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Violette Peters, 53, is the primary caregiver for her mother, Ablyne Winge, 93, who was diagnosed with Alzheimer’s disease seven years ago.


Introduction to an Epidemic


By John D. Podesta

One look at the numbers on Alzheimer’s disease in America shows that the impact on women is both significant and under-examined. Nearly 10 million American women are either suffering from Alzheimer’s or caring for someone who is. Family members suffer alongside those afflicted with the disease and often stretch emotional and financial resources to care for their loved ones. In each of these families, it’s likely that a woman provides the majority of care. By 2050, the number of women afflicted or caring for someone with Alzheimer’s will have more than tripled as the baby boomer generation ages.

That’s why The Shriver Report: A Woman’s Nation Takes on Alzheimer’s looks at the epidemic through the eyes of women. The vast majority of caretakers in America are women; often, they bear primary responsibility for raising the next generation as they care for the last. But for the first time in American history, women now also make up half the work force, and two-thirds of all mothers are primary or co-breadwinners in their families. With American women juggling so many responsibilities already, caring for a loved one with Alzheimer’s disease can become a Herculean challenge.

This new report builds upon the first, in which Maria Shriver and the Center for American Progress examined the consequences of women comprising half of all U.S. workers. In that groundbreaking study, The Shriver Report: A Woman’s Nation Changes Everything, we examined this fundamental transformation in the way America works and lives, and how, too often, public policy remains out of step with the needs of modern American families. Above all, The Shriver Report detailed the progress women have made in becoming an indispensible and permanent driver of the American economy.

With our partners the Rockefeller Foundation, Time Magazine, NBC News and others, we ignited an ongoing conversation across the political divide, from the White House and Congress to neighborhoods, conference rooms and kitchen tables across the nation. Following its release, The Shriver Report prompted opinion pieces in The New York Times and The Los Angeles Times, was featured on “NBC Nightly News” and “ABC World News” and generated thousands of news articles, blog posts and online forums. Several universities incorporated The Shriver Report as mandatory classroom reading, and people from 140 countries visited our sites to access the report online. And the response we received from men and women leaders in business, government, media, faith communities and, of course, everyday citizens, who recognized the stories in the report in their own lives, was tremendous.

I wrote at the time that “When we look back over the 20th century and try to understand what’s happened to workers and their families and the challenges they now face, the movement of women out of the home and into paid employment stands out as a unique and powerful transformation.” The truth of this statement will become even more apparent as time passes.

But The Shriver Report also underscored the stress, strain and sacrifice American workers endure—and the stark gaps in our societal support structures that, if filled, could help relieve some of these hardships. We wrote about the powerful economic engine women have become in the United States, yet we also pointed out the many obstacles that still keep women from realizing their full potential to contribute to the strength of the American economy.

One finding of the report that resonated in particular was that women’s role in the home is as busy as ever. Millions of women play a dual role as both breadwinner and caretaker, putting in 40 or more hours of work outside the home while providing the vast majority of child and family care. Men are increasingly stepping up to the plate, but moms are still juggling the myriad responsibilities of this dual role in a society whose institutions have yet to catch up with modern family life.

And in this second Shriver Report, we see that women also provide the bulk of elder care, helping their parents and friends cope with the slow onset of aging and its associated conditions. Some 11.2 million Americans provide billions of hours of unpaid care to people with Alzheimer’s or other dementia, and the majority of these caregivers are women. As Maria Shriver so poignantly describes, caring for a parent suffering from Alzheimer’s disease—or any of the many illnesses that accelerate and complicate aging—comes at a huge emotional, financial and spiritual toll to oneself and one’s family.

As America’s 78 million baby boomers enter their 60s, families will confront age-related diseases with increasing frequency. Guided by Maria Shriver’s cultural scalpel and relentless intellect, The Shriver Report: A Woman’s Nation Takes on Alzheimer’s will look through the lens of this wasting disease at working women who provide the majority of care to aging friends and family. As we did in our previous study, Maria’s new report examines how institutions can keep pace with the realities of the modern family at another transformational moment in American life. And like our first report, this one too will prove to be equally consequential to our understanding of ourselves and our families in this new American era.
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Teresa Rodriguez, top left, Patricia Chavez, top right, and Lisa Parrilla, bottom left, make up the care team for Lupe Rodriguez, 86.


Overview


By Karen Skelton and Angela Timashenka Geiger

A Woman’s Nation Takes on Alzheimer’s describes an epidemic of huge proportions for which American women, government, business and families are ill-prepared. Our leaders—and all Americans—need to know the facts.

Most everyone knows something about Alzheimer’s. Or knows someone with the disease. Alzheimer’s is quickly taking center stage—hundreds of clinical trials are under way, hundreds of Alzheimer research papers are being published every year, and media coverage occurs almost daily. But what most Americans don’t realize—and what this ground-breaking report makes clear—is that women are at the epicenter of Alzheimer’s disease.

