





[image: The cover is bright orange. The cover text is in black and the first e in ‘beautiful lives’ has been reversed. The subtitle is as follows: ‘How we got learning difficulties so wrong’. There are three large cream-coloured floating bubbles which hold the following quotes: ‘A must-read’ Professor Sara Ryan, ‘Heartrending and Gorgeous’ Miriam Margolyes and ‘A beautiful book’ Gyles Brandreth]














About the Author


Stephen Unwin is one of Britain’s leading theatre and opera directors. He founded English Touring Theatre in 1993 and opened the Rose Theatre Kingston in 2008, which he ran until 2014. He is the author of ten books, including guides to Shakespeare, Brecht, Ibsen and twentieth-century drama for Faber, Nick Hern Books and Bloomsbury. In 2022, Reaktion Books published Poor Naked Wretches, an original and much praised study of Shakespeare’s working people.


Stephen’s second son Joey has severe learning disabilities and Stephen is a campaigner for the rights and opportunities of people like him. His stage plays include All Our Children (London, 2017; New York, 2019) and Laughing Boy (London, 2024), both of which concern the historic abuse of disabled children and young people. He writes a regular column for Byline Times, mostly on disability, as well as a popular blog on his website.


www.stephenunwin.uk












Also by Stephen Unwin


POOR NAKED WRETCHES (2023)


THE COMPLETE BRECHT TOOLKIT (2014)


SO YOU WANT TO BE A THEATRE DIRECTOR (2004)


By Kenneth McLeish and Stephen Unwin


THE FABER POCKET GUIDE TO SHAKESPEARE’S PLAYS (1998)


Plays:


LAUGHING BOY (2024)


ALL OUR CHILDREN (2017)











BEAUTIFUL LIVES


How We Got Learning Disabilities So Wrong


By Stephen Unwin


[image: Wildfire Logo]












Copyright © Stephen Unwin 2025


The right of Stephen Unwin to be identified as the Author of the Work has been asserted by him in accordance with the Copyright, Designs and Patents Act 1988.


First published in 2025 by Wildfire


An imprint of Headline Publishing Group Limited


Apart from any use permitted under UK copyright law, this publication may only be reproduced, stored, or transmitted, in any form, or by any means, with prior permission in writing of the publishers or, in the case of reprographic production, in accordance with the terms of licences issued by the Copyright Licensing Agency.


Cataloguing in Publication Data is available from the British Library


eISBN: 978 1 0354 2475 7


HEADLINE PUBLISHING GROUP LIMITED


An Hachette UK Company


Carmelite House


50 Victoria Embankment


London EC4Y 0DZ


www.headline.co.uk


www.hachette.co.uk









To Joey


and the Joey team:


Jenny, Laurie, Ginny and Bea


and everyone who has laughed and loved,


played and hugged,


fought and cared for him.









‘O learn to read what silent love hath writ!


To hear with eyes belongs to love’s fine wit.’


William Shakespeare, Sonnet 23









Praise for Beautiful Lives


‘This capacious account unmasks historic attitudes towards intellectual disabilities, and shows how these need to change. Unwin’s book reminds us why people with disabilities are fundamental to who we are as human beings.’


Prof. Rosemarie Garland-Thomson, Emory University


‘This book is both heartrending and gorgeous. It crosses the line many times but ultimately, it’s about love. He teaches us humanity.’


Miriam Margolyes, actor


‘A profoundly affecting book that also provides a manifesto for the future. Unwin has not only made the “strange, familiar” but tackled every myth and spectrum of debate with a delicate touch.’


Lucy Easthope, author of When the Dust Settles


‘Unwin takes us on an exhilarating journey from ancient philosophy to the contemporary era, exploring how people with learning disabilities have been marginalised, excluded and even erased from the cultural and historical record. This is a must-read for anyone wanting to develop a deeper, more humanistic understanding of this area.’


Prof. Sara Ryan, author of Justice for Laughing Boy


‘Thank God for Joey, for without this remarkable young man his father would not have written this extraordinary book. I hope that Joey’s voice, amplified by his father, will be heard and understood. A beautiful life indeed.’


