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			Dedication

			To my family

			and above all,

			Emily

		

		
			Introduction

			Why I Care

			I don’t need to explain why I care for my son, John, who’s 17 and has complex needs, any more than I need to explain why I care for my daughter, Ellie, who’s 11 and doesn’t. I don’t need to explain why I cared for my mother when I was in my teens and she was terminally ill. I don’t need to explain why I cared for my grandmother, in my thirties and forties, even though my wife Emily sometimes laughs at the memory of me cleaning my nanna’s false teeth. I don’t need to explain the joy of these relationships to anyone who’s ever cared or been cared for, which is all of us.

			I can look at anybody – a friend, a stranger, a constituent, a political opponent – and know they feel the same about their loved ones as I do about mine. I could meet a man, knowing nothing about his culture, language, beliefs or habits, and still be fairly confident of these things; that he would lay down his life for his children; that it would break his heart to watch his mother die. Caring is not even what makes us human – you could say at least some of these things about a bear. Caring is how we know we’re alive.

			Yet, even as we all have our own personal understandings of such family care, and can recognise the deep emotions others feel when they reflect on caring for their loved ones, not to mention the profound practical impact caring for someone can have on our daily lives, family care rarely appears in our political conversations about social care. It almost never gets even a mention in the debate about the future of healthcare and is totally absent in our conversations about our wider society and the economy.

			This is a profound mistake, with implications for our NHS, for our politics and for our world that go far deeper than I initially understood when I started out on my journey of reflecting on my life as a carer.

			We talk about politics as if we are a nation of individuals, fighting for our own interests, endlessly competing for some slender advantage, when in fact we’re a nation of families, friends and neighbours, who find our meaning and fortitude in helping one another. We talk about the economy as if money is everything, and nothing unpaid is worth anything at all. Most of us will have disproved that before we’ve sat down to breakfast.

			We have long, increasingly strained discussions about the National Health Service, and what it will take to fix it, without joining the dots. Some progress has been made: I think there is now a widespread recognition that healthcare is inextricably bound up with social care, even though our political system is still failing to put in place the fairly obvious policies that follow that insight. Let’s see what the government’s Casey Commission produces.

			But I am flabbergasted by how many experts and politicians will talk about the NHS and social care with absolutely no reference to family care – to the millions of people in our country who do the vast majority of our nation’s caring, every day. So perhaps my main argument here is quite a simple one: we must make these millions of people visible. Our nation’s carers must have a voice. And if we try to fix the NHS and social care without family care, not just in the discussion but at the centre, we will fail. But just imagine that. A family-led NHS and care system. How extraordinarily radical.

			Just look at how the exclusion of family carers from the mainstream health and care debate makes it so negative. Take mental health. We discuss mental health as if it were a matter of personal responsibility and fortune, something you can protect or foster on your own. We all know that isn’t true, that stability and resilience are a group effort. If we talk about the nation’s health but ignore the awesome efforts so many people, young and old, make every day for those they love, we will have a frankly depressing conversation, whose only terms are cost, burden and decline.

			We talk about education and outcomes, without considering the hundreds of thousands of children with care responsibilities themselves, and how this might affect their results, even while we know it must do. Wilfully blind to the hurdles they face, we’re also blind to their qualities, the awesome maturity and empathy it takes to be a young carer. We take no systematic account of the impact of bereavement on children; even parental bereavement. Yet statistically, one child in every classroom has lost one or both parents. Such blind spots aren’t driving our nation up the PISA international charts, which evaluate students’ performance every three years. Imagine if the Department for Education and the wider education system actively considered the impact of being a young carer or being bereaved and made small bespoke adjustments to a young person’s educational support. My strong hunch is that person’s life chances would improve and the nation’s education standards, however measured, would also be boosted.

			However, this isn’t primarily a book of policy prescriptions. In some ways, it is just one more part of my campaign to get people to focus more on care, especially family carers. I’m trying to do this through telling my story and enabling a few other carers, with very different experiences, to tell theirs. And I’m shamelessly drawing on all the work and ideas of some of the UK’s brilliant carer organisations who are best placed to speak for the 6 to 7 million people who are caring for loved ones every day. You’ll hopefully come away with a sense of the immense complexity of care, particularly given the incredible variety and variability of caring experiences. Nonetheless, towards the end, I do try to pull some thoughts together, to show how a better politics could place family carers more centrally and to draw out the wonderful benefits that would bring.

