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To Dad and Mum – ad astra cinis

Omnia vincit amor, et nos cedamus amori

Love conquers all; let us, too, yield to love

Virgil, Eclogues 10:69








Terminology

Is it Asperger’s or autism or … what is it?

When it was initially put to us that Mum might have autism, the psychologist used the term ‘Asperger’s’, which had been in common usage for a while. When writing this book, I came across many different terms for people with autism and quickly realised that, whatever the accepted clinical terminology at any given time, individuals will have their own preferences. I have tried to stick to the terms used in quoted text; for this reason there may seem to the reader to be certain discrepancies throughout.

Many people with autism who would be described as ‘high-functioning’ (in that they have a high intelligence and can, in the main, function well in society) prefer to be referred to as someone ‘with Asperger syndrome’ or ‘with Asperger’s’, as they say that this easily identifies them at that particular end of the autistic spectrum. One friend said, ‘The minute you say “autism”, people have this set of assumptions, like “Oh dear – does she sit in the corner of the room rocking back and forth and not speaking?” That’s why I say I have Asperger’s.’ Others prefer the more blanket term ‘autism’ as they feel this acknowledges that there is a spectrum within the syndrome. The DSM-5 (Diagnostic and Statistical Manual of Mental Disorders, fifth edition) uses the term ‘autistic spectrum disorder’ or ASD. There is some controversy surrounding this term among people with autism. The DSM was updated as recently as 2013, so if you had been given a diagnosis before that date and had been referred to as someone with Asperger’s, you might well prefer to continue using that terminology. Also, I have met many people with autism who dislike the use of the word ‘disorder’ attached to them. Some therefore use ASC instead – autism spectrum condition. One friend said, ‘I consider my autism to be a syndrome, not a disorder. I feel that the word “disorder” is attached to people who are not coping. I am coping very well, so I don’t like this word applied to me. My autism means I see the world differently from you, that’s all.’

I have met people too who resent the fact that autism is included in the DSM as they feel that it is not a mental illness per se – mental illness may be a result of undiagnosed or unsupported autism, but it is not the cause or the general characteristic of the syndrome.

In conclusion, I have learnt that while diagnosis is extremely important in being able to access support and in helping neurotypicals (i.e. people without autism) to understand the autistic brain, it is most helpful to see the human first and to realise that a label on its own, with no support, is not going to help anyone. Hence my preference for the generic term ‘a person with autism’.

Capacity

This was another minefield into which I walked the minute I entered the bewildering world of mental health terminology. The first time someone mentioned the phrase ‘your mother has capacity’, I assumed they meant that she was ‘capable’. In other words, I thought they were referring to the fact that she could do things. It took someone in the know to explain that ‘a person has or does not have capacity’ is mental-health shorthand for ‘this person has or does not have capacity under the terms of the Mental Capacity Act 2005 to make decisions for themselves.’ In other words, quoting directly from the Act:

People who lack capacity


	1.For the purposes of this Act, a person lacks capacity in relation to a matter if at the material time he is unable to make a decision for himself in relation to the matter because of an impairment of, or a disturbance in the functioning of, the mind or brain.

	2.It does not matter whether the impairment or disturbance is permanent or temporary.

	3.A lack of capacity cannot be established merely by reference to—




	(a)a person’s age or appearance, or

	(b)a condition of his, or an aspect of his behaviour, which might lead others to make unjustified assumptions about his capacity.



In my opinion, the unexplained shorthand use of such terms is extremely disempowering to patients and families who are trying to care for loved ones. I have therefore tried to unpick such terminology in the writing of this book in the hope that it will be helpful to people going through a similar situation.
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Prologue

‘Bloody kids, bloody kids, bloody, bloody, bloody kids!’

Mum is standing in front of the mirror in the hall. Her teeth are bared. Her eyes are wide. Her face is stretched and red. Her hair is wild. She’s staring at herself and chanting those horrible words, over and over and over again. Her fists are clenched and she’s shaking them. Can she see us in the mirror too? I don’t want her to.

Carrie and I are hiding by the cupboard under the stairs. We have to make ourselves as small as possible, then Mum won’t see. I keep an eye on Mum through the banisters. She is still saying those words. Her voice is high and breathless. It’s not her normal, Kind Mum voice. She doesn’t look like our normal mum at all. Even her hair is wrong. It’s as though Kind Mum has disappeared completely and been replaced by a monster. She’s holding her fists up by her face now and shaking them and shaking them. Her face is getting redder and redder. It looks as though she might explode. I can’t remember what we did to make her be like this. I know it was our fault – my fault. It must have been my fault because Carrie is too small to have done anything bad. Carrie never does anything bad, anyway. I know that because Mum says, ‘Why can’t you be like your sister?’ So it must be my fault that Mum is like this. I need Kind Mum to come back. I hold my breath and start counting. Can I bring her back if I hold my breath and count for long enough?

I also need to stay brave for Carrie. She’s crying. I want to reach out and put my arm around her, but I mustn’t move. We mustn’t move. Mum might hear us. We have to let her chant and shake her fists until she feels better.

What did I do to make her angry this time? If I knew, I could make sure I don’t do it again. But, try as I might, I can’t remember. All I know is, I wish the anger-storm would pass so that we can have our lovely mum back again.






