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            Prologue

         

         The USA was busy building its border wall and the country’s right-wing media were in a state of absolute frenzy. It is strange how grimly odd North American television is: the anchors with their blocks of static hair and immoveable opinions, the manic shouting for no apparent reason, the agitated ticker scrolling endless anxiety across the bottom of the screen. It is a self-contained world; brightly lit, loud and paranoid. The screen filled with footage of cranes hauling huge black girders into a line that would end up snaking a great swathe of the US frontier to Mexico.

         The news anchor lamented that progress was too slow; the number of immigrants escaping drought and crime in Central America had barely abated. The country was being ‘swamped’. He welcomed a guest: David Ward, a former US Immigration and Customs Enforcement agent, popped up on a split screen as footage of people walking from Guatemala into Mexico played. With unblinking blue eyes and goatee on the verge of grey, Ward griped that an army was heading to US soil, ‘not only from Central America but they’re coming in from Africa, from the Middle East’. This is nonsense, I thought to myself.

         As I went to change channels Ward thundered that, worse still, the caravans of immigrants harboured diseases such as ‘leprosy and TB1 that are gonna infect our people in the United States’. It made me stop. I knew first-term President Donald Trump had claimed ‘tremendous infectious diseases’2 were running rife because of immigration – it had become one of his minor refrains. Tuberculosis, maybe, at a push – but leprosy? Surely ‘fake news’, the newly minted phrase of the moment. Surely there is no leprosy now? In another 2time the question might have evaporated into the hyperbole it obviously was. Yet it lingered. The bait and switch Ward performed on-screen, between the othering of disease and the othering of the immigrant, seemed, and seems still, to be everywhere. The idea of leprosy began to consume my thoughts.

         The next day, the day after. The immigrant as walking pathogen, the immigrant as criminal. Crime as a disease, disease as the other: build the wall, stop the boats, keep them out. It’s a health emergency, it’s a political calamity, it’s a moral imperative. Our society is sick; the demigod populist has the cure. This book was born of this time, a moment in which, despite this shrinking world and our interconnected lives, the other is seen as more contagious than ever.

         *

         Leprosy, or Hansen’s disease, is caused by an intracellular, rod-shaped, environmentally sensitive pathogenic bacterium known as Mycobacterium leprae, first identified in 1873 by Gerhard Armauer Hansen, a Norwegian physician. It is spread in water droplets transported by sneezes and coughs. The bacterium, which thirty-six million years ago shared a common ancestor3 with Mycobacterium tuberculosis, evades the immune system by seeking out the cooler extremities of the body, hiding as an outlaw in the nervous system. There were 202,485 new cases4 reported across more than a hundred countries in 2019. (Central American cases were in the single digits.) The global frequency in 2023 dropped dramatically to 182,815,5 but as with many health problems, the Covid-19 pandemic catastrophically skewed detection. Compared to other bacteria, Mycobacterium leprae is incredibly slow to replicate itself, and this has long hampered attempts to trace the spread of the infection: by the time it is visibly apparent, a person who has 3leprosy is likely to have been asymptomatically carrying and perhaps proliferating the disease for an average of five years, sometimes as many as twenty.

         The first sign for the majority of patients will be numbness, most likely affecting the ability to gauge temperature, followed by sensitivity to light touch. A patient with tuberculoid leprosy – who will have better natural immunity to the attacking bacteria – might only exhibit a few discrete lesions, one- to two-centimetre red or white patches with slightly raised borders, possibly appearing decades after the initial signs. A person with untreated lepromatous leprosy (in which far more of the bacterium is present) is likely to suffer damage to the skin, the upper respiratory tract, toes and fingers, the eyes and the inside lining of the nose; they will experience blocked nostrils and swelling of the legs. If they seek medical attention, with luck, a doctor can order a slit skin smear, in which a small cut is made to the earlobe, forehead, chin, buttocks or, if they’ve already appeared, the lesions themselves. The doctor will scrape out a sample, which will be analysed under a microscope. The current multidrug cure – a combination of dapsone, rifampicin and clofazimine – has been available internationally since 1981. It was a major medical breakthrough and succeeded in reducing new cases from more than five million a year to the current hundreds of thousands.

         Neither strain is as infectious as mythology dictates, and 95 per cent of the world’s population is naturally immune to the bacillus. Most people with a good diet and the privilege of hygiene could spend a lifetime living with someone who is actively affected by the disease and not contract it. In areas where leprosy is still endemic – with India, Brazil and Indonesia topping that chart – a staggering 7.8 per cent of people have been found to carry the bacteria in their nasal passage.6

         Yet the disease’s dark reputation perseveres globally. In an 1886 essay, the French dermatologist Henri Leloir wrote that the leprosy 4patient suffers their condition twice,7 first as mycobacterial infection, second as stigma. A century later, in Illness as Metaphor, Susan Sontag notes: ‘Nothing is more punitive than to give a disease a meaning – that meaning being invariably a moralistic one … In the name of the disease (that is, using it as a metaphor), that horror is imposed on other things. The disease becomes adjectival.’8 While this book does serve as a history of leprosy, Outcast is not a medical biography, but the story of this stigma – how the secondary infection identified by Leloir spread: how it came about, and how this particular stigma, the ur-stigma, was used as the blueprint for other forms of discrimination. Leprosy has become a geography, the world divided into ever-shifting territories of the unclean and clean; those who are subjects of Sontag’s ‘kingdom of the sick’, and those looking across the border wall in abject fear.

