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Woman is a pain that never goes away
Menander, ancient Greek playwright
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And thus, without any mortal disease, or any disease of equivalent seriousness, I am thrown out of life, out of the ordinary sphere of its enjoyment and activity, and made a burden to myself and to others.


Elizabeth Barrett Browning (1806-1861: chronic pain patient, poet)


It was a year to the day since my life had ended and I was lying in the California desert, being serenaded by a celestial choir.


I couldn’t see the angels but their conductor, Charmayne, assured me they were there. Charmayne herself was no angel – she was as earthly as you could get. Somewhere in her fifties, her grey hair tumbled towards her buttocks in wild corkscrews. She wore a maxidress in the scorching desert heat, but not one with any shape or form to it, nor one that demanded a waist-defining belt; Charmayne’s maxidress was magnificently sack-like.


She had glasses with clunky NHS frames and milk-bottle lenses despite being eight time zones and three decades beyond NHS glasses. Her face was pristine, entirely unblemished by makeup. As she talked – her voice doing arpeggios from a childlike soprano to a gruff tenor and back again – it felt as if she had one eye on you and one on the universe.


She was raw humanity, unencumbered by gender and all its confines. Charmayne wouldn’t have known what a bingo wing was if I’d flapped mine in her face; I bet she’d never counted calories or corseted herself in Spanx. I had never seen a woman so confident, so comfortable in herself, so unapologetic for what she was. She was untrammelled femininity, Mother Earth crossed with a Haight-Ashbury flower child, and I was in awe.


I was less in awe of the celestial choir, though. Although I couldn’t see it, I could hear it, and it wasn’t what I’d expected. I’d been hoping for transcendent, bell-like tones – Gregorian chants sung by a Mickey Mouse chorus. But the celestial choir, as channelled by Charmayne, seemed angry.


‘Aaawoooooaaaarrrrgghhhhhh,’ they snarled. ‘Owwwwhoowwwww,’ they howled. They made the throaty gurgles of the cold and mildly intoxicated signalling politely that they’d like to go inside. They growled like spectral hounds and barked like furies. Unless that was Charmayne’s dog barking – he was helping with the choir session, too. It was difficult to tell with my eyes screwed shut.


I said I’d lost my life exactly a year earlier, but I hadn’t died. No, it was far worse – or so it felt back then, at least. I’d developed chronic pain. Not that ‘developed’ is the right word, with its implications of a gradual onset and time to adjust. Instead, my pain hit suddenly, rearing up from the depths of my body and mugging me at work one uneventful Tuesday morning. One minute I was reaching for a coffee; the next, my right arm was being ravaged by a fireball. But instead of a real fireball, it was my nervous system short-circuiting and electrocuting itself over and over again, and because there was no real fire, it was impossible to snuff out. Every short circuit flipped another fuse, until the circuit breaker burned out, and it began to spread.


Most people think they know pain. Everyone’s done something: broken a limb, been stung by a wasp, recovered from an operation or rammed a baby through their birth canal. But chronic pain is different. It isn’t just pain that lingers; it’s pain that dominates. It swaddles you in its gloom and slips blinkers on you until everything you see, and everything you experience, is filtered through that pea soup of pain.


The vast majority of chronic pain conditions are not only incurable but also untreatable. They don’t respond to drugs, and science hasn’t – yet – located a central fuse box to repair. So people with chronic pain not only live with pain; they’re told that this is it until death they do part. It is a diagnosis that dehumanises your body as much as it eviscerates your spirit. And it’s made worse because, if there’s no obvious physical explanation for it – as is the case with most types of chronic pain (diseases like arthritis aside) – people think, consciously or not, that you’re making it up.


Three GPs, eight consultants, three physiotherapists, one nurse and two psychologists had tried to rout my pain in the first year of its existence. All had failed, though each had laid their failure at my door, not theirs. There’s no physical reason for it, they said; or, there’s kind of a physical reason but not enough of a physical reason to correspond to your level of pain. Maybe, some of them ventured, possibly, do you think . . . could it be in your head?


Of course it’s in my head, I wanted to scream. I hadn’t studied science past GCSE, but even I knew that pain comes from your head. When you fall off a cliff and break your leg, the leg doesn’t hurt intrinsically; it sends chemical messages and electrical impulses to the brain, which the brain sifts through and parses as pain. The pain in your leg isn’t coming from the broken bone poking through your bloodied shin; it’s coming from your head. That doesn’t make it any less real, though. Pain is pain.


I would say this to the doctors, and they would agree with me, and talk about how they were very sympathetic to my plight and deeply troubled I was still off work but that, sadly, science has yet to map the brain efficiently and unfortunately, awfully, chronic pain is, so far – sorry! – untreatable. They would usher me out of the room with a sympathetic handshake and an offer to come back ‘if anything changed’, and a week later I’d get a copy of their letter to my GP repeating what they had already told ‘this lovely lady’. Sometimes, they recommended he prescribe her antidepressants.


The months ticked by, and the pain stayed the same. As did I – the pain had smothered me in aspic and jammed the pause button on my life. I couldn’t work, I couldn’t write, I couldn’t travel on public transport, I couldn’t see my friends. I couldn’t wear clothes with buttons, I couldn’t chop vegetables, I couldn’t do the washing up. I couldn’t, half the time, even wash my hair.


I couldn’t read because the pain refused to let me hold even the lightest paperback; I couldn’t watch TV because it would stalk through my body if I stayed in one place for more than a few minutes. All I could do was cry, which I did a lot; scream, which I did well beyond the point at which my neighbours stopped acknowledging me; and fear for the future, which I did until the evening after the eighth consultant had discharged me, and it dawned on me that I didn’t actually have a future, because to have a future, you had to have a life.


The most reasonable option would be to kill myself, that much was clear; but I knew that doing that would kill my mother. I had already moved back in with her, to my childhood room in Cornwall with its pink carpet from 1986 and walls pockmarked with ancient Blu Tack. Yes, it was humiliating to join the statistic of thirtysomethings living with their parents, but if I had someone cooking, cleaning and helping to dress me, at least I would avoid scurvy and trench foot.


So partly for my mother’s sake, and partly because I’d always delighted in proving people wrong, I decided that day not to kill myself. Instead, I resolved, I would dedicate what remained of my life to finding a miracle. I would read every book, try every therapy and visit every quack, guru and Jesus clone I could.


Which is where Charmayne came in.


I found her in Joshua Tree, a town in the Mojave Desert teetering on the edge of the tectonic plate that looms above the Coachella Valley – an area I’d long considered my spiritual home, though Joshua Tree would later come to eclipse it. Bordering the eponymous national park with its cacti stretching their bushy arms in the air and beckoning to their creator, Joshua Tree had been a hippy magnet for decades. There was a retreat centre specialising in tough vipassana meditation. Up the road was the Integratron, a huge white dome in the middle of the desert which was supposedly a communication point with aliens. I’d driven through Joshua Tree several times back when I had a life, and had noted that it was a place of personal freedom, an escape from societal norms. Some of the men demonstrated this through the casting out of their razors; some of the women, their bras.


