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Dedication

To those who stayed.

To the carers who held my hand during seizures

and treated me like a human being, not a task.

To the nurses, paramedics, and doctors who followed protocol

but never stopped caring.

To Dr Lindsay Khan for going above and beyond

and reminding me I was heard.

To the receptionists who sat beside me when I could not sit upright alone.

To the physiotherapists who helped me stand when I thought I never would again.

To anyone living with FND, NEAD, or a condition that makes you feel unseen

your symptoms are real, your struggle is real, and you are not weak.

And finally...

to the version of me who almost gave up,

but didn’t.

Paul Edwards

When the tests were normal,

It didn’t mean I was.

It just meant the machines couldn’t see

What my body was carrying

Paul Edwards
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I didn’t walk into hospital that day. I was found. Collapsed on the floor of my own home.

There is something about that sentence that still doesn’t sit comfortably in my chest. Your home is supposed to be the one place where you are steady. Where your body can rest. Where you are not on display. Not assessed. Not observed.

But that day, I wasn’t in control of any of it. I don’t remember the exact moment my body gave way. There’s no dramatic flash in my memory. No cinematic fall. Just absence. What I know is this: my now ex-wife’s carer found me.

Not a partner rushing to help.

Not me calling out for assistance.

But someone employed to care for someone else, discovering me on the floor.

There’s a quiet humiliation in that. A vulnerability that cuts deeper than the physical collapse itself. I imagine the scene sometimes the carer stepping into the room, expecting normality, and instead seeing me there. Unresponsive. Out of place. Wrong. I don’t know how long I had been down. I don’t know what I looked like. I only know that an emergency ambulance was called. That detail alone tells me it must have looked serious. I remember fragments. Voices that felt distant, like they were travelling through water. Hands moving me. The sensation of being lifted. The faint awareness that this was not small. And then fading again.

Consciousness became something that flickered. I would surface briefly light, sound, urgency and then sink back under. I don’t remember much about the ambulance itself. No clear memory of sirens or streets rushing past. Just the sensation of drifting in and out. Being spoken to. Being assessed. Being somewhere between present and gone. Later, in the hospital letter, it would say: “Fluctuating GCS.” A neat phrase for something profoundly disorientating. Fluctuating GCS means your level of consciousness changes. It means sometimes you’re alert, sometimes you’re not. Sometimes you respond. Sometimes you don’t. It doesn’t capture what it feels like to lose your footing inside your own awareness.

By the time I reached A&E, I wasn’t fully anchored. My limbs felt heavy, like they belonged to someone else. My body wasn’t obeying in the way it always had. I could sense people asking me questions, but forming answers took effort. Words felt slippery. The discharge summary would later describe it as: “Generalised weakness and word-finding difficulties.” What it doesn’t say is how frightening it is to know the words but not be able to deliver them.

I could see sentences forming in my head. Clear. Complete. But somewhere between thought and speech, they stalled. I hesitated. Paused too long. Lost simple phrasing. You become aware of the silence around you when you can’t respond quickly. You see the concern in other people’s faces. Then the seizures began. I don’t remember the first one fully only the aftermath. The shift in atmosphere. The sudden density in the room. Staff moving with urgency. They documented it clinically: “Tonic-clonic seizure lasting 2 minutes.” Two minutes is an eternity when your body is convulsing. After that, there were nine more. Nine “self-terminating” seizures. I’ve always found that phrase strangely tidy. Self-terminating. As if my body politely decided to stop. As if there was a mechanism of control. There wasn’t. My body stiffened and shook without warning. Sometimes I was partially aware, trapped inside it. Sometimes I was gone.

