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NOTE FROM THE AUTHOR

IN RESEARCHING THIS BOOK, I SPOKE WITH CAREGIVERS FROM ALL OVER the United States. Some names used in the book are real, some are not. The caregivers range in age from mid-twenties to early forties and are men and women. (Our generation, of course, also includes nonbinary and transgender people who are caregiving; so far, there’s not much research on this demographic. Just because they are not mentioned specifically in this book does not mean they are not included or will not relate to information here; it is also not to refute that they may face additional care obstacles not touched on.)

When I began writing Generation Care, I made a commitment to myself that I would introduce each person I interviewed and included here with personal details like their profession or something they like to do; I wouldn’t immediately introduce them with the “caregiver” descriptor. I felt it was important to model that the role should not eclipse the person. As I wrote, that changed. I came to believe it was important to keep using the word caregiver, to normalize it in relation to the stories of people our age, to band us together under a common title—as different as we and our individual situations might be. I don’t want to be misconstrued, so am pointing out this usage as intentional to stress that the experience is shared. Additionally, I don’t refer to any of the care recipients by name. It felt most respectful for me not to, since I did not speak with them directly.

This book is intended to give voice to the caregiver experience of people our age in the United States. All direct quotes included are done so with permission; stories from Caregiver Collective, my online support group, have had identities concealed. A caregiver’s race, ethnicity, or cultural background is mentioned only when it is relevant to the point being made. These identifiers can absolutely impact our caregiving experience and have meaningful repercussions, from economic impact to resource availability. The length of this book, and its overview approach, allows me only to touch on some of these topics; race and ethnicity play a larger role than I’m able to address here.

Finally, I’d like to make clear: this is an account of the caregiver experience and that includes tough realities and admissions, honestly shared here. Often a caregiver prefaced their remarks by saying, “I feel bad saying this, but for your book—” when they were admitting a harsh reality or complicated emotion. They wanted others to know. These admissions are difficult, and I’m grateful to everyone I spoke with for their unshakeable honesty.

This frank discussion should in no way imply that we consider the family member receiving care to be a “burden.” They are three-dimensional, dynamic people who we love or, at baseline, in more tumultuous family relationships, feel a familial responsibility to. The burden is the system we care for them under. The burden is the deficit of support available to us and the people we care for. We are all in a difficult situation.






INTRODUCTION

I WASN’T APPREHENSIVE ABOUT TURNING THIRTY, NOT IN THE WAYS movies taught us to be. My mom told me your thirties are the best decade of your life, you know who you really are, and I was feeling good at this milestone. I’d established myself in sun-drenched Los Angeles, where I was developing my dream career writing for television and had built a strong network of friends who were my social backbone. I’d recently moved into my first solo apartment, enjoyed being single, and busted my butt putting in long hours to build a career I felt was the right fit for me. On weekends I led an active lifestyle of hiking and paddleboarding and dating melodrama. I came from a stable, albeit divorced, family, with parents whose approval I still sought but whose support I didn’t question. I felt fierce and unafraid, the life I was leading felt charmed. A lot had been provided to me; a lot I’d worked hard for.

Then crept in the realization that something was up with my dad. Even with him living across the country in New York, I knew. The guy I spoke with on the phone every day, who was never sick, never not on the go doing his own thing, now in some moments was… off. There were falls and worrisome cognitive signs, which evolved into a diagnosis (Parkinson’s—wrong) and then another, worse diagnosis (progressive supranuclear palsy, or PSP—bingo) and a move into an assisted living apartment. He was still the same guy, but now with a regimen of pills and regular doctor appointments, physical therapy, and, soon after, a walker for balance. He’d be stubborn and not use the walker to move from his favorite chair to the bathroom or front door, and I’d jump up at the ready to hold him by the arm or I’d pretend it was all cool while I watched with tension. Sometimes when I wasn’t fast enough, or wasn’t there, he would fall and furniture I grew up with splintered into pieces. Each time I worried that he’d hurt himself but was too proud to admit it.

