioral idiosyncrasies, she would become more and more exposed.
In any event, Minnie never really expected to have to face life without Sidney. Oh, she knew that they were getting into the dangerous years, and they had even talked about it. But that was an abstraction, not something that could really happen. Until that morning at Sears, when it did.
And what a way to have to face it. Alone among strangers, in a department store, sudden death. A catastrophe. She screamed and cried and couldn't be consoled. She was seventy-seven.
Why, you ask, were they in a Sears store that morning? You guessed it. They were returning a small rug they had purchased the day before for the floor of their bathroom. It didn't look as nice as they had anticipated.
Twelve years after the event, at eighty-nine, Minnie would smile when asked whether Sid died before or after they returned the rug, and whether they were able to get their refund. She would chuckle at the thought, but could not recall the answer.
A year later, at ninety, she would struggle to remember who Sidney was-and she would ask the visitor to tell her how her husband died.
There is a product that is very popular among shoppers in South Florida. It is free from the pattern of "buy today and return tomorrow" that was described in the previous chapter. This product is known euphemistically as "Pre-Need."
It is sold by funeral directors, of which there are very many. Retirement communities breed undertakers and cemeteries in the same way that young family suburbs grow childcare centers and elementary schools.
Morticians have discovered an undeniable truth about merchandising their wares. It is very difficult to return a cemetery plot or coffin, especially after it has been used. This gives the death business an advantage that has to be the envy of merchants selling more mundane wares.
So what, exactly, is Pre-Need? The idea, which is attractive to many retirees, is that they can make decisions concerning their deaths while still alive and vigorous.
Purchasers of Pre-Need packages hope that all will go smoothly when they die, and that they will be sparing their loved ones the turmoil and trauma of having to make all sorts of tough choices under time and emotional pressures.
By arranging all of these things, and paying for them in advance, the theory goes, the temptation to buy the most expensive casket and services (because nothing is too good for "Dad") can be avoided.
The cynical view is that Pre-Need is a clever scheme that greedy funeral parlor owners have invented to lock in their customers, and to obtain up-front capital on which to earn interest. They sell the "product," usually on an installment contract basis, with high, if not usurious, interest rates.
The buyer thus loses the investment interest that would have been earned by the dollars spent on the Pre-Need contract. It is the mortician that now earns the investment interest-and, to make the deal even sweeter, the buyer gets to pay credit interest to the mortician for the privilege of deferring final payment.
Not bad (for the funeral parlor, that is)!
In addition, the mortician is assured that the mortuary's investment for cemetery land is quickly returned to the business, along with a nice margin of profit, long before it's actually needed for the purpose for which its sold. No wonder so many entrepreneurs are dying to get into this business.
The truth is that Pre-Need can be a win-win in many situations. If the funeral parlor and cemetery deliver what is promised in the contract; if they don't use the moments after death to impose the old "bait and switch" technique on guilt ridden survivors in an effort to sell higher priced product than chosen by the deceased; and if the terms of a fair and honorable agreement reached with the deceased long before the moment of need are observed, then the Pre-Need agreement may actually provide a bona fide value to the purchaser and to his or her loved ones; and a reasonable and fair business profit to the seller as well.
It is the ultimate layaway plan.
What does all this have to do with Minnie and Sidney Sweet? I'll tell you, although I'm sure that you have made the connection. Yep! The Sweets had purchased Pre-Need contracts from the Menorah Maven Funeral Home and Twilight Gardens (MMFHTG).
They were very proud of their new real estate, and felt the Pre-Need process to be an unselfish gift to their surviving family members. In fact, they seemed to enjoy taking me along on visits to the cemetery plots whenever the opportunity allowed.
Somehow, I did not find this activity to be as fun-filled as a trip to the beach but, since Dad was so excited about it, I shrugged and played along. Sidney loved to point out the aesthetics of the place.
There were no large, vertical stone markers. All graves had tasteful flat marble plaques engraved with the names of the deceased, dates of birth and death, and a few loving words. Nothing else. Rich or poor, man or woman, none had visible symbols to display worldly success or failure.
The only other option was a mausoleum-like structure that, for a price premium, would store one's remains above ground in a kind of huge, bureau-like, concrete facility.
Minnie liked that idea, but Sidney did not. He said it would be like lying between the sock drawer and the underwear. Sidney prevailed.
And so, shortly after the incident at Sears, the Sweet clan and its remaining friends gathered at MMFHTG to pay their last respects to Sidney. Minnie was still in shock and denial.
Part of her was her old well-organized self. She threw herself into coordinating the funeral arrangements with the same efficiency and energy she used to organize the three new Hadassah chapters that she subsequently served as President. This part of her persona locked her fear and anxiety up in a safe and walled compartment somewhere inside her heart and soul. She functioned, but as in a dream.
Another part of her knew, though, that this was different, that the funeral was about Sidney, and that this event was the prelude to a new life of loneliness and confusion that awaited her.
The changes that Minnie was experiencing must have frightened and worried her. For the past few years, her highs had become much too high, her lows were severe and self-destructive, and she surely felt a loss of control.
She began to malign life-long friends and family members for hurts both real and imagined. Even siblings were not excluded from her wrath. Neither was her only son. Minor affronts became major issues.
"Ma," I asked following an incident in which she was especially rude to her sister, "Why did you treat Charlotte so badly? She's been so supportive of us during this mourning period, so sensitive and kind."
"What do you mean 'us'?" Minnie answered with fire in her eyes.
"I mean you and me, Mom. I'm talking about our loss."
"In the first place, I can treat anyone any way I like. I'VE lost my husband and I'm entitled to grieve."
"Yes, but grieving doesn't give us license to be unpleasant to people, especially those who love us and wish us well."
"Again with the 'us.' I'm the one who lost my husband, so everyone can just get off my back."
"I understand that you lost your husband, Ma, but I had a loss too. I lost my Dad."
She looked stunned at this realization. "Yes," she allowed. "I guess you did. But it's not the same thing. I loved Sidney. What will I do without him?"
"I loved him too, Ma. I miss him terribly already..."
"Okay, okay, but you'll get over it. I won't."
Minnie expressed her bitterness and resentment freely and loudly to anyone who would listen, and to many who tried not to. Her world was shrinking, and she was becoming more and more isolated. Those she offended saw only a difficult personality getting worse.
No one suspected the demon growing inside of her, the illness that had begun to twist her memories, her judgment, and her emotions.
Only Sidney, who was also bewildered by the behavior of his Minnie, had been able to contain her, to do damage control and to keep the peace. He'd been shielding her. Now he was gone.
At the funeral home, Sidney lay in a partly open casket with a split lid. For a brief period prior to the service, in a departure from an ethnic tradition of closed casket funerals, his head and shoulders were visible. To my surprise, Minnie specifically requested this arrangement.
This is where I came in. Entering the visitation room prior to the service, I had a strong approach-avoidance reaction. I wanted to remember Dad as he was when he was alive and smacking golf balls into the distance at the local driving range. I did not really want to see his corpse. Yet, I couldn't turn away.
The last time I saw him alive was six months earlier at my home in the north. It was a remarkable visit, during which we talked about life and death, and about things in his past that he never opened up about before.
He cried and hugged, both of which were quite untypical behavior for him, and we shared a moment of closeness and a bond that surpassed anything previously felt between us.
At last, I thought, he is softening about his childhood. I had high hopes of finally learning the mysteries of his past that were heretofore forbidden to me. Now, that opportunity was forever gone, and his secrets were gone with him.
I approached his casket cautiously. His olive complexion, darkened further by years in the Florida sun, seemed somehow unnatural when contrasted against the clean white fabric of the casket interior. There was tightness in my abdomen as I studied him.