         *

         A condition called ‘leprosy’ has much footprint in later translations of religious scripture, its sufferer hailed as ritually impure from Sanskrit hymns to the Old Testament, but these often prove unreliable evidence with which to trace the modern condition. A great deal of today’s medical knowledge first emerged from the cultural and intellectual hub of third-century BC Alexandria. Among the ancient city’s doctors was Straton, who, on encountering great sickness among Alexander the Great’s soldiers returning from India (leprosy and war continue to dog each other today), described in detail a condition that resembles the effects of Mycobacterium leprae to a tee. ‘Its symptoms are not hidden:9 they consist in livid and black embossments that resemble ecchymoses; some on the face, others on the arms, still others on the legs.’ This bruising he named ‘elephantiasis’, long before the lymphatic infection that swells the legs took the name.5

         Attracted by Alexandria’s reputation for tolerance, though keeping to their own quarter in which they might make their religious observances without hindrance, the Jewish scribes of the city were busy at their desks too, translating the Tanakh into Greek. Where today’s reader finds reference to ‘leprosy’ there, and in the Old Testament, in the original text the Hebrew word tsa’arat (צרעת) was used. The first use of tsa’arat these scholars needed to translate occurs in Leviticus 13, as God appears to Moses and issues a complex series of commands regarding ritual cleansing in the case of a person with a skin condition. Such a person is deemed unclean and is forbidden from entering the temple or touching sacred objects. They must live outside the camp. While symptoms persist, a priest must undertake regular examinations to see if the infection is spreading. ‘If the priest look on it, and, behold, there be no white hair in the bright spot, and it be no lower than the other skin, but be somewhat dark; then the priest shall shut him up seven days.’ For the examining religious man this was regarded as a risky job, and the passage not only forges the connection between this skin complaint and sin, but also charity and martyrdom. Crucially, however, we don’t know what condition was being described, and nor would the rabbinic scholars have done – unlike Straton’s scientific description, the verse is light on visual clues – but in their upper-case script, laid down on parchment, they inked their translation as lepra (λέπρα), which at the time was a more generalised term. Taken from the Greek word for scales, as in of a snake (the scholars perhaps relishing the link to the Garden of Eden), it covered a vast range of dermatological conditions, from boils to vitiligo and psoriasis, all annoying, but comparatively harmless.

         If a single – identifiable – health complaint were to become synonymous with such passages, it would create the conditions for the societal stigma that was to come. That is of course what happened. In using lepra the scribes of Alexandria had translated tsa’arat carefully, 6reflecting the vagueness of the scripture, but as the years passed, the more general nature of the label of lepra slipped away and it came to replace elephantiasis as the name of the more serious, specific, disease that we now know as leprosy. Medical men tried to arrest the trend, but language was never consecrated in books but in the lanes, squares and markets of the ancient world. By the fourth century, Gregory, bishop of Nazianzus, was using lepra to describe a horrifying spectacle: sufferers who were ‘disfigured, unrecognisable,10 identified only by their names; avoided, shrunk from, detested, despised by relatives, fathers, mothers, spouses, children; wandering night and day, naked, destitute, exposing their loathsomeness to the gaze of passers-by to move them and obtain alms’. The die was cast: leprosy was etymologically linked with sin; it was the disease iconic of Christian charity. By the sixth century, this was the stigma summoned rote by congregations whenever the rabbi or priest mentioned lepra from their bimah and pulpit, an image not of mild eczema or persistent psoriasis, but the terrible deformations of leprosy at its most severe. If the image of the biblical ‘leper’ is more at home in Sunday school classes than academia, more parable than fact, it nonetheless laid the foundations for the persecution that was to come.

         *

         To be called a ‘leper’ is now a mark of the other and a slur. Leprosy is a cultural artefact, a costume and a mask; a turn of phrase, a metaphor. It is a receptacle for nightmares and prejudice, a synonym for the lost and the cast-out. Leprosy is a lazy descriptor, a word so full of meaning and meanings that it has become meaningless. It is a linguistic construction. Erving Goffman, the American sociologist, argued that to understand stigma ‘a language of relationships,11 not attributes, is really needed’. Stigma – the ‘spoiled identity’ of 7the leper – occurs not because of a person’s particular characteristics, but because of those characteristics in relation to the people who surround the subject. I will only use, in quote marks, the word ‘leper’ – today highly offensive to anyone affected by the disease – in such moments when it would be ahistorical not to, or if I am precisely referring to the social construct rather than the patient themselves. The word ‘leprosy’ has been superseded in many languages with deviations of ‘Hansen’s disease’ but retains common usage in English, so I too will continue to use it, with acknowledgement that it is contested.

         When Goffman sets up those whom he calls the ‘normals’ versus the stigmatised, I can’t help thinking of the ‘ordinary’ Americans for whom the likes of Fox News claim to speak, the ‘hard-working Britons’ that the right wing of my own country valorise. All stigmas, leprosy the ur-stigma included, are ultimately a combination of language and politics, or language weaponised in pursuit of a particular politic. In labelling and categorising we are attempting to produce an ‘other’ beyond our self, to build a wall between ‘us’ and ‘them’. If we consider who is stigmatised in today’s society, merely as absolute numbers, whether by race or gender, disability or belief, those affected by leprosy are a statistical footnote (an issue that frustrates NGOs raising funds and patients battling for political attention). And yet the history of leprosy is also the history of colonisation and oppression in Africa, Asia, South America and the Pacific, a history that has entangled the Jewish people for millennia. There’s a reason so many individuals that identify – or might latterly be thought of – as LGBT or queer are found woven into this story. The ‘leper’ takes many forms.