One

‘People with autism have been described as having an inability to communicate feelings of emotional disturbance, anxiety or distress, which can make it very difficult to diagnose depressive or anxiety states and can lead to challenging behaviour.’1

‘There’s nothing to eat!’ Mum says. ‘I need to go shopping.’

It is January 2015. Mum’s in a bad way. She paces from the kitchen to the hallway, grabbing a coat, going back to the kitchen to take a shopping bag from the peg on the back of the door. Her hands are shaking and her face is sweaty. She’s moving fast and I have to jog to catch up with her.

‘Mum – Mum, wait!’ I try to block her way as she reaches for the car keys.

‘I have to go to the shops!’ Her voice rises to a shout.

‘Mum, the fridge is full. You don’t need to go out.’ I am trying to sound calm. I don’t feel calm. ‘And I don’t think you should drive.’

The idea of my manic mother getting into a car and navigating her way out of the drive is frightening enough. There’s no way she can make it to the other end of the High Street safely in the state she’s in.

‘There’s nothing to eat!’ she says again. ‘Get out of my way!’ Her eyes are wide and her breathing is fast and furious.

‘OK, OK. I’ll drive you,’ I say, taking the car keys out of her hands.

I am expecting a fight, but I don’t get one. ‘Thank you,’ she says, suddenly meek.

I don’t wait for her to change her mind. I bundle her out of the house, going through a quick checklist as though taking a small child on a trip to town: bags, coats, umbrellas, bottle of water. Should I ask her if she needs a pee? I decide not to as this will only upset her train of thought and make her panic again. Her panicking makes me as frightened as her anger did when I was small.

We shouldn’t be going out. We definitely don’t need to go shopping. The fridge is full to bursting, with packets of ham and smoked salmon and lettuce – some of them already starting to decompose. I’ve tried to sort through the mess and throw out the rotting food, but Mum caught me in the act. I am not allowed to throw food away; it’s wasteful.

Mum is quiet as we drive down the High Street. The sight of familiar landmarks acts as a sedative. As we approach the supermarket, however, she starts to pant and give a high-pitched cry, her lips pursed into a small ‘o’: ‘Whoop! Whoop!’ It sounds desperate. Child-like. It tears at my chest.

I have to contain this behaviour before it becomes a full-on panic. I think of asking Mum to stay in the car while I go and pick up some food, but then I think I’d have to lock her in. I can’t do that. What if she banged on the window, begging to be let out? What would people think?

‘Come on!’ Mum says, opening the door before I have put the handbrake on. ‘We need to hurry.’

We don’t need to hurry. There is nothing happening today. Nothing other than me watching Mum like a hawk as she paces around the house, obsessing about food and clothes and cracks in the wall.

No wonder Dad is happy to be back in hospital, I think. No wonder he told me he needed a rest.

Mum is already halfway across the car park when she steps out in front of a van. The driver brakes abruptly and scowls as I run after Mum and grab her arm.

‘Slow down, Mum,’ I say. ‘We’ve got loads of time.’

I keep my head low as we enter the supermarket, my arm linked through Mum’s as she pulls me along. I pray we won’t bump into any friends or neighbours. I know what Mum looks like. She looks as alarmed as she feels. Her hair, once so regularly and obsessively coiffed, is woolly and white. Her eyes, once bright green and flashing with passion and life, are glassy and staring. Her jaw hangs slack and she is shuffling, panting and whooping in between repeating, in panicked gasps, that she must buy ‘ham and smoked salmon and lettuce’.

I try talking to Mum in a low voice, which I am hoping sounds soothing. I suggest that she buy something else.

‘What about some chicken? And some fruit and veg? I could make you a couple of things to put in the freezer for when Dad comes home?’

‘No, no, no!’ she says.

Her voice is loud. I know people are staring. I take deep breaths and hold on to her firmly as she tries to pull away. I’m good at this, at least; I’ve had years of practice with my own children when they were small. I find myself calling her ‘love’ and ‘darling’ as I did with my kids too. In the past she might have laughed at this. Today she doesn’t notice.

‘Salmon,’ she says. ‘Salmon and lettuce and ham.’

I grit my teeth. I want to scream. I want to shout, Your fridge is full of rotting lettuce! Can’t you see that? Why can’t you see that?

People are definitely staring now. Some are less obvious and are merely flicking glances in our direction – some curious, some concerned, some just bloody rude. I also want to scream at them. Yes, my mother is a weirdo. She is odd, she is slow, she is whatever else you want to bloody call it. She is round the fucking bend. What do you expect me to do?

I want to take them all on. To stand up on the check-out conveyor belt and tell them: this is my mum. She has a degree in Latin and Greek, she speaks French and Italian and knows more about Ancient Rome than most of you probably know about the back streets of this very town. She brought me and my sister up to be independent adults. She loved us and cared for us and supported my dad while he commuted every day to London. She was stunningly beautiful as a young woman. Men fell at her feet. Yes, she is anxious. Yes, she has problems. But she has lived a life. There is more to her than this.

We get to the checkout, our basket laden with packets and packets of the same things. I tried to slip in other items while Mum wasn’t looking, but she has seen them and already thrown them out. I start to load the shopping onto the conveyor belt, seeing the end in sight, looking forward to packing the bags and getting the hell out of here.

