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The Hidden Crisis of Caregiving, and How We Solve It


A ground-breaking rethink of caregiving in our society, by writer, activist and former policy advisor Emily Kenway


Around the world, millions of people are quietly caring for long-term unwell, elderly or disabled loved ones; one-in-eight people in the UK and a sixth of the total US population, with comparable proportions across the globe. For many, this is a full-time job, saving our economies billions each year.


Yet when writer, activist and former policy advisor Emily Kenway found herself in the painful position of caring for her mother, she discovered that provision for people in her situation was, at best, hopelessly inadequate and, at worst, completely non-existent. This isn't only in the form of paltry financial handouts for informal caregivers, but also a dearth of social, psychological, workplace and community structures to support people going through this experience.


Deftly blending memoir, polemic and deeply researched investigation, Who Cares lifts the lid on a subject society has never been willing to confront. Through Emily's personal story, as well as the voices of other caregivers and those receiving care, unflinching investigations into the facts of care, and research from scientists at the forefront of potential solutions all over the world, this ground-breaking books asks vital questions about why we have a 'crisis of care', at both a global level and in the individual lives affected - and shows how we need to reorganise and reimagine the fundamental building blocks of our world to ensure caregiving is at its heart.
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PROLOGUE


Moonchild


At 3am, I’m woken by wailing from upstairs. Well trained by now, I haul my sleep-drugged body out of bed and up to my mum’s bedroom. She’s lying hunched on her side, shaking, moaning, panting. My days frequently begin this way. Dawn isn’t marked by sunrise, but by her pills wearing off. I take her temperature and administer her medication, popping each tablet into her dry mouth and bending a straw to help her swallow them. Then I sit beside her, smoothing my hand back and forth over her arm, telling her it’ll pass soon. This may or may not be true. The light around the edges of the curtains turns a paler shade of blue. At around 6am, she’s settled and I can go back to bed. At 7am, or thereabouts, her body is racked by retching, hacking coughs. Back in her room, I hold the spittle bowl under her mouth, wiping away the oddly rust-coloured saliva from her lips. Her eyes are almost entirely swollen shut as if she’s been in a fight, and her lips protrude forwards in a manner for which many pay hundreds of pounds at cosmetics clinics. This is the effect of the huge dosage of steroids she’s on; the rest of what’s happening is the effect of the cancer that’s killing her.


I wonder what it’s like to wake feeling refreshed; I can’t remember that sensation anymore. I have a choking pain in my throat that never goes away, a feeling of suffocation in my upper chest. Sometimes when I look in the mirror as I clean my teeth, on the days I have the energy to do that, I notice how my face has begun to cave in and sag, as if the sucking grief of our situation is deflating me from the inside out. Her coughing fit is passing now, so I feed a straw into her mouth again and encourage her to have a few sips of water. I lift her, helping her lean back against her pillows. I try not to notice the uncanny lightness of her body, the way her bones have shifted so much closer to the surface of her skin. Where there was once weight, now there’s almost dust. I syringe a few millilitres of liquid morphine into her mouth to ease the coughing and the aching of her joints. I sit for a moment, but then she begins coughing again, and this time it turns into vomiting – not real vomiting, because she can’t really eat anymore, but curdling retches that release strange, elastic fluids from somewhere deep inside. I support her as she staggers to the bathroom, wobbly-legged as a colt. The smallest movements have become the greatest effort.


‘I hate all this,’ she says in a low, angry pant, her hands clutching the sink.


‘I know. I’m so sorry it’s happening,’ I reply, as I often do, rubbing her back. I feel the force of tears behind my eyes and dam them up, refusing to add to her misery by sharing mine. She wants to clean her teeth. It’s the one thing, she says, that can still make her feel human. She says it every day, her thoughts starting to loop and repeat as the cancer shrinks and mystifies her world. I know her sense of humour, so I tell her a toothpaste company should use that as an advertising line: So minty, it makes the dying feel alive! She laughs and chides me gently, a glimmer of our past relationship when I was the cheeky child and she was the parent. Our roles have largely swapped now.


After she has cleaned her teeth, she tilts her chin upward a little, a modicum of dignity restored. This modicum is needed, because now it’s time to change her diaper. The cancer treatment has wrecked her digestive system, leaving her with little control over her bowel movements. The best thing I can do, as I remove the used diaper and sponge away the lurid orange streaks from her body, is talk to her about other things. I bring up the latest political shenanigans and she enjoys expounding on them, the forthrightness of her opinions acting as an antidote to the shame I know she feels at what I’m doing, down here on my knees. I’m the only person she can handle doing this, even though she now has a paid care worker for a couple of hours each day to give me some breathing space. When I was twenty, I had sepsis and very nearly died. All manner of nurses and doctors did all manner of things to me, including a trainee nurse who was my age and did for me what I am now doing for my mum. This is what makes my mum feel more comfortable with me: as I tell her often, I’ve been an adult in a diaper myself. I understand the shock and shame, the wish to crawl as deep as possible inside your own skin.


Once she’s clean, we stagger back to the bed where, in the pause as she enjoys its comfort after so much exertion, I realise that it’s already 1pm. We’ve slipped into a different world where time moves spasmodically, lurching between hours that drag like slow fog and moments that come fast as lightning splitting a tree. In the grip of a fever, of pain or vomiting, what should be mere minutes stretch until it feels as if our whole life has been this, every breath we’ve ever taken used up in this relentless war with her breaking body. Care seems to override physics, unhitching our days from the outside world.