There were periods where I didn’t respond verbally at all. Periods where I couldn’t follow motor commands. I was asked to squeeze hands, to lift limbs, to open eyes and sometimes I couldn’t. My consciousness fluctuated. That phrase appears more than once in the notes. What it felt like was slipping. In and out. Here and then not fully here. On one day of admission, a peri-arrest call was made. I had become agitated, grabbing my chest, clammy and pale. For a moment, it escalated to a possible cardiac event. They were looking for something visible. Something explainable. They scanned my brain. CT head, no acute pathology. MRI brain, no acute intracranial abnormality. They wired my scalp for an EEG. No epileptiform activity. They inserted a needle into my spine for a lumbar puncture. Clear. Colourless. Normal glucose. Normal protein. No organisms. Every investigation returned with the same quiet verdict: Normal. It’s strange how that word can feel like both relief and erasure.

Because while the machines said normal, my body had collapsed at home. It had convulsed repeatedly. It had failed to speak properly. It had drifted in and out of awareness. The neurologist assessed me and documented: “Encephalopathy of unknown cause.” Encephalopathy means the brain isn’t functioning as it should. Unknown cause means we don’t know why. There is something deeply unsettling about being told your brain malfunctioned but no one can say what triggered it. There was a suggestion that some features might be psychiatric. My anti-seizure medication was stopped. A mental health team reviewed me. They found no acute psychiatric illness requiring intervention. Which left me in a space that felt suspended. Not physically explainable. Not psychiatrically urgent. But undeniably real.

And through all of this, somewhere in the background, was the knowledge that I had been found on the floor by someone else. That detail stayed with me. I wasn’t in control. I hadn’t asked for help. I hadn’t even witnessed the beginning of it. There’s something profoundly destabilising about not remembering the moment your body betrayed you. I improved gradually.

The notes say I was alert. Oriented. Mobilising with a stick. Medically fit for discharge. That phrase always sounds decisive. As if the story has reached a conclusion. But discharge didn’t feel like resolution. It felt like being sent home with a question mark. Diagnosis: Encephalopathy of unknown cause. Plan: None. I was advised to seek help if I developed new neurological symptoms. New. As if the old ones hadn’t already rearranged my sense of safety.

Going home felt different after that. Every quiet moment carried an undercurrent. What if it happens again? What if I don’t remember next time either? What if no one finds me? The house didn’t feel entirely safe anymore. The floor wasn’t just the floor it was the place I had been discovered. That first admission marked the beginning of something larger than I understood at the time. It wasn’t just a medical event. It was the start of waiting. Waiting for clarity. Waiting for recurrence. Waiting for someone to connect what the machines could not. I didn’t know then that this pattern dramatic symptoms, normal tests would repeat.

I didn’t know that “unknown cause” would stretch into months, then years. I only knew this: My body had collapsed. My brain had misfired. And I was sent home without a name for it. That was the day I entered the waiting room. Not the one with plastic chairs and fluorescent lights. The one where you wait for your life to make sense again.

Living After Collapse

Recovery didn’t begin when I was discharged. It began while I was still in the hospital bed, slowly becoming aware that my life outside those walls was rearranging itself without me. For thirty years, I had been my wife’s carer. That wasn’t just something I did it was who I was. Routine. Responsibility. Advocacy. Support. Protection. My days had structure. Purpose. Direction. And then I collapsed. While I was recovering in Warwick for six weeks, my body was not the only thing changing. Decisions were being made. Conversations were happening. Assessments were carried out. We were both unwell now. And logically practically it made sense. She was placed in a nursing home. Even writing that sentence feels heavier than it should. It made sense. But it hurt. There is a particular grief that comes when something is necessary but still devastating. No one was at fault. No one had failed. The decision was responsible. Sensible. Protective. But when you have spent thirty years being someone’s carer, your identity fuses with that role. You measure your worth in usefulness. In presence. In being needed. And suddenly, in a hospital bed, I wasn’t the carer anymore. I was the patient. That shift is disorientating.

OEBPS/d2d_images/chapter_title_above.png





OEBPS/d2d_images/chapter_title_corner_decoration_left.png





OEBPS/d2d_images/cover.jpg
THE

WAITING’

PAUL EDWARDS





OEBPS/d2d_images/chapter_title_corner_decoration_right.png





OEBPS/d2d_images/chapter_title_below.png
-

-

-

7O