Suddenly Mum lets out an especially loud ‘WHOOP!’

‘What?’ I’m so close to shouting at her. This is worse than the worst supermarket trip with an angry two-year-old. Worse than the time my son stood up in the trolley and ripped open a packet of bread, sending the slices cascading onto the floor.

‘I can’t find my purse!’ She starts trotting on the spot, as though she is treading water.

‘OK, slow down.’

‘I can’t find it! Can’t find it!’ She begins scrabbling in her handbag and shopping bags. The panting and the whooping and trotting get worse as her panic rises. ‘I can’t! I can’t!’

‘It doesn’t matter. Really, Mum. I’ll pay.’ I lower my voice in opposition to hers. ‘We’ll look for it when we get home.’

‘No, no, nooo!’ Mum’s face is etched with fear.

People are shuffling away from us now. Mum is scrabbling ever more fiercely through her bags. The man at the checkout shoots me a look that is probably one of compassion but in that moment feels more like one of judgement. What are you doing, taking your mother out when she is in this state? he seems to be saying.

I don’t know, I want to tell him. I don’t know what I’m supposed to do any more.

[image: Paragraph break image]

When we eventually get home, the purse still unfound, I am wrung out, my reserves of nervous energy worn away to a shred. It’s all I can do not to reach for a drink. I wish Mum were a toddler. Then I might be able to give her a cuddle and put her down for a nap or stick on a video to soothe her, not to mention myself. But there is nothing I can do to calm this highly anxious seventy-one year-old, who once used to soothe and cuddle me.

‘My purse! My purse!’ She has not let up since she left the shop.

All thoughts of soothing evaporate, and I snap. ‘I’ll look for your bloody purse in a minute.’

I storm out of the sitting room and go to make myself a coffee. I can allow myself that at least.

Mum isn’t going to let me be, though, until that purse is found. ‘Anna! Anna! I can’t find my purse!’ She’s rushing from room to room, sweating and breathing like a racehorse after winning the Grand National, whooping and moaning and catastrophising.

‘It has all my cards in it – where can it be? – I am stupid, stupid, stupid.’ She beats out the rhythm of the words with smacks against her forehead. ‘I’ve lost it! – Where is it? – It has all my cards in it—’

As I wait for the kettle to boil I glance around the kitchen. I see a Boots bag on the breakfast bar and pick it up. The purse is inside. I take it to Mum.

‘There,’ I say. ‘It’s all right.’ I hear my voice: a scant approximation of patience. ‘I’ve found it.’

If I am hoping for thanks, or even relief, on Mum’s part, I am to be disappointed. There is a change in her manner: a change so abrupt it’s as though a spell has been cast. A black cloud enters the room, stilling the air. Mum’s expression has changed from one of pure terror and high panic to one of a silent, sullen child. ‘Bolshie’ is the word she would have used, back in the day.

She snatches the purse from me. ‘I knew it was here somewhere,’ she says, and turns to leave the room.

I feel winded. I clutch the edge of the kitchen surface. I bite down on the words I want to hurl at her. I swallow back the torrent of accusations. I push the memory of her panic attack in the supermarket out of my mind.

I walk to the kettle, fetch down the coffee from the cupboard above, fill a coffee pot with grounds and hot water. I follow Mum into the sitting room, where she’s already settled serenely in the green wing-backed chair that’s become her fortress in recent months. I perch on the pink sofa on which my children were never allowed to sit in case they flattened the cushions or made it dirty.

Mum’s breathing has stilled. She stares at me. ‘Talk to me,’ she says.

I can’t. My mind is a seething hot pool of anger, fear and resentment. I escaped all this. I ran away from the source of own anxieties. I ran from the unbearable boiling spring of Mum’s tantrums and her controlling behaviour. I bolted from this small trickle of a town with its gossips and its limitations. I have followed my own course, cut my own way through the valleys and hills. I have made my own life with my husband and my children and my dog, all of whom are having to cope without me as I sit here in a darkened room staring at the wall while my mother sits in a chair and stares at me. A weirdo. A raving lunatic. Mental.






Two

‘Some Aspies, particularly females, do very much want to fit in and they can learn to do so, or at least seem to do so, by copying what they see around them. This makes them less likely to draw attention to themselves, so it would seem to be more likely that females rather than males will go undiagnosed.’2

Friends of the family are baffled by what they see as Mum’s sudden decline. Their foreheads crinkle as they take in this gibbering, shrunken figure before them. ‘How did she get like this?’ they ask. ‘How did it happen?’ As though just one thing happened – a fall or a push or a bang on the head – which sent Mum spinning out of control. One friend even asks, ‘What has she got to be depressed about?’, as though all she needs is a pat on the back and an encouragement to ‘cheer up’. I can’t blame them. The way they see it, one day, Mum was their intelligent, confident, outspoken, beautiful friend. The next, she was … this.

But what ‘this’ is, none of us can explain. Her friends wouldn’t go as far as to call Mum ‘mental’, but they don’t have to. I can tell it’s what they’re thinking. They can’t bring themselves to talk openly about her mental health. It’s discussed, if at all, carefully, cautiously. Under their breath, with sidelong glances. After all, it might be contagious, who knows? Who’s to say where ‘this’ starts – the transition from sane to insane?

