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Praise for Caregiving


“ The opposite of love is not hate . . . it is fear. Sharon Cruse has been a visionary leader for more than thirty years, teaching caregivers how to set healthy boundaries with those we assist, so we need not fear losing ourselves in the process of caring for them. She shares her clarity, her stories, and her usable tools to help us create a kinder, more caring world for all of us. This book is her latest and most needed contribution.”


—Dr. Peter Alsop, PhD, CET, lecturer, 
humorist, songwriter, parent


“Sharon Wegscheider-Cruse, world-famous author and trainer, continues through her own life experiences to grow emotionally and spiritually. She finds the words to be a leader one more time, addressing a significant passage of life that we will all be facing—the need for caregiving or to be that caregiver, and often both. As always, she takes the journey with the reader.”


—Claudia Black, PhD, author, addiction and family 
trauma specialist, Senior Fellow at The Meadows 
addiction and psychiatric treatment program


“Sharon has always been a pioneer, forging new trails that change the destiny of generations of innumerable souls. This book represents the next chapter of that journey. Her first big gift to our world reflected on toxic caretaking and this one is on nurturing appropriate caregiving, completing the continuum. Patrick is a warm, gentle soul who is inspiring an entire new generation of caregivers to bring consciousness and wisdom in a special kind of love and caring—adding the power of technology to their caregiving toolbox for others.”


—Ted Klontz, PhD, Associate Professor of Practice of Financial 
Psychology and Behavioral Finance and founder and Director, 
Financial Psychology Institute, Creighton University, 
Heider College of Business


“Sharon Wegscheider-Cruse has mentored families and professionals for decades in the art of self-care, choice-making, and negotiating intimate, professional, and extended family relationships. She now guides us along the intensely vulnerable experience of giving and receiving care as we walk into the light and darkness of physical and mental extremity. Sharon has led by her lifelong example of giving and receiving loving care. Giving voice to our often silent inner pain, Sharon again gently lights the way to respectfully walking through the last steps of our journey with those we love.”


—Carol D. Sexton, MD, American Board of 
Psychiatry and Neurology


“Sharon has been both a giver and receiver of significant care over the years. In each chapter of her new book, she has stories as well as skills and perspectives that might assist all of us become better givers and receivers of caring.”


—Robert Moran, PhD, Professor Emeritus, 
author of many books including 
Managing Cultural Differences


“Sharon Cruse has been given a wonderful gift. It is her ability to analyze complex feelings and behaviors and then communicate ways to live a more healthy and productive life in an easier, more understandable way. As each generation lives longer, it is crucial that we have the specific tools we need to handle the many challenging days that may come our way as we care for family and friends. We need to balance caring for others and taking care of ourselves at the same time. The caregiver must stay as healthy and strong as possible.


“Patrick Egan has been and is a loving caregiver to his parents, making it possible for them to ‘age in place.’ His vision with technology and useful tools for seniors makes his contribution significant. He is able to take the abstract and simplify it to manageable and usable information, especially for seniors.”


—Sandy Coletta, MA, teacher


“Sharon is a lifelong giver and learner wrapped in wisdom and love. Her skillful writing is passionate—filled with real-life, compelling, and instructive stories.


“She and her gifted son, Pat, speak as a unique team of professionals from years of multidimensional caregiving experiences—now ready to share their gifts of cutting-edge strategies with fresh perspectives for the demands of everyday caregiving.”


—Jack Williamson, U.S. Air Force Chaplain, Colonel (retired), 
former Executive Director for the National Conference on 
Ministry to the Armed Forces and Veterans Affairs Chaplaincy, 
Director of InterGen Impact—a University of Colorado 
Intergenerational Writing Course


“Who better than Sharon Wegscheider-Cruse and her son, Patrick Egan, to combine the practical and personal stories that bring wisdom and relief to those of us who experience the universal role of caregiver. We are not alone.”


—Marjorie Zugich, caregiver and former 
CEO of Onsite Workshops


“Sharon has advocated throughout her professional life for the health and healing of family systems. Her new book focusing on caregiving is a natural segue to continue her life’s vocation.”


—Cheryl Keller, 
retired registered nurse and counselor


“Sharon has been our leader in caring for drug-addicted people and their co-dependents, and now she points the direction for our own hope and health as caregivers. This approach would be valuable for all health-care providers.”


