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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.













PART ONE


HERE WE ARE













CHAPTER 1



WHO WE ARE: A SNAPSHOT


“CAN I JUST RUN AWAY?”


This was my oldest friend Amy on the phone with me one evening. I was thirty-two at the time, she was thirty-one, and earlier that day we’d toured a nursing home together, each evaluating it for our respective fathers—very different from the Barbie Dreamhouses that occupied our afternoons decades earlier. My dad needed to move out of assisted living right away; Amy was in a longer process of moving her father from a rehab facility in Florida back to New York, where she lived and would be able to manage his care more easily. Amy was planning her wedding while knee-deep in this nursing home research—which she just learned she’d have to throw in the mental dumpster: her eighty-four-year-old dad, who weeks earlier had had a stroke, informed her he wouldn’t be leaving Florida. The reason? He’d just paid a matchmaker $15,000.


Running away, it seemed, was her only viable next step. Would she actually do it? Of course not. Probably not. But if an electronic boardwalk genie offered to grant her a wish, I think running away would be top of mind. The whole situation was so frustrating for her… infuriating, even. And just so, so… ridiculous. It was also a snapshot of the Millennial experience.


I’VE BEEN WRITING THIS BOOK FOR A FEW YEARS NOW, AND BEFORE THIS have published articles on the topic of Millennial family caregivers. In this work I often face a common uphill battle: when I tell people what I’m writing about, that caregivers in our generation number in the millions and there’s a need to build awareness and support for us, I notice… how do I phrase this?


They don’t really believe me.


Countless times, I detect skepticism about how prevalent the issue is, despite sharing my own family experience, national statistics, and how active my online support group is. Every person takes convincing.


For me, this is frustrating. Infuriating, even. Faced with evidence, why are people so skeptical to hear Millennials step up en masse to provide family care? Most likely because we don’t fit neatly into the box of who people imagine someone in that role to be; we’re not the caregiver archetype you immediately picture. A lot of this confusion stems from who we believe caregivers to be, and how that’s antithetical to what we think about Millennials. We need to come to terms with the realities of both and where they intersect.


I WAS BORN IN 1981, WHICH MAKES ME A “GERIATRIC MILLENNIAL” TO ANYONE who wants to royally piss me off. But whether you were born in 1980 or 1996, we’re a part of the largest living generation in the United States, 72.19 million strong.1 Our generation got its name because our eldest entered adulthood around the turn of the millennium; we have seen some shit.


Millennials were raised on the notion that a successful career follows a college education. As a result, we were more likely to pursue higher education than previous generations.2 Those of us who attended college or beyond took on unprecedented student loan debt to do it. We graduated into a job market that was fucked, worse for some of us than for others. A 2010 publication by Pew Research deemed our generation “Confident. Connected. Open to Change”;3 ten years later the Washington Post crowned us “The unluckiest generation in U.S. history.”4


Evidently, by summer 2020, when that Washington Post article was written, a lot had changed. Along with the global pandemic and tanking economy, the media cycle was also ready to admit that the average Millennial—maligned for years by US media and pop culture—had not been dealt the entitlement hand like the world had been led to believe. We’ve experienced slower economic growth since entering the workforce than any other generation in US history. We’ve faced three recessions, each with the capacity to decrease our savings and life expectancy (this is based on research and not a flair for drama). We’ve lived through and have been shaped by Columbine, homeland terror, opioid addictions, and the COVID-19 pandemic. We’ve evolved with the internet; we now have dogs and babies with their own Instagram handles. Now let’s square all of this with who a caregiver is.


WHEN I REFERENCE CAREGIVERS IN THIS BOOK, I’M DISCUSSING AN informal or family caregiver. This is a person who provides care for a family member or friend who needs help caring for themselves, such as elderly, chronically ill, disabled, or mentally ill persons. (Although I don’t directly address it in this book, some caregivers provide care for people with substance abuse and addiction problems—to call this a big issue in our country is an understatement.) Care responsibilities can range from buying groceries and preparing meals to administering home medical care. Caregiving can come on suddenly, with a major medical incident such as a stroke or terminal diagnosis, or is a role someone slides into gradually as the needs and dependence of the person needing care increase. Some caregivers live with the family member they care for; others visit them in their homes or live-in facilities.


In the United States today, there are over fifty-three million family caregivers.5 In 2018, over ten million of them were Millennials—since then, the number has only surged. Why are so many people providing family care? Because our country, as it stands today, can’t function without this “free” labor.


To operate, the US healthcare system relies on unpaid family caregivers. It’s sneaky business born from (hopefully) good intentions: when someone is living with a chronic condition (anything from cancer to neurological conditions such as Alzheimer’s and dementia), if they are not hospitalized for in-patient care, they are sent home. So far, sounds okay; an overwhelming majority of Americans want to age at home.6 But these people still require treatment and care, and the US system leaves the family to assume the responsibility of figuring that out. With the exorbitant cost of paid care (like in-home aides and living facilities), often care duties are taken on by blindsided family or even friends. It’s a massive undertaking, requiring time, money, organization, and emotional energy. In 2021, family caregivers accounted for $600 billion in unpaid labor.7 (I’ll let you read that number again.) This was up from $470 billion in 2017. The value of unpaid family care exceeds that of paid home care and is increasing in economic value.