         When David Ward lied about leprosy among the Hondurans, Guatemalans and Salvadoreans heading for the USA, he knew what he was doing. Leprosy has been used as a means to persecute and 8subjugate throughout history, a trigger word for fear and panic, an age-old excuse for racism and repression.

         *

         My journey to the root of this stigma started in the northern hemisphere – Britain, Norway, Russia – partly out of pragmatism, partly because the presence of colonies and sanatoria in the temperate world so obviously refutes the racist idea of leprosy as a ‘tropical disease’. Following in the wake of imperialism, I traced leprosy south into South Africa and Mozambique, to Hawaii, until in 2019 I moved to Brazil. Working as a journalist amid the turbulence of that country’s lurch to the right, the political mismanagement of which created a ‘regional leper colony’,12 Bloomberg thought, I saw how leprosy remained endemic in the world’s fourth-largest democracy. I also found that while the country harboured the disease, and a very dark biopolitical history, it was also at the vanguard of a remarkable social movement seeking to right the wrongs of the past. A community once isolated has given rise to an international network of patients, activists and advocates, a people who refuse to be outcast.

         They are the heroes of this story, and they sent me from one to the other, recommendations and introductions that I am eternally grateful for. A certain amount of travel is necessary to tell the story of a people pushed to the periphery, though the cruel irony never left me that the freedom of movement I enjoyed was a privilege that had long been denied many of them. Scribbled-down phone numbers turned into flight bookings; tentative emails precipitated planes across Siberia and boats to Japanese islands, Land Cruisers off-road during an insurrection, buses through the backlands of Brazil and hundreds of interviews across five continents. Albert Camus wrote in The Plague that ‘perhaps the easiest way of making a town’s 9acquaintance is to ascertain how the people in it work, how they love, and how they die’.13 I adopted his methodology but with trepidation: all those are delicate points of connection, made infinitely more so considering I was a stranger arriving with power and a pen among some of the most marginalised people in the world. I was received with remarkable generosity and grace, though, and made to feel welcome wherever I went.

         What follows – the story of leprosy’s stigma since that fateful misunderstanding in ancient Alexandria – is pieced together from three sources: the words of those I met, my own observations, and historical records. The last of these is more often used to corroborate the first, but on occasions, as is the way of telling the story of a people who were purposely disappeared, this has not been possible. I’ve included such testimony nonetheless, signposted with the thought that personal mythology, even with its veracity uncertain, tells you more about how a person has experienced the world than facts and figures ever could. Outcast is partly about acknowledging a wrong of the past, but it also asks a difficult question, one with which patients past and present have long grappled. Does a society’s sense of itself always rely on ostracisation?10

         
            Notes

            1 leprosy and TB: After the segment was picked up in print media, Fox’s press office sent out a clip which it said highlighted anchor Charles Payne challenging Ward’s claims.

            2 tremendous infectious diseases: Rupert Neate and Jo Tuckman, ‘Donald Trump: Mexican Migrants Bring “Tremendous Infectious Disease” to US’, Guardian (6 July 2015).

            3 common ancestor: Luigi Santacroce, Raffaele del Prete, Ioannis Alexandros Charitos and Lucrezia Bottalico, ‘Mycobacterium leprae: A Historical Study on the Origins of Leprosy and Its Social Stigma’, InfezMed, 29/4 (Dec. 2021), 623–32.

            4 202,485 new cases: World Health Organization (WHO). Leprosy. Number of new leprosy cases: 2019. https://apps.who.int/neglected_diseases/ntddata/leprosy/leprosy.html

            5 182,815: World Health Organization (WHO). Leprosy. Number of new leprosy cases: 2023. https://apps.who.int/neglected_diseases/ntddata/leprosy/leprosy.html

            6 7.8 per cent of people: P. R. Klatser, S. van Beers, B. Madjid et al., ‘Detection of Mycobacterium leprae Nasal Carriers in Populations for which Leprosy Is Endemic’, Journal of Clinical Microbiology, 31/11 (Nov. 1993), 2947–51.

            7 suffers their condition twice: H. Leloir, Traité pratique et théorique de la lèpre (Delahaye et Lecrosnier, 1886).

            8 disease becomes adjectival: Susan Sontag, Illness as Metaphor (Farrar, Straus and Giroux, 1978), 58.

            9 Its symptoms are not hidden: Quoted in Mirko D. Grmek, Diseases in the Ancient Greek World, trans. Mireille Muellner and Leonard Muellner (Johns Hopkins University Press, 1989), 168.

            10 disfigured, unrecognisable: Charles A. Mercier, Leper Houses and Mediaeval Hospitals (H. K. Lewis, 1914), 5.

            11 a language of relationships: Erving Goffman, Stigma: Notes on the Management of Spoiled Identity (Penguin, 1990), 13.

            12 regional leper colony: Andrea Jaramillo, ‘Brazil Shunned as a Covid Superspreader by Nervous Neighbors’, Bloomberg (13 March 2021).

            13 how they die: Albert Camus, The Plague, trans. Stuart Gilbert (Hamish Hamilton, 1948), p. 4.278
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            PART ONE

         

         
            ‘What strange ideas people have about leprosy, doctor.’ 

            ‘They learn about it from the Bible, like sex.’