I rented a cabin in the middle of the desert for a week. The shower was outside, on a bed of rocks. Inside, the cabin paired a composting toilet with inefficient air conditioning. I nearly left on the spot.


I went to the retreat centre, but they told me snippily that it was closed for a private event. I asked about healing, and one of the receptionists said she’d call me back with a list of therapists. Instead, she called me that evening and offered to give me an illicit massage herself. I couldn’t say no – that was a forbidden word on my journey. You never know who’s going to be your saviour.


It definitely wasn’t her.


She told me that she’d worked out some time ago that the key to all back problems lay in the ‘fanny’, as she called it – or buttocks, as I realised, with no small relief, she meant. The massage consisted of ramming her fingers into my ‘fanny’ and twisting really hard, in a claustrophobic booth of a strip-mall tanning salon. Ram, twist, repeat. Ram, twist, repeat. It was a long hour.


A week passed in Joshua Tree without event. I meditated on my aversion to the compost toilet; I lay outside, treating the desert as a sauna with a view. Saunas were good for me, all those doctors who’d failed to heal me had said, because they relax the muscles. It was true: the sun scorched through my flesh and into my sinews. It was like rubbing Deep Heat onto the joints themselves, and for the first time in a year, the pain eased a little. The fire was still kindling in my arm, and a carving knife was still lodged in my armpit, but the rest of my body felt warm and buoyed – a hot bath minus the prune fingers.


Other than the 40-degree heat, there had been something else keeping me in the cabin, and that was the shower gel and shampoo the owners had left for me – made with clary sage at a Joshua Tree ‘apothecary’, according to the label. It smelled of cleansing and new beginnings, and I wanted some to remind me of my time in the desert when I didn’t hurt so much, because I knew that the minute I returned to a damp English summer, my joints would mutiny. So I found the apothecary – the Grateful Desert, it was called – and as I took the shower gel from a wall full of essential oils and herbal blends, I asked if they had anything for nerve or joint pain.


She steered me towards an oily tincture of St John’s Wort that had been harvested by the light of the full moon under the stars of Joshua Tree. It was a body rub to aid insomnia, she said, but it worked by relaxing the muscles, so it would probably help. ‘But what you really need,’ she said, handing me a business card, ‘is Charmayne.’


The business card had a picture of a forked stick on it, the name ‘Charmayne’, and a phone number. She watched me trace my finger over the stick.


‘She’s a dowser,’ she said.


Vicky was from the Deep South and hadn’t really been into alternative medicine before she moved to Joshua Tree, but Charmayne, she assured me, was the real deal. ‘She’s in a higher dimension,’ she said. ‘She’s a god-given healer.’


‘What does she do?’ I asked.


‘She’s just Charmayne,’ said Vicky. And then on cue, a loud noise – somewhere between a grunt, a gurgle and a roar – exploded from somewhere round the back of the Grateful Desert.


Vicky said: ‘That’s Charmayne.’


The noise increased. There was squealing, more grunting, howling and bellowing. It sounded equally painful for giver and receiver.


‘Are you cool with the noises?’ asked Vicky.


‘Does she always do that?’ I said.


‘No, it’s different for every person,’ said Vicky, explaining that Charmayne used sound therapy to do her healing.


I had tried sound therapy before. It had involved gongs and sounding bowls, and once a guy had gone off-piste and serenaded me with a sitar. Devil grunts had not been part of the equation.


But no one said a miracle would be pleasant – something I would repeat to myself again and again in the years to come – and anyway the clary sage had led me here. Maybe Charmayne would howl me back to health. Maybe she would be Virgil to my Dante, guiding me through the groans of hell and purgatory. Maybe I would emerge to see the stars once more.


I asked if she had any appointments the following day.


‘Charmayne doesn’t really do appointments,’ said Vicky. ‘Can you hang on till she’s finished with this one, and talk to her yourself?’


I went next door to the wholefood cafe, and ordered an ice cream smoothie, then a muffin. Comfort eating was the one pleasure left to me, along with, possibly, shopping. Shopping for muumuus to conceal my ballooning body for my California trip had been an oddly gripping distraction from the pain. (Distraction therapy, as it happens, is a central tenet of pain management on the NHS.)


I sat outside the cafe and watched the entrance of the Grateful Desert. Parked outside was a jankety old car, covered entirely – bonnet, sides, boot, roof, door handles – in stickers. ‘Coexist,’ said one, its letters largely composed of Stars of David, stars-and-crescents, and crosses. ‘Obama08,’ said another. ‘Barack Obama is not a foreign socialist giving out free healthcare,’ ranted a third. ‘That would be Jesus.’


Welcome to California.


The door swung open and a young woman staggered out, looking far too physically fragile to make any kind of guttural squawks. I raced inside.


I knew Charmayne instantly. There was something biblical about her. I could imagine her out in the desert, calling in the wilderness amongst the Joshua trees (named, by the way, by the Mormon settlers because their heaven-stretched arms reminded them of the prophet).


‘You found her!’ Vicky grinned. ‘She came from England for you,’ she told Charmayne.


Charmayne looked me up and down, but not in a way that anyone had looked me up and down before. She was appraising my aura, not my body.


‘What you wanna do?’ she said, in a voice that was at once girly and gruff. The voice of a siren.


‘Can I have some healing please?’ I asked.


Charmayne stepped up to me – she came up to my armpit, but then I’m extremely tall – and squinted.


‘Hmm,’ she grunted, and whipped a pendulum out of her pocket. She held it out between us and cocked her head to one side. We stared as it shivered in the air.


‘Huh,’ she said. ‘I think tomorrow afternoon.’ The pendulum began to bounce from side to side, picking up speed.


‘Three o’clock,’ she announced, and stuffed the pendulum back in her pocket. ‘Do you know what I do? Are you cool with noises?’


I tried not to think of the noises, but I smiled involuntarily.


‘I think so,’ I said. ‘But I’m awkward and English so if I laugh or anything, that will definitely be the only reason why. Is that okay?’


‘Sure,’ she said. ‘See you tomorrow.’ I felt her hot stare follow me out through the door.


I turned up at three the next day; the car with all the stickers rolled up 10 minutes later (‘She doesn’t do time like us,’ Vicky had reassured me). Charmayne ambled over to the passenger door and fiddled with something on the seat. It was Rolly, her labrador – he was a healer too. Rolly led us into an oversized cupboard at the back of the shop, where there was a photo of another labrador on a small table (‘Susie – Rolly is her, reincarnated,’ Charmayne told me afterwards), a chair and a massage bed. Charmayne squatted on the floor and I took the chair.


‘What are we clearing?’ she asked, and I told her about the arm and the pain and asked her to make it stop.


‘Sure,’ she said, and settled herself on the floor, legs crossed. ‘Let’s go.’


Then the noises started.


Vicky had told me that the sounds were different for everyone, and I’d been holding out for something a little more palatable. Perhaps the fragile young woman from yesterday had had deep-rooted issues, I’d reassured myself. But no.