The pandemic added 1.2 million more disabled people to the population, and worsened the (already pressing) shortage of professional caregivers, necessitating more hours and higher intensity of care by family.8 The caregiving workforce is expected to expand but still contends with the challenges of high turnover (40–60 percent each year), low pay, and insufficient training.9 The professional home care shortage is a serious, serious issue. By shifting the responsibility of family care primarily to relatives and friends, it has created a care crisis and one we are not climbing out of anytime soon: the United States is on track to “run out” of family caregivers as the aging population outpaces those available to (one day) provide care.10 As of today, no federal solutions in place are able to fully deal with this crisis.


WHY ARE THERE SO MANY OF US?


Sixty percent of first-time caregivers are Millennials or in Gen Z. A significant number of us took on the role during the pandemic.11 Millennials aren’t just members of the caregiving population; our generation is being impacted in unprecedented ways: we are caring earlier and in larger numbers than ever before. We are a huge indicator of where the care crisis is going; many of us are already there.


Why are there more of us now than ever? Boomers and their elders are aging during a time when modern medicine allows people to live longer, in general and with chronic illness, and at home. Also, since September 11, our generation has had its fair share of returning veterans, which put young adults into the position of caring for a spouse or a sibling very early in adulthood. Long COVID now adds more caregivers to our ranks.


I also believe the Millennial mindset plays a role in our inclination to personally assume costly family care duties, despite the fact that we are financially less well off than previous generations. We were raised with role models like Doogie Howser, MD, a teenager who legally performed surgeries, and the Goonies, who endangered themselves to save their family homes from development monsters when their parents couldn’t afford to. We were presented with economic and medical realities and it was the kids’ responsibility to fix them, to be the adults in the room. My observation is not hyperbole: cultural research shows that Millennials feel responsibility to others first, and to ourselves second12—just think of the rise of socially conscious businesses in our generation. Many of us also have closer relationships with our parents than previous generations did. This is the stuff that shapes our tendency to personally handle their care, no matter the weight of the responsibility. With so many of us taking on caregiving, our generation’s mindset has changed what family care looks like and who engages in it.


I SEE YOU: A SNAPSHOT


To paint a clearer picture, here’s a snapshot of Millennial caregivers based on research by AARP and the National Alliance for Caregiving. For those of you who feel like an outlier to your generation, I think you’ll find yourself here—and find that archetypes are broken.



We Have a More Complex Face Than Previous Generations


For the first time, caregivers of our generation are almost equally men and women. Like Millennials in general, Millennial caregivers are ethnically diverse; more than half are people of color, including Black Americans, Latinx, Asian Americans, and Pacific Islanders.13 A greater proportion of Millennial caregivers identify as LGBTQ+ than in previous generations of caregivers, and they care for relatives and, often, “chosen” family.


We’re Busting Our Butts


Millennials are more likely to balance hourly work or careers with caregiving compared to older generations. On average, in addition to our jobs, Millennials provide enough hours of unpaid care per week (approximately twenty-five) for it to be considered a part-time job.14 One in four provides care for forty hours a week or more, equivalent to a full-time job.15 Half of us are the sole informal caregiver, and even fewer of us have any paid help (compared to caregivers older than us). In general, we earn below the national median and are financially strained.16 The care we provide comes out of our bank accounts, whether in lost wages or out-of-pocket care expenses. We more often report financial repercussions resulting from caregiving, like paying bills late, taking on debt, and not being able to afford basic expenses.


Who We Care For


The majority of us are caring for parents or grandparents, but the spectrum of our care recipients includes spouses, siblings, children with disabilities, and “chosen family” (friends or neighbors who need care).17 Millennials are more likely than other generations to care for someone with a mental health or emotional issue (33 percent of us); these caregivers (in general) report even higher emotional stress levels than other caregivers.18 Because we begin so young, our generation may be caregiving for decades longer than our elders.


We Are Now Multigenerational Caregivers


About 30 percent of all family caregivers in the United States are “sandwich generation” caregivers who care for an older adult and children in the same house. These caregivers are now more likely to be Millennials or Gen Z.19 This statistic does not include the caregivers our age who are caring for a spouse, sibling, or other relationship while also raising kids; these are the multigenerational caregivers (caring for at least two family members of different generations) that we’ll bring into focus later in this book. Multigen caregivers redefine our traditional understanding of the sandwich generation and are often left out of the conversation—until now.


We Provide a Range of Care


More than half of Millennial caregivers perform complex activities of daily living (ADLs) and medical/nursing tasks.20 ADLs include helping the person you care for to bathe, eat, use the bathroom, or transfer (for example, move from their wheelchair to the bed or the toilet). Medical or nursing tasks can include wound care and helping with home medical equipment. People interviewed for this book spoke about responsibilities like performing daily dialysis at home (which requires thorough sterilization beforehand) and changing colostomy bags. Fewer than one-third of the Millennials performing these tasks received instruction on how. Nearly all Millennials providing care help with one or more household tasks, such as giving medications, managing finances, and prepping meals. I was my father’s healthcare proxy, meaning I was legally responsible for making his healthcare decisions if he couldn’t.


