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Ray Robinson 

(Appeared in Guardian Weekend 28th October 2006.)

I grew up in a small farming community in the Yorkshire Dales. Seven of us lived in a poky, three-bedroom council house — common order for most of the families on the estate in the 70s. I shared a bed with my grandfather; my cousin Lisa, who was prone to nocturnal seizures, shared a bed with my grandmother in the adjoining room. The other family members were lucky enough to have their own beds.  

Lisa had severe, intractable, temporal lobe epilepsy. She would “chuck a fit” almost every day. I’d watch her hurly-burly — the throes of her arrhythmic limbs, her body convulsing violently on the floor, shambling, gyrating — and life would take a sudden detour. It could happen anywhere and at any time: in the marketplace, crossing the road, in the bath, in the chippy, during school assembly, walking by the beck. Usually, if we were out in public, the family would just walk away. The shame of it. I was taught it was OK to do this, just as it was OK to laugh that uneasy laugh of shock. After all, what would Lisa know about it? 

Lisa’s behaviour seemed random and bewildering at the best of times, from the feelings of insurmountable dread that left her reeling around the house in a consuming panic to the endless sobbing, the hallucinations, the uncontrollable fits of laughter, the pulling and ripping and tearing of things, the grunts and screams that made me sick to my stomach. But during her seizures she became something terrifying. That wasn’t Lisa on the floor; she had been taken over. There was some enormous struggle going on inside her body and she always lost the fight. 

 

She didn’t have epilepsy; it had her.

When Lisa was able to stand again, she would stumble upstairs, climb into bed and weep, leaving the family downstairs dumb and shaken. 

The doctors were always updating us on how best to cope. At one stage, when Lisa was about seven, whenever she had a seizure we’d pounce on her, stick our fingers under her chin (lest she swallowed her tongue) and prise her arms apart. If we weren’t sticking things in her gob (which I now know to be a serious no-no), we were yelling at her like a bunch of witches to “come out, come out”. 

Her needs were far too complex for ordinary folk like the Robinsons. All the family knew for certain was that her seizures had something to do with the brain. We also knew her epilepsy had a source, what’s called an “epileptic focus”: a head trauma sustained when she was only a few months old and her mother threw her down the stairs because she wouldn’t stop crying. That was why my grandparents had “adopted” her. 

How tough it must have been for Lisa, knowing her mother lived only a few doors away and didn’t want anything to do with her. But I never heard Lisa complain. Not once. And her unfaltering strength, I can see now, came from having to cope. The family sure as hell couldn’t. 

Sometimes, when Lisa was having a seizure, I felt overwhelming envy; I wanted it to be me thrashing and grunting and pissing myself on the floor. When the family turned their backs, she became someone else, someone new. She became untouch-able. It seemed at these moments she transcended the harshness of the life around her, left behind the home town that may have appeared quaint and chocolate-box pretty, but in reality was an unforgiving, violent place, where belonging to the right family mattered more than who you were as an individual. 

I remember coming home from school one day when Lisa was 13 and discovering that she’d gone, been taken into care by social services. The deep, unremitting jealousy I felt shocked me. I couldn’t wait to escape and now Lisa had done it. She became, in her absence, something of a victor to me. 

I have no idea where she is now. She disappeared shortly after leaving the care home and no one talked about her any more. It was as if the family had been absolved of any duty towards her the day the state stepped in. I’ve often imagined what’s become of her, I’ve even written a book about her, but the fact is, I’m not even sure if she’s still alive. I hope she is, and that her epilepsy is under control, and she’s forgotten the way she was mistreated as a child. I hope she remembers the face of the young boy who was always there when she came round, and that she knows how much I admired her, and that I still care.   [END]