‘Houuuuarrrrrghhhhhh,’ spat Charmayne, channelling norovirus. ‘Graaaaaaaooooohhhhh. Euuuaaaaarrrrrh. Eurrgh. Eurrghh. Eurrghhh.’ After a few minutes, she stopped for a swig of water.


‘Doing alright?’ she asked.


‘I think so,’ I said.


‘Hey, you need this. They say it’s good for you,’ she said.


‘Who’s “they”?’ I realised I hadn’t asked.


Charmayne rolled her eyes at me, but sympathetically.


‘The celestial beings,’ she said, took a gasp of breath and bayed like a wolf, as Rolly looked on impassively. I scrunched my eyes shut.


The celestial beings sang to me for nearly an hour and a half. From the noises they made, anyone would have thought they were performing an exorcism, but according to Charmayne they were just ‘clearing stuff’. Only twice did she refer to the ‘stuff’ they might be clearing – once, as she’d asked me to recount how the pain had started, and the second time, when she asked whether something had happened to me between the ages of seven and eight.


Not that I’m aware of, I told her. I didn’t tell her that a few years back, for work, I’d interviewed a medium, and he too had referred to a traumatic event between the ages of seven and eight. Perhaps that’s an age that’s lost to most people, one between infancy and the memorable, older part of childhood. Perhaps everyone forgets what they were doing between the ages of seven and eight, so mediums and psychics and people who prey on the gullible refer to this period as standard. Or perhaps I really had blocked out something traumatic. Trauma, I would learn three years later from a Harvard professor, is the main predictor of chronic pain.


Either way, the celestial beings were out to clear it.


At the end of the session, Charmayne asked how I felt. ‘Not sure,’ I said. I was still in pain, but then I’d been sitting on a wooden chair for an hour and a half. My maximum ‘sitting tolerance’ had last been calculated by my NHS pain management team at four and a half minutes, and that was with a cushion. This had been an experience so unlike any other that I had a feeling I’d need to leave it a day or two to process.


I asked to settle up and she pointed at an envelope stuffed with dollar bills on the floor.


‘Just put what you feel like in there,’ she said, and left the cupboard. Rolly watched me add $30 to the envelope – not much, but I hadn’t asked for 90 minutes in the first place – and ushered me out.


Charmayne came bounding up. ‘How you feeling?’ Her face was shining. She was a goddess – so different to everyone who’d gone before her. I couldn’t bear to admit I was still in pain.


‘I’m not quite sure yet,’ I told her. ‘A little better, I think? But I think I need to let it settle before I know for certain.’


‘That definitely helped,’ said Charmayne. ‘Man, you had so much to clear! They were going on and on. We should do it again.’


‘Ah,’ I said, feigning bitter disappointment. ‘I’d love to, but I’m leaving tonight. I fly back to England tomorrow.’ (This was a lie. I was leaving Joshua Tree that night, but I was flying home in six days’ time.)


‘We can do it over the phone,’ announced Charmayne.


I couldn’t think of anything I’d rather do less than lie on the pink carpet at my mum’s house and listen to Charmayne bellowing down the phone at me.


‘That would be lovely,’ I said. ‘But I couldn’t pay you over the phone.’


Then Charmayne said a wonderful thing. ‘Honey, I’m not doing this to get paid,’ she said. ‘I’m doing this to try and help you. And I think it will help.’


Before Charmayne, the only person who had said they wanted to help me had been a neurologist I had seen privately. He had declared himself shocked by the effect my pain had had on my life, horrified that a journalist such as I could no longer work (he wasn’t the first doctor who instantly took me more seriously on learning my profession), and appalled that nobody had properly investigated me before. He had commissioned a raft of tests, and dispatched me with a handshake and a promise. ‘We will get to the bottom of this,’ he had said, looking me straight in the eye. ‘I won’t let you down.’


Finally someone understood. Finally someone was going to unbuckle my blinkers and unwrap my swaddling bands.


We did the tests: MRIs, brain scans and nerve conduction studies, which seemed to involve sticking needles in various bits of my body, electrocuting me through them, and measuring how loud I screamed. At my second appointment, he told me that my arm showed some nerve damage, but not enough to explain the extent of the pain. There wasn’t enough damage to operate on, he was afraid, but the good news was that the nerve was already showing signs of recovery.


No, he was afraid he didn’t know why it didn’t feel like it was recovering, six months after the injury, but he would prescribe me some neurological painkillers in the meantime.


The third time I saw him, I reported that the pills had eased the pain a little, but that they had entirely snuffed out my brain. I could no longer hold a conversation, dictate a one-line email, remember the previous line of a book, or work out why I’d walked into the room I’d just walked into.


‘Ah, yes,’ he sighed. ‘Unfortunately pregabalin works on the entire brain, rather than locally. It’s entirely natural to have side effects.’


I told him that the side effects were so debilitating that even if it had conquered the pain, I couldn’t keep taking pregabalin. Even were I physically fine, I said, I wouldn’t be able to go back to work while I was pharmaceutically lobotomised.


Also, I said, ever since I had started the pills, I had been experiencing particularly vivid suicidal urges.


‘That’s impossible,’ he said. ‘Pregabalin was originally developed as an antidepressant. I mean, it’s not completely unheard of for a drug to have the opposite effect than is intended, but it’s pretty much impossible. You’re suicidal because you’re depressed.’


In The Yellow Wallpaper, a 19th-century semi-autobiographical novella by feminist Charlotte Perkins Gilman, the protagonist – anonymous, as all we patients are – is confined to bed on the orders of her doctor husband after suffering a ‘temporary nervous depression’. The lack of stimulus makes her iller, but he tells her she is getting better, over and over again.


‘You really are better, dear, whether you can see it or not,’ he says. ‘I am a doctor, dear, and I know.’


She goes insane.


I’m not depressed, I told the neurologist. I know my body. I know it’s the medicine.


‘It’s okay to be depressed, Julia,’ he said. ‘Let’s increase your dose by six times. I’d like to see if it makes a difference.’


I saw him once more, after my GP had taken me off the pregabalin because its listed side effects did, it turned out, include suicidal urges (it wasn’t originally an antidepressant, either). This time, he shook his head sadly, and told me he thought I’d be better served by a pain specialist rather than him. There was really nothing that he, a neurologist, could do.


He had said he wouldn’t let me down, that he would help me.


And now here was Charmayne saying the same thing.


‘I think we should work together over the phone,’ she was saying. ‘Forget the money. We’ll see each other again one day – if you’re that bothered about it, pay me then.’


I took her number and promised to call. Driving off, I wondered whether at last I had found the person who was going to cure me. The treatment was so implausible – Charmayne was so implausible – that there had to be something to it. This whole episode – the Joshua trees, the hippies, the trail from composting toilet to clary sage to the Grateful Desert to Charmayne – it had to mean something. It had to signal a turning point. Look! I was winding my way down the side of the tectonic plate, and the carving knife that had spent the past 12 months buried in my armpit was barely registering the turns of the steering wheel. Perhaps this could be it. Please let this be it.