Baroness Rosa Monckton, campaigner


‘A beautiful book – powerful, persuasive, illuminating, moving.’


Gyles Brandreth, broadcaster and former Member of Parliament


‘This is the kind of book I dreamt of having when my son’s learning disability and possible autism were mooted when he was just two years old. It is both scholarly and personal, erudite and profound, historical and bang up to date. It’s not sentimental, it’s realistic and hopeful.’


Baroness Sheila Hollins, psychiatrist and campaigner


‘An important, intensively researched and beautifully written book. We are reminded only too clearly that abuse, discrimination and cruelty are as rife today as they have ever been. But it would be wrong to think that reading it gives no hope or pleasure: the portrait Stephen gives of his Joey is a reminder of the potential in all of us to find joy in simply being alive.’


Jane Asher, President of the National Autistic Society


‘Stephen Unwin examines the horrific stigmatisation of people with learning disabilities in this highly personal, occasionally-polemical and sometimes-profound book that reminds society of the real meaning of humanity.’


Ian Birrell, journalist


‘As a politician who has advocated for people with learning disabilities, I found Beautiful Lives a powerful read. Unwin rightly challenges society’s obsession with intelligence and productivity as sole measures of human value. His critique of policy and the current state of care makes this essential reading.’


Baroness Keeley, politician


‘Unwin brings his many talents to this engaging and moving work. At once a sweeping history, a call to action, and a father’s loving tribute to his son, Beautiful Lives is a remarkable book. He honours the rich array of beautiful lives, lived and lost, that together reveal a more “creative conception of what it is to be human”.’


Prof. Licia Carlson, author of The Faces of Intellectual Disability











‘What we call disability is perhaps the essential characteristic of being human.’


Rosemarie Garland-Thomson


‘Differences are not deficits.’


Theodosius Dobzhansky


‘Blessed are they who see beautiful things in humble places where others see nothing.’


Camille Pissarro


‘Between chance and fate speaks the human tongue; and if it is silent, the fingers speak; and if they are crippled, the eyes speak; and if they are blinded, the heart speaks – alone or in a loved one’s arms, in ice or in flames, to the last heart-beat.’


Thorkild Bjørnvig


‘There’s really no such thing as the “voiceless”. There are only the deliberately silenced, or the preferably unheard.’


Arundhati Roy


‘Madness continues to exert its magic, but mindlessness holds no mystique.’


Roy Porter


‘The history of idiocy has scarcely been written.’


C. F. Goodey


‘Those who cannot speak must depend on others to speak for them . . . Perhaps there is no more disabling disablement.’


Eva Feder Kittay












A Letter to Joey


Darling Joey, welcome to your book.


Some will say that you don’t belong in a book. That you live beyond the clumsy constraints of ink and paper. That your natural element is lighter than words, and that you inhabit a place free of grammar and spelling; a place, in fact, where there’s no need for language at all. And I understand why they say that, and I respect them for that.


But one thing is certain: however many people read this book – and I hope it will be many – you won’t be one of them. You’ll hold it in your hands, you’ll open it and look at the pages, you might even enjoy seeing the picture of us on the cover, but you’ll never know what’s in it or understand what these black ink marks mean, let alone why I’ve written it.


Because the fact is, Joey, unlike most people – unlike the vast majority today – you cannot read. And even if I were to speak the whole book aloud, you’d still not be able to understand it. You’re not illiterate; you are pre-literate. It’s not that you can’t read; it’s that written words mean almost nothing to you. And this is because you have severe learning disabilities and reading more than an occasional word is, frankly, beyond you.


So, if you can’t read these words, why am I writing them down? What good will come of it? Why don’t I leave you in the place you inhabit so happily, that place that exists beyond words and language? Well, partly because I find putting things into words helpful: I love words; they’re fundamental to who I am. But it’s also because I want this book to make a difference.


Whenever I’ve told friends that I was writing a book about learning disabilities, some said they want it to be about our relationship, about how we get on with each other, how we live. They want to understand how someone who cares so much about books and ideas, someone with so much so-called ‘cultural capital’, champions someone with so little. And, certainly, when I was your age, I had no understanding of what we’ve experienced together. I remember watching a group of young people with Down’s syndrome getting out of a coach in front of my college in Cambridge and reassuring myself that they were no part of my future. And if someone had said that I’d be the father of a young man like you, I would scarcely have believed them. Worse, I would have thought I’d never be able to love you.


