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For my son, Spencer, my never-ending source of love and awe.


Thank you first and foremost to editors Elizabeth Dougherty and Kate Hanely for your guidance, expertise, and support in writing this book. Thank you to my husband, Troy, for your unwaivering belief in me and this mission and for always encouraging me to be the best person I can be. Thanks to my mom and dad for a lifetime of unconditional love, and a special thank-you to all the caregivers out there—past, present, and future—the world is better because of you. 








This book provides information and ideas to inspire you on the caregiving journey. It should not be used as a substitute for the advice of medical professionals. If you are in need of emotional, psychological, or physical support, please seek out help from a licensed professional.

While the content of this book has been carefully researched, it does also contain the author’s opinions. The author and the publisher cannot guarantee any outcomes and assume no responsibility for any injuries, losses, or damages incurred while or because of following the information provided in this book.  

All characters and stories provided in this book have either been altered for privacy or are composites. Any resemblances to real persons and their health conditions are wholly coincidental.






Introduction


Caregiving: From Obligation to Opportunity

If you are reading this, you are likely one of the 40-plus million unpaid caregivers caring for an older loved one in the United States. And like many nonprofessional caregivers, you were probably moving along through life, comfortable in your day-to-day routine, when suddenly everything changed. While caregiving is common, it’s a different experience for everyone. It may be that you got a call from the hospital that your mom had fallen and broken a bone, or that your spouse had a heart attack. Perhaps you learned your dad was diagnosed with Alzheimer’s disease or that your aunt was ready for hospice. You may be trying to manage care for a loved one who lives far away from you or who has moved into a care community. Maybe the person you’re caring for already lives with you, or is moving in, and caregiving is now a daily part of your life. No matter how your caregiving story began, or what shape it takes, the outcome is the same: Your life story—and your loved one’s life story—now contains a new chapter.

Although it may not feel this way in this moment, this chapter is definitively finite. While your caregiving role may last a few weeks, a few years, a decade, or more, it will end. The challenge—and the opportunity—is to make the most of this time.

I am not trying to brightside you: Caregiving can be difficult, stressful, and scary. It can induce feelings of sadness, intense worry, and anxiety. The person you are caring for probably knows exactly how to push your buttons. And yet, caring for a loved one can be one of the most rewarding roles you have in your lifetime. No matter how long or how short your caregiving experience lasts, you can choose to use this time to refocus your attention on what matters most in life. This book will help you do that.

The Positive Caregiving Approach

As a gerontologist, I have spent the past decade gaining a deeper understanding of how people change and evolve as they grow older. I have seen evidence that both caregiving and care receiving as we and our loved ones age can be extremely rewarding—a time of enrichment rather than depletion. My doctoral research focused specifically on the emotional experiences of people living with Alzheimer’s disease. What I have learned is that all people, even those living with cognitive disorders, retain their ability to feel emotions as they age. 

And I’ve seen that often the person who needs the most support in adjusting to their new reality isn’t the person who is ill or adapting to new age-related changes—it’s the caregiver. But most importantly, I have learned that positive emotions like gratitude, love, and awe, and all the things that induce them, are what make life worthwhile.

My research has led me to realize that caregiving offers a unique opportunity to recognize and reframe your own worldview, steep yourself (and your care partner) in positive emotions, foster your own growth and resilience through personal practices, and strengthen your bond to your care partner through reminiscing about times that have come before as well as savoring the present moment. I have combined these pillars into a framework I call Positive Caregiving, and in this book, I will walk you through exactly how to incorporate each of these pillars into your daily life, even with your additional caregiving duties. 

Following the Positive Caregiving approach not only may reduce the stress of caregiving, but also can deliver numerous benefits, including:


	
A deeper bond with the person you’re caring for, even if your relationship was fraught to begin with.

	
A toolbox of skills that helps you bring your best self to caregiving now, and that can enrich your life and your well-being into the future.

	
Mental and physical health support—for yourself and the person you’re caring for—as the positive emotions this book helps you harness have many powerful, research-supported health benefits.

	
A reconnection to what matters in life. Of course, caregiving can be challenging, but it also can reorient your attention away from daily stressors that can so easily erode quality of life.

	
An increased sense of purpose. Devoting time and energy to reducing someone else’s suffering while helping them thrive is hard work, but it can also be an experience that bolsters your own strength and resilience.



To help you head into your caregiving journey with a more positive mindset, Part 1 of this book helps you understand the opportunities caregiving provides and reframes the narrative on caregiving—to begin to see it not as an inherent burden, but as a beginning. You’ll learn about ways to open your mind to the possibilities of caregiving and how to tap into the tremendous power of positive emotions. Part 1 also translates the concepts behind Positive Caregiving into four “pillars” that can transform your life and relationships, along with the lives of those for whom you are caring:


	
Perspective—accepting and embracing your worldview while using positive psychology to create new lenses for seeing and experiencing the world as a caregiver.

	
Savoring—using techniques from mindfulness and meditation to become more present and more aware of your experiences of positive emotions.

