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For Fauzia




O sister! Ismene dear, dear sister Ismene! … 

There is no pain, no sorrow, no suffering, no dishonour

We have not shared together, you and I.

Antigone, Sophocles
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1

What Is Lost




1

Departure, 2016

Three summers ago, my neighbour was told that her ovarian cancer had reached the terminal stage. Rosalind Hibbins emailed the occupants of the building about it matter-of-factly, as was her way, but when I went downstairs to see her she seemed instantly changed by the news. She was in her late sixties and had always been an indomitable woman, as strong and sturdy as the boulders she brought home from her stone-carving workshops, which had become a passion since retirement. In the days that followed, she seemed made of air, white-haired and fragile, her eyes watery bright, her voice catching on itself in croaks and quivers.

A couple of months before Rosalind’s diagnosis, my sister, Fauzia, had died suddenly, leaving me suspended between shock and disbelief. She had been shuttling back and forth to acute hospital wards in North London with an illness her doctors couldn’t diagnose, but we didn’t believe Fauzia was going to die and she couldn’t have believed it either. She had been worrying about her cats and college assignments, sending texts and paying bills from her hospital bed. She had not been preparing for death, like Rosalind. 

I was left reeling, so I had to muster all my courage when Rosalind called from her hospice and said she’d like to see me. I followed my A–Z around the twisting backstreets of Belsize Park to find the hospice. It was set back from the road and obscured by trees, as if in hiding. I had grown up nearby, in Primrose Hill, without ever realising it was there. Inside, Rosalind asked if Fauzia had been alone when she died. It was the thing she was most afraid of, she said, and it made me think about how my sister might have felt, with no one she knew around her in the early hours of the June morning when blood had started to pour into her brain and collect in a fatal haemorrhage. Rosalind must have sensed my distress because she tried to comfort me. 

‘Don’t hold on too tightly. She’ll come back to you.’ 

I nodded, though it didn’t seem as if Fauzia had gone away, exactly. My mother thought she heard sobs from the bedroom, in her home, where Fauzia had lain for weeks before dying in hospital; and she noticed the appearance of a squall of black scratches on a wall, which looked as if the plaster had been stabbed at with a scalpel. The patch had grown and spread from behind the pine sideboard in the living room in the months after my sister had died, my mother said. I was quick to dismiss it but I felt my own hauntings. At night, she appeared in my dreams, most often in our mother’s first-floor Primrose Hill council flat in which we’d grown up.

Three days after she died, a black cat with almost exactly the same white markings as Fauzia’s first cat, Blue, was sitting outside my home in Kentish Town; my head was bowed so I didn’t see it until I was close to it. It bounded towards me, as if it had been waiting, and moved to follow me inside with such certainty that I was rattled and quickly shut the door. For weeks after her death it seemed as if Fauzia floated around in my home too, and the flowery smell of her skin in her final days at hospital rose off the small pieces of furniture I had taken from her housing-association flat. I felt her swirling around me, in the wispy curls of white smoke that began appearing in my peripheral vision late at night when I was at my lowest ebb. I saw her ahead of me on the streets, disappearing around a corner as I quickened my pace to catch up. And then, a few weeks after her funeral, a friend from my old secondary school in Highgate, which Fauzia and I had attended, ran up behind me and said, ‘I’ve just seen your sister on Kentish Town Road. She was holding two children.’ I hadn’t seen the friend for years and had to tell her it couldn’t have been Fauzia, half believing that it was.

Her coming back, if this was what it was, gave me some comfort but I also felt a certain dread. What would I say to her if we collided on a street corner? What would she say to me? Perhaps she would remind me of my failings as a sister or ask me to stop picking over the details of her life and death. I have come to think that the opposite of Rosalind’s words might be true. ‘Don’t hold on too tightly or she’ll always stay.’ I wonder if I’ll ever allow Fauzia to fly away and find her freedom from this world or whether she will be forced to stalk the earth, a few streets ahead of me and in the creeping corners of my dreams. But it is only once the unfinished business of her death has been resolved that I can stop clutching onto her. Until then, she hovers across all my horizons. 