When I try to explain, I find it’s too hard to go back, to catalogue the events that might have led to Mum’s startling behaviour. In any case, I’m pretty much in the dark myself. Instead I tell people that ‘this’ started on Sunday 12 May 2013.

That was the day my uncle called me. He rarely does, so that in itself unnerved me; and to call early in the morning, on a Sunday, was enough to set my bones jangling. My immediate thought was that someone had died. The last time John called so early was after his wife had dropped dead from an aneurism. No warning signs. Here one minute and gone the next.

No one had died this time. Not literally anyway.
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‘I’ve just spent a week in France with your parents,’ John tells me.

I pick up on his tone before he says another word. He sounds calm. But this isn’t lovely, gentle Uncle-John-calm; this is professional Dr-John-calm. He hasn’t rung to tell me about his holiday; he’s quiet, serious, taking his time, getting ready to deliver bad news in as caring a way as possible.

‘I’m concerned about Gillian,’ he says.

Not ‘my sister’. Not even ‘your mother’.

Cold fingers walk down my spine.

‘Her behaviour has become manic,’ he goes on. ‘I’m worried that your father is exhausted.’

Concerned.

Manic.

Worried.

Exhausted.

I know what this means. I have known for months, if I’m honest. Months during which I have done my best to listen and offer support to Mum. Months during which I have become frustrated with Dad’s refusal to discuss how bad things were getting. Months during which my frustration with both my parents has turned to anger and then panic, ending in me closing down, refusing further communication. This is why John is calling now – to force me back into the game.

I hold my breath and the edge of the kitchen sink.

Steady, now.

Steady.

‘I came back from France feeling that Gillian should go into respite,’ he is saying. ‘Your dad wouldn’t listen to me while I was with them, so I thought perhaps I should leave well alone. But Gemma’s just phoned.’ He pauses.

Gemma is my cousin, John’s daughter. A capable, logical, clear-thinking medic, just like her father.

I hear John sigh – a funny sound, as though he too is trying to keep it all together. ‘Gillian called Gemma first thing this morning to wish her a happy birthday,’ he says. ‘She apologised for missing it. Then she blurted out that the house was filthy. This set off a rant about having to clean the house all the time because it was too dirty. She added that she could see it was also falling apart.’ He pauses again.

Mum would be upset for having forgotten Gemma’s birthday, I think. But this isn’t the point he’s making. I don’t say anything. I wait for John to continue.

‘Gillian is convinced that there are huge cracks opening in the walls and ceiling of the house,’ John goes on. ‘She also told Gemma that she’s given herself third-degree burns while cleaning the oven with her bare hands, using caustic soda. This was why she’d missed her birthday – because she had to go to A&E.’

This is it. This is the bad news. He’s built up to it and he’s not going to stop now. I let out a sob; I can’t help it.

‘I’m sorry, Anna. She’s become dishevelled and unkempt and has developed a shuffling gait,’ John says.

Each word he utters is an exploding firework. Dishevelled. Unkempt. Shuffling. Dr John again: detached, professional, telling me what I need to know. I don’t want this diagnostic tone. I don’t want this detachment. Where has my Uncle John gone? Where are all the grown-ups?

Shuffling gait … What he really means is—

No. Can’t go there.

I’ve tried to push this out. I knew things were bad. I tried to say. So many times. The last time I saw Mum it was awful. She had looked ‘dishevelled and unkempt’ even then, if I am honest. I had taken the kids to London to meet up with my sister Carrie and her children. Mum had been on edge the whole time and had barely spoken to her grandchildren, whom she adores. She had obsessed over meal times and train times and wouldn’t come into the exhibition at the museum because the rooms were ‘too dark’. She had gulped the hot chocolate I had bought her and had scalded her mouth. Carrie had tried – I had tried – to talk to Dad, to say, ‘Look! Look at her!’ He had nodded and smiled and pushed our worries aside, and in the end we had done what we always do and taken his lead. Dad knows best. From then on we had decided to leave them to it.

‘She’s paranoid,’ John says.

And there we have it. I know he’s using the word in its medical sense, but I am the daughter of two classicists who always took pains to teach me the Greek and Latin source of words that we take for granted in English. I know where ‘paranoid’ comes from. Paranoia: from the Ancient Greek meaning ‘beyond the mind’. Panic. Pandemonium. Chaos. Paranoia. All from the Ancient Greeks. Didn’t they have a hell of a lot of good words for occasions such as this?

Because Mum is ‘beyond her mind’. Out of it.

Mad.

I stare at some water marks next to the kitchen taps. I try to focus, to hear what Dr John is advising.

Those water marks, though. Mum hates water marks. I fight the urge to grab a cloth and wipe the spots away.

Cracks in the wall. Caustic soda.

Water marks. Wipe them up! They’ll leave a stain!

John is still talking. He still sounds calm, but there is something off-key; a dislocation, a gap between the words he’s using and his measured, professional tone; she might be my mum, but she’s his sister too.

‘Your father is hiding his head in the sand, Anna. He is burying himself in an ever-expanding list of jobs that he feels need doing around the house – presumably to try to appease your mother. He is continuing with his canoeing and his singing, and he is ratcheting up their social life. These are distractions, but they are not working. Your mother is exhausted. She is entering a phase which I would say is borderline delusional. This isn’t depression, Anna,’ he says with emphasis. ‘She needs to go to hospital where she can be properly monitored and possibly even have electro-convulsive treatment.’

