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The events described in this book are based on the experiences of the author. To preserve patient confidentiality and the privacy of individuals, details relating to places, locations and events have been changed as have the names and other identifying features of people. Any similarities are purely coincidental. This is because this is not a book about the individuals, places and events described but about what we can learn from them and how they shape our approach as carers of the elderly and of each other.




To the 12 centimetres of my small intestine that were cut out of me in 2016. Because of you I won an argument with a girl I went on a date with. It was about who’d had the most intestine removed. She only lost 9 centimetres. Pathetic.
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Prologue

There’s a small stage, illuminated by a single spotlight – and inside that circle is a wooden bar stool. Directly in front of the stool is a microphone in a stand. The cable snakes off into the surrounding black, and a thick black curtain provides the backdrop just behind the stage. If you look closely enough, you’ll notice the mud and the dust at the curtain’s frayed edges, a couple of shoe prints on the dusty wooden stage, and even a woodlouse scaling the steep vertical leg of the stool. This is what theatre director Peter Brook referred to as ‘the rough space’: informal, even dirty. An intimate environment that lends itself to honest, semi-pathological disclosure.

A man walks onto the stage. He’s six foot one with a shaved head and beaded sweat covering his scalp. He has an oval face, a slightly protruding Neanderthal brow, thick eyebrows, a structured nose, and small, deep-set eyes with long eyelashes. His angular jawline is covered by a patchy beard – unkempt, unmaintained. He looks kind of old – except when he smiles, tugging his sweatshirt so it doesn’t cling to his protruding belly.

‘My dad says I’ve finally caught up with my body dysmorphia,’ he says off-handedly, into the microphone.

He smiles again. A broad smile, revealing an open face, with apple cheeks and dimples, and white-ish teeth (though the bottom row is crooked and, on the top row, one of the incisors has a chip in it). The smile also causes one of his eyes to wince. And, for the first time, it’s apparent he has crow’s feet.

His torso is squat and barrel-shaped, with fat gathered on his belly, his hips and what were formerly his pectorals. He’s in a sweatshirt embroidered with a cartoon of two male clowns entertaining an audience of geriatrics (with walking frames to convey their age) seated in a crescent formation – though one of the empty chairs has tipped onto its side. There are balloons and party banners. The text on one of the banners reads ‘The Care Home Tour’.

The sleeves of the sweatshirt are bunched up around his elbows, revealing thin forearms and glass wrists. Basketball shorts (black, with a white vertical stripe) show off his long, skinny legs (a curse of genetics). And these are partially covered by black socks, which have been pulled up to the bottom of his shins. The final item of clothing to make up this ensemble: black trainers, emblazoned with the same brand logo as the socks and the shorts.

Onstage, he stands upright, with a wide stance and his duck feet pointing outwards. (He’s extremely flat-footed.) The backs of his wrists press into his love handles, and his hands, replicating his feet, also point away from the body. Taken in its entirety, the posture is like that of a two-handled teapot.

He has a subtle lisp, a noticeable Essex accent, and a voice that sounds as if it’s been partially filtered through his nose. He describes it as a ‘blobby, lumpy voice’. A colleague – a fellow comedian – once said he was ‘someone who’s intelligent but sounds thick’.

A subtle, barely audible hum emanates from the darkness – and then stops. Like an old hard drive briefly returning to life. He pulls the microphone cable across the stage, sending up a small cloud of dust, and sits on the stool. He plants his right foot on the floor to stabilise his top-heavy body. The left leg is bent at the knee and his sole presses into the stool’s foot railing.

Again, he pinches his sweatshirt and pulls it away from his stomach.

‘So, there you go. Anyway, I should probably introduce myself …’

• • •

I’m Pope Lonergan. I’m a stand-up comedian, Quaker, (recovering) drug addict and lifelong Essex boy. (Apart from a small hiatus in Pompey.)

For nearly a decade I’ve also worked as a care assistant, or support worker, or carer. (You can use these interchangeably.) There hasn’t been a conscious passing of the occupational torch. But Mum, her sister and their mum have all worked as nurses, or demoted themselves to ‘care assistant’ to balance the job with raising young children. And they’ve done this their entire working lives.