			At this stage, though, a little reflection on why we’ve excluded care so much from our collective conversations: I think we just find it difficult to talk about caring – a bit like the British taboo about talking about death. I certainly have in the past. So, we don’t talk about how it shapes our daily lives, we don’t talk about how it shaped us in the past or how we suspect it may shape us in the future.

			I’ve always been passionate about what, collectively, we could do for bereaved children, but it was years before I discussed what happened to me, and then years more before I talked about my mother’s illness, caring for my grandmother, or the journey we’ve been on as a family since we had John. I always wanted to hear what people cared about, what they were struggling with, what gave them purpose. That’s the job. But I thought for ages that I could do that without telling them what I cared about, what I was struggling with, what gave me purpose.

			I get why none of us talk about our lives as carers. Traditionally, there’s been a code of silence around illness, infirmity, death and misfortune of all sorts – as if it’s somehow tactless to remind the world that it can strike any of us, at any time. And when it comes to caring, nobody wants to sound like a martyr. A lot of the day-to-day work is incredibly challenging; there’s always someone, often in your own house, who worked harder than you did yesterday, and the last thing you want to do is boast about how great you are for doing it. And even when you consider talking about caring, you immediately recognise you can never describe the full self of the person you love or tell others what kind of care they need. You feel as though you’re reducing them to a list of the things they can’t do.

			But then I did start to talk about my experiences. I started to talk about my childhood in Nottingham, which was happy in so many ways, but undeniably scarred by tragedy. My brothers and I lost our dad when I was four and they were seven and nine. I spent my teenage years nursing my mother with my family as she died from a cancer which, had she got it nowadays, probably could have been cured.

			I started talking about the challenges of looking after Nanna, when she was still so determined that she didn’t need any help, and anyway, she was looking after me. And I started talking about having John, those agonising early months when we knew something was wrong, but our next appointment was more months away than our baby had been alive. I started talking about what it means for me and Emily to have to work for every bit of mobility, every word, every frankly magnificent milestone John has reached. And Emily has even started to talk about being a carer for John, while fighting her own MS.

			I started to talk about, and to think about, balancing public life, a political career, with the demands of caring for a child with complex needs. The dilemmas it presents; how it alters your perception of what matters and what doesn’t; things I wish I’d known, things I wish I’d done differently; things I wish could be different in the systems around me.

			As I opened up about what has happened to me, all my conversations started to change. I’ve always found it inspiring to meet young carers, but once I could recognise the commonality of our experience and say it out loud, all the formality and artifice fell away. There was a lot more humour in these encounters, which is both short- and long-hand for human connection. When I went round care homes, community projects, when I visited constituents who were caring for a loved one, it didn’t feel like electioneering anymore. It felt like a lot of people were in the same boat, who wanted to figure out together how to get to shore.

			My driving purpose for writing this book is to break through and break away from the new political normal, in which the language is harsh and every choice is tough. By tough, I mean ungenerous. The news cycle has felt relentless lately, as natural disasters and wholly man-made ones unfold, making the world seem fragile and frightening. Care gets shunted to a footnote in politics, a thing we can discuss when the drama has subsided. Yet the way we treat those around us, the way we care, is what gives us our meaning and optimism. The conversation can’t wait until peace has descended on the world – care is what makes us strive for peace. I want to talk about society in a new way, where our most precious resource is one another. Not because I’m an idealist, who can’t cope with reality, but because that is the reality.

			To do that, I want to tell the stories of people I’ve met. When you talk to a teenager who’s been caring for a parent since she was three, of course you’re blown away by her wisdom and kindness. Of course, you’re impressed by her sheer practical can-do and the challenges she meets every day. But something magical happens when you give her the space and quiet to describe the full reality of her experience: you will, I guarantee, come away feeling more hopeful about everything. I want to talk to campaigners and activists, who have put all the pieces together after a lifetime’s hard-won knowledge and have game-changing ideas and insights. And yes, I want to talk about the many injustices and obstacles, some of them deliberate, some of them accidental, which the wider care system throws up. Whether from faceless bureaucracy, illogical welfare rules, or any of the countless ways in which, instead of making things easier for carers, the state makes things harder. I want to paint a picture of the nation we could be, if we would only tell the truth about care, and put it where it belongs, at the heart of all our decisions.