My afternoon and evening will look much the same: temperature checking, medication dispensing, diarrhoea wiping, spittle catching, body lifting, sick-bowl washing, eye cleaning, leg creaming, momentarily thinking I should eat something but not really remembering how, temperature checking again, medication dispensing again, diarrhoea wiping spittle catching body lifting sick-bowl washing and on and on and on. Outside on the street, I hear people going about their lives – joggers’ fast strides, the rattle of baby buggies, the chatter of couples and neighbours. My phone lights up with news from a friend who’s finally moving to Italy with her husband and toddler. They’ve been hoping to go there for a few years, back to her husband’s homeland and a town by the sea, and now it’s happening at last. I’m pleased for them, but envious too. I feel I’m living in a long, dark corridor, while my friends outside are chasing the bright successes and joys of a life without death care. In here, our success is when my mum manages to drink half a fortified juice; our joy is the dulled relief when we realise we’ve managed three hours straight without a vomiting spate. We nod in solidarity with each other as we note the length of the interval. The world is still turning outside, but somehow our axis has got stuck.


When dusk comes, and on days when physical movement is easier, she sits on the edge of the bed, her feet dangling childlike a few inches above the floor. The cancer has shrunk her. I googled why cancer is called ‘cancer’ once, interested in how this complex and varied disease got its name. As I typed in ‘why is cancer called . . .’, Google suggested I finish my sentence with the word ‘moonchild’. This made no sense to me, so I clicked on it. It turned out to relate to astrology, the believers of which think that a person born under the sign of Cancer is considered a ‘moonchild’ – that is, their temperament is ruled by the moon. It always comes back to me in the evenings as I look at her sad, swollen face, a haze of white down across her skin, her cheeks pale. She was my mother once; now she has become my moonchild. She tells me in these crepuscular hours how much she doesn’t want to die yet, how unhappy she is, and angry too. My mother was a successful career woman before she got sick. When I was young, she often talked about the workplace sexism of the eighties and nineties; how men would call her ‘darling’ and ask her to make the tea even though she was their equal. She had perfected a withering stare to shut them up. She was on the cusp of retirement when she fell ill. Having worked extremely long hours for decades, she was ready to spend time with friends and family, to travel to places she’d never been, to read and cook and sit in her tiny London back garden in the intermittent sunshine. Instead, she’d been imprisoned in her home or in hospitals. She cries in chirrups, like a small trapped bird, as night sets in. This is the real bitch of care. Not the shit, not the sick, not the syringes and sores and relentless grind of bodily chores. This. Witnessing her suffering, helpless to assuage it. When I look at her, so unhappy and dying, I feel a terrible lurching in my chest. It could be pain, it could be love; I can no longer tell the difference. I stroke her back softly, until she lies down. Her eyes swell shut again as the fluid shifts around her body, sleep a tenuous respite.


She first grew sick in 2016. She had a lump in her neck and was extremely fatigued. The lump was investigated through multiple biopsies and then, one summer’s day as I strolled to meet a friend, my hand bouncing over the fence railings along Lincoln’s Inn Fields, she telephoned me to say she had the ‘all clear’. She did not have cancer. I remember that afternoon as clearly as if I’d trapped it in a globe. It was a bright day and, as she told me the good news, the green grass, the shining black railings, the red of a passer-by’s jacket, all seemed to come into sharper focus. But this wouldn’t last. Over the following months, as she grew increasingly exhausted, as a chest infection refused to heal, as her iron levels dropped to inexplicably low levels, it became clear that the biopsies weren’t omniscient. Then it was confirmed: she had blood cancer after all. A red-haired consultant showed us the scan of her body. They’d injected luminous ink into her veins to show the places where cancer cells were present. There on the screen, her body was lit up all over with yellow splashes like cruel suns. The cancer was in her neck, stomach and groin.


‘We’re going for the cure,’ said the consultant, waving his hands around enthusiastically. ‘We’re going for the cure,’ he repeated.


My mum’s case was fairly rare, and we had a sense that the consultants she saw throughout her illness found it interesting and enjoyed the challenge. Movie plots in which people die within weeks of diagnosis or get cured after a few turbulent and vomit-drenched months ran through my mind. But our story would be one largely missing from scripts, and yet far more faithful to so many people’s real-life experiences. It would be a long haul of brutal treatment, debilitating side effects and a slow crumbling into eventual death. She was originally diagnosed with leukaemia, but we would soon receive the unwanted revelation that it is possible to have more than one type of blood cancer simultaneously. By the time she was terminally ill, she would have been ravaged by leukaemia and two types of lymphoma, alongside a chronic disease due to a stem-cell transplant she had as treatment for those cancers, and numerous other ailments and problems caused by chemotherapy and other drugs.


My mother was single, my father having left when I was a baby, and my older sister was busy being a mother herself. So, this was how, at the age of thirty-one, I became the default primary caregiver for my mother. Initially, it didn’t require too much – she was sick, yes, but we knew this because of the test results, rather than obvious symptoms. But she grew rapidly worse and our definition of a ‘good day’ downturned sharply throughout the three or so years her illness lasted; at first, it was a day on which she could walk to her local park, about ten minutes from her house; then it became one on which she could do basic chores like hanging up laundry or cooking a simple meal. Eventually, it was one on which she could sit propped up on the sofa for twenty minutes, or perhaps keep down a few spoonfuls of Shreddies. I had some blessed assistance from her out-of-town siblings, my two uncles and aunt, and, in particularly acute months, short shifts from paid help. I learned the practicalities of chronic illness and dying. I learned how to dry someone so they don’t get sores, the parts of the body that most need emollient cream, the taut pink shine of a newly bald scalp and the names of more drugs than you can imagine. I learned how post-chemo hair regrowth gives you the fuzzy halo of a pussy willow, and how the best nurses have smiles that seem like a natural quirk of the muscles, rather than a solicitation of a something you can’t give. Some of these things were learned during grinding weeks in hospital caused by infections or out-of-control symptoms, others in a relentless trudge at her home in Greenwich, London.