The term ‘wiping arses’ has become a stand-in for the entire field of social care – especially elder care. It’s one task of many performed on the job, but wiping an arse (‘wearing their haemorrhoid as a cufflink’) seems to represent not only abjection and waste but also the status of the people who are carrying out these duties; the misconception (perpetuated, unfortunately, by other medical staff) that they’re unskilled, uncaring and unprofessional. It’s mucky work. ‘Grunt’s work’. But work that ‘just needs to be done’ And because this was/is the public image of the care profession, for me, it wasn’t a calling – merely a matter of convenience. (I needed a job and my cousin knew someone.)

Upon taking that first job – and, later, others in the various care homes I’ve worked in nationally, all full of elderly people with different levels of capacity – I found out that, yes, there are slack, dishonoured bodies (and minds), there’s bodily spillage, and somatic degradation – incontinence pads swollen with piss, and iron-rich stools plugging up intestines – but there’s also tenderness, and love, and a delicacy of feeling. Ablution rituals that are tinged with a form of divinity. Compulsive repetition and lemniscate pathways that uncover some essential truth about the world. Brutal, pitch-black comedy and nutty absurdist theatre. Care ethics, cooperation, holistic humanism, interdependency – people helping people.

I’ve always thought that telling embarrassing stories onstage, and working through my own shameful experiences in front of an audience, allows the listener to forgive themselves for whatever caused them to feel shame. And in that same vein I believe unsanitised, and unsentimentalised, representations of ageing can be used to highlight our universality and extract the shame from dementia.

What else can we do? Pretend it isn’t happening? If you want to deny the person with dementia’s lived experience to accord with the figment of them you hold in your head – an image of what they used to be – it’s as if you’re implying that, in their current state, they should be brushed under the carpet or dumped with the rest of the clinical waste (which is actually how the painter Francis Bacon wanted to be discarded: ‘When I’m dead, put me in a plastic bag and throw me in the gutter’).

Unfortunately, this is what happens – not only to the residents themselves but to the entire industry. It’s seen as lowly and inconvenient, as something to hide away. And because of this, social care is deprived of time, energy, investment – and, worst of all, dignity and due consideration.

As I’ve mentioned, I’m a recovering drug addict. For years I was boiling up fentanyl patches, or swigging oxycodone from Coke cans, or necking 60 dihydrocodeine tablets in one go. Though not like the hedonistic party boys of comedy;fn1 I was getting high and attending Quaker meetings, I was a recluse. But I warmed to care work, and found solace within care homes, because I recognised we (people with mental health problems and our wider network of support) are all being relegated to society’s margins. And being on both sides of the curtain (behind and in front of a mental health disorder), I intuitively understood that connecting with the person behind the illness, while dodging sinkholes in a dilapidating social care sector – there are ways of doing it that bring colour back to the recipient’s life.

I’ve been variously described as ‘captivating’, ‘nauseating’, ‘rambunctious’, ‘gloriously horrid’ and ‘heart-stoppingly raw’. I’m an ‘Essex Desperate’, cheeky yet in pain. A comedian who also does care work. A care worker who also does comedy. Addicted to drugs, books and anything else that gives me a temporary release. And the people I’m working with, the people I’m caring for, are just as multi-faceted and many-dimensioned as me and the rest of us.

Some of the main themes I’ll be exploring here under the rubric of ‘care work’, and as an individual that’s exempt from the social milieu of the ‘professional class’,fn2 are: gendered work/caring being perceived as innately feminine; personhood; dignity in old age; profit maximisation in the social care sector; the physical toll of the job; the mental toll of the job; ageing and death; humour as a coping mechanism; what makes a good carer; being an outsider (addicts and elderly people are both, in their own ways, marginalised by society); and the balance between cruelty and kindness.

This is in no way a comprehensive or definitive account of the complex relationships, and competing needs, you’ll find in more forensic studies of care work. There are plenty of them out there – which makes the lack of public attention towards the profession even more dumbfounding.

Instead, this book is a hyper-individualistic and personal account. Erratic, digressionary, crass, humane and (hopefully) a little bit funny and a little bit wise. It’s an entire book of me, standing here, or at work, and banging on – until you’re sick to death of me.