			I want to talk about my own life, the immense fulfilment of both caring and being cared for, the way relationships and, later, causes, have brought exhilaration, poignancy and will to action. The good in all of us has been shaped by care. Hold a mirror up to that, and we’ll realise our potential.

		

		
			PART 1

			My Story

		

		
			1.

			An Amazing Mum

			When terrible news comes out of the clear, blue sky into a happy childhood, it’s easy to make yourself believe that everything will be fine. My mum, Nina, was diagnosed with breast cancer when I was 9; my brothers, Henry and Charles, were 12 and 14. She told us all separately, but my turn came during a holiday break at our grandparents’ house. And she was reassuring. My brothers, being older, probably digested the news more anxiously. I remember thinking, this was quite a big thing, as Mum explained what a mastectomy was. But I took her calmness as my cue – she was almost cheery – and went back to my important work, which was probably diverting a stream or getting muddy. There was a little brook in the spinney by the country lane where my grandparents lived, and I’d often dam it up with my brother Henry. We’d both go slightly feral. It often felt idyllic at my nanna and grandad’s. The memory of Mum driving us all there on a Saturday or Sunday, and then trundling up the lane into fields of cows and wheat, is one of complete homecoming.

			This might sound like a rose-tinted recollection. My father, John George Davey, had died when I was four, his cancer relentless and fast. He was diagnosed in November 1969 and died the following March. He’d come from a family of miners and builders in Nottinghamshire, on the border with Derbyshire, and was the first of them to go to university. Driven and a grafter, determined to make it as a solicitor, by the time he died aged 38, he’d built a successful practice in Kirkby-in-Ashfield, with a small branch office in Sutton-in-Ashfield. My mum used to say he would speak proper Nottinghamshire to the miners, and go posher for the business people. She was describing a man who would do whatever it took to make people feel comfortable.

			My own memories of him are just a few tiny snapshots: fetching me from nursery, my mother driving with him in the back of the car, wearing a huge trench coat, feeling the January cold, weeks before he died. I remember him talking to me while sitting on his lap in our then family house – a solid and substantial home with its own orchard. But I really know my father through my mum’s storytelling. We used to spend hours on her bed, just chatting, and she was determined we would not have a cheerless childhood and would have a good picture of our dad.

			She never talked about her own grief and wouldn’t let his loss leave a scar on us as a family. Instead, she told his life in stories, and I loved hearing about how they met – at a dance held at Wall Hall in Hertfordshire, where Mum was doing her teacher training and Dad was doing his national service in the RAF stationed nearby. How they fell in love, and he brought her back to Nottinghamshire from her home county of Hertfordshire. I used to love looking at their wedding photos, John in his RAF uniform, Nina in a Hollywood-style dress she’d hired from a shop linked to Elstree Studios. She looked like a film star, but maybe everyone thinks that about their mum. There was something grounding and reassuring about seeing them together, even in a very formal wedding photo with my grandparents. When you lose a parent so young your memories are sketchy, they can sometimes seem unreal. He became a hero to me, because he was one to my mum. And I think I idealised fatherhood and being a parent as a result.

			My dad wrote little letters to all three of us a few weeks before he died. Mine was the shortest. Dated 15 January 1970, it ended, ‘Be clever and good and happy, and a credit to Daddy always. Lots of kisses and many more, Mummy will give them to you from me.’ Mum was amazingly true to his wish, that he wanted us to mourn him not by being mournful, but by being as happy as we could be. It must have been very difficult to write those letters; I can’t imagine having to do that for my children.

			When you’re a small child you can feel your parents’ love, of course, but it’s hard to conceive how immensely significant and important you are to them. Your parents are your sun and moon, but you don’t fully realise, until you have kids of your own, that you’re also theirs. I was in my forties before I processed how brutal it must have been for him, to know that he wouldn’t live to see us grow up. The only story I have about what he thought of my prospects came from Auntie Margaret – my grandmother’s sister – who told me he said I’d ‘surprise everyone’. I think he meant in a positive way.