She’d moved there when I was eighteen, to a house one street back from the River Thames. She loved the borough, delighting in its village feel despite its location in London. For a while, her office was west along the Thames, and she found great amusement in taking the river boat to work. On weekends, Greenwich is filled with tourists – foreigners by the coach load, but also Londoners from less idyllic boroughs coming to stroll along the river or visit the bustling craft market. She used to bustle there too, complaining at how slow the tourists were but slowing down herself when she saw something she liked. In summer, she’d escape the crowded centre and go for long walks in the royal park, puffing up the slopes and observing the rose garden change through the seasons. They weren’t special days – just ordinary life, lived without much thought. But they became special afterwards, when they were memories of things she could no longer do. Over the years, she grew less and less mobile, parts of her body giving up, others warping, swelling, mottling, drying out. Her Greenwich had become the sliver of paving between her front door and the vehicle parked outside it to take her to hospital appointments. Her house was tall, with an identical row opposite it, and the two together acted as a kind of sound funnel, spinning people’s voices from the street up to us in her bedroom. We listened to the world going by, strangers remarking on the architecture or wondering if the river path continued at the other end of the street. They were living their own special moments, and I wondered how many of them knew that. Some of them would realise in time. Like us, they would slip through the looking-glass one day and find themselves bewildered in the land of sickness and care.


They did, but not quite in the way I’d expected: at the start of 2020, two and a half years into my mum’s illness, the COVID-19 pandemic took hold. Suddenly, everyone was talking about being walled in, just as we had been for years. I was glad, in a way, that we were being joined in our claustrophobia. It had been a very lonely existence. It also meant there were new ways to connect with people that hadn’t existed before, even though so many people had been stuck and isolated long before coronavirus. A charity in the UK set up online video calls for caregivers, and these quickly became a lifeline for me. I’d set my mum up to be as comfortable as possible, a straw in a glass of water poised close to her hand, while I scurried downstairs to share solidarity and pain for an hour with a dozen or so caregivers from all over the country. It seemed ironic, and also a little beautiful, that this most isolating of circumstances could unite people who would otherwise never have met. We were a diverse bag, ranging in age from thirty-something to late seventies, scattered across the country, caring for mothers, partners and children, with vascular dementia, Down syndrome, cancer, Parkinson’s, COPD and other conditions. I heard my own desperation echoing back at me in each of their voices. We shared advice, like how to make an adult feel as dignified as possible when their body has reverted to babyhood, and how to navigate complex government bureaucracy in order to access state support. And we shared frustrations, like how our loved one would take out their anger about their vulnerability on us, and how desperately we wanted to know whether ‘normal’ would always be this strange new life of sickness and care, or if someday things would return to what we’d known before but could barely remember. That single weekly hour of solidarity became so important to me that one week, when I realised at the last minute that, due to an administrative error, the link to join hadn’t come through to my emails, I sat in front of my blank computer screen and cried.


Sometimes the people joining the calls changed – being a caregiver is nothing if not unpredictable, and sudden hospitalisations or especially bad days can easily overtake plans – but Deirdre and Anna (not their real names) were devout attendees. Deirdre was caring for her husband in north-west England. She had neatly combed hair framing a long face, made longer by the drag of worry lines around her mouth. She always pronounced her ‘t’s, and chose each word carefully, as if she valued precision. There was an immense sadness to her tone when she spoke. From what I could see behind her in the video, her house was rather big and fancy – polished hardwood floors expanding away into some serious square footage, and elegant furniture that I suspected to be antique. I had the sense that she was terribly alone in a house that was too big for her and her husband, now that their three kids had grown up and moved away.


While Deirdre usually came to the calls with a tense sadness, Anna came with fury. She’d cared for her heavily disabled son since birth and, now that he was an adolescent, she knew the ins and outs of government bureaucracy like the back of her hand. She vented weekly about all the things the government should be doing but wasn’t. Then we’d move on to the specific incidents of that week: someone whose sick husband was hiding his incontinence, another who’d injured her own wrist and couldn’t lift her spouse anymore, a third who said little except that they were totally and utterly fed up. When our weekly calls ended, in the short pause between shutting down my laptop and going upstairs to check on my mum, I would think about how absurd it all was. That all of us were miserable and suffocating, and yet the experiences stifling us were an inherent part of human life. As inevitable as the hair growing out of our heads, as the need to breathe or sleep, we can be certain that we’ll need to give and receive care in our lives. How could something so natural also be making us choke? And what would a society look like that understood care as an inherent part of human life, instead of a problem in need of a quick fix?