Never before has a report made such a compelling connection between Alzheimer’s disease and women. Sixty-five percent of all those with Alzheimer’s are women. Sixty percent of caregivers for persons with Alzheimer’s are women. That’s 3.3 million American women with Alzheimer’s and another 6.7 million women providing care for a friend or loved one. If you consider by mid-century that as many as 8 million women will have Alzheimer’s disease, it’s clear a huge Alzheimer tsunami is coming at this nation’s women. This report is for you.

Why this report?

A Woman’s Nation Takes on Alzheimer’s sounds the alarm for Americans—women, men, government leaders, corporations, nonprofits, churches and the press—to understand that almost a third of Americans have a family member with Alzheimer’s and that women are effectively a gender under siege by this disease.

Other reports on Alzheimer’s exist. But this one—backed by an extensive, scientific poll, buttressed by in-depth chapters by experts and salted with dozens of poignant, revealing essays and original photography commissioned exclusively for this report—is the first to underscore the impact of the disease on women and how that impact is compounded by the increased risk women have of developing the disease.

What does it show?

The numbers the report reveals are shocking:

•    10 million women either have Alzheimer’s or are caring for someone with it.

•    Women constitute about two-thirds of those who suffer from Alzheimer’s and also about 60 percent of the caregivers for those who have it.

•    A third of women caregivers are caring 24/7 for a person with Alzheimer’s. Nearly 40 percent say they had no choice in becoming a caregiver.

•    The societal impact of Alzheimer’s disease—on government, families and business—totals about $300 billion per year.

•    Almost two-thirds of all working caregivers report having to go to work late, leave early or take time off to provide care. Yet they get less support for elder care than they do for child care. So it’s not surprising that nearly half of all women caregivers report high emotional and physical stress.

Last year, The Shriver Report: A Woman’s Nation Changes Everything revealed a major tipping point: Working women emerged as primary breadwinners for millions of households as their presence grew to comprise fully half of all workers. This new report makes it clear that women are in the midst of an even more far-reaching transformation in which they work, raise kids, care for the elderly, drive consumer decisions and may suffer emotional and physical stress because of it all.

The impact of Alzheimer’s is stunning on a broader scale as well. The economic cost, as the report shows, is now about $300 billion a year and could triple in coming decades. As Maria Shriver points out, with 78 million baby boomers now moving into their later years, the cost of Alzheimer’s to American society is expected to be $20 trillion between now and 2050. And while annual per-patient costs of Alzheimer’s is $56,800, the lion’s share of these costs, 60 percent, is borne by families.

What needs to be done?

While there’s hope and while many researchers are working together feverishly, there’s yet no cure or prevention for Alzheimer’s. A great deal of fear exists among rank-and-file Americans about developing the disease, and a strong sense pervades the public that not enough scientific progress is being made. Compared to how much progress people believe is being made in heart disease, cancer, diabetes and strokes, Americans rank Alzheimer’s dead last. So, while there’s a lot being done in clinics, research labs and the media to bring Alzheimer’s from the shadows to the news, what is not being done is—or should be—making changing the trajectory of Alzheimer’s disease a true national priority

Government, business and the citizens themselves must prepare for a future in which Alzheimer’s looms larger in American life. Among the key questions that need to be asked and answered:

•    How do we get to an appropriate level of public research funding for Alzheimer’s, given its high prevalence and cost, both of which are expected to soar?

•    Is there a way to reduce the financial impact of the disease on families and society?

•    How can we help millions of women caught between the dual demands of work and providing for a friend or relative with Alzheimer’s?

•    How can average Americans prepare for the very real possibility of Alzheimer’s crashing into their lives? Nearly three-quarters (72 percent) say they haven’t considered their care options.

•    How can government, business, nonprofits and the press effectively call attention to the threat and implement solutions?

In short, as a society we need to do a much better job of keeping pace with the stark realities of Alzheimer’s, especially the reality of the besieged American woman who is raising our next generation while caring for our last.

 


Early-Stage Alzheimer’s: “The Fear is Losing Yourself”


By Mary Ann Becklenberg, a retired family therapist who lives in Dyer, Ind.

I was diagnosed three years ago at age 62 with early-stage Alzheimer’s disease.

I have a master’s degree in social work from the University of Chicago, and I worked as a family therapist. The majority of my career was spent in end-stage hospice work, which I dearly loved. I had a lot of responsibilities and always met them and was never overwhelmed by them. All of a sudden—but it wasn’t all of a sudden, of course—I began to realize that I wasn’t the gal I used to be. It was different inside my head.

