[image: image1.jpg]Dundee-Lakemont Press



                                                                                                                                                                                
                                                                                                                                                                   110 North Main St.   
                                                                                                                                                   Horseheads, NY  14845-2121 
                                                                                                                                                                  Phone 866-220-3592
                                                                                                                                                                        Fax 607-273-5818                                                                                                                                                   
                                                                                                                                                        

Inside the Dementia Epidemic: A Daughter’s Memoir
Martha Stettinius


Talking Points for Media
September is World Alzheimer’s Month
September 21st is World Alzheimer’s Day:

Caregiver’s New Memoir Challenges Conventional Views of Dementia

Proceeds from “Inside the Dementia Epidemic: A Daughter’s Memoir” will Help Support 
     World Alzheimer’s Month
 

“Inside the Dementia Epidemic: A Daughter’s Memoir,” a debut memoir by family caregiver Martha Stettinius, tells the compelling personal story of her long journey as a caregiver to her mother with dementia, while exploring the causes and potential treatment and prevention of Alzheimer’s disease. 

Like many adult children of aging parents, Stettinius found herself suddenly filling the role of caregiver when her 72-year-old mother couldn’t balance her checkbook. The remote lakeside home where her mother had lived alone for twenty-five years overflowed with garbage and recyclables. Despite their challenging relationship, Stettinius, age 40 at the time, moved her mother to her family’s small home in Upstate New York. It was not long after that that Stettinius learned her first lesson as a reluctant member of the “sandwich generation”—she couldn’t be a superwoman.

 

“Inside the Dementia Epidemic: A Daughter’s Memoir” is the unflinching and hopeful story of Stettinius’s journey into caregiving, and offers an unprecedented look into the challenges of Alzheimer's care. With the passion of a committed daughter and the fervor of a tireless reporter, Stettinius shares the lessons she's learned over seven years of caregiving, at home and in a range of dementia care facilities. 

“Few memoirs about dementia caregiving offer hope that the caregiving journey can be anything other than a crushing self-sacrifice,” Stettinius said. “Alzheimer’s disease is often described as a tragic wasting away and a long, painful good-bye. What I have experienced and felt with my mother is different, and I wanted to share our story.”

 

“Inside the Dementia Epidemic: A Daughter’s Memoir” is also a call to action for better dementia care, increased funding for dementia research, and more support for family caregivers. Alzheimer's disease is the fifth-leading cause of death in the United States for those aged 65 and older, but the only one in the top 10 without an effective means of prevention, treatment, or a cure. Over 15 million family caregivers in the United States provide 17.4 billion hours of unpaid care each year to Alzheimer’s and dementia patients.                               
 

In honor of World Alzheimer’s Month, through September 30th a portion of the proceeds from the sale of the book will be donated to USAgainstAlzheimer’s, a national advocacy network and campaign dedicated to ending Alzheimer’s by 2020 and providing the general public, policy leaders and media with vital information about Alzheimer’s disease. 

Stettinius is an editor with a master’s in English Education from Teachers College, Columbia University. This is her first book.

 
“Inside the Dementia Epidemic: A Daughter’s Memoir,” published by Dundee-Lakemont Press, is available in hardcover ($29.95, ISBN 978-0-9849326-2-7), paperback ($17.95, ISBN: 978-0-9849326-0-3), or e-book ($9.99, ISBN 978-0-9849326-1-0), at most major online book retailers and by special order at bookstores.
For more information, please visit www.insidedementia.com.


November is National Alzheimer’s Disease Awareness Month (See “Alzheimer’s disease and other dementias as an “epidemic,” below)
November is National Family Caregivers Month

As people continue to live longer, and the baby boomers grow older, the number of people with dementia will explode. One in 8 people over the age of 65 in the United States has Alzheimer’s disease, and nearly 50% over age 85. An estimated 5.4 million people in the United States have Alzheimer’s disease. By 2050, up to 16 million in the U.S. will have the disease.