My mother died on 29 September 2020. Over the preceding months, the doctors had looked us in the eyes less and less. Treatment after treatment had failed. I imagined the red-haired consultant moving on to more promising patients, waving his hands around and making enthusiastic pronouncements to the next family in an ever-changing cast of desperate people. Eventually, the doctors said there was nothing else they could do, that she would die, and die soon. There were no more hospital appointments to attend. I took my mum out in a wheelchair whenever the sun was shining, pushing her along the river path and sometimes running to make the chair go faster. She’d yelp with a mixture of jokey annoyance and delight. We discovered that babies were thoroughly entranced by the sight of her, an adult in a pushchair contraption like their own. They’d twist and crane to keep looking back at us, their parents smiling with apologies in their eyes. But within weeks, getting downstairs and out of the house was no longer possible. A palliative care team began to visit regularly, installing a hospital bed in her bedroom, increasing dosages of the drugs designed to numb her body and her mind so that she didn’t have to witness her own demise so starkly. She sent me and my sister a final email in broken sentences with her wishes for her funeral, unable to speak about it in person. The palliative care team told me that when people are on the verge of dying, they often seem unconscious, but they can usually hear people talking to them. So on the day she died, I sat beside her for hours, stroking her hand, telling her that my sister and I were going to be fine, thanking her for raising us on her own and encouraging us to become independent-minded people. Eventually, her breaths came further and further apart, then stopped. I watched as the vein in her neck beat weaker. After a few moments, I knew she was no longer with me.


As I sat beside her, waiting for the doctor to come and certify her dead, I was struck by the peculiar fact that, through her stillness as she lay there, in this strange event of her actually having passed away, I was no longer the person I had been for three years or more, this identity I’d been wearing: I was no longer a caregiver.


I’m not woken at 3am by the sound of her wailing anymore. My moonchild mother is not perched there on the side of her bed, wondering sadly why her time came so soon and so cruelly. I’m free to do what I want with my life, but at the price of losing her. But those questions that arose in my mind, about how on earth we’ve created a world so unable to accommodate and support care, have stayed with me. It’s likely I’ll care for someone again in my life – a partner, a child, a friend – or that I’ll need care myself. The same will be true for you. I miss my blissful ignorance from before my mum got sick – I could never have imagined how hard care would be, how it would reshape everything from the minutiae of my days to my understanding of life. Knowing what I know now, I’m left with two feelings: grief, and the urgent hope that we can remake our world to put care at its heart.










CHAPTER 1


On Caregivers: Missing Stories, Missing Solutions




‘There is a quality even meaner than outright ugliness or disorder, and this meaner quality is the dishonest mask of pretended order, achieved by ignoring or suppressing the real order that is struggling to exist and to be served.’


– Jane Jacobs1





That was my past. If it hasn’t been yours yet, the odds are it’s coming. We are only ever temporarily well, temporarily able and temporarily young. Accident, illness and old age will be part of our lives at some point, in our own bodies and in those we love. It follows, then, that we should also expect to be caregivers.


‘Care’ has many meanings: it’s an ethic that suggests loving attention, and it’s a verb that means both ‘caring for’ – performing tasks and activities that look after someone’s needs – and ‘caring about’ – the emotions of love and affection you feel when someone is important to you. The two don’t always go together, although we often assume they do. The word ‘care’ is promiscuous: there is care for children, for the sick, impaired and elderly; there is self-care; there is care for the environment and care for non-human animals; there are ‘caring’ corporations and customer ‘care’; and there are care services, from medical assistance in hospitals to volunteers making tea for the lonely elderly.


In these pages, we’re concerned with a kind of care for which there is no single word in our vocabulary. We can see this when we consider statistics, articles or political speeches on care in general. They often combine different forms – parenting is lumped together with what I’ll be calling caregiving, as shorthand for caring for someone who is unable to perform the tasks and activities of daily life without help, such as the elderly, impaired or long-term unwell. Or general parenting is excluded, but they combine paid and unpaid caregiving, as if the experience of a paid care worker is equivalent to that of a wife caring for her ailing husband, a child caring for a mentally unwell father, or me caring for my mother. Every time you hear about paid care workers, supplied by private companies, by the government or by a mixture of the two, pay attention to what’s not said; those invisible spaces between shifts, where a family member is constantly on call, always the default, never able to define their own time. Who let the paid care worker into the house for their shift? Who called the local government or company to arrange the care in the first place? Numerous times during the process of researching and writing this book, people asked me what I meant when I said I was writing about caregivers – did I mean care workers? Did I mean social care? Perhaps I meant the medical professions? Surely I was including general parenting as the paradigmatic caring relationship? No. I meant none of these things. I meant the wraith standing in the corner of the doctor’s office or sitting late at night by the sick person’s bed; the person hurrying between prescription collections and their own job, wondering when their life took such a turn and how. The individual who is no longer sure they are an individual but has instead become an accessory to someone else’s needs. I meant the person who didn’t choose to become a caregiver and who must watch as the person for whom they care deteriorates over time despite their loving ministrations. I meant the millions of caregivers who were forgotten when governments were making priority lists for COVID-19 vaccinations, remembering to include ‘essential workers’ but forgetting the majority of those providing care, the quietly exhausted mass of caregivers. And it is the majority: most care in the world today is provided by family and friends, not paid workers, even in wealthier countries with welfare states. Every time someone seemed confused about my topic, I understood the importance of writing about it.