The knife was back by the time I got to Palm Springs, but it had been an hour’s drive – that was to be expected. Charmayne wasn’t Jesus. It wouldn’t be instantaneous. I would see how I felt in the morning.


The pain was still there in the morning. And the morning after that. By the time I flew home, six days later, it was worse.









PERFECT STORMS


Pain has no tomorrows


Alda Merini (1931-2009: mental health patient, asylum inmate, poet)


John Smith steps on a nail.


His nociceptors – sensory receptors in his foot – are stimulated by the pressure. They release a chemical, which shoots up the A-delta nerve fibres to their siblings in his spinal cord. SOS, they say. Something bad is happening.


The nociceptors in the spinal cord react instantly. They contract his muscles to remove him from the harm, and John Smith jerks his foot away.


He still doesn’t know he’s stepped on a nail.


That’s where the C fibres come in.


The C fibres are a more considered version of the A-delta fibres. Where the A-deltas react instantly, neurotically, the C fibres take a little more time. First, they establish whether damage has occurred. If it has, they ping another message up to the nociceptors in the spinal cord, and from there to the brain. Don’t panic, but something’s happened, they say. Not sure what, but you should probably take a look.


That’s when John Smith knows he’s stepped on a nail.


To him, of course, the process is instantaneous. John Smith thinks he made that mortifying, unmanly yelp the instant he stepped on the nail because it hurt so much, but he didn’t. He’s just slow to catch up. He had to wait for his brain.


Because it’s John Smith’s brain that decides whether or not he’s in pain. Think of it as a reality TV show, a search for a star: the brain is head judge, the body mere acolyte. It’s his brain, and his brain alone, that gets the final say over whether the pressure on his foot from this nail gets through to Bootcamp, where it will get a makeover and officially become an all-singing, all-dancing Injury.


The makeover is swift. Once his brain has decided John Smith has been injured, it unleashes its rebranding team. It instructs the autonomic nervous system to carpet-bomb him with stress hormones like adrenaline and cortisol. It tells his heart to pump faster, and makes his blood pressure rise to give him the best chance at either fight or flight.


Once John Smith is over the immediate impact – sitting down with a cup of tea to steady those shaking hands – the autonomic nervous system takes a back seat. His immune system takes the wheel, inflaming the spot where the nail hit to do useful stuff like upping blood flow to the area and increasing sensitivity, ensuring he takes care of the injury. In other words, it makes it hurt. This is acute pain, and it’s there to protect him. It alerts him to tissue damage, and reminds him not to step on that part of his foot.


If all goes to plan, John Smith will recover from his injury within six to 12 weeks. Over that time, the brain will constantly have been requesting reports on the progress of his foot, and will eventually sign off on it, rubber-stamp it healed. John will go back to taking his full weight on his foot. He’ll probably have a faint, residual fear of stepping on another nail, because his primitive limbic system, or ‘monkey brain’, is wired to remember stressful events; but unless the wound has left a scar, in another three months he won’t even remember the precise spot where the nail went in.


Nine times out of 10, this full recovery takes place. But if John Smith was born under an unlucky star – if he’s one of us, the doomed 10 per cent – that one small step on the nail will become one giant leap into purgatory.


Chronic pain usually, if not always, starts with acute pain. There’s a genuine injury – John Smith really did impale his foot on that nail – but even though the immune system does its stuff, the wound heals and the swelling goes down, it still hurts.


If he’s the kind of person who gets on with things, he’ll shrug and limp stoically on, trying to ignore it. If he’s the type to be on first-name terms with his GP’s receptionists, he’ll book an appointment. The doctor will most likely take a look, note that the injury has healed, and tell John to take some ibuprofen and give it a bit longer. If it’s still painful in a month or two, a particularly diligent GP might say, feel free to come back.


Both approaches are disastrous.


Science says that the longer you’ve been in pain, the less likely your chances of getting out of it. In a process called neuroplasticity, the nervous system begins to reset itself: pain pathways are strengthened, normal ones left to atrophy. Neurologically, you’re already misfiring – that’s why you’re still in pain – but the longer you misfire, the more thoroughly your nervous system is brainwashed into thinking that this is your normal state. It’s racing around muddy B roads, completely oblivious to the fact that, before the diversion of the injury, it was easier to take the dual carriageway. Then, it starts off-roading. Then, it starts laying down new tarmac. If you don’t reroute it soon, the original motorways grass over completely.


But because chronic pain presents as acute pain, it’s hard to diagnose in the crucial, early stages. Remember that scene in Total Recall where Arnold Schwarzenegger morphs into a little old lady in order to get through security and onto the shuttle to Mars? Chronic pain does a pitch-perfect rendition of genuine, acute pain. At first, you can’t tell the difference. But then, it gets stuck on repeat – like Schwarzenegger’s old lady hologram, senselessly echoing herself over and over again. It’s only then that you realise there’s something more sinister behind it, and that that something wants to destroy you. But by then it’s too strong to do anything about it. After all, Schwarzenegger always wins.


Because of its similarity to acute, protective pain, most pain is not defined as chronic until it’s passed the two or three month stage. By that point, it’s already too late.


[image: image]


I’ve always wished I had stepped on a nail. Stepping on a nail is at least a tangible injury, one that comes with added risks like tetanus, one that everyone can understand must hurt. Unfortunately for me, my injury was as trivial as it was unfathomable. I reached for a cup of coffee.


It’s a tale I know by heart, now, because I’ve recited it hundreds of times, giving blow-by-blow accounts to specialists, recounting it to alternative therapists, explaining it to disbelievers and picking through it furiously, my bitter mantra, wondering why I didn’t do things differently.


It was Tuesday 15 May 2012, and I was at work in a hipster office on Shoreditch High Street. I’d arrived armed with coffee, energy-boosting juice plus porridge that morning, because it was going to be a long day. I was counting down to the holiday of a lifetime: two and a half weeks in Cambodia and Vietnam.


Instead of doing what I’d done on every single holiday of my working life, which was to spend half the time working and the other half stressing because I was on holiday and I was working, I had spent the past few weeks coming in a little earlier, leaving a little later, and wasting a little less time on Facebook. And it had worked – at this rate, I’d have finished everything before I left. There were just a couple more deadlines to power through.


I was working for an American website, so my editors were based in New York. That sunny morning, I turned on the computer to find an email from one of them, Dana, which had come in overnight. It was a new deadline – the sales team had signed a cruise company, and I had to write previews of two cruises, even though I had never been on a cruise, immediately.


I scanned the itinerary of the first – a Mediterranean cruise around Italy, France and Spain. I knew most of the ports; it would be easy.


I banged it out, leaving my coffee to get cold.


As I looked at the second itinerary – a wine cruise around France – I became aware that my arm was hurting. But then, my arm was always hurting; I’d had problems with it since I was a teenager. I’d been given extra time for my A Levels and dictated my finals. Over two decades, I’d seen countless doctors, had myriad scans and undergone numerous treatments, both medical and alternative. Nothing had cured it, but nobody seemed too bothered by it, and regular physio and massage had kept it under control since I’d started working. My arm always hurt, sometimes more, sometimes less. Treating it ate into my salary, and colleagues made jibes about my late arrival after physio every week, but that was just how things were.