It was the very simple things. I would be talking with someone on the telephone, then hang up and ask myself, “Who was that? What did we talk about?” The people in my workplace were saying things like, “See you this afternoon at the meeting at 3, Mary Ann.” I had no clue that I had missed meetings, and so they began to care for me. My husband says he was shocked and knew something serious was going on when we returned from a vacation together, and I told him, “I really had a great time in California. I’m so sorry you couldn’t make it.”

It’s terribly important to know that you have the disease. If you know, then you don’t feel that you’re crazy, falling apart, inadequate and terrified. You know that you have a serious disease.

My world as I knew it has irrevocably changed. When I was working, I had introduced a new program to our community called Transitions for individuals who were newly diagnosed with terminal conditions. I helped families meet challenges they had never anticipated. Now I meet challenges myself every day that I had never anticipated. It’s not just that I had to leave my beloved work and the self-esteem it provided. I walk with—and work with—the depression and grief experienced by all who share this diagnosis.

More important, my beloved husband John has become my caregiver, day in and day out. I’m married to the world’s gentlest, most supportive man. We’ve had the usual ups and downs and challenges that every marriage goes through, but it’s no longer a marriage of equals.

It isn’t easy being married to me. I’m not always cheerful and dancing around, I can’t find things, and I don’t remember the sequence. So John picks up the slack. John “co-keeps” my calendar and lovingly anticipates my needs. He is the navigator and coordinator of my day-to-day life. He’s rarely short with me, but I’m often short with him—which is not because of him but because of my own frustration with my own self. So one of the challenges is to keep humor in our lives, to laugh about the things you forget. Our three wonderful adult children also provide laughter and love that warm my heart and bring tears to my eyes.

“My husband says he knew something serious was going on when we returned from a vacation together, and I told him, ‘I really had a great time in California. I’m so sorry you couldn’t make it.”

The umbrella overarching my new self—my new life—is the Alzheimer’s Association. My participation on the Early Stage Advisory Group has been a blessing and a gift. A while ago, they hosted a group of people with Alzheimer’s. It was quite an experience because it was actually joyful. It was joyful because you knew that they knew. We didn’t have to ask each other how it was that we came to be there. We didn’t have to ask, “How’s your marriage?” We didn’t have to ask, “How is it with your children?”

I cherish the opportunities the Alzheimer’s Association gives me to tell my story. I cherish it in my heart, which does not know memory loss. I hope my experience will encourage others to seek early diagnosis when confronted with significant changes in memory that impact daily functioning.

My message to people with Alzheimer’s is this: Be gentle with yourself. This disease requires that you lower your expectations of yourself. That’s a hard thing for most of us to do. The fear is losing yourself, knowing that you won’t bring this self to the end stage of your life. So l look to build my spirit.

When I’m afraid or down or angry or frustrated, I go outside, whatever the weather, and I pray. I believe in a loving God, and I believe in a purpose for life. So I pray a lot. I say, “Come on now, can we move on?” I say to the good Lord, “We’ve been in this place. Now show me the way and teach me, Lord. Teach me to be gentle with myself.”

 


Working Full-Time, Caregiving Full-Time, Tired Full-Time


By Laura Suihkonen Jones, a Florida-based training consultant in the aviation software business

My life is a big secret.

I’m a caregiver to my 53-year-old husband, who suffers from Alzheimer’s. I’m also a caregiver to my 7-year-old daughter and even occasionally to my 22-year-old son, who is out on his own. I also work full-time.

My secret is how it all affects me. I’m tired, so tired. And I’m terrified. But I fight on, because I have no choice.

I do love my job. But working full-time to support my family is hard for me. I just can’t make the kind of money my husband did. But how can I increase my earnings when I can’t do the job I know I would do, if I didn’t have Alzheimer’s putting roadblocks in my way? I pray I can keep the house, so I don’t disrupt my family with the wrenching emotions of moving. People with Alzheimer’s don’t like to move.

“I’m tired, so tired. And I’m terrified. But I fight on because I have no choice.”

I know I’m very lucky. The nature of my job allows me to deal with family emergencies quietly. I don’t want anyone to know I was up all night because my husband was agitated. It’s my problem, not theirs. I don’t want anyone to know how hard it is for me to show up on time or to know it costs me $16 an hour to have someone watch my family if I have to work late. The emergencies, the fatigue, the stress—it all affects my ability to work. But I don’t want to seem like I can’t handle it all. Sometimes I let the fear get to me, and then I worry, “If I can’t handle it and the job, too, won’t I get fired?”

I want my husband back. I need him more than ever now, but he’s gone. I can’t go to him for advice. I can’t go to him for emotional support. He is just like a child. He is egocentric, can’t comprehend my feelings, can’t remember what I’ve been doing. In fact, he asks me most mornings what I will do the rest of the day. When I tell him I have to go to work, he is surprised—or sometimes he’s angry, because it means I won’t be there for him. I want someone to hold me and ease my fears like he used to. Or at least I want him to know that I’m a person like he is. But he doesn’t seem to get it anymore.

