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Advance Praise for AARP Meditations for Caregivers


“Drawing on their professional and personal expertise, Barry Jacobs and Julia Mayer provide a beautifully woven tapestry of stories and meditations to meet resiliently the key challenges of family caregiving. This invaluable, wise, and compassionate guide is frank, inspirational, and altogether timelessly human.”


—John S. Rolland, MD, Professor of Psychiatry and Behavioral Sciences, Northwestern University Feinberg School of Medicine


“AARP Meditations for Caregivers is filled with stories of hope, perseverance—even transcendence. Drawing from their personal experience as well as others, Drs. Jacobs and Mayer remind us that providing care for a loved one can be a sacred, moral, and enriching endeavor.”


—Katy Butler, author of Knocking on Heaven’s Door


“This collection of lessons and insights assures us that our caregiving experiences are not unique. Stressed caregivers will be able to draw solace from these anecdotes.”


—Robert L. Kane, MD, School of Public Health, University of Minnesota, and author of The Good Caregiver


“This book will help caregivers find their own way to a place of calm and purposefulness. In AARP Meditations for Caregivers, clinical psychologists Barry Jacobs and Julia Mayer help caregivers understand and accept their wide-ranging emotions—from anxiety and resentment to devotion and forgiveness. The concise meditations combine simple but powerful storytelling with compassionate insights gained from the authors’ personal and professional experience.”


—Carol Levine, director, Families and Health Care Project, United Hospital Fund, and author of Planning for Long-Term Care For Dummies


“This book is truly a bible for caregivers. Barry Jacobs and Julia Mayer tell more than 100 stories of dilemmas faced by children, siblings, husbands, and wives thrust into the role of caregiver. The psychotherapists follow up each tale with a simple, powerful nugget of advice. Reading these all-too-human tales, caregivers won’t feel quite as alone—and they’ll see that even when they’re angry, frustrated, sad, and stressed out, they can find ways to express love, empathy, and humor.”


—Marc Silver, author of Breast Cancer Husband: How to Help Your Wife (And Yourself) Through Diagnosis, Treatment, and Beyond


“AARP Meditations for Caregivers captures the frustrations and determination, sorrows, and joys typically experienced by family caregivers. Drs. Jacobs and Mayer offer concrete suggestions and inspiration for those who provide countless acts of loving care.”


—Janis Abrahms Spring, PhD, author of Life with Pop: Lessons on Caring for an Aging Parent


“As a son caring for my mother for more than five years, I wish this insightful and inspirational book was available five years ago. I was deeply moved by the passages.”


—Louis G. Colbert, MSW, Vice President of Operations, Philadelphia Corporation for Aging, and Past Chair, American Society for Aging Board of Directors


“This book should be a companion for every family caregiver. In AARP Meditations for Caregivers, Dr. Barry Jacobs and Dr. Julia Mayer have created an inspirational and useful tool for caregivers as we navigate the challenging emotional road of caregiving. The real-life caregiver stories in the book will resonate, and the practical tips for coping are quick and relevant.”


—Amy Goyer, caregiver and author of Juggling Life, Work, and Caregiving


“How we take care of our old and our young defines us as individuals and as a people. Jacobs and Mayer take on the complex matter of caring for ourselves while caring for our loved ones with expertise, compassion, and artistry.”


—Steven E. Arnold, MD, Translational Neurology Head, Interdisciplinary Brain Center, Massachusetts General Hospital, Harvard Medical School


“There are few more difficult or important tasks in life than that of caregiving. This book by two family psychologists who specialize in working with caregivers provides just the right mix of inspiration, advice, meditations, and exemplary stories to help us make the experience helpful and healing,”


—Susan H. McDaniel, PhD, Dr. Laurie Sands Distinguished Professor of Families & Health, University of Rochester Medical Center


“I’m delighted to have this resource available for the caregivers we see in our clinic—and for my own bedside table. Taking time to reflect on the depths of our feelings about caregiving is often at the bottom of the to-do list. This book offers the opportunity to ponder, explore, reflect, and accept one big challenging feeling in a way that makes it seem manageable.”


—Sara Honn Qualls, Director, Gerontology Center, University of Colorado Colorado Springs, and coauthor of Caregiver Family Therapy


“While developing and implementing a long-term plan by and for aging parents is critical to the long-term health of the family, equally important is meeting the psychological and spiritual needs of the caregivers of those parents along the way. This book does a very effective job of fulfilling those ongoing needs.”