This time, looking at the wine cruise itinerary, I was aware that the pain wasn’t cramping as usual, but tingling, as if there were fire ants sprinting up and down, from my fingertips to my armpit. Especially in my armpit.


Whatever. My arm hurt. That was just how things were.


My neck was hurting, too, but again, that’s what my neck tended to do. Aching necks are a typical side effect of a sedentary lifestyle, and I was sedentary, and lazy on top of it. The previous week my neck had ached so much one afternoon that it had felt like my head was trying to saw itself off from the inside. It was so painful that my eyesight had started to blur, and I’d asked Becky, who sat opposite me, whether her neck was killing her too. She’d looked up, thought for a moment, and cupped it with her hand.


‘Yeah, I suppose it does ache a bit,’ she’d said. See, Julia? Everyone’s necks ached. Mine just ached more than Becky’s because I was lazy, unfit, unmotivated. I’d regretted taking this job from day one – I’d prostituted myself, ditching real journalism in favour of the free hotel stays that came with marketing reviews – and the boredom was making me more aware of my neck.


My arm was burning. My neck was aching. That was just how things were.


I hammered out the wine cruise piece in one go. It was 11am, and the froth had melted into my untouched cappuccino, leaving brown scum bubbles on the inside of the cup. Still drinkable, I decided – still caffeinated, at least. I leaned back in my ergonomic-by-numbers chair and reached forward for the cup, my body going one way, my arm the other. As I did so, a shard of awareness that Something Had Happened swam up into my consciousness, and I knew instinctively that it was life-changing, but I quickly swallowed that knowledge back down.


My right arm was on fire from the inside. The ants had gone; by now, it felt like someone had laid out lines of petrol up and down, back and forth and round every inch of every sinew, then sparked a match in my neck. It burned, billowing up and down my arm and ricocheting between my collarbone and each and every fingertip. There was another, separate fire – a bonfire this time – kindling under my right shoulder blade, and a carving knife had lodged in my armpit. Above the carnage, my neck appeared to have gone under a lorry.


I whispered to Becky: ‘I think something’s happened.’


I stood up. I wobbled past the desks of unsmiling advertising types, with whom we shared an office. I locked myself in the unisex toilet and stared at the blank blackboard on the wall. I wanted to cry, but the adrenaline had vacuumed my tear ducts. So I made a cup of tea instead.


I took the mug back to my desk and said to Becky, ‘I think I’m going to have to go home, but I’d better wait for Dana to get in.’ My voice was wavering, but possibly because my office nemesis – who, a couple of weeks earlier, had taken me on one side and admonished me for arriving late every Thursday after physio – was busy throwing death stares at me. What if they thought I was making it up?


I waited for Dana to materialise in New York, and as I waited, I did more work on autopilot, typing with my left hand. My right side may have been on fire, but the rest of me – including my mind – was entirely numb. I was scared of being taken for a pre-holiday shirker, so I held out until 5pm before I emailed Dana to say that something had happened, that I appeared to have injured my arm and neck, and I was in a lot of pain, and I was so sorry but I was going to have to go home earlier than usual, after a mere eight hours at my desk. Her reply came quickly. ‘We’re all struggling here,’ it read. ‘But if you feel you need to take off early, I can’t stop you.’


RSI, said the locum GP the next morning, signing me off for two weeks with immediate effect. ‘But how are you going to meet your deadlines?’ wailed my other boss. So I carried on working – for four weeks after my injury, in the end, even through my holiday (I was in too much pain to travel around on my trip of a lifetime by then, so I just stayed on a friend’s airbed in Phnom Penh).


This is where my mantra stops because every time I tell my story, this is where I start to cry and shake with rage: at the fate that Tuesday dealt me, at my mindless, kamikaze actions, at the doctor who discharged me with nothing more than a sicknote, at the employers who let me work when rest might have let it recover. However many times I say it, write it, explain it, excuse it, promise myself it wasn’t my fault, I can’t turn back the clock. All those little things came together in a perfect storm.


I’m not so unusual, by the way. There are more of us than you’d think.
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John Smith’s foot still hurts.


It’s been three months since he stepped on that nail, and six weeks since the wound healed. Yet the foot is still too tender to take his weight.


He returns to the doctor, who establishes there’s no physical reason for the foot to still hurt. Then the doctor – let’s assume it’s a he – will say one of two things. He might say, ‘You’re getting older, John, aches and pains just happen,’ and send him on his way (this is what happened to me when I first saw a doctor about my pain). If John Smith’s doctor does that – if another few months are wasted, waiting it out – he will effectively have handed down a life sentence of pain to John. Healthy neural motorways will start grassing over, and the new network of pain-slurried B roads and farm tracks will become the de facto way for his nervous system to get around.


But if the doctor is a good one, and has experience of chronic pain (which not enough doctors do, despite it affecting up to half the UK population at any one time,1 and back pain being the second most common reason for taking time off work), he’ll suspect it could be Schwarzenegger lurking behind that sweet old lady face, and swing into action. He might start John off with some physiotherapy, which won’t help his misfiring nervous system, but will at least keep the foot mobile and strong, to avoid atrophying muscles causing their own, acute problems.


He might commission some kind of scan, which will almost certainly be useless, but will at least reassure John that there’s nothing physically wrong. This is important because the mind can play a large part in pain, in the same way that the day you find a lump in your whatever, you immediately know it’s cancer, and you suddenly start experiencing all the other symptoms you might possibly feel if it was, until the doctor confirms it’s just a cyst, or a rib, or an allergic reaction, and all of a sudden you feel fine again. Equally, he might refer him to a specialist, just to confirm there’s nothing sinister at play.


The most helpful thing the GP could do at this stage is to start John on various types of painkillers. Although this sounds like a cop-out – and though it’s often intended as such – it can actually be a breakthrough. Once it’s ingrained, chronic pain rarely responds to drugs, but if you can break the circuit, even for an instant, your fuse box will sometimes reboot itself: a switch will be tripped, the nervous system will remember its original pathways, and reopen the motorways. In his landmark book Pain: The Science of Suffering, Patrick Wall explains that sometimes, even a couple of weeks of pain relief can be enough to break the cycle. That book was written in 1999 and Wall, who died soon after, had long been regarded as the world expert on pain; yet in the two years that I was bouncing from doctor to doctor over a decade later, the only person ever to discuss this approach with me was a ‘pain specialist’ anaesthetist – and even then, it was me who brought it up, a year after my injury, having read the book.


If John Smith’s doctor is a superb GP who knows about chronic pain, doesn’t give a hoot about going over budget and laughs in the face of NHS targets – rather like the one I ended up with, my hero who we’ll call Dr Good – he might refer him for some kind of pain management. This sounds good, and proactive – and in theory, it is. It’s probably one of the best things a GP can do in today’s system. But there’s a colossal problem with it. Pain management, as practised by the NHS, is palliative, not curative. It starts with the assumption that John Smith is, and will forever remain, fucked.