But, for now, I’ll leave you with this:

When I walk into the care home, the first thing I see is a sign that reads ‘Respect & Love for Everyone’. It’s a good maxim to live your life by. Especially when you’re trying to show respect for people who are in their autumnal years.

First thing I see at the start of a 14-hour shift:

‘Respect & Love for Everyone’.

The only problem with that is I then spend the next 14 hours … washing old knobs for minimum wage.

So – where’s my fucking respect?




INTRODUCTION

[image: AM I DEAD NOW? I FEEL QUITE DEAD.]
‘You’re buried at the roots of a tree.’

‘Wait. Say that again,’ I reply.

‘They want to be buried. Their body buried. But not in a coffin. Buried into the earth. At the roots … at the roots of a big tree. And that … and they will gradually … make the tree bigger.’

‘Well, that’s quite … that’s quite a nice thought. I like that. So that you’re the one who’s enabling the growth of the tree.’

‘Yeah,’ Sylvia confirms.

‘Like you’re horse manure.’

‘What, dear?’

‘Like you’re horse manure.’

‘Yeah, that’s right! Exactly. Yeah.’

‘That’s quite a nice thought. I like that. So even though you’re gone, you’re creating growth in something else.’

‘Yeah, but the Forestry Commission condemned it.’

‘Oh no.’

‘They said it wasn’t right.’

‘Do you reckon I’ll live to be as old as you, Sylvia?’

‘Well, you’ve got a long way to go yet. Can I have some more biscuit?’

It’s an hour until my shift ends. Sylvia’s in bed, gumming a custard cream. We’re in the gloaming and you can see the purpling skies and the setting sun in her west-facing window. This suits her because she’s averse to the light. I once jokingly commented that this might make her a vampire and, after a pause, she replied, ‘Pope. I think it’s silly you believe in vampires. No wonder your girlfriend left you.’

In these down moments, I choose to sit in the leather reclining chair next to Sylvia’s bed, with remnants of food gathered in the creases, scrolling through my phone, because the mad rush of assisting people to their own beds – the adrenaline spike of bending, hoisting, lifting, removing, wiping, emptying, folding, spreading, plumping, and repeat, repeat, repeat – can be exhausting. Physically arduous and mentally taxing. But with a 14-hour shift almost behind me, I’ve decided to break off from the world. To disconnect. It’s the most relaxed I’ve felt all week. And because I’ve cared for Sylvia for so many years, we can share a comfortable silence without worrying about filling it.

‘Can you answer me this?’ says Sylvia, after a few minutes of contemplation.

‘Yeah. What’s wrong?’ I reply.

‘And you have to be honest with me.’

‘Of course, of course.’

‘Am I dead now? I feel quite dead,’ she says, almost cheerfully.

‘Nah. You’re fine. You’re not dead.’

‘Oh.’

There’s a pause.

‘Maybe tomorrow then,’ she replies.

There’s another brief pause – followed by the sound of her chewing and me repositioning myself, as I continue to scroll on my phone.
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CHAPTER ONE

[image: PUT THE TINSEL UP WHERE I WANT IT OR I’LL CHOKE YOU WITH IT.]
I’m in the care home, standing on a ladder outside the ground floor’s lounge. The ground floor is split into four areas where the residents’ rooms are located: Harmony, Melody, Symphony and Rhapsody.

Harmony is the first section, near the front entrance (though divided by a long corridor). It’s mainly ‘residential’ – which means a lot of the residents have been assessed as compos mentis, and not a flight risk, though they may have problems with mobility.

Each section has its own dining room and lounge. The middle two are combined – or if there’s an uptick in residents who need two people to assist them, Melody is split down the middle: half the corridor goes to Harmony; half goes to Symphony. And because the elders in these sections (Melody and Symphony) have dementia, it’s more secure. You have to tap in a key code to open doors. (Melody and Symphony’s lounge is connected to the conservatory, which opens onto decking that covers some of the back garden.) There are residents who are more canny than we give them credit for. They hover as we’re entering the code, memorise itfn1 and then break bad/go to the garden and sit next to the goldfish pond. It’s rare for them to get any further than that – but it can happen.

Rhapsody is a smaller area towards the back of the main building, mostly comprising temporary residents and those who are often in and out of hospital for routine appointments.