I held my breath and took a long, slow, painful, final look at my favorite father, my hero and my role model; and, so help me, he winked at me.
No one saw it but me. I know you think I imagined it, but I don't care. Maybe I just knew that that's what he would have done if he were capable of it. It doesn't matter. As far as I was concerned, he did it. He winked at me.
As I retreated from his casket-side, my mother, Minnie, and a "Suit" accosted me at the exit from the visitation room. I don't know how else to describe the short, very thin and pale man standing beside her. All I saw was a dark and shiny polyester suit.
The man introduced himself as the manager of the funeral home and insisted that Mom and I join him immediately in his office. I didn't know what he wanted and, frankly, at the moment I did not particularly care.
"Not right now," I resisted. "We're in mourning. What's this about?"
"It really can't wait," he persisted, "and I'm afraid that we can't continue the funeral until we sit down and talk."
Something about his words and tone told me that this was about money. He could not have chosen a more sensitive time to engage in such an insensitive demand. It was hard to contain the anger I was feeling, but I had no choice.
Mom and I followed him meekly into his office, while the funeral was placed on hold. I hoped the interruption would be short and that nobody "outside" would notice. When we were seated at a small table in his office, the Suit began to speak.
He wasn't rude. In fact he was unctuous. He got right to the point. "Your mother owes us $2200." He said. "I'm sorry, but we must have a check right now in order for our services to continue."
"They have a Pre-Need agreement with you," I said. "My understanding is that everything has been paid for."
Mom looked sheepish. The Suit cleared his throat. "Yes, they do have Pre-Need with us. That's why the balance is so low."
"Why is there a balance at all?" I asked, still confused by the shakedown I was getting.
"Let me show you," he replied, putting a stack of pink and yellow papers, invoices, and contracts on the table in front of us.
It seems that Dad had been paying out the agreement on a time contract and, when he died, there was still a balance of about $500. To that amount another $1000 had to be added for the very best coffin the funeral parlor had in its inventory. Mom had upgraded to that model today.
Then there was the extra limousine service, and on and on and on, numerous services over and above the Pre-Need arrangements, and all ordered by Minnie during the past 24 hours. The new total came to $2200. Was I prepared to write a check?
"Can't this wait until after the funeral?" I asked, hoping to have a chance to talk to my mother privately, and hoping she would write the check. She could afford it. But she was sitting silently, staring at the floor.
"I think this is in very bad taste," I said. "If we owe you some money, you'll be paid. What's the hurry now? Let's get the funeral going."
"You don't understand," said the Suit. "This is a business, and we often get stuck with bad debts. Our policy now is to collect everything that's owed in advance. I'm sorry, but no money, no more funeral today.
"You can't just stop it now," I snapped. "My father is out there lying in one of your Cadillac caskets."
"We can and we will," came the reply. "Your father can be refrigerated until the bill is paid and then we can proceed."
I couldn't believe my ears. Refrigerated! "You would really send all those mourners home at this point," I said, more as a statement then a question.
"I'm sorry. Without a check for $2200 I'd have no other choice."
Minnie looked up at me. There was a bewildered look in her eyes. She said nothing, but she did not have to. It was clear what I had to do.
"Whom do I make it out to?" I asked, taking out my pen.
Sidney never let Minnie drive. Oh, when they were younger, Minnie got her license and, occasionally, did get behind the wheel. For decades, however, Sidney just obstructed any effort to get her to drive. Every once in awhile, she would launch a mild protest.
"He won't let me drive," she would say meekly.
"What do you mean 'let you'?" I'd ask. "You're a grown woman. If you want to drive, take the keys and do it. I bet Dad won't stop you if you really insist."
"No," she'd say quietly, "He won't let me."
And that was that. Actually, she had little incentive to force the issue. For one thing, with nary a protest or complaint, Sidney drove Minnie everywhere she had to go. For another, he usually wanted to accompany her to 95% of the places where she wanted to go. So what was the big deal?
This drove Nadine and me nuts. We understood that Mom was of an immigrant generation that encouraged wives to become totally dependent on their husbands. Women had been liberated, however. Hadn't she noticed? Why didn't she demand equality with respect to driving, we asked each other? Didn't she care about her rights, we wondered?
Apparently not. It seemed that the issue was more of a problem in our minds than in Minnie or Sid's, and so we backed off. That is, while Sidney was alive and in the driver's seat, so to speak.
When Sid died, Nadine and I smelled an opportunity. Mom had lost her full time chauffer. She was going to become locationally challenged unless she moved quickly to do one of two things, or perhaps both.
One possibility was for her to utilize a local van service for seniors, a commercial taxi company, or one of the private chauffer services offered by some of the retired men in the community. The second idea involved Minnie's return to the world of car and driver. Nadine and I were aggressively pushing the latter. We would live to regret this.
It did not take much to get Minnie to acquiesce to our encouragement. She began driving Sid's Bonneville within weeks of his death. I call it Sid's Bonneville because that's what it was. He loved that car. When he wanted to buy it, he lobbied Minnie ceaselessly for months in order to gain her agreement about the expenditure.
Money had become relatively tight. "I'd like to get one more car before I die," he'd say.
"You're not dying so fast," she'd reply. "There's nothing wrong with the Buick."
"This will be my last new car," he'd come back, playing on her sympathy.
"Stop it," she'd snort. "You're breaking my heart, old man. You have at least three new cars left in you."
Well, he wore her down. Little did either really expect his words to become so prophetic. Within two years, he was dead, and Minnie was trying to pilot a car around Retiree Realm that was at least two sizes too big.
She wasn't the worst or most dangerous driver out there on the road. Countless other cognitively or physically impaired people terrorized their neighborhoods with their OPC's. Nevertheless, she was certainly holding her own.
By the way, an OPC, I'm told by my children's' generation, is an "Old Person's Car," usually a dated, extra large, GM, Ford, or Chrysler product.
Here's what happened. A few days after the funeral, Minnie needed groceries and faced her moment of truth. Call a cab or drive? It was a "no-brainer." Off she went and within a month we knew why Sidney had kept her solidly planted in the passenger seat.
First, it was the fender bender phantom.
"Ma," I asked when I'd came for a visit, "what happened to the tail light?"
"What do you mean?"
"Come look."
"Oh yeah, it's smashed. I forgot."
"How did it happen?"
"It was parked in the Publix parking lot. I noticed the damage when I got back with my groceries."
"What about the dent in the right passenger side fender?"
"These parking lots are trouble. That was when I parked near the Eckerd's drug store."
"Did you see who did it?"
Silence. Then a guilty look. Then, "No. The drivers down here are awful."
There was no point in quizzing her about the loose and hanging chrome strip, the deep scratch in the driver side door, or a half dozen other minor injuries. It was always the fender bender phantom. She saw no evil, heard no evil, and smelled no evil.
Then there was the tale of the "nice policeman."
Ring, ring. "Hello," I said.
"It's me honey. I want to tell you about the sweet officer that stopped me yesterday." Minnie laughed as she announced this as though it was the funniest thing since Milton Berle. Did I really want to know what came next? No, not really but...
"What about the sweet officer?" I asked fearing the worst.
"Well, ha, ha ha, he was so nice. He stopped me and told me I was going the wrong way on a one way street."
"What!" I yelled, blood pressure rising, "That's very dangerous, Ma. Did he give you a ticket?"
"No, of course not, silly. He knows me. This isn't the first time it's happened."
Again, "What!" I tried, and failed, to sound calm. "You're telling me it's happened before?"
"Only a couple of times. Why are you so excited?"
"Ma, it's very dangerous. You could have had a head-on. What did the policeman do?"
"I told you. He's my friend. He did what he always does."