Our Health Sucks


Yes, we are young, but care takes a physical and mental health toll that is quantifiable and backed by research. A greater proportion of caregiving Millennials report being in “fair or poor health” as compared to other generations, and the emotional stress we report from care is “moderate to high.”21 This stress has been shown to lead to negative coping mechanisms in our generation, such as alcohol abuse or smoking, and an alarming rate of suicide ideation during the pandemic. In addition, Millennials are among those least likely to have health insurance; financial and time strains translate into cutting back on our own doctor appointments and preventative care.22



We Find Positive Value in Providing Care


Millennials are more likely to report that they’ve experienced emotional benefits from providing care, such as spending more time with a family member they love and increased emotional intimacy. Finding positive value in family care work has been shown in studies to be key to building resilience when our role is through. In speaking with caregivers of different generations, I have noticed that, on the whole, Millennials take an optimistic and solution-oriented approach.


HOW WE EXPERIENCE CAREGIVING DIFFERENTLY


Millennial caregivers have taken on care in the formative years when we’re expected, and hoping, to build our “adult” lives. We are in our family-building era, yet caregiving can dictate whether we’re able to marry, have children, or even date. We may grieve the lives we “thought” we’d have.


Taking on care at a younger age than we’re prepared for creates new complications and gives rise to dire consequences. For the many people who haven’t yet started families of their own, it may be their first time shouldering responsibility and care for someone else, and there is a steep learning curve. Feelings that they’ve taken on the role prematurely, and without peer modeling, results in younger adults caring in silence and handling everything alone, as well as experiencing increased isolation from friends and colleagues. The stress of balancing the various parts of their lives that hold significant weight at this age (such as building employment history and financial earnings, their social life) with care results in younger caregivers experiencing higher “caregiver burden” than older caregivers.23 (A note: I don’t know anyone who likes the term caregiver burden, myself included, but it’s the official term for a studied stress experience, so I’ll use it throughout the book.)


Compounding the isolation and exaggerating the learning curve, Millennials frequently don’t identify with the term caregiver. There are many reasons for this, including lack of awareness of the role. Multiple people interviewed for this book considered themselves caregivers once they were in their twenties or thirties but, upon reflection, realized their care responsibilities began much earlier (as a teenager or even a child); because their role built progressively, they hadn’t previously identified as caregivers, although they were already living it. Some caregivers act in support of the “primary” caregiver (meaning they are not the point person and don’t take on all the duties themselves), so don’t realize the title applies to them as well. Other caregivers don’t think of what they contribute as caregiving, particularly when the work fulfills more of a coordinator role. In a hypothetical example, Mike’s father has early-onset dementia and needs round-the-clock supervision. Mike’s relationship with his dad is not great, and he knows he’s not equipped to provide this level of care at home. Mike coordinates moving his father into an assisted living facility with memory care: it requires research, tours, coordinating whether insurance will pay for it or, if not, who will. A big move of Dad’s things out of his house is also on Mike’s to-do list. Mike may not realize it, but this book is for him, too. He’s been doing care work.


Millennials also approach the healthcare system differently: we’re skeptical because we’ve seen enough to believe it’s profits over people; because of our age, some of us have found we’re not taken seriously by doctors; and we’re digital natives seeking online access. We take things into our own hands.


All these generational factors shape our care experiences. Lack of understanding of our generation’s role in caregiving—whether misunderstood by others or ourselves—is one root of our greater issue as care providers and as individuals. The experiential knowledge and day-to-day of caregivers our age are often overlooked, and we are left at the mercy of a system that fails to meet the care crisis where we are and how we are caring.
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CHAPTER 2



IDENTITY CRISIS AND CAREGIVING IN SILENCE




When you live with and care for somebody who is sick, and in our case, chronically sick, their needs are kind of always priority.… It seeps into how you even start to think about things.…


I realized, whenever people asked me what I wanted to do or what I liked, I immediately would position it from the perspective of what our family likes or what our family needed. And I’m just like: Oh wait, what do I want? It takes active effort on my part to even start to identify that.… It gets to a point where it’s almost like second nature [to] think about theirs as your own. And when people asked me how I was doing, I’d be like, “Oh, my mom’s doing great, so I’m doing pretty great too.” Or like, “She’s kind of shitty right now, so not so great for me.” It would always be in relation [to] that.


—Michelle, 31




CAREGIVERS OUR AGE, AND OF OUR GENERATION, FACE AN IDENTITY crisis. There’s a crisis of self, when your personal interests, maybe not even fully developed yet, are pushed aside for the benefit of the person you care for, or because there just isn’t any time between work and care. Each caregiver interviewed for this book was asked what they like to do for fun. A handful couldn’t answer the question. They didn’t know or couldn’t remember. (One even told me he’d ask his best friend later that day, “He must know.”)


There’s a crisis of caregiver identity, when you don’t relate to the term. If you don’t think the title applies to you, you don’t self-identify with this group. This can prohibit seeking or accessing available resources or advocating for yourself.