—James W. Keller, MD, President and CEO 
Retired SEORMC, past director of Halterman 
Center for Addiction Treatment


“Sharon and Pat have a unique knowledge base because Sharon has been both a caregiver and a caree, and Pat is a professional and personal caregiver. The skillful presentation provides insight and compassion for the most difficult role of all in many of our lives: that of caregiver. As a professional charged with caregiving, it is essential to take care of oneself through the process. This book offers a roadmap for caregivers—professional and personal—who are called upon to serve in ways they could never have imagined.”


—Mel Pohl, MD, Chief Medical Officer, 
Las Vegas Recovery Center, author consultant


“Sharon is a firsthand expert on caregiving and, because of her life’s journey and a relatively recent traumatic accident, she has become an expert on care receiving. This newest addition to her many books, written to help all live better, more fulfilling lives, is her latest gift to humanity. As my years are increasing and my experience of caregiving is both behind me and in front of me, I am excited to learn many lessons and glean additional tools from this timely personal reflection.”


—Dee Doochin, MLAS, PCC, life coach, daughter, wife, 
mother, grandmother, great-grandmother, widow with 
continued appreciation and enjoyment of life!
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This book was born of my experience. 
The contents contained herein are my opinion and 
not a position. It is not meant in any way to be a resource 
of any scholarly presentation or medical advice. 
My hope is that while reading this book, you will feel 
my hand holding yours as we navigate the hard times 
and share the joys of life. Where I am able, 
I credit quotes and resources.






I dedicate this book 
to all those who have been, 
are now, or ever will be 
a caregiver . . .








Foreword





THE RIGHT TIME 
FOR THE RIGHT SOLUTIONS





When I think of a book about the impact of a caregiving experience on a family system, I can’t think of better experts to write it than Sharon Wegscheider-Cruse and Patrick Egan.


A caregiving experience impacts a family system. Unfortunately, organizations—like health care, community, and faith-based—often don’t have a way to help those family systems manage the experience.


Statistics show that, wow, do we need help. According to CareGiving.com’s 2017 Annual Family Caregiver Survey, 60 percent of respondents say they don’t adequately care for themselves during caregiving and 49 percent of respondents indicate they don’t receive help from other family members. Respondents offered the following explanations as to why their family members don’t help:


• “They simply don’t want the responsibility. They would prefer that he be in a nursing home.”


• “They are busy with their own lives.”


• “I’m the daughter. They expect this from me.”


• “They live in denial.”


• “They live out of town but have not even visited and don’t seem interested in ‘being there’ for us.”


Forty percent of respondents said they don’t have other family members involved in discussions about care. Fifty-seven percent of respondents indicated that they don’t have a back-up. Forty-five percent of respondents describe communication with other family members as “very stressful” or “stressful.”


We advocate so successfully for our carees during caregiving. We speak up and out about ineffective care plans, unqualified help, illogical red tape. Ironically, we can be at a loss for words for our own needs. We can feel guilty for speaking up for ourselves because our needs seem so minimal compared to our carees’. A family caregiver recently shared that she had to cancel an outing to a friend’s birthday party because of her caree’s immediate and pressing need. I suggested that she share this with her family so they understand that she needs more help.


“You don’t think that sounds shallow,” she asked. “It seems kinda silly to be upset about missing a party.”


“You’re missing crucial relationships that connect you to your life,” I explained. “That’s important and critical information to share.”


During caregiving, we are responsible for another’s life. It’s on us and up to us. Handing the responsibilities off to another can feel like too great a risk to take. What if something awful happens while we’re at that friend’s birthday party? The right language can help us understand that, as much as we want to, we can’t prevent the natural cycle of life.


We also can be so tired that trying to plan and organize a break feels completely undoable. With the right words, we may find that delegating feels better and letting go seems okay. What if we could change how a family communicates? If we can change communication, would we increase the amount of help the primary family caregiver receives? When the primary family caregivers get more help, do they then have more time for their own self-care?


I believe caregiving stress is an overlooked epidemic in our communities. According to our ongoing caregiving stress survey, family caregivers rate their stress at 4.15 on a scale of 1 to 5. The source of their stress? They miss their lives. They miss downtime, free time, their own time. Chronic stress takes its toll on their health and their well-being, leaving them feeling hopeless.


We need strategies to communicate effectively and honestly about how a caregiving experience affects us—our health, our time, our well-being. Being a caregiver highlights the finite nature of time. We come to understand that we can’t waste it because we never know how much is left. Sharon and Pat’s book comes at the right moment, offering us encouragement, positive messages, and tools that enable us to receive help, thus giving us more time and the ability to truly enjoy it. I’m grateful to Sharon and Pat for showing us the way.