—Tim Prosch, author of The Other Talk: A Guide to Talking with Your Adult Children about the Rest of Your Life


“This inspired book directly addresses and celebrates the longstanding, complex, and often challenging family caregiving relationships that emerge in the face of difficult circumstances. Through short anecdotes, the authors present readily identifiable and sometimes humorous difficulties as well as practical solutions that are likely to resonate with all walks of caregivers.”


—Jennifer Wolff, PhD, Associate Professor, Center on Aging and Health, Johns Hopkins University
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Introduction


Throughout our years of caring for our aging parents, we have lived with the fear of falling. Literally and figuratively. Barry’s frail, elderly mother, Jean, frequently forgot to use her walker, lost her balance, and went down hard in her apartment a mile from our suburban Philadelphia home. Each time we visited her, we wondered if we would find her on the floor. Each time our house phone rang, we half-expected to hear the voice of one of her aides or a police officer or a nurse telling us she’d been transported to the emergency room. As she fell with greater frequency, our spirits fell, too.


It could have been a warm, sunny morning when we might have preferred to take a leisurely walk together through the nearby woods, something we’ve enjoyed doing many times in our twenty-five years of marriage. But we’d have no time for morning coffee, a glance at the newspaper, or even much discussion. We’d jump in the car and rush to the hospital. Our day would then be spent in the dreary ER cubicle where Jean’s delicate skin would get bandaged, her back would be x-rayed, and her mental state evaluated. There’d be CT scans and blood tests and hours and hours of sitting around awaiting test results. Caring for her was anything but a walk in the woods.


Our story isn’t unusual or special. More people are caring for aging parents, disabled spouses, and chronically ill children every year. According to Caregiving in the U.S. 2015, a report by the National Alliance for Caregiving and AARP, 40 million Americans now provide unpaid care to cherished family members or friends each year. We, like many, have chosen to care for our loved ones as much as we are capable. The fact that we are clinical psychologists who specialize in working with family caregivers gives us few advantages, though, when caring for our own family members. We can anticipate or analyze our own emotional reactions but rarely prevent them.


Jean has always been a highly opinionated, controlling, determined woman, albeit one with charm, style, and a sense of humor. Caring for her for the past five years (like caring for Julia’s father, Joe, eight years ago, and later, Barry’s stepfather, Steve) has been stressful in many ways. With each of these challenges that we’ve overcome or at least endured, we have learned.


We’ve learned that compassion helps. When we are most frustrated, we put ourselves in Jean’s position and try to imagine what we would feel like if we were her. We slow down, speak respectfully, and always try to explain what we want, what we are doing, what we are hoping for, so that she can join with us in common effort to help her live as well as possible. Later, we take the time to express our feelings to one another and offer each other encouragement. We acknowledge our own limitations, whether physical or emotional, and find ways to work around them. We remember to look at the big picture. Even though a difficult day can feel overwhelming, we know that this time of our lives is limited. We try to see the crises as challenges to our creativity and look for innovative solutions when we can.


We don’t deny that family caregiving is hard, worrisome work. But, over time, the process has also offered up some surprisingly inspirational and positive experiences for each of us. When a challenging day goes well, we feel especially competent and a bit more confident in our abilities. We frequently find novel solutions to irksome problems. When laughing or reminiscing together, we feel a shared sense of joy and an increased appreciation of the humor in some situations. By practicing compassion, we’ve grown in our ability to take another person’s perspective, respect his or her needs and wishes, and constructively overcome trying circumstances.


With an increased awareness of the fragility of life, we often find ourselves feeling grateful for an opportunity to make Jean happy or meet her needs. We feel grateful that we have enough good health ourselves that we can be of service to her. By assuming a mindful stance toward each day’s tasks, we find ourselves feeling more grateful for other aspects of our lives, such as our terrific kids and our relationship with one another.


We discovered that caregiving is meaningful to us in many ways. It helps define the type of people we aspire to be. As exhausted as we feel at times, we take solace in the fact that we are doing good work. That has always been an important value to us. We are glad for the chance to demonstrate that value to our children through caring for their grandparents.


After a particularly rough stretch during which Jean had been repeatedly hospitalized for falls, she and we decided that she would move into a nursing home. She is safer there now, experiencing fewer falls. Our family caregiving hasn’t ended because we continue to try to help her in that setting as much as we can. But our days of running to her apartment to lift her off the floor or rushing to the ER are now over. Our fear of falling has eased, and we are feeling more grounded in the knowledge that we’ve all made a prudent decision together.