Fauzia’s illness was still an unsolved mystery until the day before she died. In the spring of 2016, between April and June, she was rushed to hospital twice and each time she stayed in the intensive care unit for days on end. Her doctors conducted tests, drew up hypotheses, disproved them, and called in more doctors until her medical team became engorged with expertise but no closer to a diagnosis. We kept our faith in them; the Royal Free, a leading teaching hospital in North London, had us on more than one occasion: my mother from breast cancer, twice; my father when he had an internal bleed complicated by his frontal-lobe dementia. 

Just months before my sister’s admission, the hospital had treated a nurse who had contracted the Ebola virus in an ongoing, high-profile case. I felt sure her life would be saved from whatever was attacking her body. She was in the best possible hands. But Fauzia’s illness stumped all her doctors. As she lay sedated in her final days, we watched her heart racing on the life-support machine and it seemed as if she were running, trying to flee her fate in her sleep. 

The mystery of her illness remained even as we were told to gather around her bed in the intensive care unit. Afterwards, when my mother and I prised out the needles that the nurses hadn’t taken from her neck and wrist, she continued to bleed. My mother, a British Pakistani Muslim who practises her faith quietly but assiduously, whispered the Quranic surah Yaseen in her right ear and told me she had seen a tiny black pearl slip out from under Fauzia’s eyelid – a single jewel of a tear – which she had caught in the palm of her hand just before it disappeared, along with my sister’s soul. It was a sign, she said, a parting gift from her firstborn child, who was also the first to die. 

My mother has always seen visions, especially at her most fraught. Sometimes she will ring me up to recount a dream, gingerly, as if she is giving me forewarning of calamity. In early 2016, about five months before my sister’s death, she told me she was visited by a tall, thin, shadowy figure, covered with polka-dots and standing over her bed, just for a moment before it disappeared. I waved it away as a dream but she insisted what she had seen was real. ‘Maybe you felt it was real,’ I said to her, but privately it terrified me. The creepy detail of the polka-dot dress reminded me of stories about unruly young poltergeists who stalked adults. Maybe by then I, too, was gathering a sense of something awful about to happen but was determined to dismiss it as imagination. After Fauzia died, my mother told me she had been in a polka-dotted dress when she went into hospital for the last time. 

If my mother dealt with Fauzia’s death through signs and premonitions, I was stuck in paranoid disbelief. I could see nothing of death in Fauzia as the bright red bubbles of life streamed out of her veins when we removed the needles. A horrible kind of magical thinking gripped my mind in the early days after her death. It looked to me as if her medical team had been running down rabbit-holes and coming back up none the wiser. Now, in my distressed state, I wondered if she was dead at all or if the doctors had misjudged this too, assuming death when she was in a deep slumber, like a modern Gothic Sleeping Beauty.

Six months earlier, Fauzia had begun complaining of chest pains and heavy night-sweats to her GP but her X-rays had come back clear. Then her face swelled. She was taken to A&E at University College London Hospital, a spitting distance from her flat on Warren Street, and tested first for jaundice and then for meningitis. She was given the all-clear but doctors said she had a ‘blood infection’ they couldn’t yet identify. She discharged herself, growing impatient with their investigations, but was unable to breathe properly a few days later and was taken to the Royal Free’s intensive care unit – she fought with the ambulance crew to go there because she saw it as her family hospital. She was given steroids and appeared to get better so they discharged her after eleven days. But she was back in intensive care the following month, in May, for two weeks this time, weaker than ever with inflamed lungs, slurred speech and strange behaviour, which we were later told was due to brain-swelling. She was so ill that doctors put her into an induced coma and carried out more investigations. Still no diagnosis.