Pain management courses aren’t easy to get onto. First, your GP has to refer you – usually with a pleading, UCAS-style application explaining why you deserve your place on the course, and vowing you will be a diligent student. Then comes the wait, which may include an introductory session and even interviews – I had two – to check both your dedication and your psychological pliability. Only then will the specialists running the show decide whether to accept you.


Every pain management course is slightly different, but the majority focus on two disciplines: pacing and Cognitive Behavioural Therapy. Pacing is genuinely critical – it’s the idea that, by staying below your pain threshold, lurking just out of its range, you’ll gradually be able to increase your limits without increasing the pain. It’s a frustrating, exhausting and relentlessly boring way to live – imagine timing your sitting tolerance, then setting an alarm to sound every two minutes, chivvying you to get up and move – but this way, the theory goes, you’ll gradually become more active, comfortably.


The theory behind CBT is that, like bacteria, thoughts feed on each other and multiply. Positive begets positive, negative begets negative. Say John Smith accidently puts his whole weight on his foot one morning, and is rewarded with a sudden shot of pain. ‘Ow!’ he might think. ‘This pain gets worse by the day. It’s been three months and I still can’t walk properly. When is it going to end? What if it never ends? What if I’ll never run that half-marathon? What if I can’t drive any more? I’ll lose my job. I’ll lose my wife. My friends will abandon me. I’ll die alone, a cripple, and in pain.’


This is called catastrophising. By the time he’s finished catastrophising, says CBT, John Smith will be awash in an orgy of negativity; his pain engorged, and he more aware of it. And that will be his first step off the correct path and into a shadowy wood, and next thing he knows he’ll be standing in front of a gate saying, ‘Abandon all hope ye who enter here,’ and it will be game over.


Whereas, CBT reasons, if John Smith thinks positive things about that extra shot of pain – if he thinks, ‘Gosh, that hurts – but then, let’s not forget, I haven’t let my foot take my weight in three months. No wonder! Who’s to say it won’t feel better in five minutes, or even tomorrow, and ooh I smell cake, my wife must be baking for me, for she is the best wife in the world’ – his mind will be taken off the pain.


Human beings are wired to worry – you can thank your limbic system for that. But if John Smith can condition himself to think positive, and to fire off that Pavlovian response every time he feels pain, he won’t notice it as much.


If CBT sounds like common sense, that’s because, however much psychologists try to intellectualise it, it is. Maybe it’s different for other illnesses – I know people who swear by it for anxiety – but when it comes to pain management, the central tenets of CBT are pretty much identical to those of positive thinking, the law of attraction, cosmic ordering, and every other New Age talking therapy that most doctors despise and NICE (which rules on NHS funding) certainly wouldn’t shell out for. And yet, these same doctors insist on programming us with CBT. It works for 80 per cent of patients, they claim. That seems low, in a way. Surely common sense should help us all?


What CBT ignores, though, is that sometimes it’s cathartic to wallow in self-pity for a bit. Sometimes it helps – really helps – to cry it out. Equally, CBT fails to take into consideration that sometimes you can spend so long desperately trying to think positive about a certain situation that you completely overlook what might be a practical solution to it. Thinking positive is helpful, usually; but sometimes, it just smears a sugary glaze over reality and fixes you there. CBT may make the 80 per cent cheery little automatons, but it might also block them from seeing a solution.


But then, that’s the whole problem with pain management. ‘Management’ assumes there is no cure. ‘Management’ assumes you’re never going to get better. ‘Management’ assumes that ‘coping’ (my course was actually called COPE) is as good as it’s ever going to get. Pain management courses take a group of vulnerable, unhappy people, and tell them that they’ll never get their lives back but not to worry too much, because if they only try and turn that smile upside down, it might not seem quite as bad.


This is how the NHS chooses to attack chronic pain: not by running patients through a list of system-rebooting drugs, not on long-term physiotherapy and not by getting to the bottom of underlying causes, but by handing millions of pounds over to psychologists to tell sick people that they’ll never get well but never-mind-let’s-try-and-think-positive. If they did that with cancer, or diabetes, or heart disease, there would be national outrage.


Because people on these courses talk to each other, and wind each other up. Because, as those doctors and psychologists well know – after all, this is the principle behind the CBT they teach – negative thoughts make the pain more prominent, and there can be no thought more negative than ‘this is never going to get better’. Because telling someone their life is essentially finished is going to screw them over.


In short, a pain management course may well end up making John Smith worse.
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There were 10 of us on my course. When we started, six were in full-time work, two were students, one person was working part-time from home, and I was signed off temporarily. By the time we had our six-month reunion, only four of us had any kind of employment, and both students had dropped out. One of us was using a stick, one was on crutches, and one of us had progressed to a wheelchair.


I was the one with the stick.


Our course took place over two months during summer 2012, around the London Olympics. In one way, it was an inspiring time to be ill – the Paralympians were everywhere, defying expectations and redefining disability. For the first time, they got a closing ceremony; for once, everyone was at pains to give them equal billing. Pistorius, back then, was as feted as Bolt.


But in another, it was the most depressing time to be ill. If Ellie Simmonds could set a new world record; if a 40-year-old who lost her legs in the London bombings could represent her country at volleyball from her wheelchair, I would harangue myself, why could I not even type an email, or sit for more than two minutes, without my body erupting in pain? And anyway, those of us who couldn’t sprint or play boccia were still invisible. I spent a day at the Paralympic stadium with tens of thousands cheering on equality, but when it was time to go home, nobody wanted to give me a seat on the Central Line. I was, I swiftly realised, the wrong kind of disabled.


‘Disabled’ was a loaded word, of course, but disabled was what we were, according to the psychologist running the pain management course. It wasn’t what I wanted to hear. My biggest dread, when the pain had first crippled me, had been that my life was over; I was thrilled to be accepted onto the COPE course because I believed it would fast-track my recovery. Instead, it was an eight-week reinforcement of my darkest fears. There would be no quick fix, they told us on day one; indeed, there would be no fix at all. They weren’t here to cure, because there was no cure. They would teach us coping strategies – ways to live despite the pain.


That wasn’t what I’d signed up for.


They introduced us to the concept of pacing, which helped. They led group stretches, as if they were imparting some kind of divine revelation that stretching a sore muscle made it feel better. They made us live our lives by the stopwatch, calculating our tolerance for every activity: walking, sitting, reading, washing up, lying in the bath, ‘sensate touch’ (the chronic pain patient’s gruesome alternative to sex). They set an alarm to sound every 15 minutes, so that every 15 minutes we would get up, move about, stretch, roll around on the floor, or do whatever might gift us some minute comfort in that moment.


They did guided meditation and taught us CBT, which was outrageously, offensively obvious. They made us set ‘goals’, even if the goal for the next week was, as mine once was, to ring up a friend and ask whether she had somewhere for me to sit at her wedding (planning for pain means freedom from it, they said). When, at the next session, I confirmed I had done this, I was congratulated as if I’d got married myself.