There are 65 bedrooms – even numbers on the right-hand side of the corridor and odd numbers on the left. (There’s a total of 130 rooms in the facility, spread over three floors.) Room 32, where Sylvia resides, and from where she calls out my name whenever she hears a noise, is diagonal to where I’m currently hanging Christmas decorations.

Behind me is the medicine cupboard. It’s locked. Access is limited to care team managers (who oversee all the carers working on the floor they’ve been assigned), visiting district nurses and the home managers – but the lock’s four-digit code has been conveniently inked into a nearby spot that isn’t too difficult to locate. And as a boots-and-braces safeguard against the misappropriation of controlled substances, any Schedule 2 drugs (oxycodone, fentanyl, diamorphine – all the good shit) are stored inside a safe and recorded in a controlled drugs register.

It’s midday and unseasonably warm. The lounge leads to a conservatory, and soft light is pouring in through its windows. As usual, the residents have asked to keep these shut (at least until a menopausing carer forces them open again).

Bargain Hunt is on the TV. Some residents watch with interest; some natter; some shout to themselves, harassed by private inquisitions. One of them stands, in contrast to everyone else, tapping his foot and clicking his fingers to the sound of the red team deliberating on the price of a porcelain creamer. Sweet, toe-tapping nutter, travelling on his own wavelength.

‘The thing, the thingy – that! That looks rubbish,’ Pat shouts.

Pat’s thickset and four foot twelve and could be described as matronly. The dictum ‘It’s much safer to be feared than loved’ informs her managerial style. But she wears this identity like pantomime make-up, and the staff dutifully play the subordinates because of the 14 years she’s worked as a care team manager. (CTMs dispense medication, liaise with doctors, complete mountains of paperwork and generally issue directives to us, the underlings.)

Fourteen years of seeing the same lobby, the same reception desk and the same manager’s office on the right. The same sign that says ‘Respect & Love for Everyone’.

Even those who are higher up the chain, such as the home manager and the deputies (one hardworking, one redundant), cautiously cede their authority to Pat. She’s the Inconvenient Elder who’s always done things her way, so why bother asking her to change?

We regularly hear her remark, ‘If you think I’m changing, you better get your head out your arse cos I ain’t changing for shit.’

‘The wotsit, the thing, the tinsel! The tinsel needs to go higher. Put it up higher!’ comes the next command.

‘Alright, alright!’ I reply, exasperated. ‘I can’t keep mucking about with this. I’ve got to help Susan with her—’

‘Susan can bloody wait! I’ll ask her to drink the whole bottle of Oramorph if she carries on being rude! Then let’s see who’s dead,’ Pat barks.

‘Why were you arguing about who’s dead?’

‘She said I was dead and I said, “How can I be dead when I’m helping you with your meds?” and she said, “Well if you’re not dead will you hurry it along, please?”’

Pat raises her eyebrows in a kind of mock incredulousness at Susan’s audacity. ‘Believe that? Cheeky bloody cow.’

These are the conversations you have in the care home. Intermediate. Illogical. Straddling two timelines simultaneously. Trying to figure out the boundaries of observable reality as they shift in the mind of someone with a neurodegenerative disease. You can be dead or alive – or somewhere in the middle.

Pat’s style extends to the residents. It sometimes makes me uncomfortable, as it’s easy for others to misinterpret it, for onlookers to see it as cruelty towards a vulnerable person. Yes, there are moments when things go a step too far, and I’ll intervene, adopting the role of the placid arbitrator, but there’s also a familial intimacy in the home. A trust.

I once spoke to comedian Alfie Brown about saying things to my friends that border on offensive. It’s like letting the belly of my id hang out. And he theorised that it’s a method of cultivating, or confirming, an inherent trust within a friendship group. You can say horrible shit to your friends because you know they know the words aren’t loaded; that they’re permissible only within the capsule of your relationship.