My body is a wreck. I have gained weight. I have hormonal issues, my blood pressure is up, and I hurt all over. I have asthma and allergies. But my biggest foe is the chronic back pain. I want to have the surgery, but who will watch my family and help me? And where would I get the time? I’ve already taken double the sick and vacation days I’m allowed for the year.

“I want my husband back. I need him more than ever now, but he’s gone. I can’t go to him for advice. I can’t go to him for emotional support. He’s just like a child.”

Escape is tempting, and I fight the thought every day—escape via food, alcohol and occasionally even the idea of running away to force someone else to step in. But I won’t.

I’m dealing with Alzheimer’s disease. There is no hope that it will get better. It will keep getting worse. It will keep getting harder. It will keep costing more money. I will keep doing what I’m doing. And then he will die. I pray that I stay strong so that when he is gone, I don’t blame him for my failures or hate myself because I disrespected him in any way.

My husband has Alzheimer’s, and I have secrets. Keeping all my secrets requires energy. It’s energy I don’t have to spare.
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Songs She Liked to Sing


"For so many years, my mother and I had a difficult relationship. Two strong personalities, with plenty of friction between us. But her Alzheimer’s erased all that. What’s interesting is that she couldn’t remember people or experiences, but she could remember tunes, songs she liked to sing. My mother had a beautiful voice, and that was probably the closest we ever were, humming songs together. It’s amazing the impact of music on the brain.”

—Barbra Streisand
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Lisa Parrilla, center, and Teresa Rodriguez, right, are family caregivers for their mother, Lupe Rodriguez, who is living with Alzheimer’s disease.
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Kaitlin McDowell, 7, shares photos with her grandfather Eugene Kahle, grandmother Kathleen Kahle and mom Nancy McDowell. Kathleen has been living with Alzheimer’s disease for five years.
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Lindsey Jordan, 16, decorates her father’s room at Golden State Care Center in Chatsworth, Calif. She is one of his primary caregivers.
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Ablyne Winge goes through her morning routine with her daughter, Violette Peters.
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A resident of Lutheran Home in Arlington Heights, Ill., living with Alzheimer’s disease, participates in an intergenerational program held at the facility.
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Charles Kao, who is living with Alzheimer’s, shows his affection for Ruby Ai during adult day care at Catholic Charities Day Break II in northern California. Charles, who is living with Alzheimer’s, was a 2009 Nobel Prize winner in physics.
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A Woman’s Disease


A Woman’s Nation Takes on Alzheimer’s
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Timothy Shriver, Mark Shriver, Maria Shriver, Sargent Shriver, Bobby Shriver, Anthony Shriver
Photo courtesy: AL Studio, August 2010.

 

CHAPTER 1

A Woman’s Nation Takes on Alzheimer’s

By Maria Shriver

“I’m Maria Shriver, and I’m a child of Alzheimer’s.”

That’s how I introduced myself last year when I testified before the Senate Special Committee on Aging. I was there to support the Alzheimer’s Study Group, a blue-ribbon panel Congress had charged, at the request of the Alzheimer’s Association, with designing an action plan to deal with Alzheimer’s disease.

Alzheimer’s is an epidemic. Every minute or so—in fact, before you get to the end of this page—someone in this country will develop Alzheimer’s. Millions of people already have been formally diagnosed. Millions more are undiagnosed—or diagnosed with some form of dementia that could actually be Alzheimer’s. And with the 78 million baby boomers now moving into their later years, the cost of Alzheimer’s to American society is expected to be $20 trillion between now and the year 2050.1 That’s right—$20 trillion.

There’s no doubt about it. We are in the midst of a national emergency, and we’re woe-fully unprepared.

So there I was in that packed hearing room, sitting with Alzheimer’s Study Group members—former House Speaker Newt Gingrich, former Sen. Bob Kerrey, former Supreme Court Justice Sandra Day O’Connor (who had left the High Court to care for her husband with Alzheimer’s) and Larry Butcher, chairman of Alzheimer’s Community Care in Florida (who would lose his wife months later to younger-onset Alzheimer’s). We were all there to ask this powerful congressional committee to listen up, pay attention, increase funding and take on Alzheimer’s.

I must admit it was something of a surreal experience for me, because the truth is, for so many years it was my father, Sargent Shriver, who would be sitting in that chair, pleading with senators to listen up, pay attention and increase funding. My dad was the one who would go up to the Hill to testify for his beloved Peace Corps and for all the War On Poverty programs he started and fought for, including Head Start, Vista, Job Corps and Legal Services for the Poor. My father was legendary for the way he worked the Capitol. He knew every senator and congressman by name. He knew their careers, their interests, their politics and their soft spots. He was a brilliant, idealistic and optimistic public servant. My dad was sharp and witty, a walking encyclopedia—his mind a beautifully-tuned instrument that left people in awe and inspired.
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Letter Courtesy Maria Shriver

That was then. Today he doesn’t know I’m his daughter, and he doesn’t even know my name. To be honest, it’s still really difficult to wrap my own mind around that. But so goes the reality and the heartbreak of Alzheimer’s. It’s a mind-blowing disease—not just for the people who get it, but for everyone around them. That’s why I’m so passionate about defeating it.