"Which is?"
"He had me turn the car around and he told me to be more careful. He smiled, too. He's such a nice young policeman."
"He turned you around, smiled and sent you on your way? No warnings? No punishments?"
"What are you going on about? Nobody's hurt. I thought it was funny. I just wanted you to know."
"Goodbye, Ma."
"'Bye."
So much for women's lib. Seems we had created a monster and had to face the tricky task of somehow reversing course. How? That's another story.
When Patti burst in, I was already going crazy.
The day had been wild with phone calls and I was hours behind. Stacks of pink message slips peppered my desk. Most had the boxes, "Please Call back" and "Urgent," checked off. I tried to arrange them by priority, but to no avail. As soon as I had them sorted, another call would come in demanding attention.
It had not been a pleasant day. For some reason people were short tempered and angry. Maybe it was the full moon. Who knows? Anyway, clients were growling, canceling business, hanging up on me, whatever. I had had it.
"What is it, Patti?" I snapped. "You know what my day's been like. Whatever it is, whoever it is, tell 'em I've gone to Alaska."
One of the things I like best about Patti Farmer is her even temper. No matter how agitated I become, and agitated is one of my frequent states, she offsets it with her calm and relaxed manner. I never know for sure what she's feeling. She can be dealing with inner turmoil, but you'd never know it. She's the perfect Office Manager, at least for an office like mine.
As usual, on the day in question, she ignored my abrasive words and said, "This sounds important boss. It's someone from Hickfa."
Hickfa, or HCFA was the United States Health Care Finance Administration, the agency responsible for Medicare and Medicaid, among other things.
"Oh," I said, more quietly now, wondering what they could possibly want with me. In my past life as a health policy wonk, I knew people at HCFA. Perhaps this was a blast from the past, an old colleague with something nice to say. God knows, I needed something nice that day.
"Who is it?" I asked.
"I just told you, HCFA."
"No. I mean who? What's the caller's name?"
Patti gave me a name I did not recognize. Still, I was happy for the excuse to put aside the bad news business calls and seek this change of pace.
"OK, Patti, you win," I said. "Put him through."
The voice on the phone was officious and authoritative, not at all the hoped for sound of a former colleague. This was going to be an interaction with the bureaucracy. I could tell that immediately.
"Mr. Sweet?" it said.
"Yes."
"Mr. Jerry Sweet?"
"That's me." Oh, oh! I felt my defenses rising. Maybe I should have stuck with the client callbacks.
"Are you Minnie Sweet's son?"
What now, I thought? What has Mom done now? A sense of dread washed over me. Did I need this today? What could I do? The price of being an only child is the joy of handling an elderly widowed parent with dementia. I was trapped.
"I'm her son," I replied.
"Oh, good. Listen, are you aware that your mother has switched membership in her HMO's seven times in the last twelve months?"
Oh boy, an ally, I thought, not knowing whether to laugh or to cry. During the past few years, one of Mom's lifetime patterns had become exaggerated. For as long as I could remember, she had put people on pedestals where they could do no wrong.
Inevitably, they would do something to fall off that pedestal and, as far as Mom was concerned, forever after they could do no right. This was true for friends, relatives and, of course, her professionals.
She changed doctors as often as a fashion model changed outfits. She had not had continuity in her medical care for years. It was a major worry. But changing HMO's as frequently as she had switched individual practitioners? This was a new one.
I felt glad that HCFA had caught her. I didn't know what the penalty would be, for I was certain that that's what this call was about. Mom was to be punished for abusing the system and running up its costs. That would give me the handle I needed to take control of her care.
So I said, hopefully, "I did not know, but I'm awfully glad you called."
I then unloaded all of my fears and concerns, positive that the caller would assist me with reaching my goal. After all, wasn't HCFA concerned about the proper use of the Medicare Health Maintenance Organization system?
"Listen. I understand what you're telling me," said HCFA, "but there's nothing we can do about that."
My heart sank. "So why are you calling me?" I was beginning to get irritated.
"This is the Medicare fraud division. Three of the seven changes she made were back into the Foilsick HMO. Here's what I need to know. Did your mother switch HMO's on her own initiative, or did a salesman induce her to switch."
I suddenly recalled Mom reciting the fabulous attributes of an HMO sales agent. At the time, I only half listened to this latest in a long line of pedestal dwellers. Hoo boy! I should have been paying better attention.
"I have to be truthful," I said. "I believe my mother initiated the changes herself."
"OK," said HCFA. "I'm sorry to have bothered you. That's all I needed to know."
"Wait a minute," I protested. "Aren't you gonna help me stop her from continuing this self-destructive behavior?"
"Sorry, no," came the reply. "That's not my division. Thanks for your help."
"Not your division?" I shouted. "Don't you care about...hello? Hello?"
But he was gone.
For most of their lives, Sidney and Minnie Sweet liked to move. I don't mean their bodies. I mean their belongings. It was a pattern they seemed to enjoy. Between 1933 and 1971, without leaving Brooklyn, they changed residences on the average of every five years.
It was the same when they retired to the sunny and humid air of Southeastern Florida. They had barely settled into their first "seniors" condo when they became dissatisfied and moved again.
Then, hard to believe, they settled down at last and stopped the packing and unpacking that had so frequently punctuated their lives. They selected a brand new retiree development with hundreds of cute, look alike, detached, ranch houses. Although they did not know it at the time, this would be the last of their many homes that they would share together.
Remarkably, they seemed content with their newfound stability. Perhaps it was the executive golf course down the street, or the community clubhouse, a mere thirty-five yards from their front door, with its pool and pool tables, shuffleboard courts, card rooms, and social hall. Or, perhaps, they were finally just tired of the constant change.
Whatever the reason, the nomad pattern was deeply ingrained in Minnie and, when Sidney died, it resurfaced again. Big time! Only now the moving urge was complicated by something else. That "something" was the growing evidence that Minnie wasn't coping well.
Of course, it was understandable that continuing to live in "that" house would disturb her, with its memories of the great love of her life in every corner-but she never said so and, in fact, she denied it. On the other hand, she had lived in the same house for twenty years. A new record. It was time. Here's what she said about it:
"The neighborhood is changing."
"What do you mean, changing, Ma? It looks the same to me.
"The houses are being bought by a lower class. Every time someone moves out, the new people are not up to the standard."
"What does that mean, Ma...'not up to the standard'?"
"Just take a look up the street. Drive around. You'll see."
"I did that already. You told me to do that yesterday. The people looked nice."
"You can't tell by just looking. You have to live here to know."
"But you said I could tell by looking."
"Just forget about it, Jerry. You don't understand. I think I should sell the house."
"Is it Dad, Ma? Are you depressed living in the house you shared with him?"
"Don't be ridiculous! It's the people. I don't like the people."
This line of communication was clearly unproductive but, for a time, Minnie backed off her itch to move and seemed to become more content with staying put. Not that changing domiciles was necessarily a bad idea. I just thought she should avoid doing something impulsive that she would regret later.
Minnie Sweet's history was replete with regrets. Any decision, and I mean ANY decision, was reviewed ad infinitum, with emphasis on the pros of the choice avoided, and endless repetition of the cons of the one selected. Conversations with Sidney went something like this:
"I can't get comfortable in the seats of this Buick, Sidney. I don't know why you had to sell the Oldsmobile."
"Don't start on that again, Minnie. Please! You know why I sold the Oldsmobile. You didn't like the way it idled. You said the vibrations annoyed you. You said that every time we stopped at a light you got nauseous. For seven years you said that. There was nothing wrong with the Olds and there's nothing wrong with the Buick."