This intrusion into our lives of something so medical was alien, confusing, deeply worrisome; but it was manageable, so I was able to convince myself of false confidence. My father was still in good enough shape that any incidents felt like hiccups we could control, prevent from getting worse. When I was in New York, we still went for regular walks together and out to lunch, we still went to museum exhibits and street fairs.

In February 2013, less than a year after his diagnosis, I was in LA when I received an urgent phone call from my mom: my dad had fallen, this time in his bathroom, where he’d lain for hours until an aide forced themselves in to check on him after he didn’t show up for lunch. (Okay: after he didn’t show up for lunch, didn’t answer any of my calls, and sensing something was wrong, we’d phoned administration and urged them to enter his apartment.) The degenerative brain disease had progressed, his falls now too often and too dangerous, and after a stint in the hospital he’d be transferred to a wheelchair for safety. Immediately, my mind spun with fear about his health getting worse, but I didn’t have time to dwell: the assisted living facility dictated that he needed round-the-clock supervision for which he’d need to move into a nursing home… by next week. As the only child of divorced parents, I needed to get home to New York pronto. I booked a flight and spent a whirlwind weekend touring nursing homes with my mom. I quietly cried behind the sunglasses I wore indoors, grappling with every imaginable consideration we needed to address.

Was I prepared? I was thirty-two. I hadn’t even encountered targeted Instagram ads to freeze my eggs yet.

From then on, the life I’d built for myself was layered with consuming responsibility: I dealt with Medicare, dipped into savings to hire a private nurse’s aide, and became my father’s healthcare proxy—law now dictated I was the one to make decisions if my dad couldn’t. Occasional vacations to New York were replaced by frequent, necessary trips back and forth to handle logistics and keep an eye on my dad’s health. I knew he liked me being there, helping him through it, and seeing him gave me peace of mind and comfort. I became his emotional support while I struggled to deal with everything he needed. I monitored the disease’s progression: the weakening of his neck muscles, the slowing response of his eye movements, his difficulty swallowing. I quietly agonized watching my father’s health deteriorate. His well-being preoccupied my mind; I spent any free moment researching PSP in unrealistic attempts to save him from this disease. My life became a disjointed hybrid of “single-woman problems” and geriatric care.

Becoming my dad’s healthcare proxy at a young(ish) age, I felt completely unprepared and alone. Every decision felt like life or death; at times, it was. Meanwhile, his illness took an emotional toll on me that I felt guilty admitting: I was constantly paranoid the other shoe was about to fall, every new symptom and phone call an opportunity for my stomach to drop in fear that this was the worst unraveling. But I also knew it was important to show a brave face, keep spirits up—for me and for my father. The truth? I was full of fear. I dug deep to summon fierce, which no longer felt like a personal attribute but a necessity to persevere.

I kept the gritty details, the lonely weight of responsibility, mostly to myself. I was protective of my dad’s dignity and didn’t want his personality to be eclipsed by the label of “patient” or “victim,” which I didn’t think he deserved; I used any free time with friends as a mental respite from diagnoses and doctors. Among friends and coworkers, I struggled to project myself as a carefree “has it together” adult, but inwardly I felt like I was crumbling. I didn’t think anyone could relate to my new reality of being young and weighted by family illness.

Why would I? Millennials (born 1981–1996, of which I’m one) had a pretty shit reputation at the time. Countless headlines and commentators deemed us an entitled, selfish generation: young adults who sponged off our parents, still lived in their homes because our latte spending was out of hand. Our resistance to fiscal responsibility left us inadequate to be self-sufficient, or at best, unwilling. Millennials, it was known, didn’t want to work for anyone; we wanted to be entrepreneurs, CEOs of our own destiny—and we’d let our parents fund us until we got there.