There’s a crisis among peers, when you feel like an outlier because of your caregiver role and don’t relate to the lives of your friends or people you know. You may no longer relate to your own life outside of caregiving, which is particularly disconcerting.


These identity crises prevent us from being our authentic selves, from forming connections with others. They keep us quiet, feeling like, No one will relate, so what’s the use? The identity disconnect keeps us from getting the support we need, which might be within reach, but our hands are clamped over our mouths.


Finally, there’s an identity crisis of our generation when our culture of care battles directly against that well-worn Millennial reputation we talked about. This isn’t so much among people our age but some people of older generations without frank knowledge of our realities who undermine the difficulty of our experience. The identity crisis hinders efforts to address the caregivers our age who need help, whether by reaching out to them for emotional and logistical support or considering them in caregiver policies.


“I’M NOT A CAREGIVER”


Over half of people providing family care in the United States do not self-identify as caregivers, and there’s been some research into why this is.1 A lot of caregivers are like me: I was plain ignorant of what a caregiver is; I thought they were professional aides. I was my dad’s daughter, doing what a daughter does. I was spending time with him because I wanted to, and when he needed something, I helped him. That was my frame of mind, even knowing the toll it took on me was different than I had ever experienced before his illness. According to a study by the National Family Caregivers Association and the National Alliance for Caregiving, it’s common for caregivers of all ages to associate the word with a paid professional, mostly because they feel the term lacks the warmth and love involved with caring for a family member.2


And that’s another reason: some people just don’t like the term caregiver. At the time of the study, the term family caregiver was better received by those providing care, but overall people were unsure of how to use the moniker so… didn’t. How can you normalize a role when people won’t say the word because they didn’t “get” it? Some caregivers, even when they know they are one, don’t want to identify with the term because it feels like a group they don’t want to be part of, that the label will overshadow their other selves and define them. (In some scenarios, this unfortunately can be true: unconscious bias of employers toward employees, or potential employees, they know are caregiving is a very real thing that can result in discrimination and exclusion.) Others don’t want to give the role a name at all because, similar to my previous sentiment, it’s “what families do.” Sometimes someone is not the primary caregiver and doesn’t feel right adopting the title knowing someone else is more “boots on the ground,” despite knowing how much they themselves contribute. When you are a younger caregiver, there are even more reasons you may not self-identify as one.


The media image we have of an unpaid family caregiver in the United States looks nothing like us: an older woman (in media representations I grew up with: white), maybe already a retiree, who is caring for an elderly parent. This archetype taken as a definition prevents both younger people and men from identifying with the role. Particularly for our generation, in which men comprise almost half of those already caring, this is a big one. “Men were actually really quite harmed by the gender norms related to caregiving, in that it’s harder for them to ask for help, it’s harder for them to actually get the support that they need to do what is a very emotionally challenging—and otherwise [difficult]—thing to do,” renowned labor leader and caregiver advocate Ai-jen Poo told Bustle.3 Caring Across Generations, the organization for which she serves as director, began the #WeKnowYouCare campaign to bring visibility to male caregivers.


Sometimes we don’t identify with the role because we don’t even realize we’re living it, particularly when its responsibilities begin subtly. About half of the caregivers I interviewed for this book told me that, in retrospect, they began caregiving at a much younger age than they had initially realized, that the role had begun well before they considered themselves “caregivers.” In most of these cases, they adopted the title after a major incident occurred, like a bad fall or major diagnosis, and their loved one’s needs intensified. Only looking back do they realize they had already been assisting and accommodating that person’s health needs for years; sometimes they even realized it in the course of our conversation.


“I’M NOT ONE OF THOSE MILLENNIALS”


After enough confrontations I hit a point where I had to wonder why, even today, some people remain skeptical that caregiving impacts our generation the way it does. Truth is, the outdated Millennial reputation still—ridiculously—plays a role. Some people are reluctant to identify with other Millennials, despite a shared experience; others hear “Millennial” still as a synonym for “young and entitled.” When I first began research for this book, a high school friend asked why I focused so much on Millennials, her facial expression the equivalent of a gag reflex. “Because we are Millennials,” I answered.


“No,” she protested. “Millennials are the worst.”


When I backed up my argument by naming the year we were both born, which is widely regarded as the advent of the generation, she dismissed it.


“Fine,” she said. “But I’m not one of those Millennials.”


I felt like I was having this conversation in a time warp, but the reality is some people still subscribe to this and refuse to identify with the generation. If you’re a caregiver this age who still believes this about your peers, it can foster feelings of being an outlier; it can lead people to assume caregiving might not touch this generation at all.


In another recent conversation, a woman I’d just met who was closer to my mom’s demo thought my book topic was interesting but couldn’t understand how caregiving was enough of an issue for our generation to necessitate conversation. For one, she said, Millennials are young, presumably far too young for our parents to be an age that requires care. (I faced this same incorrect assumption at a national caregiving conference I attended.) And second, she said, Millennials are greedy and lazy. She went on to tell me about the young Millennial women among her son’s friends who were unwilling to work and instead date men for their money. It fit neatly into the old Millennial trope. Her subjective retelling was problematic for a lot of reasons, but I’ll narrow it to one: the women she was talking about were twenty years old, too young to be Millennials no matter what they were or weren’t up to. When I corrected her mistake, she was confused that Millennials could be my age, just over forty. Some people still don’t realize Millennials have aged and we didn’t deserve the derisive reputation in the first place.