Without words to describe an experience, that experience goes unnoticed. And with caregiving, none of the language fits. It’s become common to distinguish between ‘informal’ caregivers and ‘formal’ caregivers, the former meaning family or friends who aren’t employed to provide that care, the latter being paid care workers who are contracted. But this overlooks the thriving sectors of ‘informal-formal’ care in many countries, where care has become a job market for undocumented migrants who work without formal contracts. It also suggests a hierarchy of skill that many family caregivers reject. ‘Family caregivers’, too, is problematic in an age when the concept of family has changed so much and may have little to do with biological or marital ties, something we’ll explore more in Chapter 4. We could also question whether we should be naming caregivers at all – isn’t it just a natural part of life, to care for those you love when they need it? Why pathologise it by describing it as ‘affecting’ people and giving it an identity, when it’s simply what being a parent/spouse/sibling entails? But without naming the experience, we lose the ability to change it for the better – something sorely needed, as we will see. For example, before second-wave feminism, and before the term ‘sexual harassment’ was coined, women lacked a way to call out men’s lechery in the workplace. It was assumed to be a natural part of life – boys will be boys – and so there was a gap where there should have been a defined concept. In her biography In Our Time: Memoir of a Revolution, the prominent second-wave feminist Susan Brownmiller recounted the case of Carmita Wood to illustrate why these kinds of lacunae matter. Wood, a single mother working in Cornell University’s nuclear physics department, was forced to leave her job due to the sexual pestering of an eminent professor. When she tried to claim unemployment insurance, she had to give a reason for having left her job. Because there was no socially understood way of describing her experience and why it had led to her resignation, she said she’d left for personal reasons. Consequently, her claim for unemployment insurance was denied. Her experience shows the real-world impacts of gaps in our collective idea-worlds. In this case, second-wave feminists worked hard to change people’s perceptions and show that sexual harassment was not just a ‘natural’ behaviour. By labelling it ‘harassment’ and attaching that label to ideas of women’s right to bodily autonomy and men’s accountability, the way we understood the world changed. Women no longer suffered in silence for want of a way to explain their experience.


Today, caregiving remains where sexual harassment once was: missing from our vocabularies and our ideas about how life works and what might need improving. In assembling what we know about this neglected but vital part of our lives, and through combining the rigors of academic research and the pulse of real-life experiences, I hope we can afford caregivers the recognitions, rights and support they need. And remember as we go, ‘they’ are you in the future. Everything that caregivers experience is coming to you, too. Everything they need, you will need. You’ll want to pay attention.


The growing tide of caregiving


For all the media and political discussion of government-provided care services – or the lack thereof – most caregiving in the world continues to be performed by family and friends. The number of people caregiving is astronomical and growing. National data varies significantly between official and unofficial estimates, but at the lowest end, many countries estimate that they are home to millions of caregivers, those overlooked and unpaid family or friends. In the USA, there are approximately 56.4 million caregivers; that’s over seventeen per cent of the total population.2 In the UK, I was one of around 9 million, which is over thirteen per cent of the entire population, and the charity Carers UK believes that 6,000 people become a caregiver each day. Europe-wide, approximately eighty per cent of caregiving is provided by spouses, relatives and friends,3 while in the Global South, the percentage is higher. This unpaid, under-recognised form of care saves our economies billions each year – around £132 billion in the UK and $470 billion in the USA. In fact, the value of unpaid caregiving exceeds the value of paid care services.4 If you took all the time that people spend caring solely for those with dementia, you’d get the equivalent of 40 million full-time workers globally, and this is projected to reach 65 million by 2030. Talk of statistics can lose its purchase on our minds. We must remember that facts and predictions mean something tangible for our daily lives. These numbers are the stories of the people we’ll encounter through the course of this book: my own story in London, Karen’s in Nebraska, Ulla’s in Kävlinge, Eric’s in Minnesota, Ayesha’s in Kathmandu, and more. These numbers mean that, at some point, if you aren’t already, you’ll be caring for someone you love. Do you know what that will be like? Do you know what you’ll need, what you’ll lose, how you’ll cope?


Those figures may well be underestimates, because many caregivers don’t self-identify as such. I didn’t recognise that the label ‘carer’ or ‘caregiver’ was applicable to me until the second year of my mother’s illness. I was just doing what life required. Once I’d accepted this identity, I found myself uncovering a previously hidden world of caregivers’ groups, research and campaigning, and a lot of projects trying to provide support. Many people who are technically caregivers don’t realise it, because the needs of their loved one have increased gradually over time and so they haven’t relabelled the situation in their minds – she’s just Mum, he’s just Dad, etc. Others deliberately reject the label because of the statement it makes about their relationship to that person. When I meet her online, Katy, a caregiver in her fifties whose husband has motor neurone disease, tells me ‘I hated that word to start off with.’ In her memoir, The Cracks that Let the Light In: What I Learned From My Disabled Son, architect Jessica Moxham opines that ‘carer sounds old-fashioned to me, with connotations of older people needing support, of deterioration and medical supplies.’5 Ulla, who lives in Kävlinge in Sweden and cares for her husband after his stroke, tells me she doesn’t see herself as his caregiver because it’s less arduous than her experiences of caring for her parents decades ago. Instead, she thinks of herself as his möjlighetsmakare – a Swedish word for which there is no English equivalent. She spells it out slowly for me. It means ‘possibility maker’.


The problems caused by this ambivalence towards the label of ‘caregiver’ showed itself on those support calls I joined during the first months of the COVID-19 pandemic. Around ten of us showed up each time, video cameras positioned unflatteringly high or low, Wi-Fi dropping in and out. Often, people shared their confusion about the changes in their relationships with those for whom they were caregivers, the new identities they were forced to try on. Deirdre, whom we met earlier, was caring for her husband, who had dementia: ‘He’s my husband . . . but he’s not . . . he’s not there anymore . . . he needs help for everything. It’s like having a kid again.’