With this book, we hope to share all that we’ve learned, from our own and others’ experiences, about caring for loved ones in their homes as well as in hospitals and nursing homes. We suggest ways that caregiving can provide you with similarly transformative experiences and a sense of belonging to a larger caregiving community. We want to give you a long view of the benefits of providing loving care to encourage you to persevere in this vital work. To achieve all this, we’ve combined several elements:


       •    We’ve drawn on the power of stories to illuminate, inspire, and instruct. With nearly each one of the 152 meditations here, we tell the tale of a real-life family struggling with the emotional and logistical challenges of caregiving and enlightening lessons learned in the process. Some of these stories stem from our personal experiences as well as those of our extended family members. Most of them are stories we were privileged to hear from our psychotherapy clients during the past twenty-five years; the names and other details of these clients have been changed to protect their identities.


       •    We’ve organized the stories into twenty-eight themes—including anger, anxiety, guilt, commitment, optimism, and respect—that capture many of the experiences of the hardworking caregivers we’ve met.


       •    Throughout the book, we have incorporated the insights and techniques of stress management and mindfulness that are at the core of so much of today’s psychological practice, including our own. We believe strongly that, to the degree that caregivers can pay attention to the tenderness and love in their interactions with care receivers, they will be enriched and heartened by caregiving.


We hope that these meditations will provide you with solutions to typical caregiving challenges, offer relief and renewal through mindfulness, and inspire you to find the meaning and value in the work you do. We hope you are moved by the stories here and that you share your own stories with other caregivers. They, too, need support, validation, and a positive perspective on this challenging time in their lives.









CHAPTER 1


Accept Your Feelings


                    For after all, the best thing one can do when it is raining is let it rain.


                    —Henry Wadsworth Longfellow


One of the greatest challenges we face as humans is truly accepting that we are human, difficult feelings and all. We struggle with our rage, shame, guilt, and disappointment, and we glory in our intense love and devotion. As caregivers, at times we are likely to feel an overwhelming, contradictory array of emotions. Current experiences trigger old feelings. New worries remind us of old situations. How should we handle whatever emotions come up? We can try to accept them, understanding that they are just feelings. They rise up, we experience them, and then they pass. They are evidence of our humanity.


 


When you have difficult feelings, don’t judge them.


Instead, approach them with curiosity, compassion, and interest.


       1.  Take the time to notice exactly what you are feeling. Are you angry, scared, ashamed, disappointed, or longing for some care?


       2.  Reflect upon those feelings. Are they intense and lasting, or are they more moderate and passing? Do you feel them in your body as well as in your mind? Where in your body?


       3.  What triggered the feelings? Was it something someone said or did? Was it a thought or worry that you had?


       4.  Have memories been stirred up? Can you make a connection between the current feelings and other occasions in which you felt the same way?


       5.  Consider what you’d like to do about the feelings. What would you like to accomplish? Do you want to communicate them to someone? If so, what would be the most effective way to do that? Would you prefer to keep them to yourself or to express them in a creative way? Write about them? Draw a picture? Dance?


Taking the time to reflect allows us to have our feelings rather than to have them overtake us. We can then explore the most useful ways to manage them. We are more likely to discover flexible, creative approaches to the management and expression of our feelings if we have patiently made the effort to gain some perspective on them.


 


After several sleepless nights in a row filled with tossing and turning and racing thoughts, Howard decided that he had to talk to his wife.


Before bed on the following night, he sat down with Sherri and told her how terrible he felt about sometimes wishing that his father would die. He said that he loved his father. Then he hung his head in shame and cried.


They’d been caring for his father for several years, during which his health had declined sharply. His dementia was putting a strain on the whole family—so much planning, putting out fires, and covering the expenses. Howard was worried about their future financial stability.


Sherri gave him a hug. She loved Howard’s dad, too. She knew how hard it was for Howard to say those words aloud. She reassured him that anyone in his situation would have those feelings from time to time. She admitted to sometimes having the same wish.


Both felt relieved that they’d shared their feelings. Howard felt understood. He felt relieved. And he was able to get to sleep more easily that night.


Rather than judging our thoughts and feelings, we can try to accept them and show compassion toward ourselves. We are only human.


 


BARRY:


There were times while caring for my mother when I didn’t seem to do anything right.


I procrastinated in scheduling her next medical appointment, and then her doctor went on a long vacation. I forgot to pick up her pills from the pharmacy, so she had to go a day without her blood pressure medicine. I grew impatient with her too often and hurt her feelings.


My failings embarrassed me. I judged myself harshly: I was an inadequate son, a reprobate caregiver. She deserved better. I was sure other caregiving sons were more competent and composed. I was letting both of us down.