			I’d always assumed that Dad had been a Conservative. One of Mum’s stories about him was how he’d occasionally play snooker at the local Conservative Club. Then one day, after I’d been elected, I was leafing through a photo album with my nanna and came across a press cutting of my dad talking at a garden party of the Mansfield Liberal Association back in the 1950s, where he was quoted as saying, ‘Only the Liberals understood the NHS’. You can only imagine how that made me feel.

			After Dad died, our house in Sutton-in-Ashfield was too big, and it was far from the Nottingham High School where Charles was already going and where Dad had wanted us all to go. He’d talked to my mum about her moving closer to the school and away from his own mother, who was an extremely difficult person. Somehow a plot of land at the end of a cul-de-sac in Mapperley Park was found, just 15 minutes’ walk from the school. This was much more manageable for my mum and so a new bungalow was built there. We moved in when I was six.

			In the few short months he had between diagnosis and death, Dad had designed his will to give Mum and the friends he’d asked to be the executors of his will – the amazing Maurice Brackenbury and Pat Holder – the ability to prioritise funding future school fees. I sometimes think about how Dad must have felt, leaving us the best legacy he could – a privileged education – even though that meant Mum had less money. The Brackenbury and Holder families were always incredibly kind to Mum and the three of us, and their help, advice and friendship must have been invaluable to Mum. For me, I particularly remember the great Christmas presents they always bought us.

			A happy period followed, at least for me. As children growing up, we were all into everything. And not just in school. Mum encouraged us to get involved in lots of pastimes outside school, from our church choir at St John’s Carrington where we all sang to Cubs and Air Scouts, from the church youth club to the local tennis club. We became very good friends with a family who lived nearby, the Doughty family, whose boys were in the same years as Charles and Henry at Nottingham High, and whose daughter was just a year older than me. We also had a mongrel dog called Prince, one of life’s enthusiasts, who would run the length of the house, barking, if he saw a squirrel. I could lose acres of time just racing cars up and down the main corridor of our new home.

			Mum devoted herself to us. She had a part-time job as a teacher for children who were in hospital for a long time and, from what I recall, her own social life was limited mainly to a church walking group for people who’d been widowed or divorced. But I don’t remember her as anything but present. We’d burst back in from school. Charles would tend to disappear, serious by then about his schoolwork, leaving Henry and me to fight for her attention with ‘urgent’ stories about our day.

			Mum, a wonderful cook, would normally have started making the supper and she’d listen to us, patient and kind. It was a very peaceful house. I shared a room with Henry: we had bunkbeds, pranks and torches. I just remember being happy. If Mum longed for grown-up company, we never knew it, although when we went to our grandparents’, she and Nanna would sit for hours in front of the fire, talking and talking and talking. The amount of conversation they had in them used to absolutely bewilder me. Nanna had Mum when she was 20, so the age gap between them wasn’t too great, and they had an easy warmth and constant, wicked humour that sometimes made them seem more like sisters.

			***

			And then came the cancer. For the first three years, nothing much changed. Mum had her mastectomy and life continued. Then Mum started getting pain in her back and eventually had to break the news: the breast cancer had gone to her bones. I was 12 by then. Henry was 15, Charles 17. Even then, nothing much changed for a while. Despite some pain, she was relatively well, and the main thing I noticed was that she started spending money and we had some holidays where we stayed in hotels.

			Until then, Mum had always been careful with money. I suspect it was partly her nature, having been brought up as a child during wartime rationing, but I guess she came to realise you couldn’t know what might be around the corner, and she was a single parent. Don’t get me wrong: we were lucky. We were comfortable, and nobody ever worried about putting food on the table. It must be so much tougher without financial means or an extended family. I can’t imagine how it would have been without Mum’s parents, nanna and grandad.

			Mum had been widowed young, with three young boys to bring up. So, if ‘tight’ is a strong word to use about my wonderful mum, let’s just say she was thrifty. I remember going shopping with her in nearby Sherwood. There were supermarkets at the top and bottom of a big hill and if she’d heard something was a bit cheaper at the cash and carry at the top, I’d know I’d be trudging back up the hill behind her on my little legs.

			Whenever we got back from any supermarket, she’d ask us to help her put the food shopping away, crossing off each item from the receipt. She told us it was to make sure we hadn’t been overcharged. But I also think she was teaching us the value of things. Until she started spending a bit more there weren’t a lot of treats, though I don’t think any of us minded or felt as if we were going without. If I ever envied anyone, it was because they got branded fizzy drinks. I still don’t go in for big luxuries; it’s not that I’m particularly ascetic, I just don’t associate expensive things with being happy.