On the morning of Friday, 9 June 2016, we got a phone-call. Fauzia had had a brain haemorrhage in the early hours of the day. We were to assemble around her bed. I jumped on my bike, knowing it would take me exactly twelve minutes to cycle from my home in Kentish Town to the hospital on Pond Street, but I had woken up with a headache that hung over my eyes, like lead, and the journey took me longer than it should have. I saw the curtains drawn around her bed and the ward sister watching over it. 

A doctor took us into a side room and told us what had happened in a slightly shaking voice. The haemorrhage had started at around 5 a.m., apparently. Some hours later, after a brain scan, they realised it had been catastrophic but they still couldn’t name her illness. I wondered if it was a deadly new virus that lay on the outer reaches of medical science. Beyond Ebola or Zika or anything that was known. My younger brother, Tariq, then forty-one, was there, along with my mother and sister-in-law, Mary. 

‘How big was the haemorrhage?’ asked Tariq.

‘Around the size of an orange,’ the doctor said, which meant it had left no chance of recovery. In circumstances like these, they kept the patient on a ventilator for twenty-four hours, he added. 

‘Why?’ I asked.

They could only declare someone dead after twenty-four hours in such circumstances, he said.

‘Might she recover in that time?’ I asked. 

‘No,’ he said. 

‘So is she alive or dead?’ I said. 

‘It’s an interesting question, philosophically,’ he said, and began talking about the grey area between life and death, though it was now clear to us that my sister, at the age of forty-five, had died in a prominent London hospital from an unknown illness. 

In the week leading up to her death, when they were still testing her in the hope of reaching a diagnosis, they had told us she had HLH – a syndrome in which the immune system aggressively attacks itself – but that this was often caused by an underlying illness, which I later found out was associated with infectious or inflammatory diseases. I began to trawl back over the last few months to remember how, at one point, her doctors thought she might have been poisoned by her aromatherapy bath oils and asked me to fetch every tincture and ointment from her bathroom, which I did, though I was baffled by this line of enquiry.

Three days before her death, I saw a large machine beside her bed and was told they were looking for possible pregnancy. One doctor had taken us into the same side room in the week she died and said, ‘Do you have any idea what it might be?’ 

Now they didn’t even seem to know what to call her death.

We were left dazed by what this doctor told us. Fauzia was not officially dead and not alive either. However surreal it sounded, the semantic limbo gave me twenty-four hours of hope. I was still holding out for the unforeseen. If her illness had been so mysterious, her recovery could be too. All of the circumstances reached beyond the ordinary towards the unprecedented, so why couldn’t a miracle happen now? I turned to my mother, the believer in all unseen matter, and put it to her, but she looked small and silent, already sunken by grief.

The next day I was the first to arrive. Fauzia had been moved from the open ward to a private area. I took this as a positive sign. Look, I thought, she has her very own airy room, and one that felt profoundly peaceful, though its spacious silence seemed bottomless and unfamiliar, like the cool, deep inside of a well. The temperature dropped as I entered. Nurses weren’t bustling in and out. There were fewer machines around her. If she were awake, she would love this serenity, I thought, after all the thrum and bustle of the shared ward and the uncontained aggression of the intensive care nurse who had been overseeing her for the last few days. 

A friendly male nurse greeted me and told me to put on the kind of protective plastic clothing required to contain contagion – a PPE precaution that would become ubiquitous a few years later during the Covid-19 pandemic but which was unfamiliar at the time. I had no idea she was in the room alone because she was being isolated. I did as I was told, thinking again that this was usual practice. The nurse and I got chatting and I told him how they still didn’t know what was wrong with Fauzia. He looked down at the medical notes and told me that there was a diagnosis. 

‘A diagnosis?’ It seemed unbelievable that her elusive illness had been pinned down overnight, just as my sister had entered the holding-cell between life and death.

‘Didn’t you know?’ the nurse said, looking confused. 