This self-imposed invisibility stops people being connected with support services. It also perpetuates the long-standing political and social invisibility that makes caregiving so much harder to do on a daily basis. Think about it: many countries around the world now provide rights to parental leave – time off employment to birth a child and care for it in its infancy. But a right to caregivers’ leave – for example, time off to care for a parent with cancer or dementia, or a spouse after a car crash – is a rarity. Equality legislation frequently includes maternity as a protected characteristic, but not caregiving, despite the millions of people affected – a number that will only grow. And when care captures media attention, it’s usually to highlight a scandal in a care home or the poor conditions of the underpaid care workforce, not the billions of invisible people providing care 24/7 in their homes. Although I’m mainly concerned with caregivers who have longer-term responsibilities than might arise from, say, a loved one needing a week to recover from a run-of-the-mill operation or virus, our lives are still punctuated by moments in which we need to either receive or give care. Our bodies are terrifyingly breakable, much as we may wish to pretend otherwise. Having structures in place in our lives that mean, when the time comes, we’ll be able to provide or receive care, is surely only common sense. But that’s far from our current reality.


Karen is in her fifties and lives in Nebraska, USA, with her husband, who’s recently retired. She bursts on to my laptop screen five minutes late, having slept later than usual, pulling a blue bandana over her hair. She’s one of those people to whom you warm immediately, her face expressive in its changeable emotions, her exclamations searching for shared experiences. For the next hour and a half, she lays before me the details of her circumstances. Karen is a typical example of a caregiver today – and of what becoming a caregiver does to a life. She is caring for her parents, aged eighty-four and eighty-five, both of whom have dementia, though her mother’s is substantially worse than her father’s. Karen is their only daughter, and what Karen perceives as her brother’s absence of hands-on support, despite his being retired while Karen still works, is typical of caregiving patterns: there’s a hierarchy of care in which adult daughters are more likely to provide care than adult sons, regardless of who has more time on their hands.


The hours she spends taking care of her parents have varied, but during the height of the COVID-19 pandemic in 2020, she estimates it was around twenty-five hours a week. She cooks and cleans for them. She tries to keep their hoarding tendencies at bay to limit their confusion as they navigate their home. For a while, she was putting her mother’s medication into day-of-the-week boxes, but then discovered her mum was moving them around within the box, so now she has the pharmacist make them into blister packs instead. She doesn’t yet need to bathe them, but ‘it’s coming’, she says. And Karen should know: in her professional life, she’s an occupational therapist who specialises in working with the elderly. Her life is permeated by breaking minds and bodies, both at home and at work. This, she says, makes her caregiving role both easier and harder: she knows what to do when others might not (like when she knew the pharmacist could make bespoke blister packs of medication), but she also recognises what she’s failing to do far more acutely that you or I might. Her ready exclamations of solidarity when I share some of my experiences are punctuated by sudden tears as she explains how hard her life feels.


The care world is one about which few people know until they’re forced to step into it. If you look, you’ll find thousands of message boards, virtual and in-person groups, forums, support lines and advice services. And in all of them, you’ll find the same themes repeated: caregivers sending out distress flares as they suffer financially, emotionally, socially and physically due to their situation. Karen is experiencing all these types of suffering. ‘I think I’ve lost half the income I could have made because of how many shifts I’m saying no to,’ she tells me. Study after study has found that caregiving causes severe financial strain. In the USA, caregivers lose thirty-three per cent of their income on average, and approximately eleven per cent quit work altogether because of their caregiving responsibilities, like I did towards the end of my mum’s life.6 Overall, lost income due to family caregiving in the USA is estimated to be around $522 billion each year.7 A fifth of caregivers report financial strain as a result of caring responsibilities,8 which can be because of loss of work, but also because of the extra costs of care, including travel costs, medications, devices and so on. Definitions of care often involve words like ‘love’ or ‘affection’ while conveniently omitting its material costs. Karen’s loss of income won’t just affect her finances now, but in the future, too, when she herself needs care: women who reduce hours or stop working altogether have substantial pension losses.


Katy, who said she hated being called a caregiver at first, is 4,000 miles away from Karen but facing similar issues. She cares for her husband, Mark, who has a form of motor neurone disease, and also for her mum, who’s had several small strokes. Now in their fifties, Katy and Mark have been together since they were teenagers and she still speaks of him with an endearing giddiness. Before she had to give up working to care for Mark, Katy was a teacher. She tells me: ‘I did all the right things – I had savings, I always put a bit of my salary away. But now I can’t work, and when I think about my old age, basically, I’m screwed.’