            Graham Greene, A Burnt-Out Case12
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            St Albans, UK

         

         In 1178 a small procession set out from the English village of Redbourn, a box of bones carried aloft. Their destination was St Albans, an old Roman town a few kilometres south, then, as now, dominated by its abbey. More than eight centuries later, on the first good day of a bad spring, I’m walking the same route they took. I pull my cap down to shield my eyes and push towards the sun. It is a country road, cracked, potholed and patched up, that I have taken before: I was born close by and went to school in St Albans, now a commuter hub of chain restaurants and spiralling house prices, but filled still with the urban remnants of two millennia. In the distance, across the farmers’ fields, I can hear the muffled rumble of the A road that I used to travel by bus each weekday, dressed in the uniform of my Catholic comprehensive. Today, though, I’m looking for a leprosarium.

         The medieval troop carried with them the relics of St Amphibalus, the priest who inspired St Alban, the protomartyr of the British, to embrace Christianity. Alban was decapitated as he protected his mentor from the Romans around the year AD 304. The skeleton of Amphibalus, it is said, lost on his own death the following year, had been unearthed after a local man dreamt of its whereabouts, a miraculous vision that proved correct. Tramping along, my younger self feeling as ancient a history, newborn lambs amble the fields to the right and cows plod to the left. The grass they browse stretches out unstintingly flat, each side reaching asymmetrical copses of trees that stitch the luminescent green to the cloudless blue sky above. After half an hour the blocky spire of the abbey peeks above the distant horizon, the crown to a millennium of architectural additions and extensions. When the faithful from Redbourn neared the town’s wall 14850 years ago, the Norman building their destination, ahead they saw a small group coming in the opposite direction. It was a band of monks carrying their own relics, the bones of St Alban, out to meet them, reuniting the saintly pair on this path and in death. As each parade approached the other, their loads are said to have become miraculously light; the normally heavy caskets – which had until then required the strength of the whole group to lift them – could suddenly be borne by a single monk ‘without difficulty’.1 This supernatural sign may have ended just as a tale being told there and then, but yet another vision occurred a short while later.

         Chroniclers tell of an otherworldly light flashing before a local man as the spirit of Amphibalus appeared. The man was told that the meeting place should be honoured with fitting reverence. To the right of the lane, on this magical spot, St Mary de Pré Priory was built, expressly founded in 1194 for thirteen women with leprosy. It joined a similar establishment in the town, a monastery called St Julian’s, built five decades previously for men with the disease, though that site has long been lost to time, tarmac and suburbia, preserved only as the name of the neighbourhood. I know there is little to see today of St Mary de Pré too, just an oddly steep verge, one that leads to slightly uneven terrain, before heading down to the boggy ground of the ancient River Ver. I notice it only because I’m looking, a local historian having furnished me with rough co-ordinates, the incline carpeted with the white skeleton heads of cow parsley, the dips and troughs of the pasture beyond trampled by cow’s feet. I climb over a wooden fence, carefully avoiding a length of barbed wire strung between the planks, and trace the boundaries of the field, all the while eyeing the grazing cattle nervously. Somewhere under the tangled ground, a few hundred years of earth between, lie the remains of the priory. This weed-ridden stretch of nothingness conjures up a disease disappeared, a history buried far underground, the Middle 15Ages and its ailments dissipated to a place of fairy tales. The analogy of leprosy seems acceptable, because for many in the West the living, breathing disease is dead.

         *

         Even without the sacred nature of the spot, St Mary de Pré’s location at the entrance to the town, along what was then a busy thoroughfare on which alms could be begged, might be considered a prime position – it was beyond the town’s walls but in sight of the abbey and the first building any traveller would encounter. The sisters, who took their vows on diagnosis, would have been happy with the ad hoc charity, but neither were they forgotten by the powers that be. St Mary de Pré boasted glazed windows, tiled roofs and a fire in each dormitory, and the newly crowned King John bestowed them with over thirty acres of land on which they could farm, while also decreeing ‘that they may have one festival every year at St Mary’s.2 In the meadow near the village of St Alban … with all the liberties and free customs pertaining to such a holiday’. The abbot granted various tithes and the income provided a lifetime allowance in food and clothing for the religious order. Living alongside the sisters who had the disease were healthy nuns, both ranks of the religious order overseen by a prioress, and they would dine together, neither permitted to be late or leave before grace had been said. They were given access to local mills to grind oats and malts, and every week a cartload of wood would arrive. The sisters whose health allowed would pray, cook and clean, and haul sacks of grain or the bails of logs into the religious house.

         This all seems at odds with the cliché of the ‘medieval leper’, outcast, feared in their rags, shunned as they rang their bell or sounded their clapper, seemingly to signal their unwanted presence; this was the dirty figure I’d seen depicted by Hollywood, the one I’d 16been taught about in some offhand fashion at school. Unless St Mary de Pré was an aberration, to judge from my home town, the mythology of the ‘medieval leper’ seems no more real than that of the vampire or ghoul. That figure, I come to realise, is more than a story we have scared children with on a dark night or an image invented to provide a pleasingly coherent picture of the past. It is a bogeyman constructed carefully, with a political and social purpose, a nightmare assiduously made with perennial human fears in mind.

         When the first sisters entered St Mary de Pré, Christianity had found firm roots in England for little more than 500 years. Their disease was a mark of sin in the Old Testament, but now, inspired by the New Testament, it had also become a condition of divine blessing. In Numbers 12, Miriam is smitten by ‘leprosy’ after she and Aaron speak derogatorily of their Ethiopian sister-in-law. Whether it really was leprosy or not is irrelevant – the medieval faithful reading in translation now believed it was. ‘And the cloud departed from off the tabernacle; and, behold, Miriam became leprous, white as snow: and Aaron looked upon Miriam, and, behold, she was leprous.’ This God was a wrathful one. Were you to move from the synagogue to hear the priest in his pulpit, however, you would be told of Jesus meeting ten men with the disease on the border of Samaria and Galilee, their belief in his ability to perform miracles rewarded by instantaneous emancipation from ill-health’s grip. Matthew 8 tells the story of a man with leprosy approaching Jesus and saying he believed a miracle could happen and he could be cured by a touch of the hand. And so it came about. These were shining examples of good Christians. The gospel writer goes on to quote a passage from Isaiah, in which the prophet predicted the divine coming would take ‘our infirmities / And … our sicknesses’.