"You don't have to shout at me, Sidney. I loved the Oldsmobile. I don't know where you got the idea I didn't like it. Anyway, we should have bought the Ford. That is some beautiful car. Sadie and Marv Holtz have the Ford. I've ridden in it. That's what we should have bought."
"Oy!" said Sidney and, wisely, he said nothing else.
Substitute this conversation for houses, vacations, restaurants, toasters, bathroom rugs, and purchases of all kinds, and you'll get the idea. So I knew what would happen. Minnie had made up her mind to move and wanted my approval. I had reached the point where I thought it might actually be a good idea.
She was slipping, visibly and rapidly. Always an impeccable housekeeper, her home was suddenly dirty. Things were growing in her refrigerator that weren't planted by farmers. She obviously wasn't eating well.
Plastic bags were stored in her oven, were forgotten, and would become a fire hazard if she ever decided to bake or broil. Thankfully, cooking wasn't one of her passions.
This had been a compulsively well-organized woman. Now, clutter was everywhere. Every flat surface in the house was covered with papers. Coffee tables, end tables, dining tables, kitchen counters, buffets, night tables, and chairs of all types.
Everything was papered with papers. And the papers were covered with dust. To pick up a sheet was to risk becoming enveloped in a cloud of six-month-old particles.
Some of the papers were important, like unpaid bills, insurance contracts, bank statements, and other things needing action. Some could be discarded, like ads, fundraising promotions, catalogues, and all sorts of junk mail. She was having a hard time telling the difference.
So maybe the house was getting to be too much for her. So maybe I should encourage her relocation. I called her to say so:
"Ma, this is Jerry."
"Hello sweetie, I love to hear your voice."
"Yeah. Listen Ma. I want to tell you something."
"I want to tell you something, too."
"Okay, you first."
"I have to sell the house."
"Okay, Ma. That's what I wanted to tell you. I'm in favor of that. What made you decide? It's just too big now, isn't it?"
"No. That's not it. I love this place."
"Then what?"
"It's Mr. Polsky across the street."
"Polsky? He seems like a nice man, what...?"
"That no-good! He yells at me when I back the car out of the driveway."
"He yells at you? Why?"
"He's a nasty, horrible stinker. That's why."
"Ma, did you back into his mailbox or something?"
Silence. Then:
"Absolutely not! He's just crazy and I don't want to live here anymore."
"You want to move because of Polsky?"
"I've listed the house."
"Already? You've already listed? With whom?"
"That nice Joe Kirby from the Lodge."
"Is he any good?"
"He told me he'd have the place sold in less than a month."
And that's how it went. Kirby never lifted a finger to sell the house. He was depending on the multi-list. He had priced it too high (to appease Minnie), and six months later nobody had even come to look. I made her change realtors. That "nice Joe Kirby" had let her down and was now known as the "gonif."
That's Yiddish for "swindler"...or worse.
Just like in 2010, housing in many South Florida senior communities was overbuilt in the late 1980's, and prices in many sections had begun to decline. If you didn't live on the coast, chances were that your home was worth less in 1990 than in 1985.
Ring!
"Jerry, it's me."
"Hi Mom. What's up?"
"I have an offer, but I'm going to turn it down."
"Wait a minute. Don't do anything yet. The place has been on the market for a year and this is your first offer. What's wrong with it?"
"It's too little."
"What do you mean, too little?"
"Well, she'll give us our asking price, but..."
"Ma, that's terrific. Grab it!"
"Jerry, we put in a lot of extras. You know. The ceiling fans, the ceramic floor tiles, the..."
"You never get back what you spend on that sort of thing. Grab it! Who's the buyer?"
"Well, it's a little old widow. She's trying to steal the house. Anyway, I don't like her."
"Ma, you're a little old widow too. Maybe she doesn't like you either. Who cares? Sell the house."
"Your father and I loved this place. You know how handy he was. Look at all the improvements he made. Himself. With those talented hands. She wants to change it. I can't let that happen. What would he think?"
"Ma, he's gone, but I'll tell you what he'd think. He'd think you need to take the offer, that is unless you've changed your mind and want to stay in the house."
"I can't do that."
"Polsky?"
"Yes, Polsky, and stop making fun of me. The man is hateful."
"I'm not making fun of you. I just think you shouldn't have to move because of one man you don't like."
"It's not only him. It's the mice."
The mice again. I felt my heart sink when she said that. Every night she claimed to hear them scratching and squealing. Only there wasn't a single visible sign of infestation.
When I last visited Mom, I looked everywhere for droppings, for mouse holes, for anything that would corroborate her perception that her house was being overrun with the little rodents. When I said I couldn't find them, she said they were under the floorboards, especially in the bathroom. So I hired an exterminator to check it out. His conclusion: no mice!
Several months before her decision to sell her house, Minnie visited us up north. The first morning after she occupied our guest room, we found the closet stuffed and barricaded with her luggage, bedding, boxes, and anything that was within Mom's reach during the night.
On the other side of the back wall of this closet was another closet, this one in the bathroom off our master bedroom. It was a closet frequently visited by Nadine and me for shaving supplies, toiletries, and the like, especially before bedtime and in the morning.
A single sheet of wallboard that was anything but soundproof separated the two closets.
Here's the way the conversation went:
"Ma, what happened to your closet? Why is it crammed with all that junk?"
"Didn't you hear them? I was up all night."
"Hear who?"
"Not 'who.' 'What'?"
"What do you mean 'what'?"
"The mice, Jerry, the mice. Your house is full of them and they're all in that closet."
"Ma, we don't have any mice. I think you're hearing the noises that Nadine and I make moving things on the other side of your closet wall. Come, let me show you."
"You're making fun of me again, Jerry. I don't want to look in your closet. I don't have to. There are dozens of mice in my closet and I intend to keep them blocked in there."
And that's the way we left it. Now, months later, the mice seemed to have migrated to her house. Looking back, with what I now know, I believe this was a minor hallucination, an early sign of her developing dementia. At the time, I just got annoyed and exasperated.
Anyway, back to our telephone conversation about selling her house. For whatever reason, Polsky, mice, or some other whacky idea, Minnie had made up her mind to sell. Now she wanted my (and Sidney's) permission to do it. What could I do but grant it?
"Okay, okay," I said. "I think you should take the offer. Dad would agree."
"Do you really think so?"
"I know so. I asked him."
"I love you!"
"I love you too."
So the house was sold and the new owner wanted quick possession. For the seventh time in as many months I put my business on hold, tried to forget how much revenue I was forfeiting, and flew down to help find Minnie a new home. It wouldn't be the last of these trips.
We got lucky. In one weekend we found the perfect end unit condo in a pretty golf and tennis community. She wasn't going to play either sport, but the development was first class.
By now you can guess at the conversation, so I'll spare you the details. Minnie felt we paid too much and she didn't like the sellers.
Anyway, she purchased a lovely, 1200 square foot furnished condo, down from her 1800 square foot furnished house. It was a size I hoped she could manage. She had less than a month until moving day.
Minnie had always been a "squirrel," never throwing anything away, storing "whatever" for a rainy day that never arrived in a garage that could no longer accommodate a car.
When I looked at the clutter and examined the garage, I felt overwhelmed with what it was going to take to go through a lifetime of junk, sequester whatever was of real value and, somehow, persuade Minnie to toss the rest.
But, for now, I had a plane to catch. Thank God, I thought. Here's what I said:
"Ma, you have to start packing. I have to go home now, so can you manage this on your own?"
"I've packed all my life, remember? I'm an expert in packing."
"Okay. So I'll hire a mover and tell them that you'll do your own packing."
"Okay."
"Are you sure? I can have them pack for you, and save you the headache."
"Do they charge extra?"
"Of course."
"I'll pack myself.