Pat has the same bond – the acceptable-boundary-pushing bond – with everyone who works or resides in the home. She isn’t always appropriate, but that’s a natural part of her character, which is softened by moments of kindness that go beyond the call of duty, like when she uses her own money to buy the residents provisions that aren’t supplied by the company (sweets, ice lollies, pilchards) or pulls me aside to check on my mental health or my recovery. Underlying her tough love approach is real heart and an investment in other people’s well-being. We’re very close. And Susan, for instance, laughs when Pat moans at her, or reciprocates with her own bit of cheekiness. It’s a well-established dynamic, built on verbal sparring. And through these small acts of charity, or conversational roughhousing, I can see how Pat thinks of them, of us: as family.

‘Put the tinsel up where I want it or I’ll choke you with it!’ she shouts.

After finishing with the decorations, and Pat’s demands, I make my way along the corridor. We regularly have to sacrifice our breaks, so I plan on ducking into the staff bathroom opposite the dining room – a locked, cavernous space, where I can sit on the toilet and lean back on a toilet roll wedged between my head and the cistern. If you don’t move, the lights go out and you’re left with an eerie glow beneath the door. A meditative space. Even with the shuffle and grunt of a resident passing by. And you just hope, pray, they don’t try the handle.

The windowless ground-floor corridor, which runs almost the entire length of the building, is painted in blues and greens. From overhead comes the hum and glare of phosphorescent light. Wooden handrails horizontally divide the walls, with scuffed corners and indentations caused by wayward trolleys.fn2 I know it like the back of my hand.

On the walls are low-resolution print-outs in cheap plastic frames. Album covers, film posters or celebrities the elders might recognise. Scanning the images, you realise there’s no consistency in the choices: President Lyndon B. Johnson and Premier Alexei Kosygin at the Glassboro Summit Conference; the promotional photograph for a ‘Boys 1950s Fancy Dress’ competition, with a modern-day boy dressed as Elvis (close enough); a press shot of Fred Elliott from Coronation Street opening a supermarket in Guernsey.

Further along, there’s a bedroom where carers tend to quicken their step as they pass. Number 33. Inside are Louise and Edith.

Louise has a round, almost juvenile face, but she’s shrunken in on herself, hunched to avoid capture or the anger of a harried carer. She’s wracked with an anxiety that plugs her voice, letting out the occasional pre-empted apology that’s meant to disarm but only serves to emphasise the ease with which people can swallow her up and spit her out.

Louise is Edith’s daughter. Edith has dementia with Lewy bodies. She’s permanently confined to her bed, where she’s repositioned every two hours and assisted with all her care needs. She’s a fallen fledgling wearing milk bottle glasses. A huge lesion on her head is unmissable despite her shock of white curly hair.

Louise is now highly attuned to the sound of an approaching staff member, so as soon as she hears someone coming, she pokes her head out of the door.

‘Pope. Would you mind? Mum might need changing. Sorry. Very, very sorry.’

I’m not one of those carers who can leave a resident in a soiled pad without it nagging at their conscience, so, for now, I have to sacrifice my planned trip to the sensory deprivation chamber/staff bathroom.

Sniffs and chirrups. Mumbled fragments of speech. Her face contorts and then relaxes. Her eyebrows spring upwards and the corners of her mouth ascend, a moment of amusement. These are the subtle semiotics, the language of the face, that communicate Edith’s interiority. And this is what I see when I crouch beside the bed and speak to Louise through Edith, assuring her that her mum isn’t being forgotten.

‘You’ve eaten really well today, Edith,’ I say. ‘I think we were chatting about my trip to Liverpool, weren’t we.’

(We weren’t chatting about shit. It was very much me doing all the talking.)

She doesn’t respond, but Louise, looking longingly at her mum’s face, says, ‘That’s good isn’t it, Mum? We’ve been there once or twice, haven’t we?’ She then turns to me and asks whether she’s had open bowels today – a favourite line of enquiry.

Every day. She’s here every single day, wearing a practical winter coat and carrying a plastic bag containing a banana, a notepad and a ballpoint pen – sitting in silence by her mum’s bedside, trying to interpret those signs.

It gives me a pang of despair when I pass the room and see them together. Louise gently whispering consolations. Maybe she’s hoping she’ll alight upon the correct combination of words that’ll work like a magic spell and drag Edith back from the limited world she now inhabits.