The premise of the COPE course was that chronic pain doesn’t get better, but by accepting it, it can bother us less, and we will suffer fewer flare-ups. Flare-ups, they said, were when, for reasons known or unknowable, everything suddenly gets worse. They generally last a few days. My arm was a flare-up of my underlying chronic pain, they told me.


But it’s lasted eight weeks and counting, I said.


Sometimes flare-ups take longer, they said.


To me – and to my GP, who was as frustrated and baffled as I was – it seemed obvious that there’d been some kind of injury that day at my computer, writing about wine cruises. Yes, as it happened, I’d had aching joints for so long that I’d always assumed it was normal (in fact, shortly before my injury, I’d been diagnosed with a genetic condition that causes chronic pain). But the arm pain was an entirely different kind of pain, we argued. It had exploded from one second to the next. It was an injury, and if it was an injury, that meant it could recover.


Oh no, said the pain team; it’s a flare-up of an incurable underlying problem. Acceptance, they impressed upon me, was the first step towards pain management. The physio suggested I’d come on the course too early, while I was still in the initial, denial stage of grief. The psychologist took me to one side when she caught me rolling my eyes at an especially patronising cameo from a rheumatologist, and told me to stop being so angry. I wasn’t helping myself, or the others, she hissed. When I wrote, one day, that my six-month goal was to have a firm diagnosis for my arm and a way forward for my life, they told me it was unrealistic. ‘You have to accept that you already have a diagnosis, and that the pain might never go away,’ said the physio. ‘So the next question, Julia, is how are you going to progress with things as they are?’


‘He says no one but myself can help me out of it,’ writes the Yellow Wallpaper protagonist. ‘That I must use my will and self-control.’ She ends up beaten down by the professionals. So did I.


By the time I finished the course, I was walking with a stick and describing myself as disabled. ‘My condition is incurable,’ I’d tell people, parroting the phrases the psychologist had taught us for dealing with questions about our health. ‘But there are coping strategies to live with it.’ I’d try to look bright – the Great British Public prefers its cripples plucky after all – but inside I felt hollow, in mourning for the life that had been stripped from me, the life which the medical profession insisted I’d never get back. If it was never going to get better, what was the point of trying to cope? I wasn’t the only one to feel this way, either. On day one of the course, the room had crackled with anticipation and we had hovered on the edge of our chairs, craning for a revelation. By the last session, we mostly lay on the floor between the ghosts of our ambitions, the air heavy with grief.


Hopelessness is contagious. Is it any wonder I turned to God?









THE ODD ONE OUT


Ironshod horses rage back and forth against every nerve.


Audre Lorde (1934-1992: cancer patient, writer)


Around half of all chronic pain patients are indulging in some kind of alternative therapy at any one time.


It doesn’t sound a lot, 50 per cent. For every supine body on the massage table, that means another on the sofa, splitting open the foil blisters on a new pack of painkillers, wondering whether this will be the one to work. It probably won’t, because the ‘30 rule’ means drugs typically reduce pain by only 30 per cent in just 30 per cent of patients – and anyway, chronic pain patients are more resistant to both painkillers and placebos. But if you compare that 50 per cent to the general population – only one in five of whom have tried complementary medicine, ever – it’s a pretty striking figure. Every other one of us hopes that we will be the odd one out. The one who defies the doctors. The miracle.


The scientific community laughs at us, of course. Its members talk of ‘quacks’ and ‘placebos’ and proselytise about ‘evidence-based medicine’. They deride talk of ‘cures’ in favour of ‘management’. They do, of course, have a point. Real, medical-grade proof that any complementary therapy works is close to non-existent.


But if we listened only to our doctors, all we’d hear is ‘side effects’ and ‘no real cure’; ‘Sorry, I can’t help,’ or, ‘Have we talked about counselling?’ Chronic pain patients are 14 times more likely to commit suicide than the general population. When the medical profession deals with our illness by confiscating our future, the only wonder is that it isn’t more.


Luckily, human beings are born to hope: for a better job, the partner of our dreams, a healthier bank account or an epiphany revealing the meaning of the universe. Think of the ebola survivors who, once they’ve made it through, say that in the deepest troughs of their illness, the fear of the disease seemed deadlier than the virus itself. Hope can mean the difference between life and death.


Human beings hope – and always have hoped – that, against all odds, it will get better. We don’t have to believe it will; just in the possibility that it might. Hope is what keeps us alive – and hope is why so many of us in pain are so willing to sweep aside our scepticism, mute our doubts, and give the people who say they can heal us a chance.


Some rush into alternative therapy the minute the pain begins; others wait until conventional medicine has written them off. Some commit to their first practitioner, while others play the field. It took me seven months, and I started at the top.


In those first seven months, I’d tried everything the medical profession had suggested. I had bounced from hospital to hospital and from specialist to specialist. On the NHS, I’d seen one rheumatologist, two physiotherapists and two psychologists. Privately, I’d added a neurologist and an expensive physio who specialised in my underlying condition. I’d even been sent to a cardiologist and a gastroenterologist, in case my problem could be linked to an abnormality of the nervous system. All had drawn a blank.


I’d tried medication: anti-inflammatories, opioids, anticonvulsants (epilepsy drugs are sometimes used for nerve pain) and old-school antidepressants (now used as muscle relaxants). I filled two bathroom cabinets with drugs: ibuprofen, diclofenac, naproxen, gabapentin, tramadol, amitriptyline, pregabalin, co-codamol, Vicodin, celecoxib, dexketoprofen. Some of them did nothing; others took the edge off, but shut down my brain at the same time. Nausea, dizziness, brain fog, dry mouth, memory loss, vivid dreams, halitosis, headaches, suicidal ideation, faecal impaction and overflow diarrhoea. The better the pills worked, the worse their side effects. My life disintegrated.


I did physio exercises four times a day, but they aggravated the pain. I practised pacing until I could sit and walk for five-minute stretches, both major achievements. At the recommendation of the rheumatologist, I fixated on remedial pilates – but although my body felt slightly less susceptible to the background aches and pains that had scored my whole life, none of it helped my arm. The fire ants were still doing their circuits, the carving knife was still wedged in my armpit, and my neck still felt like I was balancing a lorry on it. In fact, more often than not, the exercises made the pain worse.


It was beginning to spread, too – creeping up my skull and across my back, millimetre by millimetre. There was talk of my developing Complex Regional Pain Syndrome, or CRPS – dubbed ‘the suicide disease’ by doctors, because its progression, starting with nerve pain in one limb and leaching inexorably through the body, is unbearable for many patients. I was also showing signs of allodynia – when nerve endings on the skin which report touch and pressure morph into pain receptors, meaning the gentlest touch can be agony. Brushing my arm against someone on the bus would spark a neural explosion. Off came the jewellery – the slimmest necklace felt like an anchor round my neck. The only clothes with sleeves I could tolerate were soft cottons and fluffy hoodies: patient-wear. Of all the tiny attacks on my identity, the one on my wardrobe was the most overt.