"You can afford to have them pack."
"I'll pack myself."
"Also, Ma, don't get mad. You're going to a much smaller place. You have to throw away a lot of stuff in the garage. You have to clean up all the papers too; you know, pay the bills, file what I marked for filing, and dump the rest. Can you do that?"
"Do you take me for a dummy?"
"No, of course not. Listen, this is the most important part. You have to get rid of some furniture. It won't all fit."
"Okay."
"I'm serious, Ma. You really have to do this. I think you should sell the furniture in the new place, or give it to charity. That way you can keep your own furniture...the pieces that you've always loved. Will you make arrangements to do that, or should I?"
"I can do it, Jerry. You must really think I'm stupid or something."
"No Ma. I'm just trying to make it easier for you. And I'll come back on moving day to help. Okay?"
"I don't want you to take so much time off for me. I can manage by myself."
"I'm coming."
"I love you!"
"I love you too."
In subsequent weeks, the long distance phone conversations always included something like this:
"How's the packing going?"
"Okay."
"Have you started?"
"I got some boxes from Publix."
"But are you filling them?"
"I will. There's plenty of time."
"Why don't we have the movers pack for you?"
"I'll manage."
As Minnie's moving day drew closer, I made my flight arrangements expecting that, when I arrived, I'd find a fully packed house ready to go onto the moving truck.
Truthfully, I did worry a bit that she might not have finished the job, but I dismissed that thought as unworthy and unthinkable. I was in for a surprise. Can you guess what it was?
If you guessed that she had gotten herself organized and had finished her packing, you would have been wide of the mark. Not only hadn't she finished packing, she had not even started.
Not a dish, teaspoon, garment, or trinket had moved one inch from where it had been on my last visit. Not a bill had been paid, nor a piece of paper disturbed. She hadn't done a thing.
That was the scene that greeted me when I arrived at her house in the late afternoon. The movers were scheduled to arrive the following morning. So what would you have done?
Here's what I did. I totally lost it. One should never yell at a parent, right? Well, one should never yell at anyone, really, but especially a parent...and especially a parent that was obviously having big problems coping with the routine activities of day-to-day living.
But denial is a powerful thing, and I had not yet admitted to myself the extent of Minnie's decline. To me, she was just being her old, obstinate, passive-aggressive self, digging in her heels and not doing what her son (formerly her husband and before that, her father) told her to do.
So I yelled. But she didn't get mad, defend herself, make excuses, explain her situation...nothing! In fact, she seemed bewildered by the whole thing.
So I took control. I called the movers late afternoon and was lucky enough to get the dispatcher who was getting the truck ready for the following morning. I described what I had found and asked him if it was too late to arrange for packers to come with the truck.
"No problem," he said.
"Phew!" I said. Then I downed a couple of aspirins and took Mom out to dinner. She was all smiley and relieved that I was taking charge. This was totally out of character for Minnie.
The move was supposed to have been a quick deal, only half a day. Now, with having to pack first, I knew that it would have to take a bit longer. Only I had no idea how much longer.
For starters, the truck arrived at 9 am, a half-hour late. For a moving van, that was really on time. After all, the crew was entitled to stop for a nice, leisurely breakfast on the way over, weren't they? And there were still almost three hours until their nice, leisurely lunch break would begin, so a lot could be accomplished in the morning. Right?
Wrong! We had originally been promised a crew of two men, the driver and an assistant. Since the dispatcher had said, "no problem," I assumed that we would get at least four. Two to pack and two to load the truck. You know the old adage about "assume making an ass out of you and me (ass-u-me)?" He-Haw!
All we got were the same two guys who were originally scheduled. They had their arms twisted until they agreed to do both the packing AND the move. If they had known what faced them they would have run like hell.
So K'wami and José walked in, said hello, looked around, and turned white, which was a pretty good trick for two gentlemen of color. That was only the first of their shocks that day. "Did the dispatcher tell you I called?" I asked.
"Yup," said K'wami. He was the older of the two, the driver, and the guy in charge. He would also turn out to be a man of few words and most of these words would be justified complaints about what the dispatcher had gotten him into.
"Then you know that everything has to be packed first."
"Yup."
"So where are the packers?"
"You're looking at them."
"You're gonna need more help. It will take two men forever."
"It's Saturday. Me and José is all they got. Lucky for you we was scheduled. From what I see, not so lucky for us."
I remembered that we had agreed to pay extra for a Saturday move so it could happen with me present. Of course they would be short staffed on the weekend.
"I'll help," I said. We were paying by the hour so I was motivated. Minnie was nowhere to be seen. She had started to yell at our guests the minute they arrived, and I took her aside and begged her to back off. Since then I could hear her in her bedroom. I could hear drawers were opening and closing, but I didn't know what was going on.
"What should we do with all these papers?" asked K'wami. "I can't pack the furniture it's sitting on until it's removed, and I don't want the responsibility of touching the stuff."
"I don't blame you. Give me some cartons and I'll take care of the papers," I said, feeling overwhelmed. "Meanwhile, get started with the kitchenware."
While K'wami was getting the cartons, I checked the noises in the bedroom. Mom and José were in mortal combat over the contents of her dresser drawers. The piece must have weighed 1000 pounds.
He wanted to remove the drawers to make the dresser lighter and easier to handle. Mom wanted him to move the dresser onto the truck without removing the drawers. Why? Beats me, but José was ready to quit and the day was just getting started.
This discussion was interrupted by a groan coming from the garage. Thinking that K'wami had hurt himself on some of Sidney's tools, I rushed to his aid. The groan was due to psychic pain, not physical distress.
"What's wrong, K'wami?" I asked, as if I didn't know. At Minnie's request, Dad had installed wall to wall tiered shelving throughout the garage and every inch of it was crammed with dust covered boxes, most of which contained nothing worth saving and, certainly, not worth paying to move. Besides, the new condo had no garage, just a small storage closet.
With Minnie out of earshot, I quickly sampled most of the shelves and granted K'wami permission to leave it behind. My plan was to examine the stuff myself and dump most of it. I didn't know how Minnie would react to this plan but, at the moment, I really didn't care.
And that's the way the morning went. By Noon, Minnie had quieted down and things were getting organized. It was clear, however, that this move was going to last late into the night and would cost a fortune.
And the movers hadn't even discovered the worst yet. That would come at around 3 PM when K'wami and José made the first trip with the truck to the new condo, while I continued to pack unbreakables myself (for insurance reasons, I had to let the crew pack anything fragile).
"Did you know that the new place is furnished," asked K'wami when he and José returned. He sounded disgusted.
Of course. I had forgotten. I had asked Mom to get rid of that stuff. Another ball seems to have dropped. "I know." I said.
"It's also much smaller than this house."
"I know."
"What furniture are you leaving behind here?"
"Ma," I called and, as she emerged from her bedroom where she had been resting, I asked, "What furniture are you leaving behind?"
"What do you mean, 'leaving behind'?"
"Everything won't fit, Ma. You were supposed to get rid of the stuff that came with the new place."
"I decided I like it."
"Okay. That's fine. But then there's no room for all your old furniture."
"I'll make it fit."
"Mrs. Sweet," said K'wami, sounding more courteous and patient than I would have been, "the new place is too small. You won't have room to walk. You'll have floor to ceiling boxes in every room. Furniture pieces will get stacked on top of each other."
"Jerry, tell him I want it all moved."
"You heard her, K'wami. You've warned her, so you're not responsible. It all goes."
So, shaking his head, and muttering under his breath, K'wami called for José and, by 9 PM, the move from Hell was finished. Minnie, of course, was mad at them and didn't want me to tip them. When she wasn't looking, I gave them double the usual amount. They deserved more.