The stereotype was antithetical to the hard-working and debt-laden reality of people I knew who were my age; but it was so widely accepted that, for years, from the time I was in my twenties through my mid-thirties, many people my age refused to identify themselves as Millennials. The bias turned us against each other, prevented us from associating with our generation, and painted a portrait that didn’t align with how we knew we were living. Still, when comparing knowledge of my friends’ lives to my own, I barely knew anyone else my age going through something similar to what I was living with my dad.

In 2015, the same year the Washington Post published “Five Really Good Reasons to Hate Millennials” (thanks), Easter Seals and Mass Mutual offered a sober reality check: over ten million Millennials in the United States were already caregiving for ill or ailing family members. The report floored me. It was a year after my dad passed and I was still processing what had happened; this was the first time I realized, “Wait a minute, that’s me.” Until I read that study, I didn’t even know that I fell into the “caregiver” category. I thought caregivers were paid professionals, nurses’ aides, or—the typical media portrayal—an older woman caring for geriatric parents; I was just being a good daughter. Not to mention, I wasn’t living with my dad, helping him 24/7, so how could this caregiver title apply to me? The report demystified the role, which can entail everything from doling out medication and arranging doctor appointments to changing colostomy bags—and not just for parents but also for siblings, spouses, and grandparents. I couldn’t believe how many of my peers were also going through this intense rite of passage, how widespread the situation was (at the time, nearly 1 in 4 people aged 18–33 was a caregiver). But if I wasn’t alone, why did I feel so isolated? Why wasn’t anyone talking about it?

I wrote an article for Cosmopolitan (“I Became My Father’s Parent at 32”) that revealed my experience and the surprising statistic of my caregiving peers. It was the first time I outed myself as a caregiver. I was terrified. Millennials acting as unpaid family caregivers wasn’t in the public discourse, and in black and white, I’d served up family details that for years I’d kept private. The decision to go public was the key to the connection I’d needed. Almost immediately, young adults from across the country began contacting me. Peers I’d grown up with and people I’d never met confided that they’d experienced the same thing but had never told anyone; friends were surprised to learn I’d had an ailing parent at all. People who had never before felt like a peer understood them finally had someone to relate to, including me. In DMs and emails, we began trading histories, and I felt connected to strangers I instantly shared a shorthand with. Finally, the conversation had started.

I knew there was more to be done. All the support groups I found were tailored to Boomer caregivers; no group focused on caregivers our age and how differently we meet the challenge, or addressed the emotional circumstances of facing this at a younger age than anticipated. I didn’t understand why, in the face of a loved one’s illness, anyone our age should need to reinvent the wheel in figuring out how to provide care, or feel so alone doing it. Together we could share not only support but also resources, the practical advice hard won. In the article’s wake I created Caregiver Collective, an online community for Millennials (and perennially left out Gen Xers and those not-yet-acknowledged in Gen Z) experiencing family caregiving, the first of its kind. And the most amazing thing happened—

People joined.

Millennials from all over the country began sharing personal stories, many for the first time; I could practically feel the weight lifting from their shoulders as they finally admitted their reality. Moderating the message board, every day I read firsthand accounts of what others are truly experiencing. Those who are too shy confide in me directly.

Through Caregiver Collective, I met and still meet incredible people and can see just how varied our generation’s caregiver experience is: we’re almost fifty-fifty along gender lines and ethnically diverse. There’s no archetype of who we are; we’re everyone. We care for the family we’re legally or biologically related to as well as “chosen” family, like neighbors and friends. Some members, like me, find themselves providing care suddenly and for an intense stint; others have been caring for family most of their lives with no change in sight. We connect through the shared experience, are cognizant that it is a defining role, but avoid being singularly defined by it. There is more we want for ourselves in our young(ish) lives.