Louise has a younger sister who is a gregarious socialiser. A teacher who always visits her mum on a Saturday, and when she does she provides positive reinforcement to the carers and an easy-going cheerfulness that everyone responds to. Easy company. And when she leans against the door frame of the care team manager’s office – asking the assembled carers, paperwork piled up beside them, how their work’s been – she’s met with a summary of her sister’s obsessiveness,fn3 fastidiousnessfn4 and anxiety.fn5

Helena plays her part in the conversation and gives a knowing eye-roll at her sister’s idiosyncrasies, but when she speaks to a more tolerant member of staff,fn6 she fleshes out the particular family dynamics.

In the past, she’s revealed to me that Louise was always hiding behind her mum’s apron. That never went away. Her whole life was, is, her mum. While Helena and their brother, Alan, grew up and had families, Louise stayed looking after their mum until she came here.

Gently rubbing the tips of her fingers together and shifting weight from one foot to the other, Louise stutters, ‘I did a bit of research into … I couldn’t see any information online …’

She reaches for her coat and from the pocket pulls out a card and something in a plastic bag. She hands them to me.

‘You know, I always say I wouldn’t know what I’d do without …’

She lets the sentence hang.

‘Anyway, thank you, Pope, for everything you do for Mum. Merry Christmas. And I’m sorry if Quakers aren’t allowed grapes.’

I like Louise. For her the world is made up of jagged edges to be avoided, and I have a lot of patience for people who struggle to navigate their way through existence.

I’ve spent the majority of my life feeling insecure about whether I fit in, what I look like and if I’m being judged for the things I say. The normal vicissitudes of Being, whether it’s trying to establish affectional bonds or staving off debilitating self-doubt. I know this isn’t particularly novel. (An insecure comedian? Nah, never! I don’t believe it!)

But as insecure people are usually equipped with a kind of radar for other insecure people, marginal, maladapted figures have always come into my orbit.

Being so hyper-conscious of myself, and excavating my own emotional difficulties, has always helped me to wear the acne’d skin of other people’s insecurities; to know something about their inner lives. Maybe it’s because, knowing what a fucking mare it can be just to step outside and start the day, I try to practise the little gestures of kindness and civility that can make the transition from inside (the inner realm) to outside (the social realm) more bearable.fn7

‘Sorry to keep asking about Mum’s bowels,’ Louise says. ‘You know I’d rather check in with you than the others. I’m glad you understand. I’ve never known how to do people.’

We’re by Edith’s bedside, each of us holding one of her frail hands – all tendons and weakening pulse. She’s unable to contribute in any substantial way, but whenever she makes a noise or action that seems to be in sync with our conversation – a fleeting smile or an evanescent ‘lovely’ – we’re effusive in our recognition of her offering.

I know, or I assume, it’s the residue of a once-brimming cognition. Thoughts of Devon or the smell of churches or the claustrophobia of a post-partum girdle. But Louise thinks it’s reanimation, rejuvenation; that she’s coming back. Rather this than granules of her self being poured into the ether.

I’ve never known how to do people either – at least not without the lubrication of alcohol or the glue of dependency (a glue that can be suffocating). Having been part of the comedy industry for a few years now, I’ve realised stand-up isn’t an inherently collaborative form. Comedians are hyper-individualistic, entrepreneurial and self-reliant. Selfish egomaniacs, mostly – with a gladiatorial, competitive edge. I’m also part of a boisterous family. During a recent get-together, my brother and I squared up to each other while arguing about who had the biggest beard in March 2010.fn8

I’m no stranger to overt displays of power and status – even the low-stakes power of beard fullness. But sometimes you want to relinquish your ego and attend to the needs of someone like Edith, or provide emotional support to someone like Louise, rather than achieve recognition, and a transitory sense of worth, from the communal response of an audience.

To me, applying moisturiser to the hollow of Edith’s clavicle to prevent flakes of dry skin from building up, like a mound of vanquished butterflies, or letting Louise know how alert she was to the sound of my voice during breakfast, that, to me, is the best way of doing people.fn9

I leave Edith’s room and carry on to the care team manager’s office at the corridor’s midpoint. It’s 2pm. Time for the changeover between the early shift and the late shift.

‘Oh, look. A tiny little baby,’ I hear from over my shoulder.