K'wami's predictions of apartment congestion turned out to have been optimistic. But, again, (thank God) I had a plane to catch the next day.
"Ma," I said. "How can I leave you like this? You don't have an inch of space to maneuver. I don't know how you'll even unpack."
"I'll manage," she said.
"We could pay to have them unpack you," I said, wondering even as I did, how this would work. I had no doubt that K'wami and José were history. Nothing could persuade them to come back.
"Should we do that?" I continued.
"I love you," she said, shaking her head.
"I love you too."
Somehow Minnie did manage. I don't know how she did it but, gradually, whenever I visited her in her new condo, I noticed that there were fewer boxes and more space.
I suspected that she had found someone to help her. She could be very persuasive playing the "Damsel in Distress" role, and there was always an aging knight nearby willing to come to her aid.
"Ma," I said on one of my visits, "the place is beginning to shape up. I don't know how you've done it, but I'm impressed. Have you had help?"
Her silent reply was a mischievous smile, so I continued, "Where did you put all that stuff?"
"It's in the storage room," she said, still smiling.
"But Ma, there isn't that much space in the storage room. Did you give a lot of it away?"
"I didn't have to. I told you I'd manage, didn't I? You didn't have any confidence in me."
"Of course I did. You did me proud. I feel so much better about your new place now that it's begun to look so homey. Listen, can I take a look at the storage area?"
Her smile went away. "Why?"
"Listen, Ma. Don't you think I should know where things are? What if something happens? What if you're, God forbid, in the hospital and you ask me to bring you something from storage?"
A big sigh and a reluctant, "Okay, let me get the keys."
The keys? Why plural? The rules say that each resident is only permitted to have one locked storage area. Somehow, Minnie had finagled a couple of widower neighbors into letting her "borrow" their storage spaces.
Since neither of the men were "collectors," their storage areas were empty and they were happy to oblige. As I say, Mom's expertise lay in helping others to feel good about helping her.
So she had three adjacent storage cages, jammed side to side and top to bottom with many of the unopened boxes and some of the furnishings that previously crammed her apartment.
There was no way anyone could know where anything was within these cages, nor could anything have been easily retrieved even if it's location could be identified. Yup, Minnie had managed all right.
I returned her keys without comment. She silently accepted them back with a smile.
"How do you like my ceramic floor tiles?" Minnie asked during one of my visits soon after her move to her new condo.
"They're very nice. Are they new?" I asked, not remembering what the place came with.
"Brand new. So is the ceiling fan in the dining area, the lighting in the kitchen, and the sun proof coating on the windows in the enclosed porch."
She knew what I would think. I was being led into a fight. I was expected to challenge her decision to spend the money to do these improvements. I knew it was money down the tubes. Money that she might need to live on someday.
It was one more example of a growing list of poor judgments she was making; judgments that could come back to hurt her in the future. But what could I say? There were bigger issues on my mind that day, and I didn't need a knock down, dragged out argument.
"I'm happy you're happy," was all I said.
Minnie looked sad at having been deprived of her psychic exercise. She loved a good fight. However, I had a mission on this trip and I could not risk being distracted from achieving it.
As an only son living far away from an isolated and elderly parent, it was clear that I would have to play an increasing role in the care of my mother. The problem was that I was a long distance caregiver.
As she became more and more needy, something that was inevitable with her advancing age, how would I know when to drop everything and come running? I had a business to run and had to choose my timing very carefully.
Things that sounded like a crisis on the telephone often turned out to be relatively minor and were virtually resolved by the time I could get away and fly down. On the other hand, things that sounded fairly minor often escalated into full fledged crises, with me still "up north" trying to quarterback things by phone.
Who could I rely on for good advice as to whether I was really needed? Her sister, my Aunt Charlotte, was there part of the year and was a great comfort. But even she wasn't always available. Nor was it fair to expect her to be. So, who to turn to?
Remember, Minnie never had the same doctor for more than a couple of months before she alienated him and his office staff, or vice versa. So there wasn't a medical professional that I could call about her. Every so often, at my request, she would provide the name and phone number of her current physician and claim that she appreciated my interest and help.
Somehow, however, by the time I got around to calling the latest doctor, Minnie would no longer be a patient. Coincidence? Or did she want to keep her health issues private. If so, I could respect that. But she was increasingly forgetful and rebellious about following medical advice.
When she didn't like the advice, you know what she did. Right! She changed doctors. She was also pharmaceutically non-compliant. Every medication prescribed for her blood pressure, anxiety attacks, breathing problems, whatever, seemed to cause such bad side effects that she felt she had to stop taking them. Or she just plain forgot. Either way, she was not getting any benefit from them and her health was getting noticeably worse.
I had a plan to help me stay better informed about Minnie's daily needs, but it would require her willing cooperation. A new profession had recently emerged to help relatives of elderly family members supervise and coordinate care and services for their loved ones. Its practitioners were known as Geriatric Care Managers and I wanted to hire one for Mom.
A national association of these GCM's had formed for the purpose of promoting professionalism among its membership. It provided contact information for those of their members that practiced in South Florida. In fact, I had already spoken to several local GCM's, had selected one, and was ready to go. But would Mom buy into this idea? I had my doubts.
There were all sorts of services that these professionals said they could provide to Minnie, depending upon their individual backgrounds and training. These included, among other things, clinical services, transportation, shopping assistance, emotional support, financial management, liaison with social services, or just plain old companionship.
Perhaps the most attractive feature of this service was the potential of having an objective, third party, on the scene, able to monitor the situation and to report regularly to me about Minnie's needs.
It was like buying a surrogate care-giving relative, I thought, to be there for Mom when I could not. Without question, there would be some tough choices to be made down the road, some of which might be heart wrenching and guilt producing. Like the possibility of having to arrange for nursing home care, for example.
I didn't want to face such decisions alone, always to wonder whether I had done the right thing for Minnie. Here was a way, I thought, to have a partner to assist me to evaluate each situation, and to advise me on the best professional options for my mother. It was the perfect setting, I thought, for a Geriatric Care Manager.
"Ma," I said. "Let's talk."
"What do you think we've been doing?'
"No, I mean about something important."
"Oh, so you think my getting settled in my new place isn't important?"
"You know that's not what I mean. Listen, Ma, I'm worried about you when I'm not here. You're refrigerator's almost empty and, frankly Ma, don't get upset, but some of the stuff you have in there is inedible. Are you eating right?"
"Do I look undernourished?"
She had a point. If anything, she had put on weight. But that didn't mean she was getting proper nourishment.
"You look great," I lied, "but I want you to stay that way. You know, while I'm here, I could arrange for 'Meals On Wheels' to deliver your dinner a couple of times each week."
"What are you talking about? I used to volunteer for 'Meals On Wheels.' The people Dad and I delivered food to were old and decrepit. I don't need that service."
"Ma, that was ten years ago. You're ten years older and alone now..."
"I don't need that service."
"But..."
"Listen, Jerry. Speaking of eating right, let's go grab a bite. I'm hungry."
"Ma, we just had lunch half an hour ago."
"I didn't have anything."
"Yes you did. You had a tuna fish sandwich, half a grapefruit and a big piece of Danish."
"That was yesterday."
"It was half an hour ago."
"No it wasn't. Why do you make up these stories? Let's go eat."
"We just ate. I'm not hungry yet."
And so the argument raged with Mom getting more furious by the minute. When it finally dawned on me that she wasn't being difficult, but really couldn't remember eating lunch, I surrendered and took her to the neighborhood deli. Incredibly, she downed a huge corned beef sandwich while I nursed a cup of coffee and looked around the deli.