As one of my dad’s doctors told me, “Once you’ve seen one case of Alzheimer’s, you’ve seen...one case of Alzheimer’s.”

When my dad was first diagnosed in 2003, my mother, four brothers and I all felt we were entering a world that was confusing, dark and depressing. People just didn’t talk about it when Alzheimer’s hit their families. They whispered about it, a diagnosis shrouded in shame. There was little information and even less hope.

We struggled to learn about medication and caregiving. We wrestled with handling our father’s diminishing independence. How would we explain to him he couldn’t drive anymore? How would we tell him he could no longer engage in one of his favorite pastimes, giving rousing speeches about the joys and rewards of public service? When the invitations came in, we’d just send his regrets.

I understand that when people look at Alzheimer families like ours from the outside, they often see dependent parents now cared for by their own offspring, and it seems like the parent-child roles are simply reversed. Not so. The truth is, you hardly feel like you’re the parent. You still feel like the helpless child. Even though your father or mother can’t work, can’t live alone and is as needy as a toddler, you don’t feel in control or in charge. No matter who you are, how old you are, what you’ve accomplished, what your financial situation is—when you’re dealing with a parent who has Alzheimer’s, you feel powerless. And as the disease unfolds, you feel ever more powerless, because you don’t know what to do or what to expect.

As one of my dad’s doctors told me, “Once you’ve seen one case of Alzheimer’s, you’ve seen...one case of Alzheimer’s.”

In fact, there was so little information back when my Dad was diagnosed that I wrote a book called What’s Happening to Grandpa? At the time, I said I did it to help my own and other children understand what was going on. In truth, I wrote it to explain Alzheimer’s to myself. After it came out, I noticed very few people came up to me to talk about it, because of the stigma still attached to the disease. And when I wanted to put on my broadcast journalist’s hat and shine a brighter light on it by turning the book into a TV special, no one was interested. I was told Alzheimer’s was a downer and would make for what they called “bad TV.” They said Alzheimer’s wasn’t big enough. It was just “an old person’s disease.”

Then almost out of nowhere came what I call The Alzheimer’s Turning Point. That was March, 21, 2007, when The New York Times reported new Alzheimer’s Association statistics showing the number of people with Alzheimer’s was ballooning—rising by 10 percent in just the previous five years.2 They reported that fully 13 percent of Americans had Alzheimer’s—which meant one in eight people over the age of 65—and unless a cure was found, there would be more than 13 million people with Alzheimer’s by 2050, the best guess back then.3

That was the wakeup call the baby boomers heard. After all, we were the generation that believed ourselves to be so smart and savvy, that we were very sure our brainspan would match our lifespan. But now, just as the oldest boomers were entering their 60s, these new numbers meant we were at the leading edge of a tsunami—and it was happening not to some nameless old “them” out there. The surge was headed for us, too. And that, I believe, scared a lot of people right out of denial.

It seemed to me that all of a sudden, Alzheimer’s became front-page news and people really started paying attention. That’s when HBO came to me and said, “We want to take an in-depth look into Alzheimer’s disease, and we want you to be involved.”

So, starting on Mother’s Day last year, HBO aired the most comprehensive television event about the disease ever, “The Alzheimer’s Project.” There were four broadcasts and a companion book covering in great depth the cutting-edge science, the issue of caregiving, what it’s like to have the disease and the impact on the children and grandchildren of Alzheimer’s. Along with HBO’s legendary Sheila Nevins, I co-executive produced this massive project. All of a sudden, everywhere I went people approached me to voice their fears, share their experience and ask for advice. “The Alzheimer’s Project” won several Emmys. It attracted 11 million viewers when it aired, and people are still watching all four parts of it at www.hbo.com/alzheimers/the-films.html.

About the same time last year, I was working on the very first The Shriver Report: A Woman’s Nation Changes Everything. It was a landmark study—published in collaboration with the Center for American Progress—exploring a transformational moment in the United States. It arose from my work as First Lady of California, where I’ve helmed The Women’s Conference, the biggest forum for women in the nation.

The transformational moment was this: For the first time in our nation’s history, women were becoming the majority of the workforce—and also primary or co-breadwinners in almost two-thirds of American families.4 We were now what I called A Woman’s Nation. I knew this shift would impact every institution in our country: the family, the work-place, the healthcare system, government services, even the relationship between men and women themselves.

More than 40 percent of women said that they were the main caregivers for elderly parents.