         No vampire or ghoul, then, but a man or woman with leprosy was a supernatural being in medieval times, an age in which the empirical 17and spiritual were intertwined to a cosmological extent that today’s secular society might never fully comprehend. No lumpen ‘Dark Ages’ of post-Enlightenment myth, but certainly this was a world in which God and the Devil were everywhere, in which every action was a transaction with the afterlife, and in which such a visible condition can only ever have been interpreted as a message, divine or diabolical, from up above or down below. The ‘leper’ was a phantasmagorical being, a small bit of God made spoiled flesh: a visage to be feared, but honoured too. As the centuries passed, however, it was the medieval devil who took hold of the disease – or rather, he was handed the condition by the politics not of the medieval world, but of the nineteenth century.

         *

         To understand the disease in medieval times is not an exercise in history so much as in historiography. In our own great-grandparents’ lifetime, when imperial powers used the spectre of leprosy as a means of controlling their colonised populations, they reached for a mythologised picture of another time, conjuring the ‘leper’ as pure horror show, a manifestation of disorder and racialised primitivity. To create an outcast, it is helpful to have the weight of the past on one’s side – if it isn’t, reinvent the history.

         The more nuanced story is that a person with leprosy in the Middle Ages was an exemplar of sin and divinity simultaneously. To be a sinner was not the exception though, but the baseline of medieval humanity. And that original sin – as Augustine of Hippo had it – would only be added to in a lifetime. A person with leprosy manifested this devilishness physically but if he or she were to bear such sickness with patience and humility, they would be justly rewarded in unprecedented fashion. Until the Reformation turned 18the world upside down, medieval Christianity operated on a system of ‘spiritual credit’ in which every good deed, every prayer or mass, every suffering, could be used as payment against the time one was condemned to spend in purgatory. (Pilgrims to the castle church at Wittenberg, for example, where Martin Luther would start his revolt against Rome, could commute 1,902,202 years and 270 days3 from their torment by viewing the 19,013 holy bones contained there; visitors to the relics of Saints Albans and Amphibalus would be making similar calculations, the bones a potentially lucrative income for the abbot.)

         To have leprosy was deemed so uniquely awful, however, that it was considered a living purgatory, and come the moment of death, a person with the disease had already paid their debt to God. With their sentence spent, they would go straight to heaven. When Gregory of Nazianzus, who in his infamous funeral address memorialising the charity of Basil of Caesarea described the lepra as ‘men already dead except to sin;4 often dumb, with festering bodies whose insensible limbs rotted off them; heartbreaking and horrifying spectacles of human ruin; objects of repugnance and terror’, he was not really describing the leprous of this world, but the awful, lengthy spectacle that awaits everyone in his audience (though heretics in particular), come their final breath and journey to the purgatorial flames. Faced with this, for some, leprosy seemed the better deal, ‘misfortune considered blessed’, Gregory said. The English-born chronicler Orderic Vitalis wrote of a monk named Ralf who successfully prayed for the disease; Yvette of Huy, the Belgian saint, went to live in a community of leprosy sufferers, yearning to join their number.

         If one couldn’t cancel purgatory with leprosy, one could at least bank some spiritual goodwill by practising charitable deeds or financial generosity towards these Christ-like figures (as Basil of Caesarea 19had done, establishing what has been characterised as the first hospital). The leprous sisters of St Mary de Pré would have prayed for their patrons’ souls in the next world, in return for the food and succour they had received in this one.

         *

         After I’ve climbed back over the wooden fence, scraping a cowpat off my boot sole, it takes me fifteen minutes to walk through Verulamium Park, past the crumbling, fenced-off Roman walls I used to sit out on as a teenager and on to the foot of the hill that leads to the cathedral. So close to the city, it is clear that the placement of the hospital was an act of display, too, advertising the Christian charity of the priory’s benefactors and its abbot. Social solvency and spiritual credit through an easy bit of patronage: the equivalent of sponsoring a night at the opera or bankrolling an art exhibition.

         The set-up in St Albans was not odd. One of the earliest leprosaria in London was established in 1117 by Henry I’s wife, Queen Matilda, a feverishly Christian woman who would wash and kiss the feet of the sick out of penitence (ensuring such acts were well-publicised among her subjects). It was situated in the gardens between the City of London and Westminster, where St Giles in the Fields church and the brutalist Centrepoint building now stand. The site was chosen to allow the up-to forty inmates to seek charity and barter for goods from those making their way between the two settlements. Matilda set a fashion,5 and the rich and ennobled of medieval England established such houses in East Anglia, the Midlands, the North and the far west of England. By 1350, at least 320 were established throughout the country, with Matthew Paris, the St Albans-based Benedictine monk, estimating that there were 19,000 leprosaria across western Europe.20