—Denise M. Brown,
owner of The National Caregiving Conference, 
CareGiving.com, and family caregiver to her parents




FROM PAIN TO PURPOSE





How things quickly unfolded. Mom, eighty-seven years young, had taken a nasty fall and was recuperating in a residential care facility. She was not making progress and desperately wanted to be home. I had no idea how drastically things had changed with my parents’ health and well-being. Living over 500 miles away, I relied on our weekly phone calls to get a sense of things. My visit painfully jolted me with a new and sad reality and now it was time to take action. Three days later, Mom was in home hospice. A week after that, Dad was in home hospice as well.


My brother, sister, and I became three of the over 40 million Americans doing caregiving. With virtually no preparation, we came together to care for our parents in the final months of their lives. We would have it no other way. My incredible sister moved into their home and became their primary caregiver. My brother, as he was available, helped with a myriad of tasks. I commuted back home every other week to provide care and support for my parents and respite for my loving sister. It was often heart-wrenching, difficult, emotionally exhausting, and overwhelming yet deeply rich and rewarding. I feel such gratitude for this opportunity.


OVERCOMING ADVERSITY


Alcoholism has hurt my family for multiple generations. I grew up with the chaos, confusion, and unpredictability of this insidious family disease. It wreaked havoc and deeply affected each one of us. Then a miracle happened. Mom and I got help and initiated a healing process for ourselves. About a year later, Dad got sober and we became a recovering family. We developed a deeper, more meaningful bond, which was a huge gift. We could talk openly about things that truly mattered in our lives. I had the parents I had always dreamed about.


I have such respect and gratitude for my parents. Their courage, strength, and tenacity were instrumental in putting our family on a new and exciting trajectory that has had a lasting, positive impact even upon my children. It was an honor to care for them. Dad wanted to stay at home and have his family be his primary caregivers. Mom wanted the same, as she had always been afraid that she would die alone. It was such a blessing to be part of a team that made their wishes come true.


OPPORTUNITY IN THE CRISIS


Once I got my bearings, I viewed this caregiving experience as a rich opportunity. Just having the time with my parents was a huge gift. We laughed, cried, and enjoyed one another’s company. We reminisced about special memories and they slowly revealed more of themselves in small, subtle ways. My parents understood the reality of the situation and shared bits and pieces of their painful childhoods. We grew even closer and I came to understand and appreciate their journeys in a much deeper way.


My brother got married when I was seven years old and my sister did the same when I was eleven. In many ways, I did not get enough time with them as a kid. Our caregiving experience changed all that. While they have always had a special place in my heart, this was a chance to connect and bond in such a profound, meaningful way. We had a clear, shared purpose with the often sad and painful task and supported each other during those times of grief and emotional exhaustion. We had long talks about growing up, which helped me understand more about our family. They filled in the blanks with information I had never known, and I came to love and appreciate them even more. Because of our caregiving experience, we are much more spiritually connected.


SELF-CARE


It did not take long to realize that caregiving can be demanding, overwhelming, and exhausting. I always strived to be the best I could be for my parents, siblings, and myself. A regimen of daily self-care was a vital necessity. Eating healthy, getting plenty of rest, prayer, journaling, and reaching out for support and guidance were all key ingredients. It was also helpful to have a little time to get away—a short walk, running an errand, and reaching out to safe people. Sharon Wegscheider-Cruse, my mentor and spiritual guide, gave me valuable insight, encouragement, and helpful suggestions during our phone calls, which made such a difference for me.


Caregiving can be such a rich yet bittersweet journey. I sure wish I’d had a copy of Caregiving: Hope and Health for Caregiving Families to guide me. It is a definitive resource and road map to show you the way.


—Jerry Moe, 
National Director of Children’s Programs, 
Hazelden Betty Ford Foundation
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Introduction



There are only four kinds of people in the world: 
those who have been caregivers, those who 
are caregivers, those who will be caregivers and 
those who will need caregivers.


—Rosalynn Carter


After writing nineteen books, some of which became bestsellers, it seemed as though all my relevant words had been written. Yet, experience—raw, gritty, and full of gratitude—cried out from within me and would not let me rest and refrain from writing this book.