What came out of that report—its studies, analyses, essays by cultural leaders and a huge, groundbreaking nationwide opinion survey—was the first comprehensive and accurate portrait of The Way Things Are Now in the American home and workplace. It was also the first accounting of exactly how out of step our institutions are with the needs of women today.

We learned that women aren’t just primary breadwinners. They’re still the primary caregivers in their families as well. Almost 70 percent of the women we surveyed for the first Shriver Report told us that despite working full-time, they’re still the ones most responsible for taking care of the children.5 More than 40 percent of them said that they were the main caregivers for elderly parents.6 And almost a third of them said they were primary caregivers of both their kids and their parents.7

We wondered whether their employers were adjusting, offering help like child care and flexible hours. You’d think so, because studies show that when “employees have greater access to flexible work arrangements, they are more committed and loyal to their employers and are willing to work harder than required to help their employers be successful.”8 Yet we found that so many companies and institutions were simply out of touch with workers’ needs today.

We held roundtables around the country, where women who knew I was dealing with four kids, my own sick mother and a father with Alzheimer’s would come up to me and say, “Me, too! I’m in the same boat, and I need help!”

Bingo! That’s when I realized that Alzheimer’s was emerging as another huge transformational force exerting a powerful pressure on women, families and our institutions. Alzheimer’s was in the process of changing A Woman’s Nation forever.

•    Today, women are not only a dominant economic force in this country. They also make up 65 percent of the people with Alzheimer’s—and up to three-fifths of all Alzheimer caregivers are women as well.9

This perfect storm made me realize it was time for another Shriver Report, this time in partnership with the Alzheimer’s Association.

In addition to an in-depth examination of the issues and trends by experts—and searingly honest personal essays by people from every walk of life affected by Alzheimer’s, including several women who have the disease—we have conducted an enormous nationwide survey of 3,118 adults, including more than 500 Alzheimer caregivers. Our findings show the huge impact of Alzheimer’s behind closed doors in this country:

•    Almost 90 percent of Americans who know someone with the disease are concerned that they or someone close to them will get Alzheimer’s.

•    Half of women caring for someone with Alzheimer’s are providing more than 40 hours a week of care. A third of women caregivers care for their loved one 24/7.

•    Nearly 41 percent of the women caregivers said they had no choice in taking care of their loved one with Alzheimer’s.

•    More than half of the family caregivers of people with Alzheimer’s we surveyed said it’s straining their family finances.

•    Nearly 65 percent of working caregivers of people with Alzheimer’s told us they need to come to work late, leave early or take time off from their jobs as a result of their caregiving responsibilities.

•    Nearly a third of women caregivers rate the physical stress level of caregiving a 5 out of 5.

•    The greatest fears women voice about getting Alzheimer’s is that they will forget their loved ones, become a burden to their families and not be able to care for themselves.

My hope is that this Shriver Report triggers another Alzheimer’s Turning Point and gets the national conversation focused on this disease and its ramifications. It’s time. We must face up to some big questions: With Americans living longer and with the incidence of Alzheimer’s growing, what’s going to happen to our women, our families, our workplaces, our attitudes, our society, as the Alzheimer wave hits over the next few decades? We’re talking crisis.

Doctors and researchers at the National Institute on Aging and the Alzheimer’s Association are now looking into the possibility of revising how and when they diagnose Alzheimer’s. They’ve begun the long process of reviewing what they call “the diagnostic criteria” for the disease.10

Why the review? Well, until now, Alzheimer’s has been diagnosed only when clinical symptoms are apparent. This means significant damage is already done in the brain, such as the telltale plaques and tangles so long considered the definitive sign of Alzheimer’s. But now, better diagnostic tools like MRIs and brain scans and spinal taps looking for specific biomarkers could mean that doctors might one day be able to detect changes in the living brain much earlier—years before there are even any signs of dementia.

But any possible revision of the way Alzheimer’s is diagnosed is still a long way off. And until then, some researchers are warning about using these very expensive high-tech tests for screening the general population, for two reasons. One, the tests sometimes find plaques in the brains of people who never even develop Alzheimer’s. And two, there’s no effective treatment or cure for Alzheimer’s anyway.11

So how many people do we think actually have or will get Alzheimer’s disease? Well, until there are new standards for diagnosis, it’s unclear. The estimates are all over the map. The actual number of Americans with Alzheimer’s disease today may be far more than the official 5.3 million number we all use.12 And what about the projection that by 2050, there’ll be up to 16 million people with Alzheimer’s disease in this country?13 I bet it could turn out to be a bigger number than that.

But whatever the number of cases is, this much we know for sure: Most of them are expected to be women. And most of the people who will end up taking care of them will be women, too.
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Shirley Carreras of New Orleans chats with one of her caregivers, Gloria Wright. Gloria comes in four partial days a week to provide respite for Shirley’s family.