Even if we do not get the disease, or if we get it late in life, we are likely to become a family caregiver for someone with dementia. In the U.S., over 15 million family caregivers provide 17.4 billion hours of unpaid care to family members and friends with Alzheimer’s disease and other dementias. This unpaid care was estimated in 2012 to be worth $210.5 billion, more than the total for federal and state Medicare and Medicaid spending for Alzheimer’s care. 

In a national survey by the National Council on Aging, UnitedHealthcare and USA Today of people aged 60 and older, published in June 2012, half of the respondents said that they have someone they consider to be their caregiver. Of those, 87% say their caregiver is a family member. Family caregivers often sacrifice their own health and finances to provide that care. A third of family caregivers report feeling depressed, and 60% feel extreme stress.
Inside the Dementia Epidemic: A Daughter’s Memoir tells the compelling personal story of her long journey as a caregiver to her mother with dementia, while exploring the causes and potential treatment and prevention of Alzheimer’s disease. 

Like many adult children of aging parents, Stettinius found herself suddenly filling the role of caregiver when her 72-year-old mother couldn’t balance her checkbook. The remote lakeside home where her mother had lived alone for twenty-five years overflowed with garbage and recyclables.                                                                                                   Despite their troubled relationship, Stettinius, age 40 at the time, moved her mother to her family’s small home in Upstate New York. It was not long after that that Stettinius learned her first lesson as a reluctant member of the “sandwich generation”—she couldn’t be a superwoman.

 

Inside the Dementia Epidemic: A Daughter’s Memoir is the unflinching and hopeful story of Stettinius’s journey into caregiving, and offers an unprecedented look into the challenges of Alzheimer's care. With the passion of a committed daughter and the fervor of a tireless reporter, Stettinius shares the lessons she's learned over seven years of caregiving, at home and in a range of dementia care facilities. 

Alzheimers disease and other dementias as an epidemic:
As people continue to live longer, and the baby boomers grow older, the number of people with dementia will explode. One in 8 people over the age of 65 in the United States has Alzheimer’s disease, and nearly 50% over age 85. An estimated 5.4 million people in the United States have Alzheimer’s disease. By 2050, up to 16 million in the U.S. will have the disease. The 35.6 million with dementia worldwide is expected to double by 2030 to 65.7 million, and then nearly double again by 2050 to 115.4 million. The shocking wake-up call is that this epidemic will overtake those of us in middle age, unless we can somehow prevent or treat it. 


Even if we do not get the disease, or if we get it late in life, we are likely to become a family caregiver for someone with dementia. In the U.S., over 15 million family caregivers provide 17.4 billion hours of unpaid care to family members and friends with Alzheimer’s disease and other dementias. This unpaid care was estimated in 2012 to be worth $210.5 billion, more than the total for federal and state Medicare and Medicaid spending for Alzheimer’s care. Family caregivers often sacrifice their own health and finances to provide that care. 


Even if by luck or a preventive lifestyle we don’t succumb to dementia, each of us will pay for its treatment. In the United States in 2012, Medicare, Medicaid and out-of-pocket expenditures for Alzheimer’s and other dementia care total $200 billion. By 2050, the projected cost will reach $1.1 trillion.
William Thies, Ph.D., the Alzheimer’s Association’s Chief Medical and Scientific Officer, says that the “overwhelming number of people whose lives will be altered by Alzheimer’s disease and other dementia, combined with the staggering burden on families and nations, make Alzheimer’s the defining disease of this generation.”

Inside the Dementia Epidemic: A Daughter’s Memoir  is the rare memoir about dementia caregiving that combines personal story with a broad exploration of the causes of dementia, means of treating it, and hopes for preventing it:  