         Land registries, archaeological evidence and other primary sources show that these ranged from cloistered religious communities such as St Mary de Pré to near-democratic spaces in which residents had a large degree of autonomy due to the patronage they received. In the substantial collection of Byzantine artefacts of the Dumbarton Oaks Museum in Washington, DC, there is a sixth-century seal with the appearance of a coin, just over two centimetres in diameter and made of lead. The seals were used to verify that a document came from the sender and to demonstrate it had not been opened or tampered with. With a rough, chipped edge, this particular one shows St Zotikos on one face with an inscription in abbreviated Greek on the other: ‘Seal of the brothers of St Zotikos’ (St Zotikos was canonised for saving hundreds of people with leprosy who had been condemned to die by Emperor Constantine). These monks belonged to a large leprosarium that was established in the mid-sixth century in Constantinople. In a remarkable bit of detective work,6 for which the seal proved the smoking gun, historians were able to establish that any sale of assets or property from leprosaria needed the consent of the leprous residents themselves, which in the case of large institutions such as St Zotikos, where they outnumbered staff, effectively gave them a stake in the governance of their own institution, including, possibly, the budget itself. With that would have come power: no decision could be made without the residents’ seal of approval.

         Signs of similar agency could be found in western European institutions across the full run of the Middle Ages. In thirteenth-century Brive,7 south-west France, the residents regularly inspected the accounts and if they found the master of the leprosarium, elected from their number, to be corrupt, they were able to hold him to account. There is copious material showing that women had managerial roles. One document notes that a leadership meeting featuring four female and three male patients at a leprosarium in Genoa was,8 21on one occasion in 1408, moved from its usual room in the institution to one of the women’s bedrooms because she was confined sick to her bed. They would have crowded in, huddled round her, to discuss the immediate issues of the day. I imagine it was as long and winding as all residents’ meetings, with the kind of grandstanders and rule sticklers who are uniform to any age. The patients themselves could accept philanthropic gifts as legal representatives of the institution in which they lived: in early-fifteenth-century Crete,9 a woman named Irene Ambelakianes had enough responsibility to sign a receipt for one such cash bequest. For many patients, life inside the walls of the leprosarium therefore was better than anything they had experienced outside – materially and politically – a privilege they guarded anxiously. At St Julian’s, one of the richest of these establishments, patients were given a pig at Martinmas, with the resident who had lived in the leprosarium the longest enjoying first dibs. Where else would you get such treatment?

         According to the statute books for various institutions across Europe, were any resident to prove continually disruptive, the ultimate sanction was expulsion from the community: a sign that these were places the residents wanted to be part of, not prisons they dreamt of escaping. Robert and Agnes Waldshaf, a married couple both with leprosy, lodged a petition with the English Crown in approximately 1328. Their institution beyond the East Gate of Chester, they moaned, had been founded ‘for lepers alone’10 but ‘is now charged with other people who are not sick’, and would the king please ensure ‘that they might be served with what he granted them there’. Indeed, St Bartholomew’s in Dover11 has been likened to a ‘medieval equivalent of a workers’ co-operative under the direction of their leprous master’, in which the sixteen male and female residents divided their garden produce and shared grain, milk and eggs between them, with enough surplus to pay the rent for the hospital land. 22Completing this bucolic image, they made their own clothes from wool shorn from the leprosarium’s own flock of sheep.

         *

         While the abbot of St Albans was planning St Mary de Pré, Henry II sat on the English throne. If some Victorian accounts are taken at face value, the kind that have since passed into popular imagination, the monarch oversaw a regime in which the leprous were burned alive – barbarous stuff that seems at odds with the archaeology beneath the grass. In debunking such fabulation, Carole Rawcliffe, now emeritus professor of medieval history at the University of East Anglia, emerges as something of a hero, forensically tracing the origins of this and other similarly horror-inducing readings of the past not just to the source material, but also the points in history where the misunderstanding – or deliberate misreading – of the archives occurred.

         Henry II was draconian in his suppression of foreign religious heretics, introducing laws that promised death to anyone found importing banned religious texts or harbouring nonconformists in their homes. Leprosy was often used as an analogy for heresy in the Middle Ages: both spread by breath, one deforming the body, the other corrupting society. William of Newburgh, a chronicler, called those agitating against Church orthodoxy a ‘pestilential disease’.12 As this analogy passed through texts and books of later centuries it became distorted, materialising in lurid descriptions of the English king ordering the sick to the stake. The narrative of Henry II conducting a cruel war against those affected by the disease is countered by the monarch’s personal patronage of patients – not least in St Albans, where he not only confirmed the endowments already bequeathed to the residents of St Julian’s, but added his own donation, in perpetuity, of 1d. a day13 (equivalent to what a skilled tradesman 23might earn in a week).14 The figure of the ‘leper’ was, after all, a bulwark against the Reformation, as much a part of Catholic theology as indulgences and transubstantiation.

         Rawcliffe suggests another source for the claims of immolation was probably Thomas Becket – the monarch’s sworn enemy, and eventual murder victim, so not exactly unbiased. It was, however, a nineteenth-century woman, Agnes Lambert, who painted the image of ‘lepers’ in flames most vividly for the modern reader. Lambert’s historical misdirection was featured in the second of two articles she wrote in The Nineteenth Century, a pre-eminent monthly journal that took a strong interest in the subject of leprosy as Britain’s imperial conquests flourished. The first article in August 1884 spilled out over two dozen pages of hyperbolic prose, suggesting the disease was an imminent threat:

         
            Leprosy has not ceased15 to be of living interest and concern to Englishmen; … with the expansion of England, it has been brought back to our very doors. For wherever the eye may rest throughout our vast Indian Empire, or the further-stretching limits of our colonial possessions, the dark cloud of leprosy is at this moment, whilst I write and others read what I have written, overshadowing the fairest spots of earth and the most fruitful territories of our commonwealth.

