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Dedication
To Hope, Eli, and Benjamin:

May your memories last a lifetime.
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INTRODUCTION
EVERY
68
SECONDS
T
he man I live with is not the man I fell in love with and married.

He has slowly been robbed of something we all take for granted: the ability to navigate the mundane activities of daily livingâ€”bathing, shaving, dressing, feeding, and using the bathroom. His inner clock is confused and can't be reset. His eyes are vacant and unawareâ€”as if an internal window shade veils our access.

Before I grasped what was happening, I was hurt and annoyed by my husband's behavior. Those feelings dissolved into unconditional empathy once I understood the cruelty of his diagnosis: early-onset Alzheimer's disease. He was fifty-eight.

At first, I ran interference and fought for him because it was the right thing to do. He was slipping out of controlâ€”confused, childlike and helpless, his social filters stripped away. He shadowed me because I was familiar and safe, even when he could no longer remember my name.

I always loved him, but during our marriage, he was often aloof and unreachable. In illness, unlike in health, he made me feel needed and important to him.

Neither a scientist nor a neurologist, I have spent close to two decades trying to decipher what's going on in my husband's head. How hard and unfair it is for such a smart man to lose pieces of his intellect and independence as the circuitry of his brain misfires and corrodes. No new short-term memories stick: his internal navigational compass has shut down. His disease is my crossword puzzle.

Harvey has long forgotten me, but I am constant as his copilot and guardian. Every conversation is inclusive and respectful even though he is often unintelligible or mute. It is a charade that never ends. I bear the burden of all decisions for us both. The demons and terror of his world define mine. Any challenge is self-defeating. I play into his reality and pretend that his fate and our life together are not doomed. Unfortunately, I know better.

Alzheimer's distorts and destroys shared memories that bind family ties. Caregivers are not unlike victims who survive a hurricane and find ourselves sifting through the rubble to rescue faded, storm-drenched photos or sentimental objects. We piece together what's left of our past and struggle to put down building blocks for the future. I need to make some sense of my journey through this storm.

My bookshelf is lined with tomes on dementia care, yet the page I need always seems to be missing. Each brain unravels in its own quirky and idiosyncratic way. I have learned firsthand that there is no single solution to taking care of someone with dementia.

Many times, personal stories involving Alzheimer's gloss over the unseemly details of care. They are written as love stories of unquestioned devotion or living memorials to honor someone during better times. Why not? As spouses and caregivers, we deserve to do whatever works for us. It is our version of pain management. But I never wanted to embellish or soften the edges around the truth. It does not do justice to the cruelty of the disease. I offer you my own experiences from a position of hard-won humility. I hope you will thread them with your own.

When I say I have cared full-time for Harvey in our home all these years, many ask me why. Even now, there is always an initial reflex that makes me want to say, “Do I really need to explain myself after all I've been through?”

I realize that the question is a natural one, a human one, a social one. The interlocutors are not judging me, but rather vicariously checking themselves. In questioning me, they are testing their own capacity to deal with a diagnosis of Alzheimer's disease and the potential impact it might have on their relationship with a partner or parent.

When people hear my story, they sometimes tell me they wouldn't make the same choices. I do not hold myself up as an example to follow. No one who has been on the frontlines of care ever questions when someone says “I can't do this anymore.” But I do want to be part of the last generation of caregivers trapped by a loved one's diagnosis, an absence of disease-modifying therapies, and a troublesome lack of quality care options.

When it comes to Alzheimer's, caregivers are frequently too worn out or isolated to protest. Perhaps this is why advocacy around the disease has often lacked the passion and energy that characterize the cancer and HIV communities. But how will people understand if we do not tell our stories without apology?

Alzheimer's disease today affects a reported 5.4 million people in the United States and 44 million worldwide. Like a stealth invader, it is quietly dementing aging populations globally while quickly pushing past cancer and HIV/AIDS as the most critical public health problem of our time. Every 68 seconds, another of us falls victim. Yet, fifty percent of those with dementia never get diagnosed.

My greatest fear is that mine will be the family next door by mid-century.

There is not a single FDA-approved drug that actually slows the progression of Alzheimer's disease. There have been too many failed late-stage clinical trials with promising drugs that seemed to workâ€”until it became clear they did not.

Sometimes I think we would be better off if Alzheimer's disease was a brand-new emergency instead of a century-old threat to which we somehow have become inured. Perhaps people would understand that when it comes to this disease, everyone is a stakeholder, because everyone is at risk.

There are also 15 million caregivers just like me; unintended victims and not among the official count. Add to our legions those caring for loved onesâ€”young and oldâ€”with diseases of the brain, traumatic brain injuries, and other chronic diseases complicated by a memory disorder. We speak the same language. Our numbers amplify the collective pain that makes it impossible for me to rest.