Inside the Dementia Epidemic is a more than the poignant story of one woman’s journey into dementia caregiving—it is a call to action for better Alzheimer’s care, more funding for dementia research, and more support for family caregivers. One in 8 people over age 65 has Alzheimer's disease, and nearly fifty percent of those over age 85. As baby boomers age, and we all live longer, most of us will know someone with Alzheimer's disease or another dementia, or care for someone with dementia. Alzheimer's disease is the fifth-leading cause of death in the United States for those age 65 and older, but the only one in the top 10 without a means of prevention, a way to slow its progression, or a cure. In the United States, over 15 million family caregivers provide 17.4 billion hours of unpaid care to family members and friends with Alzheimer's disease and other dementias. Sixty percent of family caregivers report feeling extreme stress.
This memoir is not a lament, however; it is guide, and, the author hopes, a means to soften the blow upon all of us. In the course of the author's experience, she discovered what could have been done earlier to help her mother, and what can be done now to help us all. Stettinius weaves her personal story of caregiving with insights into how to finance care, avoid pitfalls, sort out caregivers, evaluate a facility, and investigate more humane homes such as those in "The Eden Alternative” and “Green House Project.” In the appendices, she shares more information that she wishes she knew years earlier, such as how to get a diagnosis of Alzheimer’s disease; what medications are approved to lessen the symptoms of Alzheimer’s disease; risk factors for dementia; promising explorations in dementia research; the benefits of early diagnosis; and possible preventive measures. 
Inside the Dementia Epidemic: A Daughter’s Memoir, an unprecedented memoir by an adult child caring for an aging parent, offers an intimate look at the challenges of Alzheimer’s care at home and a range of elder care facilities: 

Unlike most memoirs by adult children who have cared for a parent with dementia, Stettinius has written about caregiving not in one setting, such as at home or in assisted living, but in six distinct settings over 7 years:  home care, assisted living, hospitalization, rehab, a “memory care” facility, and a nursing home. As her mother’s needs change and require higher levels of care, Stettinius portrays each facility as a character in its own right, with its own approach to staff training, behavior management, and dementia services. She chronicles the challenges she faces, and the lessons she learned—lessons not only about how to navigate the system, but how she learned to enjoy and nurture the core of her mother’s spirit no matter where she lived.
Inside the Dementia Epidemic: A Daughter’s Memoir  illustrates a new way of looking at Alzheimer’s disease:

Alzheimer’s disease is often described as a tragic wasting away and the erasure of the person who once was, and caring for someone with dementia is often portrayed as a crushing self-sacrifice and a long, painful good-bye. In her book Inside the Dementia Epidemic: A Daughter’s Memoir, Martha Stettinius learns through 7 years of caregiving for her mother at home and in a range of dementia care facilities that, even through the last stages of dementia, her mother’s spirit remains intact. Her book reflects the recent movement in elder care to see Alzheimer’s differently, to treat people who are living with the disease as whole human beings capable of a full range of emotion and continued enjoyment of life. Similarly, Stettinius shows us that caregiving can become a “care partnership,” in which both the caregiver and the person with dementia give and receive care and affection, often transforming relationships with a new intimacy. Caregiving can be both manageable and meaningful—not a long “good-bye” but a “long hello.”
Inside the Dementia Epidemic: A Daughter’s Memoir alerts readers to the latest scientific findings about Alzheimer’s disease:
Martha Stettinius’s combination of personal story, guide to care resources, and scientific and legal research outlines the deadly “silver tsunami” of Alzheimer’s and other dementias that will soon overtake us, unless we learn more, and learn fast. Part step-by-step primer on how to care for stricken parents, part educational antidote to save ourselves, Inside the Dementia Epidemic: A Daughter’s Memoir is more than memoir and a mother-daughter love story. Throughout the intimate story of her 7-year caregiving journey, Stettinius shares facts about dementia that she wishes she knew years earlier. Appendices tell readers even more about what we all need to know: how to get a diagnosis of Alzheimer’s disease; the benefits of early diagnosis; what medications are approved to lessen the symptoms of Alzheimer’s disease; risk factors for dementia; promising explorations in dementia research; and possible preventive measures. When her mother eats only sweets, Stettinius explores the recent view of Alzheimer’s disease as “Type III diabetes.” Without promising that any particular preventive measure will work, she alerts readers to lesser-known but important risk factors for dementia such as sleep apnea and vision problems. 
           For media inquiries: Martha Stettinius, martha@insidedementia.com
                                                1-866-220-3592
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