			One political legacy for me from this time is my support for the financial help we give families where children lose a mum or dad. When Dad died, my mum was entitled to a small but helpful widow’s pension. I have a distinct memory of going with her to the local post office every fortnight, often walking our dog Prince, to hand over an old-fashioned giro book. While it wasn’t a lot of money, it took the pressure off Mum, so she didn’t have to juggle three young boys with a full-time job, as a single mum. She would have received her widow’s pension until I, as the youngest child, left full-time education, though of course she died before then.

			When the Conservatives reduced the period for bereavement support to just 18 months, I was incensed, and still am. I believe passionately that the surviving parent needs a minimum period of at least six years, or until the youngest child finishes primary school, whichever is the longer: the grieving process can take several years and the children need support. I raised this issue in my first Prime Minister’s Questions as Liberal Democrat Leader, to Boris Johnson. Suffice to say, there’s a lot more work to do, if we want to care properly for children who lose one or both parents.

			Once Mum knew how ill she was, she took us on a fantastic holiday. We went with her aunt Margaret, who was 13 years younger than Nanna, so not much older than Mum at all. We stayed at two fancy hotels in Jersey, with a swimming pool, and we were blown away by the experience. Auntie Margaret and Mum laughed constantly.

			Before then, we’d taken holiday trips, but mostly short ones. I recall farmhouses in blowy weather. Or I’d go on holiday with relatives like Auntie Margaret and Uncle Brian, where I was spoilt rotten and loved up by their two golden labradors. Our best holidays were probably staying with our former preparatory school headteacher and lay preacher at our church, John Allen, and his lovely wife Nan, at their home in Herefordshire. We went for long walks, visited churches and manor houses, played Mah Jong and relaxed, at little cost, thanks to the Allens’ amazing kindness.

			Nevertheless, a hotel in Jersey seemed like the height of the good life. I think Mum wanted to give us memories of fun with her, while she was still able to enjoy it. By the end, she was wracked with pain and disfigured by the cancer. For all the time we had together, later on it would eventually no longer be in her power to make it carefree. Mum’s plan worked though. I have an image of her standing, beaming in some shell garden in Jersey, in her tailored coat. Or driving round and round the hotel car park, trying to get used to the hire car, roaring with laughter. Or asking to ‘test’ four desserts at dinner time, when the bemused waiters brought the sweet trolley. Mum’s zest for life and joy in the moment was inspirational, despite everything she’d been through, or could expect to go through. Her good looks still turned people’s heads wherever she went. After Jersey, as if life could get any more luxurious, she bought a colour TV, with – wait for it – a remote control. I was in heaven. A remote control was a really big deal back then.

			Gradually the disease started to bite, mainly affecting Mum’s mobility. Initially, she would try and carry on walking, but as her spine came under attack, and as she became more and more bent, she used a stick. Then came a Zimmer frame, then, before long, we were pushing her round in a wheelchair. While things have improved for wheelchair users and their carers since then, there’s still a way to go as my experience with John can attest to. But I have memories of going shopping in Nottingham with Mum in her wheelchair, where it was beyond difficult to get her around, and not just because of my size. I remember the old Debenhams store in the Old Market Square being particularly challenging!

			Mum continued driving our car for as long as she could, trying to soldier on, but it was fortunate that Grandad taught first Charles and then Henry to drive as soon as they were old enough to learn. Nevertheless, I dropped out of some things, because it was just too much, like rugby. I’d made it into my year’s 1st XV as a tight-head prop, but I wasn’t sorry to give it up. It’s a vulnerable position to play anyway, but even more so if you’re playing for Nottingham’s posh school.