My mother could sense that I was struggling with myself. She said multiple times, “I’m sorry this is so hard.” Her words made me feel guilty, in part, but also gave me some comfort. She really understood that this journey we were on together was hard. There were many appointments to make, meals to organize, supplies to order. She accepted that I would botch things at times. She never once criticized me.


Her acceptance of me helped spur my self-acceptance. I realized I was an imperfect son before I became her caregiver; I would always be an imperfect caregiving son. Self-criticism didn’t improve my performance. I had to accept who I was and what I could and couldn’t do. I even had to accept my own frustrations. I was doing my best and that was good enough for my mother. She was giving me a pass, perhaps, but then again, she always did.


We need to be kind and understanding toward ourselves as much as we are compassionate toward those we care for.


 


After Nora and Tom’s mother died, Nora wanted to feel closer to her older brother.


They were six years apart, and although they got along, they weren’t especially close. They spoke easily about their father, who was now living by himself and needed some support from them. They complained that he avoided going to doctors’ appointments and wasn’t eating right or exercising enough. They could laugh about how stubborn he was. This was a point of connection for them.


But they couldn’t talk easily about their mother. When the topic of conversation turned to her, Nora would inevitably cry and Tom would become irritated. He would express his impatience with her emotion and quickly get off the phone. Nora would feel terrible that she couldn’t share her feelings with her only sibling. She felt that the reason was because he was avoiding his own feelings. The emotional distance between Nora and Tom felt huge.


After their father passed away, things changed. Tom was overcome with his emotions. He and his wife had three children by then. Tom couldn’t help but feel the pain of the loss. Nora took the opportunity to try to connect with him again. This time, Tom was patient and accepting when Nora became emotional. He didn’t exactly cry with her, but he no longer ran from the feelings. Because they could share their emotions more, they were able to develop the closer relationship Nora had longed for.


Sharing our painful feelings with our loved ones brings us closer to them and helps us to process our emotions together.


 


Trudy had spent her lifetime trying but failing to please her hypercritical mother, Louise.


Even as a young girl, she had tried to be as good as gold, jumping to Louise’s every request. Now that Louise was aging and hobbled with constant arthritic pain, Trudy found herself repeating the old pattern, waiting for Louise’s directions. With one word of praise from her mother, Trudy felt uplifted. But if Louise were cross or even silent—perhaps due to the severe pain she was experiencing—then Trudy felt chided.


After months of this kind of caregiving, Trudy felt physically and emotionally exhausted. It wasn’t just her recent efforts that had drained her; she felt wrung dry by decades of striving. Feeling so tired made her feel guilty and ashamed, as if she were still failing to be the daughter her mother wanted. Feeling ashamed, in turn, made her feel depressed. She was trapped in this negative cycle of emotions.


At her husband’s urging, she sought the services of a psychotherapist. Through therapy, she gleaned a simple but important insight: Because of the type of person that Louise was, it wasn’t possible for Trudy or anyone to always please her. This insight was liberating. Trudy could continue to try her best to help her mother because she truly loved her and didn’t want to see her suffer. But she had to accept that she couldn’t control her mother’s response.


Trudy continued to work hard on Louise’s behalf. But she stopped beating herself up when she failed to win Louise over. She didn’t have to prove herself anymore.


Some caregivers attempt to win love and approval from family members who’ve rejected them for years. Judge your efforts on their own merits and not in hopes of receiving others’ positive responses.









CHAPTER 2


Anger or Resentment


                    If you are patient in one moment of anger, you will escape a hundred days of sorrow.


                    —Chinese proverb


We always start with good intentions, but sometimes situations become stressful and our best-laid plans go awry. Naturally, anger rears its head occasionally when we care for our loved ones. Rather than beat ourselves up, or sink into shame, we can reflect on our anger as an opportunity for growth. We can challenge ourselves to feel more empathy for our loved ones, discover the sadness behind our angry feelings, and develop as dedicated caregivers, open to learning more about our loved ones and ourselves in the process of providing loving care.


 


As children, they always were protective of their little brother.


As adults, they were now ready to pounce on him. Clara, the older sister, was disappointed that Stu hadn’t visited their mother even once since her recent heart attack. Bethany, the middle child, was simply furious with him. Stu seemed oblivious to their feelings. He e-mailed them that he had upcoming reserve duty and possible deployment but would visit their mother just as soon as he could.