Here are a few of the people I’ve come to know (their stories are real but some names have been changed). You may have met them at the office or at a mutual friend’s birthday party; if you asked how they were, they’d probably have said, “Fine, thanks!” Here’s honesty:

From the first online support chat she joined, Michelle and I hit it off as native New Yorkers who happened to have grown up in adjacent neighborhoods. In her early thirties, she’s the only child of Chinese American parents, single, and is interested in dating but has no idea how to meet someone while caring for her mom, who has chronic kidney disease. She works full-time in experiential design and turned down a job relocation offer abroad to remain home:

I’ve been caregiving for fifteen years and I’ve been cooped up with my parents, one of whom I am caregiving for, for the past pandemic year. It’s hard to be stuck in an environment in which you are constantly reminded that your needs come last because you’re not the sick one.… I’ve struggled to have an identity apart from being a daughter/caregiver, and I’ve found that I even struggle to articulate what I actually want or feel because everything I do is so instinctively grounded in the perspective of what is best for the family.



John was one of the first people to join Caregiver Collective. Before his parents required care, John had a job in politics and was enrolled in a graduate program in New Jersey, where he’s from. We first spoke off-board three years ago, when I interviewed him for an article I was writing. John can be counted on to be a supportive presence in the group, always reminding people to maintain their own interests outside of caregiving:

I’m thirty-five and have been a full-time caregiver to my parents for five years after they had strokes within a month of each other. I feel like I’ve worked harder than I did when I was in the mainstream workforce. I’ve felt isolated from those my age because of my responsibilities. I feel as though not many people my age understand.… I don’t know if people realize how difficult the choices we’ve made are, often with no substantial support.



Brandon is one of three brothers. He’s into creative writing, struggled to quit smoking, and a few years ago moved from New York to Michigan to live with his mom, who has Parkinson’s and fibromyalgia and can’t live alone. He’s the only one of his siblings to assume care. He often joined Zoom Support Chats from his garage, the only place he could find privacy:

I’ve been doing this about three years, half of that full-time, and still trying to find a way to balance my life in more. It’ll surprise me, sometimes, how far I got from my old life in such little time. Like, I’ll go out for a walk in the city on a rare night to myself, and see people with their friends, hanging out outside a bar or something, and it’ll be like, “Whoa, yeah, I used to just grab my coat and go meet up with people, unplanned.”



Isolation from peers and friends was a recurring theme among Collective members—but far from the only one. It wasn’t long before I began to see many patterns: the fear of losing a job when you’re caring for a loved one before you’ve established a strong employment or savings history, the debilitating emotional stress of caring for a parent before you’ve built a family of your own, the fear that you’ll never have even a piece of what you dreamt for your own life… and feeling guilty for even thinking about it. You don’t hear concerns like this in the average support group of people who began caring later in life, after they had a chance to establish themselves; these are the deep-seated worries gnawing at those of us with a long road ahead. Unless you’re in a group of like-minded people, these feelings may not get expressed at all.

Before she joined Caregiver Collective, Mia tried attending support groups at the local VA. In her thirties, she’s the primary caregiver for her best friend, a veteran her age who sustained severe injuries. The experience of searching for support left her feeling even more isolated. The veteran support groups she attended were for Vietnam-era families, and local caregiver groups were filled with seniors who excluded her for being younger and, they assumed, a bit green. She described how finding our group provided an assuring sense of community; she was boosted by the articles and caregiving resources members share to help each other.

The solution-oriented and optimistic approach of Caregiver Collective that Mia mentioned is something I, too, hadn’t witnessed in other caregiver groups. I realized that, through this communion of voices, I was gaining amazing insight into our collective experience. Meanwhile, I observed the far-reaching impact caregiving was having (and will continue to have) on our generation: economically, mentally, physically, and the list goes on. It’s heightened for us to a level I didn’t anticipate but that we can’t ignore.

Caregiving is a familial reality that has occurred for eons, so why are Millennials experiencing it more acutely than previous generations? The answer doesn’t lie solely with the passing of time and evolution of society; I learned that even when caregiving simultaneously with our Boomer counterparts, the repercussions on Millennials—like being demoted or fired from work—are harsher. So: WTF.