			One of many amazing things about Mum was how open she was about her illness and how she tried to prepare us for the future. We talked about everything very honestly. Our phrase was, ‘We’ll take each day as it comes.’ And as much as possible, she wanted us to continue with our lives, as if nothing was happening, despite activities like rugby stopping and sacrifices both my brothers no doubt had to make. Charles went travelling during part of his gap year, before going up to Oxford University. Henry still managed a social life of sorts, occasionally going off with school on Duke of Edinburgh Award hikes. And my life was packed with every extra-curricular activity going, from playing the cello (badly) to tennis, the school debating society and Scouts. Every month or so, we’d see a change, yet it was gradual, and it only went in one direction. She’d had a double mastectomy early on, when she was first diagnosed, and she later had an oophorectomy too. She had chemotherapy and radiotherapy, but none of it worked, and her hair fell out, so she got a wig. Her pain got worse and worse, as her bones gradually crumbled.

			My brothers and I never called ourselves ‘young carers’ back then, and certainly no one else did. I’m not sure if it was even a phrase. Yet now I understand that this situation is a significant part of our society. Just as every carer’s story is different, so the experiences of young carers will vary. Real caring for my mum lasted around two years, getting more intense in the last 18 months or so. Mum always strived to shield us for her own dignity’s sake and to spare us. But that gradually became more difficult; when you are in intense screaming pain, it seems to matter less. But from bedside commodes to trying to see the funny side of things, we coped. She was amazing.

			We still don’t have accurate data on the numbers of young carers. In fact, we don’t even have good data on the number of children who lose a mum and/or dad. Estimates of young carers vary wildly from 120,000 children in England, according to the 2021 census, to a figure of 1 million from Carers Trust. There’s a definitional issue here too: what counts as a young carer? I’ve met some really young carers, much younger than I was. Some young people who’ve been caring for their loved one for years. Young carers with impossible levels of responsibility for their age. The thing is, you just get on with it. My mum was my life. Though I’m proud to have done a little to support young carers since becoming a politician, I know I need to work with others to do much more for these amazing young people. Not just because it’s the right thing to do. When people talk about improving our performance as a nation, educationally, too many policymakers think of kids as some kind of mass dataset: we just need to teach them better, test them more, then sit back and watch as their results improve. It’s so obvious that this is nonsense, but we still all do it. We won’t help young carers, or other groups of children with Adverse Childhood Experiences [ACE], and improve the UK’s education performance as a whole until we start to see kids as individual, precious young people. We need to find new ways to help them, their parents and their friends to deal with the underlying problems they face, especially in their homes.

			We can do this partly by celebrating these young people. I’ve learnt, talking to academics and others, that typically a young person can develop a number of positive skills as a young carer, or as a result of experiencing bereavement early in life. You can develop empathy. You often become more resilient, able to cope with difficult circumstances. You manage your time better. Young carers are great employees. They may perform less well in exams, but in life, the maturity many develop can really tell in their favour, as many become more rounded people. Visiting Number 10 with the Bath Philharmonia Young Carers Choir, I met one girl who’d been looking after her mum since she was three: she’s now 14. She impressed me so deeply as she’d faced an extraordinary set of challenges, meeting them with wisdom, resourcefulness and limitless love. But she’d missed out on her childhood.

			There’s a whole series of things we ought to do for young carers and bereaved kids. Just like young carers, it’s highly likely that bereaved children perform less well in exams. The reasons are obvious: they don’t attend as much, they don’t have the support, they’re busy. If schools were inspected and graded on how well they looked after young carers, bereaved children and other children with challenging home situations, my guess is our economy and society would thrive far better.

			I was lucky as a young carer. Cocooned in my mum’s love, supported by my brothers and grandparents, living in a decent home with good food, and enjoying the stability and good fortune of attending the same great school for a decade, I experienced few of the downsides. The most challenging time came in the last year or so of my mum’s life, when I felt particularly isolated from my friends at school, because I don’t think I really talked about what was happening, and how could they know? Sometimes, I felt as if I were being bullied, but I don’t think I was; my mates just felt a long way away. I felt older, and I was distracted, thinking about Mum at home, what she was going to eat, how she was coping with the pain. When you’re at school and always thinking of getting back to look after your mum, it puts quite a lot of pressure on you, along with the sadness. Also, talking about feelings, mums, illness, mortality, this isn’t what teenage boys do. I know how much they felt for me, even though we never really discussed any of it, because I’m still friends with many of them now.