As we’ve gotten older, our reputation among most, thankfully, has adjusted to our reality. I recently saw it summed up nicely online in a TikTok video of two middle-aged men laughing hysterically, flailing around in hysterical fits beneath a spinning UFO, which hovers above them. The caption reads: “POV: Millennials when aliens arrive to be our final trauma.” What our generation has lived through as we entered adulthood, and through it to date, has been well documented. Millennials are tired from the multiple economic and world crises that kicked off when the eldest of us were in our twenties. When we first entered the zeitgeist, we were the young generation rising up; now a lot of us are parents whose kids participate in active shooter drills. All of us are in therapy or need it but can’t afford it. At this point, declaring yourself a Millennial feels more like a Census answer than a judgment call. A recent Instagram post asked, “Remember when being a Millennial meant we were young?”


Still there remains some holdover of the crappy Millennial reputation, one that prevents people from believing Millennials would take on the caregiver role, or any hardship, and do so in such large numbers.



“I’M NOT TALKING ABOUT IT”


Despite millions of us experiencing it, few of us disclose our caregiving reality. We soak up the curated social media lives of others, which contributes to our perceived isolation, and paint our own social image to gloss over the difficult reality. Maybe we choose to relate over other chaotic shared experiences: noisy politics, increased crime, a heatwave. Expressing exhaustion for any of these is common practice. But when it comes to care, people close to us, and the country, remain in the dark about what is actually going on.


I didn’t disclose much about my dad’s illness or how I was providing care because I was protective of his identity. My dad had a level of vanity I admired: he was always well-groomed, haircut sharp; even his jeans were tailored. Throughout my life, including when he was in the nursing home, he always changed for dinner, always ran a comb through his hair before seeing anyone. My cousin recently said, “I always remember your dad’s shoes.” He kept each pair pristine, polished, and well cared for. Laces were given careful attention so they laid flat. The man was a perfectionist, and his appearance was no exception. I didn’t want to tell my friends how many shirts he went through a day now that he was drooling during meals; how utensils had become difficult so food inevitably fell into his lap or hit the floor. How much energy I’d watch him exert to lift his chin from his chest so he could look me in the eyes and smile or laugh at a joke. I wasn’t embarrassed, and I don’t think he was either, but I didn’t want these new developments to steal attention from who he was. I didn’t want people to mistake it for weakness. I was grieving the changes I was seeing and probably didn’t want to admit they were happening. In retrospect, with a bit more maturity, I don’t think my dad would’ve cared if I did, and I don’t think it would’ve made a difference to anyone who really knew him. And yet, so much was changing then and so much felt out of my control, somehow it became another insecurity for me.


Ron, a man in his early forties who has been providing care and financial assistance to his mom since he was about fourteen years old, said that he kept caregiving a secret for years. His mother is bipolar with psychosis, now also in the initial stages of dementia, and is prone to psychotic episodes. For a long time, Ron’s silence wasn’t so much a decision as an unconscious pattern; he just figured caregiving was his responsibility and obligation. There was also a component of shame. It was in the workplace that he picked up on his own reasons for staying quiet:




I think a lot of it was to appear, I don’t want to say “normal,” but yeah… to fit into the group, your peer group. And you want to seem like everyone else, right?… It wasn’t like this conscious withholding, initially. It was just more like, nobody else deals with this stuff, so why would I bring this up?… Nobody’s talking about taking care of parents.… So I think that was sort of just the way I dealt with it. I don’t think it was intentional withholding, I think it was more a desire to be seen and to relate.





In recent years Ron has begun to voice with honesty that he is a caregiver and what his responsibilities are at home. He realized there were others “suffering in silence” to connect with. He sees it as a major component to living authentically and being true to himself. There’s a lesson in this: as a guest on Brené Brown’s podcast, Surgeon General Vivek Murthy stated that not being “true to yourself” is what loneliness (and thus, isolation) is born of. Caregivers our age experience loneliness en masse (we’ll dig into this later), so Ron is on the right track. Any shame for his family situation that Ron felt when he was younger has undergone revision:




Once I was able to realize, “Holy crap are you kidding, Ron? There’s absolutely no shame in what you’re trying to do and the situation you’re thrust into,” it’s really just for the better.… In terms of my value system, I value authenticity because I saw how hard it was to connect with others without being your truest self.…


The thing I would always want people to know is that there is no shame in acknowledging that this experience colors your vision and the lens on which you see everything in your life. And that’s okay because that’s your story and that’s your journey. You’re better for it.