•    The President’s Council of Economic Advisors reported this year that 43.5 million Americans—most of them women—are providing unpaid caregiving to relatives and friends over the age of 50.14

•    More specifically, our poll showed that today, the average unpaid Alzheimer caregivers are working women over the age of 50 providing care most commonly to their mothers (31 percent) and spouses (15 percent).

And that unpaid caregiving—which so often comes on top of a paying job and childrearing—is tough physical and emotional work.

•    The truth is it’s women who are the ones who generally do the hands-on grunt work of caregiving15—cleaning their parents or spouses and changing their diapers, feeding them, babysitting them, dispensing medication to them. While men do represent about a third of family caregivers16, they tend to arrange or supervise outside services.17

For decades, women have fought for respect for mothers and recognition that mothering is real work. Now we have to fight for respect for caregivers and recognition that caregiving is real work, too—billions of dollars worth of work.

•    AARP estimated that 34 million caregivers over the age of 18 in the United States provided $375 billion worth of unpaid services a year—more than the yearly state plus federal Medicaid spending—and that was three years ago!18 By the way, add this to the mix: Nearly 1.4 million kids aged 8 to 18 are helping take care of an adult relative19—250,000 of them caring for loved ones with Alzheimer’s or other dementias.20

This Woman’s Nation has truly become a Caregiver Nation as well, and Alzheimer’s is putting the pedal to the metal. To be specific:

•    This year it’s estimated there are 11.2 million Alzheimer and other dementia caregivers, and 6.7 million of them are—you guessed it—women.21

So with women shouldering the biggest brunt of the burden of all this caregiving, I find it ironic that we’re still seeing articles like, “Why Aren’t Women Happy?” They wonder why women aren’t satisfied with their advanced degrees and new corner offices. They ask, “What’s Happened to Her Sex Drive?” and “What’s Wrong With American Women?” Excuse me?

What’s right with American women is that they’re rearing and providing for the next generation of Americans, while at the same time caring and providing for the last generation of Americans. What’s right with American women is that they’re doing it, even though studies show that caregivers pay a steep price in terms of their own health—increased stress, depression, lost sleep, chronic anxiety, immune-system deficiency.22

They’re paying a financial price as well, because full-time workers who are also caregiving at home have lower earning power.23

American women are stressed-out and maxed-out. There’s nothing wrong with them! They just need support. What has to get right is our institutions. They need to respond to the changing dynamic in the American home. People with Alzheimer’s cannot live alone, and the family members who live with them and take care of them need help.

Health and Human Services Secretary Kathleen Sebelius lays out for us in this report many provisions in the 2010 healthcare reform legislation, The Affordable Care Act, that provide relief for Alzheimer’s caregivers.

It’s a start. But we also need to have a national conversation about what else the growing millions of Alzheimer families need:

•    We have a Dependent Care Tax Credit for employment-related child care expenses. But what about a meaningful Elder Care Tax Credit?

•    How about incentivizing flextime programs, so employers are really encouraged to offer flexible work hours to their caregiving employees?

•    The federal government and some states provide for Maternity Leave and Family Leave. How about Elder Care Leave, including coverage for emergencies at home? Maybe more men would step up and help out at home if they knew taking time off was OK with their employers.

•    How about more access to high-quality Alzheimer training for both family members and paid home healthcare aides? How about actually teaching family members how to really stay on top of all the medications they have to dispense?

•    How about more elder daycare programs staffed with people actually accredited for Alzheimer care? Believe it or not, less than 1 percent of practicing nurses nationwide are credentialed in gerontology.24

•    And what about more government quality control of seniors’ programs, nursing homes and end-of-life facilities, before we have an epidemic of elder abuse accompanying the rise in Alzheimer’s?

•    How about more intergenerational daycare centers, like the one I visited in San Diego, where toddlers and people with Alzheimer’s spend the day together? They eat together, they dance together, go to storytime together. It’s quite moving to behold. And what about more intergenerational playgrounds? We built the first one in California, so Sandwich Generation people like me—taking care of both kids and parents—can go to one place with all of them.

•    And how about more governmental support for adult daycare and respite care programs in general, so we can give family caregivers a break now and then?

I know, I know. Let me say it before you do: “Who’s gonna pay for all these programs? We’re in a recession!” Many states, including my own, are struggling with staggering budget deficits. And many political leaders, including my own husband, are wrestling with cutting many of the same types of programs I’m advocating.

But that’s exactly why we need a new kind of national conversation about Alzheimer’s and growing old in America—just like the conversations heard around kitchen tables all over the country. Families are sitting down to figure out how to pay for their portion of the billions of dollars of unpaid care elders are receiving at home. American families are asking and answering the same questions we need to ask and answer on a state and national level:

•    “How can we afford this care? How can we pay for it?”

•    “Whose job is it—whose turn is it—to do the caregiving?”