			Our school was a great source of stability, simply because each of us brothers were there for 10 years, so before I even enrolled it was reassuringly familiar. I can also recognise how privileged I was. It was an independent day school, not a top-tier public boarding school, so I didn’t encounter the born-to-rule set until I visited Charles in his Oxford college, Oriel – which seemed to be full of Etonians and Harrovians. Nevertheless, Nottingham High was a place of high standards and relative affluence, and it showed in the studious, orderly atmosphere, for which I was grateful even if I didn’t realise it at the time. Despite this stability, there was a wall of silence around our situation. Even the teachers who understood that something was going on, didn’t know what to do. I don’t think they saw it as their place to comment. Maybe they’d have intervened if I’d been misbehaving, but I was a good boy, and I was turning up, which seemed to cover the limits of their interest.

			The best schools are starting more conversations with young carers, so they are not forgotten and can articulate their situations. It was so different when we were going through it. With no coherent pastoral care, if a teacher did make a remark acknowledging our situation, it was so sudden and unexpected, often so awkwardly worded, that it was like being punched in the stomach. Henry’s English teacher, in the middle of a class about King Lear, likened his situation to that of the characters in the tragedy, in the broadest possible sense. He was mortified that his loss was being discussed in public, with no notice, when most of his classmates had no idea what the teacher was even referring to.

			***

			It was Mum who got us through. Even during her illness, we had many joyful, beautiful times. And not just those holidays. I’d come home from school and lie on her bed for hours, talking to her, watching dumb TV, ready with the cherished remote and chatting about the programmes we watched or about nothing at all. When I think back to TV programmes from that period, I remember watching them with Mum. From When the Boat Comes In to The Rise and Fall of Reginald Perrin, from Rebecca to Testament of Youth and, of course, Yes, Minister. We’d drink tea by her bed in the morning, before going to school. Mum had decided to splash out on a Teasmade. It felt like yet another fantastic gift of modernity, even though the technology had been around for donkey’s years, and the tea was never that great.

			We were so close as a unit. If we’d been slightly younger, perhaps we would have needed more out-of-family care. But we would have missed out on so much. When you lose a parent as an adult, that’s rarely the only pressure in your life – you probably have work, children of your own, perhaps other caring needs. I hear from so many families who can’t make it work, practically, to care for their loved one, and it hits them so hard, not being able to make the most of what they know is limited time. It may sound perverse, but, looking back, there are many things about our situation that I feel grateful for.

			The three of us weren’t caring for Mum alone though. Above all, there was Nanna and Grandad, who came to us frequently, most weekends and sometimes during the week. They coped however they could, by working non-stop in Nanna’s case. Cooking, scrubbing, washing, ironing, it was constant. This was how she’d met Grandad, when she was a scullery maid and he was a gardener, in the early 1930s. Nanna had grown up fairly well off. ‘Piano teachers and minks,’ is how Henry sums up her early life. But after her father died when she was young, her mother remarried and her stepfather gambled everything away. Nanna went into domestic service as a teenager and never really regained an ability to sit still if there was anything that needed doing. Grandad was the same in the garden – he ruled outdoors, she ruled indoors. They had a heroic origin story: my grandad stepped in because a butler was being unkind to Nanna. It was very Upstairs, Downstairs, but the class clichés didn’t describe anything like the full story, and I suspect they never do.

			Seeing their daughter in acute pain, gradually dying, in front of their eyes was a hideous thing, and, of course, they were often emotional and on edge. Nanna would work until there was nothing left to do, then start all over again. Henry used to complain that it was driving him nuts, and we could do it all ourselves, although we certainly couldn’t have. One time when she went out, Charles, Henry and I all just lay on the ground with our arms outstretched, relishing the peace. I remember Nanna going back over ironed shirts to do all the buttons up, and my mother getting crotchety because she’d only have to undo them again, which was no mean feat when everything hurt. Months after Mum had died, I wrote an essay for my English O-level about how she would get tetchy with Nanna, how they’d bicker about the smallest things. Really, it was a story about their bravery and heartbreak. My lovely English teacher, Les Wilkinson, said he couldn’t mark it.

			As well as Nanna and Grandad, there were others who helped. Neighbours were thoughtful, though even more so after Mum died. Mum found someone to help with household chores and employed the incredible Maureen, who cleaned the house, ironed our shirts and probably did a lot more than I realised at the time. We never had a live-in carer. Towards the end, the odd district nurse would come round, but on a day-to-day basis, it was just us, the family.