         

         Committed to the doctrine that those with leprosy should be kept away from the rest of society, even at the cost of their own rights, she used her second commission in September 1884 to complain that the colonial authorities didn’t take the danger as seriously as they, she claimed, had done in the Middle Ages. ‘Whether they were the outcome of charity or selfishness, the one great general object in view was, not the cure of leprosy, for then as now leprosy was deemed incurable, but to arrest the spread of it: to prevent the contamination 24of the sound by contact with the infected’; to this end they were ‘rigidly excluded’.16 She seems to excuse Henry II’s supposed cruelty because, she writes, the king was acting ‘through fear, not through greed’.17 Whatever repressive methods the new segregationists of the imperial powers might employ, they could at least claim they weren’t indulging in mass executions. The medieval ‘leper’ and all the apparent degradations they suffered were concocted and exaggerated not only to strike fear into nineteenth-century hearts, but also to bolster colonial missionary programmes. ‘Again and again we come across the stern decree of banishment and confiscation pronounced by the secular authority against the leper,’18 Lambert writes of the Middle Ages. ‘And again and again we find the Church mercifully extending its protection to them.’ The picture she paints of the past, bar the death sentence, seems above all a blueprint for imperial authorities tackling the disease by bayonet and Bible in her own time.

         The myth of the ‘leper mass’ is just as fanciful. In 1931 Édouard Jeanselme, a French leprologist, wrote a detailed summary of a funereal ceremony which he alleged was performed in the Middle Ages on the discovery that some unfortunate harboured the disease. Jeanselme describes how the ‘leper’ was allowed to enter a church one last time. There they knelt before the altar under a makeshift awning of black material with a black veil over their face. In Amiens, France, the service would take place in the cemetery, the condemned required to stand in a freshly dug grave. Inside or out, three spadefuls of soil would be thrown in the face of the victim and, breaking from the Latin, the rules governing their new life would be read in the local language. They were told they could never again enter a church, nor ‘fair, mill, marketplace,19 or company of persons. I forbid you to ever leave your house without your leper’s costume.’ They were told they couldn’t use a stream or the water fountain. They couldn’t enter a tavern, or touch anything that they might buy until it was theirs. 25They were given a bell, rattle or clapper, which they must sound by way of warning. With that in hand, the diseased was led to their new accommodation.

         The sisters of St Mary de Pré would have certainly had to go through a ceremony, just as the healthy nuns they lived alongside would have done when they took their habit. There was no ‘funeral’. The leprous monks of St Julian’s certainly had a uniform – a tunic and cowl of russet colour in which the sleeves were to extend to the hand and down to the ankles, black cloaks to be worn over the top when they attended church – and were dead to the earthly world, because like all religious they had taken their sacred vows. There were rules too: the leprous monks were to walk downwind of others, they weren’t to linger gossiping in the street, they couldn’t play with children – but the notion of a strict universal ostracisation is grossly overstated. For Chaucer to write of his lackadaisical friar, ‘He knew the taverns well in every town / And every innkeeper and barmaid / Better than a leper or a beggar-woman’ suggests a person with leprosy must have been a reasonably common sight for those swigging ales in the fourteenth century. Other apparent injustices are similarly questionable. On diagnosis, a person often lost legal rights, particularly rights to property, but the relinquishing of one’s worldly possessions, to put it another way, was standard procedure for entering religious cloisters. And what about the bell and clapper, so iconic of the ‘leper’, used so much in religious art of the period? A tool not to scare away the public, but to summon their charity, the disease affecting the throat and speech. The equivalent of a British ice-cream van’s tune calling for custom.

         The macabre vision of the ‘leper’, misrepresented and distorted, proved too alluring a thought, though, taken up by poets such as Alfred, Lord Tennyson and Algernon Charles Swinburne – both close to the literary milieu of The Nineteenth Century – chiming 26with the dark Romantic imagination, and for far darker political ends. Before Jeanselme, Lambert too had relished the ‘leper mass’ as a common event. Reporting the priest’s commandments, she pauses at number four – the rule which apparently forbade someone with leprosy from touching anything at the market until they had paid for it – and makes implicit her reason for retelling this history. Referring back to her first article for The Nineteenth Century, she writes: ‘The fourth of these20 commandments would certainly have been appreciated by the people of Jamaica, where, as we saw, the lepers exhorted contribution by putting their fingerless stumps upon the articles they wanted that were exposed in the stores.’ She notes approvingly of the seventh law, which commanded ‘lepers’ to avoid narrow streets, that even if those in the Middle Ages had been cogent with modern germ theory and had seen bacillus under the microscope, ‘would it have been possible to devise a more minute and searching law?’ Jeanselme was an equally unreliable historian, in fact no historian at all but rather the president of the eugenicist French National League Against the Venereal Peril, who among other things, personally advocated rigorous screening for leprosy, mental health issues and sexually transmitted diseases prior to the issuance of marriage licences in early-twentieth-century Paris. At every turn, there seems to be a figure of the later imperial age manipulating the image of medieval leprosy to suit the prejudices of their present.

         *

         Across a vast geography and numerous centuries, the experience of the medieval European with leprosy was not universal. Their fortunes waxed and waned. Civic and religious law differed, monarchs and popes left their mark, attitudes in the markets and taverns didn’t 27always accord with the letter of the statute book. Not everyone was gifted a holiday pig. Leprosy was a constant presence until the fifteenth century, but the ‘leper’, the outcast, came and went. There were pockets of horrendous repression in the Middle Ages, and the so-called 1321 ‘lepers’ plot’ is surely the most infamous.