Kaci, a teacher in her late thirties who has been providing care for her mom since her mid-twenties, felt the ostracization Ron described—it got worse when she participated in caregiver support groups:




It took me a long time to be able to identify as a caregiver.… I think part of it, too, was finding the group of Millennial caregivers because it was so hard. Sometimes I went to the Working Daughter 4 stuff for a while, but then I was like, I feel like I’m in a totally different spot in my life. I didn’t get to have kids. I didn’t get to get married. I didn’t get to hit those milestones. It was also hard because I was in groups with people whose parents were dying all the time, and that really stressed me constantly to see everyone’s obituaries on Facebook.





Kaci is not the only caregiver our age who told me they felt worse after attending a caregiver support group; seeking the mutual support of people in the same boat, they instead were met with people much older than they were, which underscored feelings of being an outlier (it’s one of the reasons I began Caregiver Collective, but let’s not consider this the only takeaway of attending a broader support group, which we’ll talk more about later).


HOW CAREGIVING INFLUENCES OUR PERSONAL IDENTITIES


We don’t just perceive a disconnect with peers, we can also feel an uncomfortable internal disconnect when confronted with our former selves—our lives before caregiving. Alexandra, whose mom had glioblastoma, packed up her life in Thailand as a travel blogger and moved back home to care for her mom in upstate New York. Before her mom’s brain cancer, Alex was living a “jetsetter lifestyle,” and the switch to quiet domesticity was jarring. Traveling to New York City for a quick personal break underscored how different her life had become.


Michelle, on the other hand, felt so consumed by care for her mom, who had renal disease, that she used her “other” life for escapism and a reorientation to her self. Her career became a coping mechanism and she leaned into being a workaholic.


It’s not only anecdotal: a study found that loss of identity comes about as a result of engulfment in the caregiver role and was found to be more common among younger caregivers (also among female caregivers and caregiving spouses).5 Limited social contact and lack of social roles outside of caregiving (like no longer connecting with friends, limited dating or relationships, compromised or eliminated work relationships) were found to be related to greater loss of self. The loss of self is, no surprise, related to lower self-esteem and greater depressive symptoms.


Michelle found that in social situations it became difficult for her to differentiate herself from caregiving. She didn’t know how to talk about herself without talking about her care, even to people she didn’t know. At a certain point, she realized that if she met someone casually at a one-off event, like a virtual mixer or networking evening, she didn’t need to mention caregiving. She had to coach herself not to bring up her mom’s care, psych herself into it, and said she swung from one extreme to the other: from not knowing how not to bring it up to not mentioning it all—which she found just as uncomfortable:




You feel like you’re hiding something even though you’re not, just because it is so much part of your everyday. It’s almost like you’re putting a mask on to enjoy this time and then go back to your life.





When speaking to people familiar with her family situation, Kaci finds her own identity overshadowed, not because of how she presents herself, but because of how others view her, knowing she provides care:




The first question is always, “How’s your mom?” It’s never, “How are you, Kaci? What’s going on? What’s new in your life?” It’s always, “How’s your mom, tell me about your mom.”





The responsibility to family may also inhibit our participation in larger identity-building activities that unite others in our generation. One example became very apparent in 2020. Millennials are an activist generation; when the Black Lives Matter protests were sweeping the country, we engaged deeply in the marches and in the conversation. But many caregivers couldn’t join protests because of COVID precautions; preventing exposure of high-risk family was paramount. Caregivers were frustrated. Something big was happening in our society and they were lost as to how to take part. It spawned a discussion in Caregiver Collective of how people could participate, what they could do from home to still feel engaged and support the movement.


All this adds up to a particular breed of imposter syndrome, and caregivers our age “put on the mask” daily: we may present like we relate to our friends whose problems do not mirror our own… we belong to a generation whose representation doesn’t always reflect us… we fake it till we make it with care responsibilities (which can even include medical tasks we convince ourselves we know how to do)… we front that we’re able to nimbly balance providing care with everything else—because, really, we don’t have a choice. But keeping quiet and pushing through only perpetuates the silence about Millennial caregivers and their disconnect from everyone else.


WHY IT’S IMPORTANT TO SELF-IDENTIFY


Lack of self-identification and awareness of others in the same boat prevent Millennial caregivers from knowing about and seeking available resources, from connecting with each other, and from just being real about who we are and how we’re living. Just by identifying as a caregiver, here’s what can change:




• Your self-esteem gets a boost, really. The majority of those who self-identified as caregivers believe their self-awareness led to increased confidence when talking to healthcare professionals about their loved one’s care.6 Knowing that you are the caregiver allows you to boss up, so to speak.


• You connect with the resources you need. Over 90 percent of family caregivers become more proactive about seeking out needed resources and skills to assist their loved one after they have self-identified.7


• You connect with others you relate to, finally. Yes, I’ve shared how attending support groups led some caregivers our age to feel more ostracized, but the opposite effect can occur when you find the group right for you. I can’t tell you how many people join Caregiver Collective and post something along the lines of I’m so glad to find this group and meet others in the same boat as me or introduce themselves by sharing I haven’t really told anyone I’m a caregiver, and you can practically hear them sigh in relief to finally say it (or type it) out loud. Hearing from others dealing with similar situations, undergoing similar emotions you thought were yours to bear alone, can help to normalize this unique experience. You’ll find you’re in good company.