The sisters knew that, while they had dutifully visited their mother weekly for years, their brother occasionally stopped by. But his behavior now was inexcusable. Bethany confronted him on the phone. Stu shouted back that she didn’t understand and had no right to tell him how to run his life.


Clara took a different approach. She asked him to meet her after work to talk. He hesitated but agreed. When they met at a coffeehouse, Clara was careful not to scold him and rouse his defensiveness. She asked him about his work and military responsibilities, and he relaxed while he talked and she listened intently. She made sure he knew that she understood how important his jobs were to him.


When she finally brought up their mother, at first she reassured him that she seemed to be recovering well. Then, Clara asked him quietly what kind of relationships he wanted to have with their mother, and with her and Bethany. Stu seemed taken aback but then answered honestly, “I want close relationships with you. I just get overwhelmed at times.” He added, “It is hard for me to see Mom getting older.”


Clara said she felt the same. She said that she, Bethany, and Stu, as siblings, knew each other’s emotions better than anyone else during their mother’s recent health crisis. She said that the three of them could really support one another—and their mother—as other crises eventually occurred. Stu listened. He heard that his involvement was important not just to their mother but to his sisters. He appreciated that Clara was not talking down to him. She believed him when he said with conviction that he would be there for them.


Anger among siblings often arises during caregiving, making teamwork difficult. By leading with empathy, we forge new bases for understanding and support.


 


When Kenny called his father’s apartment and, once again, the phone was busy, Kenny knew that it was off the hook.


His angry yelling probably disturbed his neighbors. Once he’d calmed down, he got in his car and drove the twenty minutes to his father’s apartment, only to find him peacefully asleep in bed. For Kenny, this had happened too many times.


Kenny hung up his father’s phone properly and then drove the twenty minutes home, feeling so frustrated that he didn’t know what to do. He was glad that his father was fine, and he knew that he had the option not to drive over there to check on him. But if his father had fallen and had been on the floor all night, Kenny wouldn’t have been able to forgive himself.


His father routinely hung up the phone wrong. Kenny had talked to him about it, but it kept happening anyway. He needed to try something else. Kenny decided to buy his father a new phone with larger, lit buttons and an easy-to-see off switch. Then he asked his father’s neighbor if she’d be willing to keep a key so that she could check on Kenny’s father if needed. When Kenny explained his dilemma, she was glad to help.


Kenny presented his father with the phone as though it were a special gift, carefully showing him how to use it and testing that he did it correctly. Kenny then gratefully gave an extra key to the neighbor. His father never did learn how completely frustrated Kenny was. That was for the best.


Frustration with a caregiving situation can lead to anger or resentment unless we stop and take some time to find creative solutions.


 


Dinnertime was fraught with tension.


After Frank’s mother died, he and his wife, Jackie, moved into the house of his father, Leonard, to help him out. No matter whether Frank made his culinary specialty, baked lasagna, or his wife made Frank’s favorite, short ribs, Leonard always found a way, by scrunching up his nose or suddenly losing his appetite, to complain about the taste of the food. In response, Frank barely contained his temper. Sometimes he stared hard at his dad across the table. He had spent his childhood being the target of his father’s unfair critical comments and didn’t think he should have to take it now as an adult.


When he vented to Jackie late one night about Leonard’s meanness, she brought him up short by asking, “How did your mother deal with him?” He reflected for a moment before saying, “She somehow could see something else in him when he was being tough. She could see that he was sensitive and hurt. She made allowances for him.”


The conversation affected Frank. He suddenly realized that Leonard wasn’t rejecting the taste of the meals; he was expressing his grief over the loss of his wife and all she did for him. After that, Frank noted when Leonard scrunched up his nose but let it pass. He instead talked about the wonderful dishes his mom had made. In that moment, Leonard looked sad. Frank then responded to him with his own sadness. They were together in that instance, not at odds.


Men often use anger to cover up sadness. Responding to their anger with anger only creates greater misunderstanding. Find a way to meet hostility with greater empathy.


 


Paula and her mother had always had a rocky relationship.


Paula knew that she herself was opinionated and impatient. She found her mother, Claire, self-absorbed, demanding, and often inflexible. Now that Paula was caring for her mom, running her errands, stopping over every day to make sure Claire took her meds and ate meals, they had more to clash about.


Often, after arguing about her mother’s frivolous spending or overreacting to a critical comment, Paula would leave feeling frustrated and sad. She longed for a warm, caring relationship, rather than one filled with disagreements and debates. Her mother seemed to know just how to trigger her anger, and they’d be off and running again before even realizing what was happening.
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