We need more of us at that kitchen table. Not just the Alzheimer’s Association fighting the disease and providing support, but a partnership of families, businesses, faith-based institutions, unions, government leaders, insurance companies, healthcare institutions—everybody on the front lines, all of us accountable. And since personal and family responsibility will always be a huge piece of the Alzheimer’s care picture:

•    How about Elder Care Savings Plans like the 401K retirement savings plans and 529 college savings plans? Since our parents are living longer, many families could start socking away at least some money now.

If we wait until the crest of the Age Wave hits—and it’s coming—it will be too late. It’s just like Katrina. If the levees were built strong enough the first time, they would have held.
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'SARGENT SHRIVER
1325 G STREET, N.W., SUITE 500
'WASHINGTON, D.C. 20005

June 12,2003

Dear Good Friend:

Pleas forgive this impersonal correspondence, but time is of the essence! After
all, Iwill tumn 88 later this year and on June 22, I will refire from what hes been a full
time position for me, - Chairman of Special Olympics Intemational. Who knows when
the next assignment, if any, might be?

Together with Eunice, whose courage and vision started Special Olympics, I have
been given over 35 years of unrivalled joy from the athletes, families, volunteers and staff.
of this remarkable movement.

My extraordinary son, Timothy, has organized and run Special Olympics the past
eight years and has brought so much hope, achievement and leadership to our
intemational Special Olympics Program. All of our five children have always worked
‘year in and year out to expand Special Olympics. And they have succeeded!

‘The joy, the challenge, and the result of Special Olympics are one of the reasons
1 consider myselfto be “the luckiest man on earth.” While I willstep down from my.
formal responsibilties, I will never stop doing my part to encourage the world to see the
‘miraculous power of what Eunice has given to all of us. Her creation, “Special
Olympics”, has given me pleasure and fulfllment beyond description, and I will be
grateful foras long as 1 lve.

Nevertheless, itistime to start a new chapter, and at 87, I'm hoping I till have @
few chapters IeR! For all these years, | have done my best o challenge others. Now, T
‘want to_challenge myself! 1 want to keep my ideas fresh so I can actively take part in
public debate.

But as we all come 1o leam soorer or later, desire is only part of the equation. To
play arole, one needs not only desire, but skills too; not only a vision, but the ability to
putit into action; not only a willingness to work tirelessly, but the friends and allies who
together can creato the results that make a difference. All of these, I have had, but time
has brought unwelcome news too, and for me, it's been tough to accept. Recently, the
doctors told me that I have symptoms of the early stages of Alzheimer’s Disease! From
my point of view, ths discase means one thing, and one thing only: my memory is poor.
1t's @ handicap, and it's @ challenge. But it does not mean that 1 am ready to stop
challenging myself, or you.

Sohere's my plan for the coming months:
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First, over recent years, I have begun writing my biography. My last drat was
1,980 typewritten pages, and while I loved every page of i, I ealize it needs to be edited!
Thope to work on it intensively so that it will be  concise and reliable summary of my
1ife and ts lessons. Even if o one else reads it, 'm hoping that Bunice willl

Second, I will work to have my thoughts voiced in journals and magazines of
religion and politis. My hope is to contribute from time to time to those magazines and
‘publications which I have read and leamed from ll of my lie. 1have no doubt that the.
world needs to be challenged again—challenged to search for the pathways to peace,
challenged to overcome the horrors of poverty and neglect i this country and around the
world, challenged to build the nternational institutions of cooperation that we failed to
build in the 20° Century. Hopefully, I can join others in calling on our leaders to do
better. 1 know in my heart that we can.

“Third, I hope to devote some significant energy to oral and writien remembrances
of the personal side of my lfe: - of growing up in Westminster and Union Mills,
Maryland; of the people and institufions in my home state that helped lay the ground
work for my career; of my years in Yale College and Yale Law School, and of the unique
-Cnrl gratifying years as part of some of the great movements of the last half of the 20*

entury.

Finally, T hope to have more time to spend withall 15 of my wonderful
grandehildren, who are scatered between California, Florids, and Maryland. Bunice, of
‘course,is busier than ever—with political issues, with Specia] Olympics, with Best
‘Buddies, and with countless campaigns that demand dignity for people with mental
retardation. Twould gladly scrap any work of my own simply to watch her in action!
‘Ago hes neither dimmed her anger a injustice nor her humor in overcoming any
obstacles the foolhardy throw across her path. What oy to be part o her whirlwind!

1100k forward o being in touch with as many of you as possible. If names are
slow to come to me, please forgive me. But ifat any moment, I seem content with things
as they are, don't leave the room. Remind me of the great times we've had and of the
great work waiting to be done. I'm sure I'll be cager torise to face new challenges,
‘whatever they may be.

Al the best,

¥2rge

Sargent Shriver
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