I hear myself whisper, ‘Electric shocks?’

‘It can be highly effective,’ John says.

I have seen the scenes played out in television dramas. Tied to a bed. Biting down on rubber. The sharp pain as a bolt of lightning surges through the body. I have read Sylvia Plath’s The Bell Jar. I don’t want Mum to feel as though she’s been shaken ‘like the end of the world’. I don’t want her to see the air ‘crackling with blue light’, to feel ‘a great jolt drub through’ her till she thinks her bones might break.

What kind of a daughter am I?

How have I let my own mother get to this point?

What have I been thinking?

Back in February it felt as though I had to take a stand. It felt as though things had reached crisis-point – for me. I wrote to Dad and told him I couldn’t be involved any more, that Mum was sucking all the air out of me with her constant crying ‘Wolf’ – phoning me at all hours every day, sometimes multiple times a day, telling me how miserable she was, asking me to fix her, and then, when she didn’t like what I had to say – about her being depressed – turning the tables on me: telling me I was the one who was depressed. I told him I was having panic attacks and sleepless nights, worrying about Mum, but that everything I had tried to do to help was being ignored. And so I was cutting off contact for a while. To focus on me and my own family. To give myself space. For the sake of my own survival.

How self-centred and self-righteous my behaviour looks now. Now, I am so far away, so distanced, that when Mum really needs help (and Dad, poor Dad!), I am too removed to grasp how bad things have become.

Still, I can’t think of the right questions to ask. I am terrified in case John answers me with the very words I don’t want to hear.

He says them anyway.

‘I’m afraid you’re going to have to step in and take control. I’ve tried talking to your father, but he’s not listening.’ John pauses, then says it again: ‘You are going to have to step in.’

I want to say something sensible, to show that I understand, even though I don’t. Not really. Because I can’t. I can’t do this. Not me. This is my mum. She is the one who looks after me. I am the child here; don’t ask me. There must be someone else who can step in.

‘I’ve already tried to help!’ I say. I sound like an eight-year-old. ‘I’ve tried talking to Dad. I’ve suggested … everything! CBT, counselling, therapy. Yoga, even!’

And look how all that turned out. What was it she called it? ‘Namby-pamby nonsense’.

John’s voice takes on a quieter, warmer tone. ‘I know. I’m sorry.’ My uncle is back. He’s not going to let me off the hook, though. ‘Ring me if you need me. Let me know what happens.’

And that is that. End of conversation. No more discussion.

Over to me.

I put down the phone and feel the walls close in.






Three

‘There are several coping mechanisms [for a child whose parent is a person with AS]. [One] mechanism is to escape the situation … leaving home as soon as possible.’3

I am not ready for this.

I have my own life.

I have two children who are still at school.

One is doing her GCSEs soon, for goodness’ sake.

My husband works abroad.

I see him only at weekends.

I am trying to develop my career.

In between looking after the kids and running the house.

I can’t take on my mother as well.

I can’t.

I have my own life and I have fought hard for it.

I moved away from all this.

I don’t know how to cope with madness.

I feel as though I’m going mad myself.

I am not going back.

I am not.

[image: Paragraph break image]

I talk to myself as I pound the towpath.

I run and I run and I run.

I run down to the river.

May is the best month of the year to be here. And here is where I want to be, with the cow parsley and the kingcups and the herons and the moorhens and the ducklings and the cormorants and the kingfishers.

Not there. In my neat and tidy childhood home. With my mother.

Mum had been livid when we’d moved here.

‘What on earth are you moving to the bloody West Country for? It’s too far!’

Too far from her, was what she meant. But that was part of the allure by then. Not that we had a choice, as it was work that brought us here. But by 2007 I’d had enough of Mum demanding that I spend more time with her; complaining that I didn’t live down the road, near my mother, as she had done; ranting that I didn’t care about her feelings, that I seemed to care more about my friends than about her; that I was not a good daughter, that I should make more of an effort to let her see her grandchildren. Calling me every other day, sometimes twice a day, to catalogue my failings and list how I had let her down.

And now she really needs me. Now I can deny it no longer: this life was never really mine. What kind of a fool was I, thinking that I could move away, put some distance between us, save myself?

I can’t break the bonds that tie me to my mother. I can run and run as fast and as far as I like, but I will never escape.






Four

‘The real end, for most of us, would involve sedation, and being sectioned, and what happens next it’s better not to speculate.’4

I call Dad later that Sunday.

‘It’s fine, love. Things are fine. You shouldn’t worry.’ His voice is quiet and over-patient. Kind, as always. ‘Mum has hurt her hands, and been a bit pig-headed and stubborn, but otherwise everything is all right.’

I don’t believe him. I want to, but John’s words ricochet before my eyes. I am about to push Dad to tell me, honestly, how things are, when Mum gives me the answer. There is a clatter as she picks up the other phone. She breathes heavily into the receiver.

‘The house is disgusting,’ she blurts out. ‘And insanitary and probably unhygienic.’ Her voice is skittering, shaky, high-pitched.

Dad cuts across her, tries to mollify her. I listen to them talking to each other. They have forgotten about me. I am listening to two characters in a radio play.