Barry’s a resident who’s known for his extreme fluctuations in mood. From twinkly-eyed conviviality to explosive physical aggression. And when this switch occurs, and he’s intent on breaking free of imagined constraints, it’s difficult to appease him. In old photos he has a tall, brawny labourer’s build, similar to Fred West’s, and the jutting jaw of a man who’s used to leading with his chest. But now, in his twilight years, he’s diminished. Hunched over, his top half protrudes forward like his jawline. An assertiveness, a dominant mien, still lingers in his head. And in these moments of agitation, that’s how he conceives of himself. But to us, to those who fully inhabit the present, he’s seen as obstreperous. And I hate that. I hate that his old self has slipped away, beyond his grasp.

Once, when I assisted him in removing his soiled clothing (one of his main triggers – because of the dual indignity of soiling himself and of being seen in this state by another man), he reacted violently. So now when he needs assisting, I make it seem as if he’s guiding the situation. Like he’s the foreman.

‘OK. So these are pretty mucky,’ I usually say, pointing at the pants and trousers, ‘What do you reckon we should do with them?’

Then his anger subsides.

‘OK, OK,’ he normally replies, gathering his thoughts. Then in a calm, temperate voice, ‘To me, and if I’m being totally honest with myself, this here looks like shit. Yes. Shit. This is shit. So it’s probably best – and tell me if I’m wrong here – it’s probably best if we bin ’em.’

He can be lovely, too, of course! One of his favourite jokes is to point at a small porcelain house – one of those ornaments that appeared out of nowhere – and pretend it is, in fact, his house. One of our recent conversations went like this:

‘I’m a big Barry and that’s a little house. How’s a big Barry going to fit in a little house? Little house. Big Barry.’ He cried with laughter.

Proper belly laughs.

‘It’d be a bit of a struggle, wouldn’t it,’ I replied, infected by his unbridled gaiety.

‘When I killed my wife in that house,’ he retorted, now sober and severe, ‘that was the real struggle.’

And that quickly terminated that bit of repartee.

As far as I know, he never killed his wife, but thus is the nature of dementia.

‘It’s all lost. It’s a lost little baby,’ I hear Barry say, and catch him out the corner of my eye shuffling into Edith’s room with a questioning look on his face, hands in his pockets, and a Father Christmas hat on his head.

Thankfully, Louise is aware of Barry’s temper, his reluctance to take direction from other people and how hard it is to discern what, exactly, makes Barry erupt on such occasions. I notice Louise feverishly ball the air between her fingers and hide her mum’s special plastic spoons.

‘Hello there, Barry,’ she says. ‘How are you feeling today? Mum’s actually sleeping so I don’t think you should—’

‘It’s OK, little baby. With your little baby head,’ comes Barry’s response, with no acknowledgement of Louise’s presence, as he shuffles closer to the bed.

Barry reaches out his huge, heavy hands, with knuckles like ancient knots, gently places the tips of his fingers on Edith’s scalp, and starts squeezing as if he were releasing a bit of air from the head of a doll.

Louise, stricken, unable to move, quietly begins hyper-ventilating.

Barry gently squeezes while Edith’s mouth forms an ‘O’ shape and emits a sound similar to a tawny owl’s mating call. It’s upbeat, surprised.

‘Small little head she’s got,’ he says, smiling, noticing Louise for the first time, and experiencing a bout of Good Barry – Good, Kindly Barry. ‘Small like a button. Little button head.’

I can see Louise is close to vomiting.

Trying to manage different needs, and the competing demands on your time, is part of the skill of being a good care assistant. Even when you’re putting up Christmas decorations, you’re worrying about Susan or trying to appease your manager. Then you gently guide Barry away from his triggers – a geriatric Buckeroo – while simultaneously preventing him from popping Edith’s head. Then there are the family members, the district nurses, the paramedics …

This isn’t an unusual day.

• • •

The care team manager’s office is a long, narrow room with two windows overlooking the main corridor and the garden. In it are rows of care plans (files that reduce each resident down to vital statistics, medical histories and succinct observation records); filing cabinets; drawers stuffed with old paperwork and knick-knacks; a whiteboard that’s used for daily reminders. Today it reads ‘Don’t leave shampoo with Dorothy’.fn10

The space operates as a salon or coffeehouse in that it’s exposed to the traffic of the corridor, so it’s part of the public sphere – with itinerant residents and their visiting family members occasionally turning up with grievances to air or suggestions to make. But when the door’s closed we’re free to indulge ourselves and talk with impunity. To let the belly of our id hang out.