Karen and Katy’s social lives have both taken a hit too. Katy says she has a ‘typical carer story’, because she’s lost friends through not being able to go to things like she could in the past. Karen, meanwhile, is dejected and tired: ‘Oh, my social life is terrible, I don’t do anything,’ she sighs. She feels her friends think she should put her parents in a home, but says: ‘I do inherently think it’s kind of disrespectful. If they don’t want to go to a home, just because our culture says that’s where everyone goes, they don’t have to.’ Meanwhile, along with her bank balance and her social life, her mental and physical health are suffering. She tells me she’s gained a lot of weight and that her daughter frets about her wellbeing, the fear of loss and sickness ricocheting down the generations. ‘I just feel so overwhelmed and tired with everything,’ she says about the idea of going for a walk. Studies abound showing that caregivers experience higher rates of heart disease, high blood pressure, diabetes and depression.9 When I ask if caregiving has affected her psychologically, her face contorts immediately and her answer comes out in such a choked whisper that I have to replay my recording of our conversation several times to be certain of her words: ‘Like crazy.’ I’m reminded of the lines in a poem by Adrienne Rich in which she explores the death of the self that can occur when life is wholly subsumed by caring for others: ‘For you are not a suicide, but no one calls this murder.’10 Karen’s been thinking about going to counselling. It doesn’t help that her marriage is also affected by the situation; she has no energy to give to the relationship, she says, and she can tell her husband ‘wants me to take care of myself a bit’.


The extremity of caregiving is made worse when there’s no time off from its responsibilities. The last time Katy had some time off caring for someone, it was a few hours to go to a hospital appointment about the eye in which she’d previously suffered a detached retina. She describes having a cup of coffee while she waited. Not quite a holiday, then. Katy should be an outlier, but she isn’t. According to charity Carers UK, one in four caregivers they surveyed hadn’t had a day off in a year, and a quarter hadn’t had one in five years.11 If caregiving were a job, this would be a scandal. In many countries in the world, we don’t even know how stressed, depressed and anxious caregivers are, simply because no one is asking them.


How did Karen and Katy, and all the millions of other caregivers, end up in this state? Broadly speaking, there are six reasons why life is so hard for these invisible millions today. Our brief tour of them begins in the 1939–45 war. It’s often discussed as the crucible in which the welfare state as we know it was born, but it had another important effect on care less often noted in mainstream commentary. In the USA, around 2,000 conscientious objectors were assigned to work in understaffed mental institutions during the war.12 For the first time, people from outside that world were seeing what went on behind its closed doors and barred windows. In May 1946, some of those men got an exposé in Life magazine describing the abject conditions in government-run facilities, leading to a flurry of reports and then the establishment of the National Mental Health Foundation in Philadelphia.13 Comparable developments occurred in the UK: in 1967, Barbara Robb published Sans Everything: A Case to Answer, a book detailing the poor and abusive care to which she’d seen elderly women subjected in long-stay hospitals. Hot on its heels, a series of scandals about the abuse of the mentally unwell, disabled or elderly in institutions engulfed the British press. At Ely Hospital in Cardiff, Wales, patients had been assaulted, refused medical treatment, subjected to lengthy seclusions, and had their food stolen by staff;14 similar allegations abounded from other institutions. The era of institutionalisation was ending. What began in the aftermath of the war turned into mass deinstitutionalisation throughout the mid-to late twentieth century, with hundreds of thousands of people moved back into the community. ‘A new era of residential and group homes, day care facilities and independent living within mainstream communities began,’ writes historian Simon Jarrett.15


But there was a problem. Deinstitutionalisation didn’t only occur because of the scandals and campaigns. Governments liked it because it promised to save money. It was assumed that ‘care in the community’ would be less costly to the public purse than running (quality) institutions. This underlying aim of saving money meant that funding for community-based support was insufficient. Nearly fifty years after the Ely Hospital scandal, the director of a disability charity in the UK said: ‘People with a learning disability may no longer be segregated by buildings, but social isolation is still widespread – and access to friendships and relationships, outside of formal care or support services, may be even worse now than it was then.’16


Our second stop on this brief tour is a natural follow-on from our first: care in the community, rather than in institutions, has meant more reliance on family. But shifts in family composition have also occurred, and they don’t marry with this reliance. The overall trend is for families to be smaller today than they were in the past. The average woman marrying in her teens or early twenties in the 1890s experienced ten pregnancies – far more than today.17 With fewer children being born, we end up with a skewed ‘old-age dependency ratio’ – that is, the proportion of people aged sixty-five and older in relation to the population of ‘working age’. My own family bears out this trend: my mother’s mother was one of six, she herself was one of four, and I’m one of two. China’s former one-child policy has wreaked havoc on its old-age dependency ratio. In its largest city, Shanghai, nearly a third of the residents are older than sixty.18 In 2021, China announced that couples would be permitted to have up to three children (having already increased the allowance to two children) in order ‘to actively respond to the ageing of the population’.19 One citizen writing on Weibo saw it as too little too late, and was quoted by the Guardian as saying: ‘I myself am a product of the one-child policy. I already have to take care of my parents. Where would I find the energy to raise more than two kids?’


More than a quarter of Japan’s population are over sixty-five,20 while the USA will have more older adults than children by 2035, a situation described by one demographer as ‘the graying of America’.21 This will affect the elderly and their few geographically proximate adult children, but it will also affect much younger kids, who will need to become family caregivers. Estimates for the UK from the University of Nottingham have suggested that around 800,000 children aged eleven to eighteen are ‘young caregivers’.22 In the USA, the last major survey found more than a million young caregivers aged eight to eighteen, but this is thought to be an underestimate, partly because parents had to give their consent for children to respond to the survey, and partly because that survey took place in 2004, before the opioid epidemic took hold.23 For many countries, there has never been a survey of how many children’s lives are affected by caregiving. Basically, there are loads of older people, and too few younger people. It’s likely that you have far fewer siblings than your ancestors did; this means you’re going to need to do a lot more caregiving (or be judged as heartless).