BALANCING YOUR IDENTITIES


Identity is about managing the various roles in our lives, even when family responsibilities feel all-consuming—especially when they do. It’s critical for caregivers to define personal identities outside of caregiving or to get back in touch with their lives before. This is no easy task. It requires time and energy. But there’s a reason those of us no longer in the caregiver role pass along the advice not to let your own life completely drop: because after caregiving, you’ll need something to return to. And ultimately, you deserve to be you.


“Be specific about taking an inventory of your identity and really check in on what parts have taken a hit in caregiving and what you can do to preserve the other [parts],” advised Dr. Lisa Paz, a therapist experienced in counseling caregivers. “I’m picturing in my head a bar graph. Many different bars [make up your] identity.… When you’re a student, a ‘student’ bar is much higher than (fill in the blank), the ‘I like to exercise’ or ‘play music’ bar. [The] caregiving bar becomes sort of the high bar, but it doesn’t mean that the other features or metrics aren’t in play.” When thinking about the different “bars” that make up your identity, be careful not to overidentify with your caregiver role, even if it’s the primary way you spend your time. “Take an assessment of how you want to be defined or what other parts of your identity maybe aren’t going to hit the same height on the graph, but that still deserve either preservation or attention, and access it where you can.”


This begs the question, How do I do this? I reached out to John Poole, who’s been a member of Caregiver Collective from the beginning. When his parents both had strokes within a short time span, John gave up his career in politics and pursuit of his graduate degree to care for them full-time from home. Despite this massive commitment, John made time for some personal activities outside of care and, after both of his parents passed, he continues to provide guidance to other caregivers in the group about not giving up on themselves. I asked him how he did it and what advice he had:




I was able to engage in activities for myself by enlisting the help of family and sometimes paid home health aides. I utilized their help if I wanted some downtime to go to the beach or see a stand-up comedy performance. I also think when caregivers are able to secure coverage for their loved ones, using it to go on a job interview or take a class would also be beneficial. I would also recommend not being shy about sharing some details of caregiving responsibilities with trusted friends. They may offer good advice.





What are the hobbies you love, the music you like to listen to, the foods you like to eat? These sound like small things, but caregivers might let them go. Instead, choosing them is choosing yourself and your Self. Incorporate them into your day or, if that’s too high a bar, into your week.


HOW YOU CONVEY YOUR ROLE TO OTHERS, HOW YOU SPEAK ABOUT YOURSELF, is something to consider as well. We frequently hear people say, “I identify as ____,” and then there’s a whole news segment debating whether that identification is culturally permissible. Our question is, How do we label ourselves as caregivers in a way that is not so binary and doesn’t preclude the other significant roles we inhabit?


I think it’s important to think of ourselves as “caregiver and ___.” When we share our career titles or our ethnic backgrounds, it informs the person with whom we’re speaking about who we are, but they’re aware that they’re not getting the full picture from one statement; there are other aspects of who we are at play. We need to think of caregiving in the same way and not be afraid to share that role with people.




I’m a criminal defense attorney and the caregiver to my sister.







I’m a Black woman, climate activist, and caregiver to my dad.







I’m a registered voter, a mother, and a caregiver to my wife.





The way caregiving impacts our lives (such as through decreased wealth or status attainment, relationships, or family building) already influences other aspects of our identities and how we are viewed. We shouldn’t shy away from who we are and how we spend our time. Caregivers are doing something incredibly worthwhile and impactful. Realize the value of who you are stating yourself to be.


RACIAL, ETHNIC, AND CULTURAL IDENTITIES SHAPE OUR CARE, TOO


Cultural identity and considerations factor into our care as well. Kaci told me how expectations instilled by her Polish heritage influence her ability to set caregiving boundaries and say no to her mom—in that it’s pretty freaking difficult. “My mom was the first one born in this country in 1952. So having that immigrant background too, family is everything. It makes it very different.”


Kaci is not the first caregiver I’ve spoken with who told me the family’s cultural expectation of the younger caring for the elder gets translated into martyrdom, complete devotion with the loss of personal boundaries. She says when she talks to friends or colleagues who didn’t have that type of upbringing, they don’t understand why she doesn’t just ignore her mom’s phone call or go home later than she promised. (We’ll get further into setting boundaries in a later chapter.) Maria, an expat friend of mine also of Polish descent, recently told me of the difficulties she’s had arranging care for her mom, who lives in New Jersey and experiences mental health problems. Maria jumped through an extra hoop searching for a specialist who was not only appropriate for her mom’s condition but also Polish-speaking and able to navigate her mom’s cultural resistance to mental health treatment. There was also the job of convincing Maria’s Polish father, who stigmatizes mental health issues and treatment and had her mom’s ear.


Michelle told me that when it comes to her Asian American family, “There’s just a lot of other considerations that are part of even reaching out for help” that are rooted in cultural norms and expectations. “I think it’s been programmed in me for so long [not to ask relatives for help].… There’s an Asian term about saving face, and there’s just this sense of trying to always endure things and just put on a brave face and not really air dirty laundry out or ask for help or seem weak.”