‘No,’ I said, wanting to tell him about the months of mystery, the doctors’ infinite tests and the family’s helplessness. 

‘TB,’ he said. ‘She died from tuberculosis.’

They had, I was later told, discovered it from retesting her spinal fluid from a lumbar puncture they had administered on Fauzia’s back when she was still alive. Then, they had found nothing of concern, but they had not been looking for TB because they hadn’t thought of it as a possibility. But it had been there all along – ‘disseminating’, we were later told, from her lungs to other organs through her blood or lymphatic system. 

Questions began to rise: when had they retested Fauzia’s spinal fluid – after her haemorrhage or before? Why hadn’t they thought of TB when they saw her lungs were inflamed? An infectious-diseases doctor had stood by her bedside and told me that TB had made a comeback in recent times – so why wasn’t it considered by the army of specialists who had been tending her? And was it just an awful coincidence that they had found a diagnosis the day before they switched off her ventilator? A few hours after Fauzia had her haemorrhage, we were told her death would be referred to the coroner’s office for a postmortem, presumably because of the lack of a clear, unified diagnosis, but her medical records also make mention of the fact that she died of a ‘notifiable disease’ (required by law to be reported to a government authority), after the TB was discovered a day later. Either way, the coroner felt no need to investigate her case. Would we have felt more reassured if it had been? It was evident that her doctors had tried hard to discover a cause for her deterioration, but the fact that her illness wasn’t identified until too late left our minds buzzing with suspicion. 

Fauzia had had a difficult life, dealing with long-term depression and an eating disorder that came on in her early teens. It had ravaged much of her life, and brought with it the harsh bureaucracies of the medical and psychiatric professions. She had often spoken of feeling that the system was letting her down or failing to understand her – a system, she claimed, that seemed set on distrusting and disbelieving her because of her mental health. 

Now it turned out that she had been as unlucky in death as in life. Here was a diagnosis coming a day after the TB infection had already travelled up her spine and exploded in her brain. How had this happened? My then seventy-two-year-old mother – a quietly spoken woman with an imperfect understanding of English – had accompanied Fauzia, who became easily agitated with doctors and nurses. Had this had any bearing on how they had listened and responded to her? I had seen her become occasionally impatient with all the needles, oxygen cylinders and repeated questions, and she had also missed a follow-up appointment after being discharged from the Royal Free’s intensive care unit the first time around: by that time, she was too weak to do anything but sleep and was convinced she was out of danger because the hospital had sent her home. 

I didn’t speak in any depth to Fauzia’s medical team until her second stay at the Royal Free, but I had put all my trust in the system. I was sure they would save her, and my mother was there to oversee things, I reassured myself. Something else had stopped me getting involved, though. As teenagers Fauzia and I had been so close. I had witnessed her spiral into a black depression and acute eating disorder, which brought cycles of binge-eating followed by purging; I had felt a growing responsibility to make her better. But I left home for university just as she was worsening and carried on living my life as she slid into serious mental illness. A part of me had always held myself responsible for failing to stay and find a solution for her. Now I was afraid that I was being called upon to take responsibility for her, that it would prove too much and I would fail again.

When my mother phoned to tell me Fauzia had been rushed to A&E the first time in April 2016, my sister and I hadn’t been speaking to each other. We had argued on and off for decades, but we had had a big fight a few years earlier after which we had stopped talking altogether. The fall-out was over something small but it rippled back to buried grievances from early childhood, which left us both positioning ourselves as a victim of the other ‘oppressor’ sister. But the moment I got the call from my mother, I felt an urgent need to break the silence between us. I was horrified when I saw her swollen face, her eyes barely able to open. But she looked happy to see me after our long estrangement, and I was relieved to be reunited with her. We took a photograph while she was still on a hospital gurney: her face bloated in illness, mine hollowed in distress. I have my arm around her and we are smiling wanly. Thank God, I thought, when she was discharged. We had been given another chance at being sisters. This time we would do better. 
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