That’s when I got in deep. I pored over economic and employment statistics, medical-leave policies, and personal caregiving stories from peers. I realized caregiving isn’t just happening to us but historical and cultural influences are leading us to confront the issue in new ways. Caregiving impacts how our families operate today, and it will impact how our families look in the future. I was getting a great sense of our big picture of care and insights into how our generation was living when the global pandemic turned everything on its head.

Coronavirus rocked every aspect of our lives, particularly for those of us with high-risk family members, and cast a spotlight on our country’s care crisis. The curtain was pulled back to reveal the impossible balancing act families across the country were barely managing between paid employment and the demands of home care work. Working moms drew most of the focus, but the pandemic also initiated a larger national dialogue around those of us caregiving—finally, at a time when its intensity had ramped up and fewer outside resources were available. The combination eroded personal boundaries and put the gaping holes of our healthcare system on full display. People began talking about caregivers; people began realizing they already were caregivers in ways they hadn’t recognized before. There was a noticeable uptick in Caregiver Collective membership; for the first time, many new members were young adults speculating on their aging parents’ increasing needs. More Millennials became aware of the vulnerability of their family.

Then, during the pandemic’s first wave, President Biden announced an infrastructure plan that acknowledged family caregiving as part of the backbone necessary for our country’s operation; his proposal addressed concerns (ahem, needs) that had become touchy for caregivers, after decades of being dismissed. It didn’t go over well. Is care a part of national infrastructure? was a question not just discussed but hotly debated; the question sparked controversy that lit up nightly news programs and weekly op-eds. Millennials, who provide so much of the care that goes unnoticed beyond our own families, found themselves in the crosshairs of controversial government policy. The need for our nation to understand our culture of care became more apparent than ever.

This book explains the damaging effects our country’s existing care crisis has had on our generation and how it happened, told through statistical research and personal experiences. I interviewed dozens of Millennials caught in the care crosshairs who were ready to talk; you’ll hear their stories and mine. We’ll explore how the Millennial attitude toward family leads us to meet the caregiving challenge differently. We’ll discuss how national and world events both exacerbated our care emergency and pulled it into sharp focus along with the changed landscape of how our country thinks about health and sickness. But this book, at the intersection of realism and optimism, also shares what we can do about it—critical conversations to have today and tangible solutions for our future.

I’m now in my early forties, and I can say with certainty that my thirties did define who I really am—and revealed to me a shared experience of my generation, one that connects us in unforeseen ways and continues to shape the adults we’ve become. When I began writing this book, the Millennials I spoke to felt like no one understood how the caregiving experience, so outside of their control, changed their entire lives in an instant, how it halted their own plans indefinitely, and added heaps of uncertainty. The pandemic we all lived through opened the possibility for larger understanding of how common it is for us to compromise personal advancement for the care of our families, how so often it doesn’t feel like a choice but a necessity. Moving forward, these lessons can go beyond explaining individual circumstances; they can help shape a broader infrastructure to support our nation’s health. We need societal systems that work with us and how we’re living, not a system our generation must awkwardly struggle to conform to for survival. These are issues not only for Millennials but also for the Gen X caregivers who silently live this crisis with us and the many Gen Z caregivers already following in our wake.

I hope that if you are living this experience or already have, you find yourself in these pages. I know you are physically exhausted and emotionally depleted, but I hope you recognize you are part of a movement with heart and connection at its very core. The ways we care for family, and each other, define our generation and ourselves.

So, are you ready? Let’s have an honest discussion about the care we provide.



OEBPS/images/publisher-logo.png
L)
G
I D

balance





OEBPS/images/9780306832055.jpg
WITH ADVICE AND SUPPORT
FOR THOSE LIVING IT






OEBPS/images/Art_tit.jpg
THE NEW CULTURE OF CAREGIVING

GENERATION
CARE

JENNIFER N. LEVIN