There were only two things that helped the pain. Half a bottle of wine would tone it down nicely, as would a hit of some medical marijuana mouthspray, which I’d tried in California. But, long-term, I didn’t want to go down either of those roads.


The doctors gave up on me. Not my GP, Dr Good, who was steadfast in his support, writing off a new referral or prescription every couple of weeks; but the specialists he was sending me to. The more desperate I got, the more indifferent they became. Thinking it might help to make my invisible illness visible, I did away with shampoo, makeup, dress sense and my English reserve. If I weep at them, I reasoned – if I show them my desperation and beg for their help – they’ll take me more seriously. But the more I cried, the more they smiled politely, proffered tissues and sent me on my way. Months later, I learned about Yentl Syndrome: a modern version of the Victorian preoccupation with female ‘hysteria’, in which male doctors are less likely to prescribe adequate painkillers for women than men, and more likely to dismiss female pain as psychological. I am a doctor, dear, and I know. Perkins Gilman wrote The Yellow Wallpaper in 1892, yet 120 years on, it felt like little had changed.


They treated me not as a patient, but as a statistic; they wanted to diagnose but not to cure. While I was wholly under the care of western medicine, living with its insistence that I would never get better, not a day went by when I didn’t think about killing myself. Coming out of every miserable appointment, a part of me would long to be hit by a bus. After seven months of relentless negativity, I realised I needed something more. I would continue with the doctors, but I wouldn’t pin my hopes on them. Those I would pin to a miracle.


It was in Georgia that I first turned to God. An editor friend had flown me to New York (officially to dictate a 600-word article, but actually to cheer me up), but, knowing I couldn’t cope with the city in my state, I had carried on south to Savannah, where I found a quiet B&B run by an elderly couple. I’d chosen it because it was cheap, but I began to wonder whether it had chosen me when, over breakfast on my first morning, Robin – an eightysomething Anglophile sporting a velvet burgundy dressing gown and Gandalf beard – started talking, apropos of nothing, about healing.


He spoke of a woman he’d known, decades earlier, who could cure any ailment instantly. He told me how, 20 years before, his dog had ‘taken on’ his heart defect and died in Robin’s place. Everyone has the power to heal, he told me. Once, cutting logs high up in the mountains, he had fallen and broken his tibia clean in two; he would have died had he not knitted it back together through the power of thought, enabling him to drive to hospital.


‘You should come to my church,’ he said, when I told him about my pain. ‘We have a healing service on Tuesday; it’s very powerful.’ I was meant to be leaving that morning, but he urged me to stay, so I did. Could fate really have brought me my miracle so quickly? I’d always believed in God – or, at least, a god – at my core, and I believed in an afterlife, too. But I disliked the idea of the church and, somehow, found the concept of an individual endowed with miraculous powers easier to believe in than a congregation of mere mortals praying to a system I wasn’t sure I didn’t despise.


‘I think it worked,’ said Robin as we came out. It didn’t, but it had sparked something in me. Robin, I decided, was the first step on my journey, an Ariadne figure handing me a spool of thread. It would be up to me to navigate my way out of the darkness.


It turned out soon enough that the thread led somewhere, too. Robin’s church was affiliated to one in London which, in turn, was an offshoot from a shrine in Norfolk: Walsingham, one of the best known pilgrimage sites in medieval Christendom. I couldn’t afford to fly round the world in search of a miracle, but here was a miracle-giving spring a day away from London. I had never been one for signs (at least, not then – soon I would be noticing signs with every gasp of hope), but Robin had flipped a switch. It was too neat to be a coincidence.


At the London branch I collared a priest and told him everything. I looked as unhinged as I had for all my hospital appointments, and I cried at him, too. But unlike all those other figures of authority, instead of fobbing me off, he sat me down and asked how I was coping. Instead of acting like he had worthier people to serve, he told me to pop by whenever I wanted. He gave me his phone number and asked whether I was surviving financially. ‘Don’t worry,’ he said. ‘We will get you to Walsingham. Keep in touch and I’ll let you know when our next trip is.’ He said he believed in miracles and thought the shrine could help me, asked my permission to pray for me, and urged me to stay in touch.


But I was scared he’d let me down, so I never contacted him again.


I did get to Walsingham, though. Two months later, I was in Norfolk for a wedding, staying with friends who happened to live eight miles from the spring. Still in the optimistic, early months of my quest, I was sure it was another sign, so I went up a day early to fit in my healing before the ceremony.


The vicar in London had told me that there was a well in the church, whose water you could use to anoint yourself. I could do this quietly, privately, I had thought. I wouldn’t have to get embarrassed or tearful at anyone; whether it did or didn’t work, nobody would ever know.


The well was down some steps, a brick semicircle dug in at crypt level. There was a pitcher of water with a giant ladle beside it, but a barricade in front.


‘Can I help you?’ said a voice from the gloaming. A tiny priest was eyeing me accusatorily. ‘The church is closing now,’ he snapped. It was December, dark at 4pm.


I told him I’d been sent by his colleagues in London and Savannah, that I just wanted some water. He softened instantly. ‘Is the water for you?’ he asked. ‘What do you want it for?’


‘A miracle,’ I sniffed. ‘I know it’s stupid but they told me I could get a miracle here.’


He moved the barricade aside. ‘What do you think a miracle is?’ he asked, and I silently screamed, like I came here for theological discussion.


‘I don’t know,’ I said, sourly. ‘It’s a cure, isn’t it? Like Jesus waving his magic wand.’ Suddenly I was desperate to leave, to run to my happy, pain-free friends and wedding champagne in a warm pub two villages away.


He nodded, and led me down the steps. He swilled the ladle around in the water, took a scoop and held it out to me like a goblet of communion wine. Tactfully, he looked away as I dribbled it over my neck and rubbed it into my armpit. Just do it already, I told the universe, because I can’t live like this any more.


‘I do believe in miracles,’ he said thoughtfully. ‘I’ve seen several here. But a miracle isn’t always what you think it is.’


‘In what way?’ I muttered, but I wasn’t sure I wanted to hear.


‘I’ve never seen someone be instantly healed,’ he said. ‘There are no biblical miracles here. But I have seen times when God has given people the strength to cope with their burden. That’s what I think a miracle is – gaining the strength to cope.’


That word again: ‘cope’. It wasn’t what I’d come for.


‘Maybe,’ I said. ‘Thanks.’ I slouched out, wanting, needing more, and he locked the door behind me. As I walked to my car, I prayed again. Screw strength, I told God, and screw this acceptance that the doctors are smothering me with. What I need is a cure – I need my arm back. And the second I said it – and I swear this really happened – every single street light in Walsingham was suddenly snuffed out. A sign?


I would think back to that priest again and again over the following years, threading through his words like worry beads. Should I have listened and saved myself the heartbreak? Or was it fear of his words that kept me alive? I don’t know. I don’t know I ever will.


But that night, I drove to the pub with terrifying confidence. I knew I would prove him wrong.
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