	
Reminiscence—reflecting and reviewing past experiences to help you and your care partner make meaning out of current circumstances and life in general.

	
Growth—combining the principles of positive psychology and lifestyle medicine into personal practices that foster your own personal development even (especially!) during the daily realities of being a caregiver.



Part 2 of the book immerses you in five specific positive emotions—gratitude, empathy, forgiveness, love, and awe—that are central to caregiving relationships and that have been shown to improve health, reduce stress, and create meaning in daily life. Each chapter will help you understand the power of a specific emotion, and includes activities designed to help you experience that emotion. There are “shared activities” you can do with your care partner and “personal practices” you can do on your own. While the activities are of varying lengths, they all include:


	an intentional “lens” of a positive emotion to frame or reframe the day

	a bit of historical wisdom to set the tone

	an activity to share with your loved one

	a personal practice you can do on your own as part of self-care.




What’s Possible with Positive Caregiving

For the vast majority of us, giving and receiving care is inevitable—not an if, but a when. I encourage you to use this unique time with your loved one to refuel your senses of purpose, wonder, and gratitude. To take an approach to the experience that can make you feel more alive, hopeful, energetic, and brimming with well-being. The first step often is just a matter of realizing that a different experience of caregiving is possible, and then getting a little guidance and support on how to savor, rather than endure, this time. That realization, information, and encouragement is what I hope this book will provide, and that the activities I’ve included will help transform what can be a challenging experience into a rewarding one.

Being alive, after all, is a momentary phenomenon. Caregiving for others—and especially for our loved ones—reminds us of this reality and provides us with the opportunity to appreciate each and every day. So, let’s get started. There’s no time like right now to savor the present.

—Sarah Teten Kanter, PhD







Part 1 


Reframing the Caregiving Experience










Chapter 1 

Caregiving as an Invitation to Grow





“Love is a flower that grows in any soil, works its sweet miracles undaunted by autumn frost or winter snow, blooming fair and fragrant all the year, and blessing those who give and those who receive.”

—Louisa May Alcott (1832–1888)



As I was walking into the entrance of a local retail store, I saw my friend Portia. We hadn’t connected in several months, and I was excited to see her. But my excitement quickly turned to concern as she relayed that her mother-in-law had recently fallen in the parking lot of a grocery store. (I live in Nebraska, where it is often icy in the winter and spring.)

I listened to Portia talk about how disruptive and tense it had been for her and her husband to figure out where his mother should recuperate, and how to make sure she was getting all the care that she needed. As a gerontologist, I am used to having these conversations. I often get frantic phone calls from friends (and from friends of friends) who are navigating the way reality changes when an older relative gets hurt or becomes ill.

I always validate these friends’ stress, because it’s real. When someone suddenly finds themselves in a caregiving role, it’s generally because someone they love is ill, injured, or frail, all of which can cause justifiable feelings of fear, sadness, and anxiety. But I also always point out the positive opportunities that are inherent in caregiving—as an invitation to reflect on what matters most, a chance to build deeper connections with their loved one while there is still time, and an opportunity to enrich their lives deeply.

When I talked to Portia about caregiving from a positive perspective that day in the store entrance, I could see her shoulders lowering and hear her voice losing its anxious tone. “Talking to you is making me feel a lot better about all of this,” she confessed.

It wasn’t me who brought that relief—it was Portia’s realization that caring for her mother-in-law was an important and meaningful opportunity rather than a problem to be solved. The same is true for any of us who find ourselves thrust into a caregiving role.

Because of recent changes in human history, we are all practically guaranteed to become either a caregiver or a care recipient, or both. The sooner we find our way to accept this invitation, the sooner we can suffer less and savor more.

Caregiving as a Fact of Life

According to the U.S. Census Bureau, from 1960 to 1990, the number of people over the age of 65 in the United States doubled from around 16 million to 32 million. It is projected to more than double again to over 70 million by 2030, when this segment of the population is expected to surpass one billion worldwide. The increase in the United States is due in large part to the fact that during the last century, the average lifespan of Americans has risen from around 60 to 80. Of course, this increase in human longevity is something to be celebrated and revered. But there’s a flip side: We now have a significantly longer experience of aging. As we live longer, and as more of our population comprises those 65 and older, our cultural and social understanding of the human experience needs to change, too.

Of course, being older does not equate to being frail or even needing significant help with activities of daily living. Despite popular belief, the majority of older adults in the United States maintain their independence and remain in their own homes or their chosen community their entire lives—especially with the help of loved ones, paid caregivers, and in-home care services. And there have been major innovations in how we provide care for the small percentage (less than 10 percent)1 of those who need some type of long-term care. Assisted living communities (which were first created in the 1980s) and living platforms like continuing care retirement communities (CCRCs) that provide for progressive care needs as people age are examples of solutions for meeting the needs of our diverse aging population. Yet more than 40 million people—mostly relatives, primarily female, and largely over the age of 50 themselves—continue to find their life roles altered and broadened as they become an informal caregiver (also known as an unpaid caregiver) due to a loved one’s changing health, illness, or recovery.