Walkers and canes were everywhere. A thin, frail looking woman about Minnie's age, bent with osteoporosis, was laboriously making her way past our table with a walker.
"Look at her," Minnie said, too loudly and with a tone of disgust in her voice, "why do they let them in here? This place is getting to be like a nursing home."
Embarrassed because the woman had to have heard, I waited until she was out of earshot, and I said, "Ma, she heard you. That wasn't very nice."
"She didn't hear a thing. She has double hearing aids."
"Which probably enabled her to hear exactly what you said. I think you wanted her to hear you. That was cruel."
"I don't care. They shouldn't let people like that in here."
I didn't argue. This was becoming a constant. Minnie had less and less compassion and empathy for elderly people who showed outward signs of deterioration.
The more I defended them and criticized her for her rudeness, the louder she would argue her case that people needing walkers, wheelchairs and canes should be confined to institutions, or at least kept out of public places. Her disparaging comments mortified and disappointed me.
I remembered a kind and considerate mother. Where had she gone?
Years later I would recall these episodes and recognize them for what they were-her fear that she was next. Rejecting handicapped people was, for her, like rejecting the handicaps themselves. But, at the time, all I felt was anger. I wasn't sure about what was happening to Minnie, but I knew she needed help.
Back at the condo, I tried again. "Ma, I want you to do something for me."
"For you, sweetie, anything,"
"Look, I know you don't think you need any help, but I need to have peace of mind about you. I have a suggestion about how to accomplish this."
Since she seemed receptive, I explained about the Geriatric Care Manager and why I wanted her to have such a service.
"It's for me, Ma. Give it a try."
"How much does it cost?"
"It's a community service," I lied, "so there is no charge." Actually, I would pay for it, and it wasn't cheap, but I'd been advised not to tell this to Mom.
Experience had taught the GCM I was talking with that elderly parents tend to resist accepting the service if they think their kids are paying for it. And they certainly would never agree to pay for it themselves.
"Honey, if it will give you peace of mind, I'm agreeable. I don't need it, but I'll try it for you. Now, I want you to do something for me."
Uh, oh! "Sure, Ma. What is it?"
"Promise me that you'll never put me in a nursing home."
Sometimes a lie is a blessing. I've already admitted to telling several falsehoods that I thought were in Minnie's best interests, so why on Earth I suddenly felt a need to be totally honest I'll never know. But I did.
Here's how I (stupidly, in retrospect) answered her request for my promise:
"No."
"No? What do you mean 'no'?" Her voice was rising and her face was flushed. I could literally see her blood pressure going up. Why couldn't I recognize her terror?
"Ma, how can I promise? First of all, I would never 'put' you anywhere. But who knows what the future might bring? How do we know you'd never need a nursing home? Of course, I'll do everything in my power to help you avoid it, but what if your condition at the time requires it?"
"Promise me!"
"Ma, I'd be lying if I did. I'll try, but..."
"You mean you won't promise?"
"Not 'won't,' can't. What if you're in the hospital or something, and..."
I didn't finish the sentence. She was absolutely hysterical. I don't recall her exact words, but my mother had never before said such abusive things to me. It was a shocking first, soon to become a regular feature of our relationship.
Flo Golden charged $25 an hour for her Geriatric Care Management service and, at first, I was happy to pay it. She came highly recommended, was a member of the GCM professional association, and she lived near Minnie. She sounded personable and intelligent on the phone. What more could I ask?
Surprisingly, Minnie continued to sound receptive to such assistance, and so I set up her first appointment with Flo. I then waited with the proverbial "baited breath," certain that Minnie would find a way to sabotage the scheme.
If she did, it wouldn't be the first time that she used overt cooperation as a mask for killing a venture. Was she really okay with this? As much as I pondered it, I could not predict the outcome.
Flo did an initial assessment interview and provided a written report that recommended engaging her for ongoing guidance and assistance to Minnie. She felt that Mom needed someone nearby to confide in, to analyze why she alienated others, and to prevent situations like the Polsky wars from happening again with her new neighbors.
She also said that Minnie had definite symptoms of early dementia. The import of this news registered with me, but I had no idea yet of its long-term implications for Minnie's life...and for mine.
Based on my conversations with Flo, I was led to expect at least the following services:
* Management of personal affairs, including referrals to financial, legal and/or medical professionals, as necessary.
* Care-planning assessments.
* Coordination of in-home services, if and when needed.
* Crisis intervention.
* Counseling and support.
* Weekly communication with me.
This last was, from my point of view, the most important single benefit of the service I thought I was buying. And for the first month or so, Flo did stay in touch, maybe not weekly, but often enough so that I had a sense of what was happening with Minnie.
In all fairness to Flo, I believe she had every intention of providing all of the benefits she promised...and I think she may even have tried. But she was no match for Minnie, and it didn't take long for Flo to lose control.
Here's what Minnie had to say to me via long distance telephone:
"What a nice person, Jerry. This Flo, I mean. I really like her."
"Great, Ma. Remember, her job is to stay in touch with you and to keep me informed about your needs."
"I don't really need anything."
"I know. This is for my peace of mind, remember?"
"I know you worry. So, I'll keep seeing Flo. I'll do it for you. Anyway, she took me to lunch and we had a great talk."
"Really? She took you to lunch?" I didn't recall that being part of the deal. Who paid for lunch, I wondered? And would I be billed $25 an hour for the time Flo spent at lunch with Minnie? Of course I would. Hmmm?
"Not only that. She took me to my doctor appointment too."
Chauffer services? Another thing that hadn't been discussed. Minnie was still driving, so why was this necessary?
"No kidding. How did that happen?"
"I asked her to. I didn't feel like driving. Wasn't that nice of her?"
"Oh yes. Very nice. Let me ask. Did she wait in the waiting room while you were with the doctor?"
"You bet. She had to take me home afterwards, so she waited for me. I really like her."
So, it seemed as though I was paying Flo an hourly fee for the time she spent having lunches with Minnie (plus the cost of the lunches which were listed as "Related Expenses" on Flo's bills), for chauffer services, and for waiting around in doctors' offices.
I thought I had hired a GCM. Instead, I appeared to have "bought" a new best friend for a woman who had alienated all of her "free" friends. And I couldn't complain to Minnie since she thought Flo's services were free. So I called Flo hoping to hear a good explanation for what was happening.
"Flo," I said. "I haven't heard from you directly in months. I thought weekly reports were part of your service."
"Yes...well...there really wasn't anything significant to report."
"But you're seeing Mom a lot, in fact more hours per week than we had agreed to, and you're billing me for the extra time. If there's nothing significant to report, why is this necessary?"
"Your mother is very lonely, Jerry, and her self-esteem is low. She needs a regular visit from a friend, and I'm all she has in Florida at the moment."
"I don't understand. In the past twenty years, she established three Hadassah Chapters and served as President of each of them. She was Chair of a chapter of B'nai Brith Women. She was active with the Jewish war Veterans, and a Matron of the Eastern Star. She was Director of Volunteers for her city, and a member of its Library Board. And much, much more. But you know all this. Where are the dozens and dozens of friends she and Sidney made in all these groups? Mom has been a human dynamo. How can you be all she has?"
"I don't know what happened to her friends, but they're not around. She says they only care about themselves. She's very depressed."
"Okay, that sounds like an acceptable basis for your involvement, but I still don't know why you're not communicating with me directly. Also, how are you diagnosing Mom's loneliness and self-esteem...her depression?"
"She told me herself. I listen to what she says. You should too."
Whoa! That sounded kind of judgmental, but I ignored it for the moment.
"She told you? Is that sufficient? Don't you have some sort of professional tool for these kinds of things?"