Oftentimes throughout my lifetime, life changed in a moment, but nothing stopped me completely in my tracks until a life-threatening accident about two years ago. Then came the diagnosis of the need for immediate and difficult care. I needed many kinds of help, and there was no time to plan. My family and I learned “We are all one event from a lifestyle change.”


Perhaps a life-changing event has happened to you or someone you love. If so, you know many parts of the story. If not, we are in the same boat—none of us knows what the future holds. Individual dynamics come into play in a crisis, and a crisis most often affects the whole family system. A minimum of ten people are involved when a crisis strikes one person.


When a family has an emergency or even a slow-growing crisis, many people are affected: parents, daughters, sons, siblings, relatives, in-laws, and friends. For some, there may be no blood relatives, only friends. When there are no family or friends, then caregivers must rely on spiritual resources or professional care of some kind. Most often family members are the most affected when a crisis occurs.


“One person caring about another represents life’s greatest value.”


—Jim Rohn




WE ARE BORN TO CARE





Do you care? Of course, you do! You care for one person or for many people. It might be a child, parent, aunt, sibling, grandparent, grandchild, or friend. It may be that one of your greatest caring experiences is caring for one or more pets.


As humans, we have the capacity to care. Reaching out to support someone outside ourselves is caring and part of the human instinct. We relate to one another. We show we care in simple ways: through teaching, being role models, lending a helping hand, giving time, listening, and meeting specific daily needs. We show we care through offering companionship, as well as providing nourishment, transportation, and more complex aid. We help with financial care, arranging for a home or shelter, managing another’s financial responsibilities, and supplying medical aid. Our caring involves support, sometimes face-to-face and other times hands-on. Sometimes caring involves distance and technology.


At some point, as the quote by Rosalynn Carter says, we are all going to be involved in either caregiving, receiving care, or both.




FROM CAREFREE TO CARE-FULL





“Make the most of your ‘carefree’ young life as you can.”


—Anne Frank


Once upon a time, we had a “care” free life. The whole world was out there and we could play, make plans, and not worry about a thing. We could take in the happiness and excitement of the moment: ride bikes, climb trees, make mud pies, and play with friends. Many of us watched the schoolroom clock, and when 3:00 came, we ran out of the classroom and played until dinnertime. We loved peanut-butter-and-jelly sandwiches and macaroni and cheese. We rather assumed these days would go on forever.


When we earned our driver’s licenses, the world opened up even more with more friends and adventures. The world was full of choices, and we didn’t think much about the future. We lived day-to-day. It was a more “care” free time.


Then came a time for making choices about college, training, and relationships—finding partners to take the journey with us. So much adventure. Some chose military service, travel, and geographic changes. Others decided upon higher education with a career in mind. While still others stepped out into a variety of opportunities. It seemed the world was full of choice and adventure. Though life was changing, it was still a “care” free world.


Then, for some, in the midst of the bubble of choices, plans, and adventures, came the first major loss. We learned that not everything stays the same. “Care” free, as we knew it, changed, and a deeper part of ourselves was released.


“Tears shed for another person (or people) are not a sign of weakness. They are a sign of heart.”


—José N. Harris


The first loss might have been the death of a loved one. Often, the first major loss of this kind is that of a grandparent, sibling, or other significant person. It may be loss of a limb, a sense (sight, hearing, taste, or smell). It might be an injury or illness (loss of health) or aging (loss of youth). The first experience of loss a child might experience is the death of a beloved pet.


As children, we didn’t think much about our own losses. This famous quote from Winnie the Pooh by A. A. Milne sums up what many people discover when they experience a loss that results in caring for someone else: “Promise me you’ll always remember: you’re braver than you believe, and stronger than you seem, and smarter than you think.” We undergo a range of emotions when our lives become full of care.


It’s no accident that many adults recall this message when they experience a major life change. The wisdom of this quote has stood the test of time to support us when we find in ourselves a sadness and grief we did not know about before the loss that ended our carefree lives. That loss also brings a certain fear: fear of future loss. Loss comes in many different ways, even slowly over time.


My life-threatening accident two years ago not only changed my life in an instant, it also launched my journey of awareness about the crisis we are now experiencing in caregiving. As I experienced being a person receiving care, I saw many of the same issues in caregiving that I had seen as a young professional caregiver in the 1980s while studying and dealing with the effects on children of growing up in a family system affected by alcohol. Those effects were a form of a slow crisis steeped in loss and fear.