These stereophonic conversations are not a new thing; Mum and Dad have been doing this for years, one answering the phone and the other picking up ‘on the other end’ to listen in. It always infuriated me, the way they ended up talking to one another, forgetting I was there.

Today is different. Today I am grateful for Dad’s stage management. I listen as he distracts Mum, moves her on from her cyclical rant about the state of the house, gently tells her that I have phoned for a chat.

Not forgotten then.

‘So, how are you, Mum?’ I ask.

Stupid question.

There is a brief pause, and then Mum turns on herself, attacking herself, reprimanding herself for being stupid. For having done nothing with her university degree (not true), for being useless.

‘Useless,’ she chants. ‘Useless, useless, useless, useless.’

Dad breaks in again. He soothes her with loving words. I can say nothing. I’m the one who is useless.

Mum goes quiet for a while. As Dad talks I’m reminded with a stab of panic of a friend of mine who was diagnosed with bipolar disorder. I went to visit her when she was being treated in a mental health unit during a frightening psychotic episode. She told me repeatedly, at high speed, how useless she was and how she could no longer study, how she would never get her degree, how the words were nonsense on the page; black, jumpy shapes that held no meaning.

‘Mum’s gone,’ Dad says, breaking into my thoughts.

For a second I misunderstand. Yes, she’s gone all right.

I take a breath. Now’s my chance. I have to make Dad see. Things can’t go on like this.

‘I don’t know how to say this, Dad, but the way Mum’s talking reminds me of F when she was sectioned.’ I’m referring to the friend I have just been thinking about; Dad knows it.

‘Oh God,’ he whispers.

All forced jollity gone. All pretence abandoned.

I hear heavy breathing coming down the line.

‘Dad?’

‘Oh shit and fuck, she’s picked up the other phone again!’ There is a clatter and I can hear Dad shouting, ‘Gillian!’ The swearing and the anger in his voice shake me. He never used to swear or shout. Even if I had wanted to be reassured by Dad’s patient voice earlier, I can’t ignore the facts now.

I hear hectic sounds, of Dad chasing Mum around the house, shouting then soothing and cajoling, trying to get the phone off her so that he and I can talk in private. He finally succeeds in grabbing it from her, then tells me – spitting the words at me – that he is spending too much money, that he is booking things to do, to take Mum out to ‘distract her’ and then she is insisting he cancel them.

‘She doesn’t want to go out, but she doesn’t want to stay in either!’ he cries.

The sudden change from soothing, comforting Dad to frightened, confused husband is too awful. I should pack a bag and go to him, right now. He has reached his limits. No more smiling and nodding. Everything is clearly not ‘fine’ any more.

Why don’t I put down the phone and go?

I know that things are serious. John’s right. It’s not depression; it’s more than that.

Yet, still, I don’t go, because I’m not ready; I don’t think I ever will be.






Five

‘Myles and Southwick … described a Rage Cycle for adults and children with autism spectrum disorder (ASD) which includes high functioning autism. They describe what happens when the person with ASD fails to recognise or is unable or unwilling to prevent their build-up of anger. This Cycle of Rage has three parts: rumbling, rage and recovery.’5

Mum is gripping me around the wrists, shaking me. Her fingers are tight on my skin, like hot wires. Her eyes flash emerald poison; her teeth are bared like a wild dog.

[image: Paragraph break image]

It’s 3.15 a.m., the next morning. I wake, gasping. Mum’s face is burnt on to my retina: her teeth clenched, her face taut with fury. Her face as it used to be so often when I was younger. The familiar old questions nagging at me: What have I done? Or not done? How have I made her so cross?

Memories of the day before rush in. The phone call, the discussions with my husband and sister. The rising panic. The fear. I feel as though someone is standing on my chest.

I can’t go back. I can’t step in. Mum hasn’t done anything violent for years, but memories of her past rages rush towards me every night now. Why? Why, when she is so meek and mild and frightened, when she needs love and understanding, why am I being reminded now of those darker times? They have haunted me recently: her anger at me being late, at making a mess, at ‘answering back’. Her fury that often seemed well out of proportion to the sin at which it was directed, and yet felt, to a smaller, younger me, justly deserved. It was the look on her face that always frightened me more than anything. Those eyes; wild, glistening. Those teeth. The rage that used to come from her was worse than anything else she could throw at me. Yes, she sometimes hit us, but I knew so many children whose parents slapped them. It was the Seventies – no one thought to question physical punishment. The thing I feared most was the shaking. The last time she shook me I was no longer a child. I had children of my own. She had taken hold of my wrists and shaken me, spitting fury into my face, her expression as it had been so often in my childhood: stretched, red, out of control. And grown woman that I was, I had been terrified. I realise now that it wasn’t actually violence or anger that I was frightened of. It was hatred. That was the look I saw on Mum’s face. And that was the most unbearable thing – that my own mother could hate me, no matter how hard I tried to be a good girl.

It’s getting to the stage that I’m dreading sleep. I don’t know why I’m having these dreams when my mother is now incapable of any emotion other than fear. But then fear is what has always been at the root of all her behaviour. Anger was a defence mechanism. Now that all her defences have evaporated, the fear is exposed. And it is contagious.
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Later that morning – Monday 13 May 2013 – I call Dad to try one last time to persuade him to take Mum to hospital as John suggested.