But today one of the carer’s children is sitting in the corner, waiting for his mum to finish her shift.

‘I’m getting dinosaurs for Christmas,’ he tells me.

‘Yes, he’s getting dinosaurs for Christmas, Pope,’ Pat confirms, sitting at her desk by the viewing window, giving me a pained look. ‘And he’s told me that …’

Pat lowers her voice and speaks out the side of her mouth.

‘… sixteen fucking times already.’

‘Ah, dinosaurs!’ I exclaim. ‘I hope you’ve got your dinosaur-wrangling licence!’

I lean back, push my chest forward, and pat my belly twice in quick succession. It’s a kind of dad pose, a way of creating a clear demarcation between adult and child. Self-assured and gently authoritative.

‘I’m getting real ones! Real dinosaurs!’ he replies.

‘If you were getting real dinosaurs I think you’d be dead within thirty seconds, wouldn’t you,’ Pat interjects, looking at me and rolling her eyes. ‘So don’t say stupid things.’

He goes quiet.

I was a happy kid, though shy and plagued by insecurity.

Mum often had to collect me from primary school for various reasons. Like the time one of my classmates tipped me off about Saddam Hussein’s imminent nuclear attack. Or when I was disturbed by tales of a ‘clitoris tree’ courtesy of a prematurely sexualised nine-year-old called Greg, who’d sourced some of the correct information about adult sexuality and, in his innocence, re-contextualised it.

A key thing I do remember from my childhood was my parents stressing to me the sanctity of all living things. From them I’d like to think that I have acquired the necessary quality of any good carer: the capacity to provide care and tenderness. At least some of the time.

For the majority of her career Mum has worked as an auxiliary nurse and, while I was in primary school, she worked for ten years as a care assistant to accommodate my and my brother’s school schedule.

I don’t know if I consciously gravitated towards care to follow in Mum’s footsteps. She never made it sound particularly appealing. As a child I mainly associated care work with Mum’s impatience after she’d returned from a shift, and work shoes that stank like shit. Although, I knew there were patients that left an indelible mark on her – and for those, her heart still swells when she recalls their struggles. (But in a recent chat, she admitted to me she can’t remember much about most of the elders she cared for. Only vague details, like they’re the textual remains of antiquity, lost to time. Isn’t that sad? All those sparks of connection; all those little asides and inside jokes. Dead and gone.)

Dad was a detective (with a drug addict sonfn11), but he’s since retrained as a senior-school maths teacher. Prior to tearing his ACL, he’d played rugby since college. He’s also a keen gardener. Our garden has always been an environment teeming with vibrant matter; I think it provided Dad with a haven away from work more than the family did. If people ask him about his old cases, like the Essex Boys murders, his stock response is, ‘A lot of it was just paperwork and horrible bastards.’

So when I was younger, Mum and Dad both had jobs that occasionally pushed them close to the dark extremes of human behaviour. Like in the eighties and early nineties when my mum worked alongside my nanny Vera and aunty Val (Mum’s sister) at the burns unit in Billericay Hospital, where she witnessed the horrifying sight of a toddler with third-degree burns. The parents were suspected of, and later charged with, putting her in a scalding-hot bath. Mum said the worst part was being asked to make them a drink. They hadn’t been arrested yet, but the police were there and the staff were told what might have happened. But she had to be professional and take them coffee.

In my experience too, visitors to the care home don’t always have the residents’ best interests at heart, and it’s something we as carers really have to watch out for. For instance, when Susan first arrived, she was brought in by her twin daughters, but there was a ‘cousin’ who’d visit separately.

Susan suffered with dementia as well as paralysis on the right side of her body. (‘I’m right-handed, you know. God’s having a laugh.’) She’ll often forget what has transpired moment to moment, and repeat the same series of questions over and over again (‘Where’s my daughter? Am I safe?’). But despite this, and the interminability of such repetition, I’ve developed a close relationship with her. She’ll remark on how reassured she is by my presence. And even though she can’t always identify who I am in relation to
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