“In Asian communities it’s a ‘filial piety,’ that sense of duty… specifically in their culture that they talk about. That is, this sense of honor that goes into multigenerational care,” said Dr. Feylyn Lewis, a caregiving researcher. “I also think that that sense of duty and expectation and normalization of mutual care is a part of, I would say, Black and minority ethnic communities as well.” Dr. Lewis, a Black American woman who was a youth caregiver to her mother, has written about the role of Black and African American culture as it relates to family care. In her experience, this expectation of multigenerational family care often falls to the women and girls of the family. “I’ll speak for Black and those who identify as African Americans that, yeah, certainly, that is an expectation that women and girls are those who are best at care. They are more genetically suited to caregiving tasks. And of course we know that that is sexist.” She laughed. “And, well, simply just false, because we know there’s no special gene that we carry.” That expectation of girls starts very young, she said.


As mentioned earlier, more than half of Millennial caregivers are people of color. It’s important to recognize this diversity because of the economic repercussions caregiving has on our country’s nonwhite populations. For example, Latinx Millennials face more intense pressure to balance care with employment than other Millennials do; they not only spend more time, on average, at work but also more frequently provide higher-hour levels of family care.8 There are only so many hours in a day and, eventually, something may have to give. When a systemic issue like the accumulation of generational wealth is factored in, you can project how economic inequity may be exacerbated. Additionally, those younger Latinx caregivers born in the United States may feel torn between their culture’s value of familism (the needs of the family being greater than the needs of the individual) and American assimilation.9 According to the American Society on Aging, this may cause a rift between younger and older generations when priorities and expectations differ.


People of color have also reported “distinct care experiences and specific support needs” that require additional consideration (such as help with translation in doctor offices or other medical environments and specialized medical diets that take culture and tradition into account).10 I’ve seen these cultural considerations also appear in different ethnic groups, like Kaci’s Polish family.


THE INTERSECTION OF GENDER AND CAREGIVING


Despite expectations within the Black and African American community for women and girls to provide care, our generation’s almost equal gender divide of caregivers was evident within Feylyn’s own family: she was a youth caregiver, but it was her brother who dropped out of college to take over their mother’s care in young adulthood. She had this observation:




Boys and men are hidden in our country as caregivers, they’re not seen as much. Women and girls are the face of caregiving. I also feel it damages and harms them [men] as well. Because this myth that only girls and women can do caregiving or are good at caregiving… invalidates their experience and their competency, and quite frankly that’s harmful. And of course, we know it’s very damaging to maintain… and sustain sexist ideals for girls and women.…


Even in my own family, I had intimately close family members say during the pandemic with my mother’s stroke, “Oh, we’re so glad that you’re here to take care of your mom because your brother has work” and “Oh, there’s nothing like daughters, you are the one to do the care.” And it was very much understood that although my brother has been doing this for decades that, just because of my gender, I’m the better caregiver and the one that should be caregiving.





Feylyn found it “very funny” that her brother’s career was prioritized while the two full-time jobs she was working were overlooked.


Brandon, who cares for his mom with Parkinson’s, noticed that people treat him differently as a male caregiver in ways that, he says, make him feel guilty. “I feel like I get more praise and credit being a guy taking care of his mom, and then I’ll feel guilty because it’s like, well, I’m not doing anything more than countless women in these [caregiver support] groups with me, but it gets a little bit more attention.” He says that although some people view his caregiving as “wholesome” and “cute,” others, he believes, look at him with suspicion: unused to seeing men care for their moms, they might assume he’s taking advantage of her in some way. At least they are looking out for her, he thinks.


Gendered stereotypes of care may screw with identity shaping for men in this role and can have a ripple effect of repercussions. “What we often see is it may increase some of those feelings of isolation,” said Christina Irving, a licensed social worker and director of client services at Family Caregiver Alliance in San Francisco. “Because as hard as it can be for younger caregivers in general to feel like they have peers who are in that same space and going through the same thing, I think for male caregivers, because it doesn’t fit that picture at any age as often, it may be harder to feel like there is that peer group in that same way, define that sense of identity.”


Irving mentioned that gender norms also impact men in the role seeking help; they may face internal barriers in expressing emotion or admitting they can’t do it all themselves. “It might be harder for younger male caregivers to talk about the emotional struggles both for and of their roles.” Because their experience is not visibly normalized, it may feel challenging to find a support network of peers, but these connections can help men in the caregiver role find others modeling their experience, which can help them open up in ways that are more difficult to do with friends who don’t understand the experience. “To have that space with people who are going through it, I think it gives permission and a sense of safety to them to feel like, ‘Oh, I can say these things to him, I can bring up these issues and these challenges.’… I think the hardest part then is breaking through that initial barrier of events seeking out other caregivers.” Caregiving support groups for men have become increasingly available, so consider this your informational kick in the butt to reach out.


Irving also says, “I think the more as a society we can normalize caregiving, and really how universal that experience is and normalize connecting with others, I think it then helps that individual caregiver be able to get past some of those internal or societal expectations and barriers.” This normalization, I believe, would benefit us all.
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