These smaller families are also likely to live further apart than they did historically. This is due to several factors, including the introduction of pensions, which create economic independence in the elderly, enabling them to live alone, and also increased migration for work opportunities, something that particularly affects those in the Global South and in rural areas. Lots of caregiving is provided by spouses, so increased divorce rates mean many older people are without that ‘built-in’ caregiver, putting more pressure on siblings or children. These are problems that pay no heed to borders. In Russia, the co-residence of family members that characterised the Soviet era has ended, and now that migration is possible, more people are moving abroad for work.24


Our third stop now quickly comes into view: even when there are plenty of children and they live in proximity, the era of assuming the daughters in a family will be unemployed and available to provide free care is long gone. Increasing numbers of women now participate in the labour market, with numbers in the USA doubling between 1975 and 2016, and in the UK rising by over a third from 1975 to 2017.25 Few issues can be so similar and unifying across such wide geographical, cultural and political terrain, but when it comes to the family’s role in caregiving, we’re dealing with a very human problem, from London to Nebraska, Nepal to Moscow.


The human infrastructure of caregiving is dwindling, yet it’s needed now more than ever before: advances in medicine mean that we live longer, but this also means we live longer when we’re sick. This is the fourth reason for the modern state of care. Today, babies born with impairments have longer life expectancies than they did historically. Dementia cases are growing exponentially: according to the World Health Organization, there are currently 50 million people suffering from dementia worldwide, with 10 million new cases each year. Or take Parkinson’s disease: in the USA, the number of people living with it has nearly doubled since 1978,26 and its prevalence is expected to double in the UK by 2065.27 Diseases like these can be managed in the long term, extending people’s lives – but that comes with a care requirement attached. And when we hear tales of people ‘beating’ cancer, it’s pronounced like a single plot line, when in fact it has a deeply distressing subplot: the long tail of chronic symptoms that come after harsh treatments. Academics project that in 2050, the ‘oldest-old’ population (those aged over eighty-five) will be triple what it is today. We are standing on the shore, watching a tsunami of chronic and acute conditions gathering out at sea, seemingly blind to what that’ll mean for our lives: we will all be providing care.28


Combine all this with our fifth cause: the insidious trend to shift medical support from hospitals to homes. Inpatient stays – both in terms of being admitted at all and the length of stay if you are admitted – are decreasing.29 Advances in medical devices over recent decades mean that complex tasks and processes are much more likely to be done in the home, by you. The US think tank Third Way called for a national strategy for caregivers in 2017, citing cases like that of Angela Goodhope of Mapleton, Iowa. Every day, Angela must clean and disinfect her teenage daughter’s central line (a catheter delivering medicine into a large vein to treat blood cancer). This disinfection is vital in the true sense of the word: if the central line becomes infected, deadly bacteria can enter a vein next to her daughter’s heart.30 It’s symptomatic of the medicalisation of the home, and therefore the work required of family caregivers. Eric is in his forties and lives in Minnesota, where he cared for his husband, Scott, who died of cancer in August 2019. ‘You have to become all of these armchair versions of medical professions when you’re caring for someone and you don’t have the expertise,’ he tells me. ‘You’re just trying to do the best that you can by talking to the care team, but then you have to do it all.’


Even when your loved one is in hospital, you may need to be there. Jessica Moxham writes that there aren’t enough nurses to keep an eye on her son, so she and her husband are expected to be there all the time: ‘We live close to the hospital and so they allow us to go and sleep . . . in our own beds, on the understanding that we will return early the next morning.’ Likewise, during my mum’s long stints of hospitalisation, I would wash her, deal with her drip machines and adjust her oxygen supply. I’d be there before going to my job and I’d return after, becoming familiar with asking security guards to let me out of the hospital building in the small hours of the night.


Finally, since the financial crash of 2008, many governments have implemented devastating cuts to publicly funded services, including care. This puts more pressure on caregivers in the home, whether by reducing their access to paid care workers with whom to share the load, or closing down day and respite centres that provide vital time off care, whether to recuperate or to earn. Taking all this in, a looming catastrophe of care is hard to deny.


The uncomfortable truth about care


This catastrophe is often discussed as a purely political one. But it’s also personal, and some of those personal aspects aren’t easily solved by government funding or different insurance arrangements. The extent to which caregivers are harmed by their experiences varies according to their relationship with the person for whom they’re caring. Through the course of caring for my mum, our dynamic shifted. We’d never been your classic parent–child combination – my mum struggled with depression when I was a child and continued to have difficulties navigating some aspects of life. But through her sickness, as her body disintegrated and aged, her personality shifted strikingly. She became childlike. Her emotional regulation, which had never been very good, worsened; tantrums, sudden outbursts and panics appeared or were amplified. She began referring to herself as ‘little’, to parts of her body as ‘little’ too, and she even seemed to take on a younger posture – legs swinging from the sides of furniture, feet turned slightly inwards when I helped her to shower, a doddering but needful uncertainty like that of a child. The term ‘ambiguous loss’ was coined by therapist Dr Pauline Boss in 1999. It’s used for types of loss that include a combination of absence and presence. Specifically, Boss uses it for dementia – when a person is physically present but psychologically absent – and for missing people – when a person is physically absent but emotionally present. When a parent becomes very sick, and stops being ‘the person they were’, both in themselves and in relation to you, their child, there is a loss, an absence, despite their presence. This loss is felt in every interaction, a jarring cognitive dissonance, the absence of safe harbour at the precise moment that life is bringing you the raging waters of disease and death.
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