"Listen, Jerry, Minnie is very needy," Flo said, sidestepping my question. "What am I supposed to do when she calls me every day and begs me to take her to lunch or to the doctor?"
"Well, since I'm the one who pays you, Flo, I'd expect you to call me in advance to authorize the extra time. Minnie can be very manipulative..."
"You're telling me!"
"Exactly. So, from now on, I expect you to say 'no' when Mom asks for more time than we've contracted for. If she wants to know why, tell her it's my wish."
"I don't recommend that. You know, Jerry, she's very angry at you. One of the main things she wants to do at lunch is complain about you and Nadine."
Uh oh! Minnie's sister Charlotte and one of my own children had been reporting frequent phone calls with venomous attacks upon me. They seem to have started shortly after Flo's services began.
"What exactly does she say about us, Flo?"
"That's just it. She's very vague about it. Something about nursing homes, I think. I'm trying to get her to open up about it. It's important that she learn how to express these hostile feelings."
What was going on here, I wondered? I had needed an objective ally to help me plan for Minnie's needs but, suddenly, there were hostile feelings that needed expressing, and two adversarial camps: Minnie and Flo versus me and Nadine.
The GCM concept made sense to me, but perhaps I selected the wrong person. She was adding to my stress, rather than relieving it...not at all what I had in mind by hiring her.
Maybe it was time to cancel Flo. It would be hard to explain to Minnie who, clearly, had co-opted this so-called professional's judgment and behavior. However, the emotional and financial costs were becoming burdensome. I made a snap decision.
"Flo, I want you to stop seeing her."
"What do you mean?"
"I'm not happy with your services. I'm sorry to have to say that, but there it is."
After a time, and softly, "Your mother needs me, Jerry. She won't be pleased about this. What if I continue to see her anyway?"
"No problem, but if you do, then you can send your bill to her." I was beginning to understand where all the so-called "hostile feelings" might be coming from. Minnie was not the only manipulative talent on the block.
"What do you mean?"
"I mean I won't pay you anymore."
"But Minnie can't pay me. She doesn't know I charge for my time. She just thinks I'm a friend. It would ruin our relationship if I billed her. You're the one who hired me."
"Exactly. And now I'm firing you."
Actually, Minnie took the news all right. I had to confess to her that Flo's time wasn't free. That did it. She said she was totally supportive of dropping Flo and she took delight in reminding me that she only got involved with Flo to please me.
However, it turned out to be much easier to start up with Flo than it was to end it. Several months after I terminated her service, a bill arrived for two hours of her time, along with a brief written report.
She stated that Minnie had sounded distressed on the phone, but she did not say who initiated the call. She reported taking Minnie to lunch again because she felt my mother needed a sympathetic listener
"Flo," I said, when I called her, "I'm not going to pay your bill. I thought I had made my position clear."
"But you mother asked me to meet her. She was so lonely, Jerry. She is very vulnerable and she really needs me."
I was beginning to wonder who was needier, Minnie or Flo. "That may be true, Flo, but why didn't you just call me first, as I had asked, to tell me you were getting involved again?"
"You're right. I should have done that. It won't happen again."
"Right. It won't. I'm not paying your bill."
That seemed to do it. Neither Minnie nor I ever heard from Flo again. I still felt I needed a local ally, though, and so I did what I probably should have done in the first place. I contacted a Jewish agency in Minnie's community and learned about its reasonably priced geriatric evaluation and support service.
Shortly thereafter, a real geriatric professional, one of its social workers, Gloria Gelman, was on Minnie's case, evaluating Mom's needs, conducting herself professionally, and reporting regularly to me.
Gloria's service was everything I had hoped for in hiring Flo, and didn't get. She soon discovered that Minnie had known all along that Flo was charging me, and that my mother was deliberately running up the clock as her way of killing the arrangement. At least, that's what she told Gloria.
It didn't take long for Gloria to figure out that Minnie had some real emotional and cognitive problems, that she was probably at the beginning stage of some sort of dementia, and that the symptoms were certain to get worse.
She began to prepare me and Minnie for a day, in the not too distant future, when my mother would need to move again, this time into a more sheltered environment.
But that's a story for another chapter.
"Jerry, I've made a big decision." Minnie's voice on the phone was rational and firm.
For most of Minnie's life, she became overwrought when faced with a decision, even a little one like choosing a dinner from a restaurant menu. She was the living embodiment of that old joke. You know the one.
QUESTION: Do you have trouble making decisions?
ANSWER: Well...yes and no!
She would go back and forth, back and forth, making a choice, regretting it, changing her mind, regretting it, over and over and over. Sometimes weeks, and even months would go by, during which Minnie would whine and complain about how she should have made a different choice.
She was never satisfied that, whatever her decision, it was the best one under the circumstances. There was always a better option out there that she thought she should have chosen.
So, her announcement about having made a BIG decision unsettled me. What was she up to now?
"Great, Ma," I said, finally, with a tightening in the pit of my stomach. "What is it?"
"I've decided to come north to live near you and Nadine."
Mixed feelings! This was just what I wanted and I had been lobbying Minnie hard for it lately. I never really expected it to happen. You know the old adage about being careful what you wish for...?
"Terrific, Ma. I didn't think you were ready to move again."
"I didn't think so either, but Gloria convinced me. I'm not getting any younger, Jerry. My place is with my children."
Gloria! God bless her! This was exactly the kind of decision I could not make alone. When making such enormous changes in the life of an elderly parent, especially one with dementia, how can a caregiver know the right thing to do? Some had siblings to help with the process. I did not...and I was too close to it, too emotionally involved.
Gloria Gelman, social worker, was my counselor as well as Minnie's, and her advice was to get Mom to move near me as soon as possible. Gloria had been calling me regularly about Minnie's condition, and was reporting major slippage.
Until now, Minnie had dug in her heels. She was not moving again, and certainly not moving north. I don't know how Gloria sold it, but Minnie had done a complete reversal. For the most part, I was pleased. Frightened, but pleased.
"This is great news, Ma. When do you want to do this?"
"As soon as you can get me into those senior apartments we saw the last time I visited you."
These apartments are a community-based project with modern facilities located on two suburban campuses. Each building offers somewhat different programs to its elderly clientele, depending upon the needs of each individual.
Some units offer totally independent housing, some provide a partial support environment, and some supply complete assisted living services. Each campus also boasts a large community center with swimming pools, gyms, and lots of special programs for seniors.
In the building we were considering for Minnie, there is a social work staff and an activities director. It would be hard, I thought, for Minnie to avoid getting involved in the building's active social life. She would no longer be as isolated as she seemed to be in her Florida condo.
Also, she would be well nourished for a change, since her rent would include five dinners per week in a communal dining room that would supplement the limited cooking facilities in her apartment. For all these reasons, I felt good about bringing Minnie up to live in such an environment.
There was just one negative, but it was a big one. There were large waiting lists for all but the studio apartments, and the latter were understandably unpopular because of their diminutive size.
If Minnie was willing to take a studio, she could move up any time she wanted. If not, there was at least a one-year wait.
So I said, "Ma, there's a long waiting list for the one bedrooms, but you can probably get into a studio right away."
"I don't want to wait. My place is with my children."
"I think so too, but I want you to realize that the studio apartments are single room affairs with a small kitchen alcove and a bathroom. One side of the room has a bed and the other is the living area. Very compact."
"I'll manage."
"Seriously, Ma. It could be very uncomfortable for a while. You'd have priority for a one bedroom that opened, but that could take a year or so. In the meantime, you'd have less space than you've ever lived in before. I don't want you to regret the move, or to be unhappy about your new apartment. Maybe we should wait."
Visit: http://www.smashwords.com/books/view/9565 to purchase this book to continue reading. Show the author you appreciate their work!