			People can be so generous it takes your breath away; and institutions can be so insensitive you’re still shaking your head in disbelief decades later. I was most disappointed in the Church. We’d been quite active in the Church community, but the Church as a whole, particularly the vicar, was conspicuous in its absence. They promised to pray for us but didn’t come and visit. I think that upset my mum.

			Some people know what to say and what to do, some people don’t have a clue, and you can understand that at an individual level. Everyone’s experience varies, and people express themselves differently, sometimes not at all. But everyone, I know, would like to think that collectively we look out for one another through tough times, and institutions – churches, schools, sports and social clubs – are perfectly placed to show that social kindness. Sometimes, it’s hard for an institution to think with its heart, and that’s a shame.

			By far the worst thing was Mum’s pain. Bone cancer is a horrible disease and because she fought it every step of the way, it meant she endured even more pain. I remember a whole series of drugs and drug cocktails escalating in their intensity. Initially, there was a range of standard tablet painkillers. Gradually it ratcheted up. One was kept in the fridge for Mum to inject. In the last six months, maybe more, there was something akin to a bell jar of morphine in our kitchen, with an equivalent bottle of pink liquid. We’d have to carefully measure these out and mix them together in a small cup for her to take. I seriously doubt they’d let teenagers do that nowadays.

			Mum also had to endure the horrible electric shock treatment, which was a sort of primitive TENS machine. Like modern day TENS treatment, this was supposed to divert or confuse the pain receptors. We’d help Mum attach the four black pads to herself with some gel, and she’d use a little black box to calibrate the alternative pain stimulation. You had to be careful lying next to her on the bed by this time, as even the smallest jolt could send shockwaves of pain. Having reflected, I realise that this situation is probably easier if you’re younger. It’s all you know. You just cope with what’s thrown at you. But for my nanna and grandad, it was hell. She was their only child and their grief was palpable.

			Mum always seemed to get on with her NHS consultants, although understandably she didn’t want me at any of her appointments. My brothers occasionally went along and Mum would take a notebook with her questions prepared ahead of the appointment. I suspect a lot of the treatments they tried would have been experimental at that time and ultimately disappointing. The consultants must have felt keenly the insufficiency of what they could offer, especially after the treatment became palliative. They would often have practical discussions around questions beyond treatment and prognosis, questions of what kind of care would be necessary and how soon Mum would need it.

			The day finally came when conventional medicine couldn’t do any more for our mother. I remember Mum telling us, she was signing herself off from the NHS to try alternative medicine. After that, there was nothing we didn’t try. Mum was a Christian, and she’d taken our father to a faith healer during his short illness. Similarly, I think my brothers drove her to faith healers at this time. I remember answering our front door to two spiritual healers, not quite knowing how to address them. She had the purple book The Power of Positive Thinking that you still see in second-hand bookshops. Even with the laying on of hands by the faith healers, Mum’s pain was so hard to control by that stage, that the practice was no better or worse than some of the drugs. We tried anything that Mum believed might help. I wasn’t convinced by faith healing, but it gave Mum hope and that was good enough for us. The biggest experiment she took was turning to nature. For almost a year, Mum went to see a naturopath in Manchester once a month, who put her on a regime I’ll never forget: a combination of a disgusting diet, over 70 different ‘vitamin’ pills a day and, worst of all, coffee enemas. The diet consisted primarily of carrot juice and apple juice, although she was occasionally allowed a little bit of cottage cheese. I have this memory of dicing up hundreds of carrots and apples before juicing them up and taking glasses to Mum. Then there were the saucepans of coffee for Mum to give herself these enemas. She never complained, but, thinking back, I can’t imagine what she put herself through. Mum was just determined to fight her cancer for her boys.

			***

			Mostly, a man called Harry took Mum to the naturopath. When Mum was still active, as well as spending money on holidays and happy times for us, she went dancing with her friends and met Harry. And she and Harry became close. I now understand more and am so pleased she did, but at the time it was difficult. At one stage, they even got engaged and there was talk of us moving house. Eventually, Harry just moved closer, so he could be with Mum more easily. I do remember Harry trying to help as much as he could. I’m sure he was a real comfort to Mum, and he was always kind to me, but there were mixed feelings amongst my family. My grandad wasn’t happy and I don’t think any of us felt he fitted in. Of course, I didn’t like any competition for
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