The only way to minimize the effects of Alzheimer's disease is to get out in front of it; delay its onset or even reverse its devastation of the mind. We need to move toward early diagnosis and study adults who do not yet show symptoms. People like you and me.

Such a decision entails hard personal choices, risks, and emotional discomfort. It means demanding safe and clinically valid genetic tests that let us learn if we are at higher risk for getting Alzheimer's disease. It requires managing our lives and choices under the shadow of the possibility of disease.

Those of us who are fifty years and older must stop viewing ourselves as ageless. All of us should track our cognitive health, just as we do cholesterol levels or blood pressure. We need to overcome fear and stop cowering in the shadows of stigma.

I write for all of us who are still well, but have seen the devastation of Alzheimer's disease firsthand. The emergency is with us and in us.

I write to clinicians, reluctant to diagnose because they can't effectively treat. Please know the inadvertent trauma you inflict on families left confused, hurt, and helpless. Then time runs out on the ultimate conversation with our loved ones about end-of-life wishes. Their minds are erased. It is simply too late.

I write to reach the generation of our adult sons and daughters, who struggle to understand our lives as we care for a loved one with Alzheimer's. They stand on the precipice and wrestle with issues and decisions similar to the ones we have faced. They deserve better options and not the bankrupting burden of our care. This is not the legacy we want for our children or the way anyone wishes to be remembered.

I write for my grandchildren because, no matter how hard I tried, Alzheimer's blanketed my home with sadness. I know that loving each of them unconditionally has been my salvation. One day, I hope they read these words and appreciate my choices.

As I write these words, a faint glow fills the room I share with Harvey. He is always present, even though he is absent. There is an intimacy in our isolation. Nonetheless, I am willing to open the door to our room in the hope that you will find a way inside. Only then will my story be worth the pain of its telling.

ONE
EARLY SIGNS
T
his is not the first time I have sat staring at the computer screen wondering how to begin or what to say. As a former TV news reporter, I know how to write succinctly about complex issues. I spent most of my career finding ways to allow people to quickly grasp whatever was happening that day.

Perhaps what stops me is a feeling I cannot shakeâ€”that it is premature, even emotionally offensive, to write an obituary while he is still alive. We do it all the time in network news, whenever a notable is seriously ill. That way, we are ready when the time comes to break the sad headlines with a touching tribute that invites us all to share vicarious memories. But in this case, who really cares?â€”except our immediate family, who also lives in limbo. The man I knew, loved, and married has been absent and anonymous for years, even though he lives at home and is cared for by me. Close friends and coworkers abandoned us long ago. It was too disconcerting to walk through our door and see someone who was once just like them being destroyed in slow motion by an insidious disease for which there is no cure. I understand how they feel, even though I was left behind too and I'm not sick. How do I write about a twenty-year gaping hole in our livesâ€”an intimate part of our historyâ€”when it's still not over?

I am not sure when people at work realized that something was
wrong with Harvey. But I remember vividly how his behavior at home changed.

This commanding, strong-willed, yet considerate man became upset when things didn't go his way. The slightest thing set him off. If he couldn't find his wallet, keys, or papers, accusations flew that someone, anyone at home but Harvey, had taken them. When I mentioned the change in his behavior, he erupted in anger. In the face of his wrath, I went silent, infuriating him even more. These episodes usually ended with Harvey storming out, slamming the front door and driving off. It was painful, and I wondered if our marriage was in trouble.

Now I know that this behavior is common in the early stages of the disease, when symptoms are emerging but not yet full blown. The Academy of Neurology reports that the pressures on family life due to Alzheimer's begin long before active dementia is apparent, and this was my experience too. Individuals start to privately fight the earliest stages of dementia but are unable to articulate what is wrong. The stress on them and their loved ones is overwhelming.

It is impossible to detect exactly when this process starts, and it was especially difficult in the case of someone like Harvey. He was the type of person who always got noticed. When he walked in the room, you knew he was there.

At the National Institutes of Health, where he had worked since the 1960s, most of the male scientists wore khakis, a wrinkled non-iron shirt, and a blue blazer to work every day. Harvey was always impeccably dressed in the latest styles. As a high school student, he had worked in a men's clothing shop to earn extra money, and his father never let him spend the cash on clothes. Harvey made up for lost time as an adult. Most days, he had to wear a white lab coat but still managed to assert his sartorial taste with English cuffed shirts, French silk ties, and the most flamboyant socks peeking above his soft Italian suede or leather loafers.
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