‘John thinks that she really needs a rest.’ I am aware that the time for such euphemisms is gone, but I also know that I haven’t the strength to use raw, terrifying words such as ‘mental health unit’ or ‘psychosis’ – or to mention sectioning again.

There is a pause on the other end. I assume Dad is preparing himself to tell me, yet again, that I shouldn’t worry and that ‘everything is fine’. The silence lengthens.

‘Would you like me to come and stay?’ I ask, my voice high, overly patient, as though speaking to a young child.

Still I get no response.

Then he howls.

A huge, keening, animal howl from somewhere deep inside him.

It rips right through me. My hands start to shake. I stagger and thrust the phone at my husband so that he can hear.

‘Go. Go now,’ he tells me.






Six

‘I understand that my autism makes me a difficult person to deal with: I don’t know when to back off.’6

The drive from Wiltshire to Kent passes in a blur. At one point I realise I’m holding my breath, which is what Mum does when she’s frightened. I force myself to breathe in slowly, deeply, to breathe out to a count of three. It doesn’t work. I gulp and snatch at the air. I’m going to have a panic attack like the one I had in February when I was driving to see a friend. I drove the wrong way down a one-way street and arrived at my friend’s gasping and sobbing. I turn on the radio, find some soothing music. I pull myself together, count down the motorway exits.

This leg of the journey is so familiar. In the past, on my visits back home after leaving it for the first time, this length of the A21 was where I would feel a warm rush of nostalgia. There is a bridge that crosses the A road shortly after you leave the M25. It is an arc of concrete – hardly a thing of beauty – but to me it has always said ‘home’. As I passed beneath it I would exhale the word, feel my shoulders go down, knowing that I was going back to where I belonged. Shortly after passing under this bridge, the Weald of Kent is laid out beneath you. A bowl of green and pleasant land which, in my childhood, was full of orchards, oast houses, farms and weather-boarded cottages. It represented to me the ideal of what home was: calm and comforting and familiar. Like Mum on her best days.
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Because Mum could be everything you ever wanted in a mother. She could cuddle you and stand up for you and help you with your homework and make cakes for you and cook delicious meals from scratch and sing along to your favourite songs in the car and smile when you picked her a bunch of daffodils. She could be the most beautiful mum at the school gate in her lovely dresses with her soft, fluffy dark hair combed into pretty styles. She could look at your drawings and your stories and smile and say she was proud of you. She could sit and listen to you play the piano and tell you how clever you were.

She could keep the house neat and tidy too, hoovering and dusting on the same day each week, changing the sheets and towels on the same day each week, polishing the parquet floor on her hands and knees on the same day once a month, ironing everything that could be ironed into crisp piles.

She was there for us, all the time. Even when she had a teaching job, she made sure that her hours fitted around us. She took us to school, she fetched us from school, she mended our clothes, she polished our shoes. She was constant and solid and she made us feel safe.

Most of the time.

Dad commuted to London. Unless he was travelling for work, he would come home at the same time every evening. When we were small he would make it back in time to read bedtime stories. As we got older and stayed up later we would wait to eat our evening meal with him. When I visited as a young adult, the sound of his key in the lock still had me running to give him a hug.

Everything had a rhythm to it. As long as you didn’t make Mum angry, as long as there were no unwelcome surprises, as long as you were good, then everything was ordered and quiet, comforting and safe.

When I was living in student accommodation or a dingy flat, going home to Kent was a welcome break. I knew I would be greeted with hugs and lovely food and fresh, clean linen. I looked forward to going back.

So when did I start to dread this journey? When did the sign for the A21 make me wish I hadn’t agreed to come? Was it when I got engaged? Was it the leaving and cleaving that did it? Or was it when I ventured into motherhood and dared to go back to work when my daughter was six months old? Whenever it was, David became used to the way I would start to jitter as we approached the turn-off. My right leg would start to jiggle up and down. I would check my watch over and over to make sure we weren’t going to be late, the cardinal sin that could wreck a visit before it had even begun.

It’s hard to know when any relationship veers off course. What had become increasingly clear over the years between my marriage in the mid-Nineties, and now in 2013, was that Mum did not deal well with me and my sister growing up – and away from her.

Arguments started around the planning of my wedding. I had always been a pretty compliant child and teen, but suddenly I had strong opinions that I wasn’t about to compromise. I didn’t want to have the service in the same church that Mum and Dad had got married in. It was too big and didn’t feel right for me and David. Then I ‘insisted’ on living in London rather than moving back to Kent. The fact that work kept us both in the capital was not a good enough reason – Dad worked in London, but he commuted from Kent. Why couldn’t we do the same? Once grandchildren came on the scene, my geographical distance made things so much worse for Mum. No matter that I called and visited regularly. No matter that Mum saw my daughter once a week when I went back to work. Nothing was enough because I had not followed the pattern preordained for me by Mum.

The clashes escalated over the years. We still saw one another and spoke regularly on the phone. But when my grandmother died, I felt that Mum’s dependency on me grew and grew until it became suffocating; I hadn’t realised how much of a buffer Grandma was until she was gone.