According to AARP, informal caregivers spend on average a little more than 20 hours per week helping their care recipients, performing tasks that include everything from washing clothes, cooking, and shopping to administering medicine, attending doctors’ appointments, and managing insurance claims. This informal caregiving accounts for more than 990 million hours of care a year. Think about all that love.

In survey after survey, aging Americans overwhelmingly indicate that they want to “age in place,” remain independent, and “don’t want to be a burden” to family and friends.

The devotion to self-reliance in America has subsequently bolstered the negative narratives around caregiving. And there has been plenty of gerontological research focused on supporting this narrative.2 The majority of caregiving research has been focused on the associations between caregiving and negative physical and psychological outcomes,3 such as depression, stress, anxiety, fatigue, overwhelming feelings, and obesity. More than 100 scales have been created for researchers to use to assess the impact of caregiving of older adults, but less than a third of them are focused on measuring the positive effects of caregiving.4 One study from the 1980s coined the term “caregiver burden,” leading to hundreds more studies examining how caregivers assess their own “burden.”5 A second seminal study, which was focused on spousal caregivers of heart patients, found that caregiving was a risk for mortality and it has now been cited thousands of times as evidence that caregiving is detrimental to one’s health.6 Many of these studies have been focused on small numbers of subjects, were based on convenience sampling, which may skew the results, or focused solely on dementia caregivers, whose experience cannot be generalized to all caregivers. Yet they continue to drive this story line that caregiving is overwhelming and harmful to one’s physical and mental well-being. With phrases such as “caregiver burnout,” “the sandwich generation,” and “already toast” becoming part of our daily language, caregiving is most often painted as a burden to be borne, rather than the beneficial experience that it can be.

Evidence Supports a Different Narrative

While some negative effects of caregiving can’t be denied, not all caregivers experience the adverse outcomes so frequently attributed to caregiving. In fact, more recent population-based research studies have painted a quite different, more positive picture of the caregiving experience.7 These studies highlight that for most people, the positives associated with caregiving, such as deepened relationships with loved ones and a strengthened sense of purpose, outweigh the negatives.8 Multiple studies have also found that caregivers actually have increased longevity and well-being compared to their non-caregiver counterparts—even among those with their own chronic health problems or poor mental health9—and that the positive aspects of caregiving can mitigate negative effects that may arise.10

How then can you move the needle on your caregiving experience toward the positive more than the negative? There are many small acts that can help counteract some of the potential challenges associated with caregiving. Simply approaching caregiving with a positive outlook and thinking of it as the opportunity that it can be is a good first step.

When called to care, most people step up out of love and compassion. Using that love and compassion, as well as other positive emotions, to fuel your caregiving efforts is another step toward what can be a significant personal growth experience.

Best of all, this reframing and these positive emotions are free, and easy to access for everyone—no matter your personal history, level of busyness, or income.

Choosing to view caregiving as a positive experience presents one of the most pivotal possibilities of our lifetime and for the future of humanity. Imagine a world where:


	Aging is synonymous with the opportunity to experience cherished things in life.

	Caring for aging loved ones is a role that is anticipated, revered, and regarded as a rite of passage in our adult development.

	Caregiving is viewed as a critical role for all genders, and this work is valued both individually and collectively as one of the most important aspects of life.



Let’s explore how this vision is not only possible but also can become a reality that is available to anyone who wants to be a part of it.






Chapter 1 in Review


	As we live longer, the potential need for caregiving rises along with our life expectancy.

	Societal influences, such as having a high regard for independence, influence how we view caregiving.

	A large portion of research that looks at the effects of caregiving on caregivers is focused on the negative.

	Despite this societal and scientific bias, there are many research-backed benefits of caregiving—they just aren’t talked about. These benefits include increased longevity and sense of purpose.

	Caregiving can be a meaningful and enriching experience.
















Chapter 2

The Pillars of Positive Caregiving





“The highest reward for a person’s toil is not what they get for it, but what they become by it.”

—John Ruskin (1819–1900)



Will there be stress, frustration, exhaustion, and sadness at times along your caregiving journey? I can almost guarantee it. But isn’t that part of life in general? A mix of good and bad days? And a blend of positive and negative emotions within the course of the same day—and sometimes even in the same moment? As humans we often seek to soothe and shelter ourselves from life’s more challenging experiences. The paradox is that many of these difficult experiences ultimately can lead to our most significant growth and serve as our most effective routes to discovering meaning and purpose.

Positive Caregiving offers a path for people who want to make the most of their caregiving experience. It does so through a combination of disciplines, philosophies, and strategies that have well-established track records of helping people deal with challenges that are intrinsic to being human. Some have existed for millennia, and others have been developed in the last few decades. They include positive psychology, lifestyle medicine, reminiscence therapy, meditation, and mindfulness.


	
Positive psychology: Positive psychology is the scientific study of what psychological factors, such as personality traits, emotions, and behaviors, allow and encourage humans to thrive. The term was coined in 1998 by Martin Seligman, PhD, then the president of the American Psychological Association.11
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