         In the middle of Lent that year, during an unseasonable bout of snow, a rumour circulated the towns and villages of southern France that people with leprosy were behind a plan to poison the wells and drinking fountains. Their weapon was a witchy concoction of urine, human blood, three unspecified herbs and a consecrated host. These were apparently ground down to paste and placed in small bags containing weights which would sink to the bottom of the water sources. It was a wild fabrication, the kind that had long plagued other groups, such as Jews, who would soon be embroiled in this catastrophe. Like all conspiracy theories, it is hard, however, to say where the rumours sprang from or why it caught the imagination in quite the way it did. (Strangely, it did foreshadow another apocryphal incident some hundred years later, in which Catalan– Aragonese forces retreating from a Neapolitan village were said to have left their adversaries caskets of wine contaminated with the blood of leprosy patients.) Soon anyone with leprosy was being rounded up for inquisition and torture – at least two of those apprehended were women who had been elected ‘masters’ of their leprosaria. On the Maundy Thursday before Easter,21 the mayor of Périgueux ordered all the inhabitants of the leprosy houses to assemble in the town square. Men and women were separated and each subjected to interrogation with the order for general execution coming ten days later. Messengers were dispatched to King Philip V to tell him what had occurred.

         With Easter gone, one of the most ferocious enforcers of Church orthodoxy, Bernard Gui, was put in charge of the investigation. He 28never seemed to doubt the plot ‘against the safety of the people’, said to be two years in the making. Bernard declared that ‘these persons, unhealthy in body and insane in mind, had arranged to infect the waters of the rivers and fountains and wells everywhere … so that healthy men drinking from them or using the water thus infected, would become lepers, or die, or almost die, and thus the number of the lepers would be increased and the healthy decreased’. With the type of violence and lines of questioning employed by medieval inquisitors, often using torture, Bernard soon gathered the evidence he needed. Initially he claimed their motive was to take ‘the lordship of towns and castles,22 and had already divided among themselves the lordship of places, and given themselves the name of potentate, count or baron in various lands, if what they planned should come about’. Come June, in a royal edict, those who had admitted their apparent guilt had their possessions seized by the Crown. Yet a person who had to beg for alms in their lifetime often had little to offer in death and so the pickings were relatively slender.

         The detainees were coerced into extending the apparent plot, and admit they were in league with the Jews. In this lurid fantasy, Jewish people had paid the leprous to carry out the poisoning of the water, knowing that if they had done it themselves, they would be immediately suspected. It provided the flimsiest of excuses to arrest and kill any number of Jewish people and confiscate their property – possibly always the real aim. Given this alliance was already surely stretching credibility, it seemed logical to bring in yet more groups who were hated under Philip V’s reign. Muslims, of whom there were few in France at the time, were undoubtedly the ones ultimately pulling the strings, the conspiracists reasoned, with the king of Granada and the sultan of Egypt taking on Mr Big roles. This seems the first anti-leprosy hysteria, a pogrom against the sick. It is a devilish story, but one that happened in just a few 29months, and the horrors proved short-lived. Something approaching sanity began to prevail in Périgueux by autumn when free movement resumed gradually, and soon after across the rest of France. The innocence of those with leprosy was acknowledged – they were even compared to the blameless children killed by Herod at one point – and the Pope agreed a decade or so later to a request for the return of one community’s assets. No apology was forthcoming to the Jewish people, however, and when the Black Death arrived two decades later, history repeated itself, with fear once again stoking anti-Semitism.

         *

         In 1327, just a few years after the ‘lepers’ plot’ across the Channel, Richard of Wallingford was made abbot of St Albans at the age of thirty-five. He showed no sign of leprosy during his ratification in Avignon, a city that had borne much of the persecution, but soon after a pain in one eye was the harbinger for worsening health. His monks refused calls for his removal, however, and demanded that a coadjutor be appointed to carry out his more strenuous duties while Richard was allowed to devote himself to his passions of horology, astronomy and trigonometry.

         Stepping into the shade of the abbey is a relief after the walk; the stone walls and auburn floor tiles, with their crest motif, are cold to touch. The abbey, or cathedral as it is now, is the kind that is popular and big enough to need an extensive gift shop and a small platoon of jolly retirees to give guided tours. The interior is a mall of chapels, bays and vestries that line what is boasted as the longest nave in England. Stretching eighty-five metres, filled with rows of wooden pews, its gothic decoration was relatively new to Richard’s time; the abbot inherited a building in disarray and bad shape following 30neglect and two earthquakes. From above, the whole place has the floorplan of a cross. You could spend hours touring what was once the mother-house to St Mary de Pré. The body of the cathedral has a pictorial ceiling and medieval wall paintings scratched out in red pigment from pillar to pillar. At the top, the altar is flanked by ornately carved choir stalls. The small crowd of tourists I pass at the entrance are diluted by the sheer size of the place, but their footsteps echo and mix with the sound of the organ practice drifting from the other side of the building. The stone shrines of Alban and Amphibalus, with their statuary and red and blue cloth roofs, are grandiose affairs left alone on this weekday.

         At the information desk, I ask an older lady in a twinset where the modern re-creation of the clock Richard invented can be found. Her reply – that it is in ‘the north ambulatory by the back of the watching loft’ – is opaque, though signposts and the map she provides soon take me there. The original timepiece was destroyed by Henry VIII’s Reformation and the dissolution of the churches, and this is one
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