In both cases, millions of families nationwide experience severe stress and a lack of services to meet their needs. Both laypeople and professionals attempt to deal with a crisis for which underfunding is the norm—and systemic reform is needed. And everyone lacks a common language to talk about the situation.


Back in the 1980s, a cohesive group of people began to share their experiences, feelings, and efforts to bring help to a population troubled by the experience of growing up with alcoholism. It was a healing time. Many talented people developed and coordinated ideas, approaches, and programs through individual and collective efforts in creating literature and staging conferences. In just a few years, their efforts led to the formation of the National Association of Adult Children of Alcoholics (ACOA), of which I was one of fourteen founding board members.


Today, ACOA is recognized around the world. It simplified a complex maze of symptoms, problems, and efforts from a disconnected and wounded group of people and agencies and organizations and gave them a framework to better understand their professional and, just as importantly, their private lives. It was the birth of a new era in understanding and action in responding to alcoholism born from the experience of crisis.




BIRTH OF A NEW ERA IN CAREGIVING





My experience leads me to believe that we are on the cusp of a new era in caregiving.


The caregiving field is in its infancy and needs to come together in a cohesive way. We need to bring together people who are involved with the tools that provide definition, guidance, and structure to those who need it most. We need a common language and a simple comprehensive path, one that makes room for offshoot trails for exploring new ground in complementary areas. This book attempts to provide the basic path for caregiving.
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A crisis exists. First, communication and structure is lacking between caregiving agencies, conferences, podcasts, and websites. Many people, both those in caregiving situations and those needing care, are hungry for information. Some circumstances require professional care, but these people too often go without help. The professionals are out there. The connections are lacking.


Some people navigate the caregiving maze well; others learn by trial and error; and still others have no idea where to begin. This book attempts to offer in clear language the complicated issue in our culture today. May we find the conversations and connections that will bring together as many professionals as possible.


The caregiving world is a puzzle. It is critically important, massive, disconnected, and full of amazing, well-intentioned, and hardworking people. The increasing number of people needing care is one of the fastest growing segments of our population. No accurate figure is available on the total number of formal caregivers, but one estimate states that there are 44 million unpaid caregivers. My hope is that this book starts conversations about how to come together and combine forces in the caregiving field. It’s a daunting prospect, but I take heart from the words of Michael Morpugno:


Wherever my story takes me, however dark and difficult the theme, there is always hope and redemption, not because readers like happy endings, but because I am an optimist at heart. I know the sun will rise in the morning. And there is light at the end of every tunnel.


Let’s walk the tunnel together.


—Sharon Wegscheider-Cruse
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THE CAREGIVING PUZZLE


Life changes fast. 
Life changes in the instant.
You sit down to dinner and life 
as you know it ends.


—Joan Didion


We are all one event from a lifestyle change.


Have you or someone you know been through a major loss?


• accident.


• diagnosis of serious or terminal illness.


• financial loss.


• disability.


• complications of aging.


• loss of major sense—sight, hearing, sound, touch, or taste.


• sudden loss of relationship from death, divorce, or abandonment.


• diagnosis of chronic and progressive illness such as Alzheimer’s or Parkinson’s diseases, dementia, or MS.


My experience includes all of these losses. They happened either to me or to someone I love. My experience is my teacher and my passion for this book. Anyone who suffers through any one of these events also impacts the life of at least ten people around them. Whether family members or professional and/or volunteer caregivers, these are the people who provide care in many forms. They deliver medical care, and feed, comfort, and transport, as well as often provide financial and logistical support.


This demonstrates how fast the need for caregiving is mushrooming.


Caregiving needs can enter our lives in a moment of crisis, or they can slip in insidiously with someone needing first one thing and then another and then another. Caregivers are created instantly or developed slowly.


Either way, it’s complicated. Crises and accidents catch us by surprise, which upsets routines and brings added demands on our time and energy. Slower-growing crises, such as a person experiencing undiagnosed medical issues or moving into dementia, can bring angry, confused behavior. The lack of affordable caregiving services or actual caregivers brings another layer of complication.


Adding to the complication is the fact that many professional caregivers were in caregiving positions in their families during their growing-up years. Caregiving feels natural and normal for them. Once they grow up to choose a profession, often in the caregiving field, they have great difficulty separating their professional lives from their personal lives and are prone to overwork and burnout. This is the system we find ourselves living and working in right now. It’s a staggering and powerful awareness that caregivers are also in great need of care.
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