Grandma died on 26 September 2008. Mum’s mental health started to decline after this, but because it manifested in a series of worries about her physical health, nothing was put in place to help. Looking back in her medical notes now, I see that at various points health professionals had observed ‘heightened levels of anxiety’ and that Mum was assured that her physical complaints were not as serious as she believed them to be. And yet, apart from a seemingly rogue prescription for Prozac at one point around the time her father died, and some Valium to calm her the night before my wedding, nothing else was done to help.

By 2012 Mum had undergone surgery for uterine prolapse – something she had been advised against as she was becoming increasingly anxious and the consultant feared that the operation would be too much for her mental state. He was reluctant to operate, but Mum insisted. Sleeplessness was also becoming a huge problem for her, and she was calling me and Carrie daily, if not multiple times a day, to tell us that she couldn’t sleep, was ‘on edge’ and didn’t know what to do. It was at this point that Carrie and I were reading up obsessively in a bid to find a magic cure for Mum. We were convinced that Mum’s insistence on her body ‘falling apart’ was an outward manifestation of the state of her mind. We looked up and sent her advice on the benefits of the CBT the GP wanted her to try. We sent her links and articles on aromatherapy, yoga, meditation apps, even Epsom salt baths. We both regularly sent her gifts of things we hoped might help; we met up with her, organising outings, following the example of our grandmother whose first response with Mum was always to take her out ‘for a treat’ or buy her something ‘to cheer her up’.

By the end of 2012, Mum was seeing a psychiatrist privately. She had been to her GP on many occasions about her sleeplessness and had quickly given up on the CBT that had been recommended. Both Carrie and I were sceptical that anything was being achieved by the psychiatric appointments. The consultant had diagnosed depression and had started Mum on a series of drugs. When these had no effect on Mum’s insomnia, he had told her, according to Mum, that she would ‘probably always be miserable’ and that there wasn’t really much more he could do.

Mum relayed this conversation to me in February 2013. I will never forget it because it was half-term and I had taken the kids to London. I remember it was evening – dark and cold. I was walking across Brook Green in Hammersmith to pick my daughter up from a sleepover with a friend I had never met. Mum had already called me twice that day. I nearly didn’t answer because by then the very sight of the word ‘Mum’ on the screen was enough to send me into a panic, and I didn’t want to arrive at Lucy’s friend’s house in a state. However, I also knew that Mum would ring and ring if I didn’t pick up. I continued walking as I answered.

‘Hi, Mum? I can’t talk now. I’m on my way to get Lucy.’

Mum answered with the sort of half-snort she gave when she wanted to convey maximum disapproval. ‘I don’t know why you couldn’t come to us for half-term. I wanted to tell you: the psychiatrist says I will probably always be miserable. I don’t know why you think I need to see this man anyway,’ she added. ‘It’s a waste of money. There’s nothing wrong with my mind – it’s my body that’s the problem. And I can’t sleep. The psychiatrist says you and Carrie should be kinder to me and then I’ll be fine.’

I remember stopping, the cold air catching in my throat. Kinder to her? Kinder? It was like a slap. Or a shake. I ended the call hastily and pulled myself together so that I could be the mum I needed to be for my daughter.

The next morning Mum called again. She said the same things and berated me for not helping her. I remember I was with both my children and my mother-in-law was there. I remember hurling my phone down and bursting into sobs. I remember my mother-in-law looking horrified before putting her arms around me. I remember saying, ‘She won’t leave me alone!’ I remember feeling guilt and shame at the way I was talking about my mother to my mother-in-law. I remember feeling utter, utter despair.

It was shortly after that that I had a panic attack and wrote to Dad and said I couldn’t cope any more. I needed to cut off contact for a while.
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I have passed that beautiful view of the Weald now. I have passed the village where my loving, gentle grandmother lived, where I would stop off on my way to seeing Mum and Dad. I have driven past the little church where David and I were married, in spite of Mum’s protests. I have driven past my little primary school where I made my first relationships outside the family. I am approaching the house now. What on earth will I find when I get there? It’s been over three months since I’ve been there, and after that phone call with Dad, I’m dreading what lies in wait.






Seven

‘The child of a parent [with ASD] learns not to express emotions such as distress.’7

I don’t know what I imagined I would find when I arrived, but it wasn’t this. I pull in to the drive to see there are workmen painting the white weatherboard. A swarm of them, crawling over the flat roof above the study, scaling the walls outside the sitting room, brandishing paintbrushes, like the playing cards in Alice’s Adventures in Wonderland.

Maybe I am the one who’s become delusional. Am I seeing things? Am I making this up? Mum is out of her mind, Dad is howling down the phone – and there are workmen painting the house as though it’s just a normal Monday morning.

I get out of the car to see my mother’s face peering at me through the glass in the front door. Small, wide-eyed, white-haired and frightened. Not the upright, well-dressed, fiery-tempered woman of only a year ago. Not the mother who would bark, ‘You’re late!’ even when I had phoned in advance to let her know I was stuck in traffic.

She opens the door a crack.

‘Dad’s out,’ she says, her voice high and quavering.

‘Where’s he gone?’ He can’t have left her alone, surely?

‘He’s gone to do some shopping. We’ve got no food.’ She is speaking too fast. ‘The fridge is making a funny noise.’ She gives a funny little gasp. Her hands are shaking.
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