People are sometimes surprised that we can communicate with each other. What they don’t realise is that we talk all the time: through winks and glances, funny faces and shared routines, old jokes and new inventions, growls and chattering and even the odd yell. You understand most of what I say, and simple Makaton sign language, endless laughter and dogged determination gets you what you want much of the time. I cuddle you, squash you and burp in your ear; you lick my bald head and we give each other high fives and pretend to fight; I get frustrated with you when you can’t do a simple task, and you get irritated with me when I’m distracted; I’ve held you safe when you’ve had epileptic seizures and have explained your differences to bewildered medics and professionals; I’ve shaved your chin, brushed your teeth, cleaned your face and dried your legs; I’ve wiped your bum, cut your toenails and helped you blow your nose; I’ve championed you on social media and written about you in newspapers; and I’ve fought for your rights and dignities with schools, local authorities, carers, lawyers, doctors, teachers and all the rest.


In return you’ve provided the glue that has kept our differently shaped family going through all sorts of upheavals, and changed how I think about what it is to be human. Even with a thirty-six-year age gap and an ocean of difference, we’re as close as close can be. You’ve given me so much and I love you more than I can say. I’m so happy you’re here.


I refer to you in the book from time to time, imagining you in the places and situations that I describe and, sometimes, share what it feels like to be your dad. But my real subject is bigger than you, bigger than both of us. It’s the way that people with learning disabilities – some of whom are a bit like you; some of whom really aren’t – have been understood and misunderstood, revered and despised throughout history. My book – your book – is about the complicated relationship between culture and society, ideas and practice, thinking and doing. Some of what follows is tough – some of it is really tough – but I hope that writing it down will help the reader understand why people like you are so valuable, not just to me, but to all of us.


For the truth is, my darling Joey, even if you’re not the subject of this book, and even if most of what follows is about things that, thankfully, you will never experience, it’s a love letter to you and your amazing golden smile. Like all the best love letters, it’s not written in expectation of an answer, but it’s true all the same.


I just hope it makes a difference.


Dad, London, 2025









Introduction


From Metaphor to Reality


Writing this book was hard.


For much of history, people with learning disabilities have been seen as unworthy of interest, valuable only to their families, and sometimes even dismissed as barely human. Only a hundred years ago, they were demonised as a threat to the social order, to be settled as far away as possible, prevented from reproducing and, in some places, done away with altogether. And if recent years have seen improvements, they’re still treated as outsiders, fundamentally different from the rest of us. This brief account tries to do two things at once: make the case for why these people matter, even as it tells their complicated, contradictory and often disturbing history.


The task is made harder by the fact that learning-disabled people have, for the most part, left so little trace behind. This is partly a consequence of their condition, but it also reflects a wider lack of interest. Scholars have worked hard to recover individual stories, but what exists is vanishingly small, and most of the evidence is in institutional form. Such an absence of text, however, shouldn’t imply an absence of existence, and the overarching purpose of this book is to remind the reader that there have always been people with cognitive impairments of one kind or another, and that they deserve more than the scraps of recognition the world has granted them.


It is perhaps symptomatic of this imbalance that in assembling this account, we will have to listen to many people who don’t have learning disabilities, but who have shaped the lives of those who do, for good and for ill. The result will be a collage of facts, impressions and voices, drawn from many different sources, none of which are definitive, but all of which play a part in this story. For it is only through such an assembly, I believe, that we can attempt to honour a group of human beings whom history has too often forgotten, and culture ignored.


In doing so, I’m acutely aware that here I am, a person without learning disabilities, attempting to write the history of a group to which, however loosely defined, I do not belong. Some will insist that my intellectual abilities (such as they are) disqualify me, even that I am part of a system exploiting vulnerable people for my own advancement.1 I’d defend myself against the charge of cultural appropriation by saying that not only am I the father of a young man with severe learning disabilities, but that much of what follows recounts the changing attitudes and practices of people without such impairments. I’d also argue that if we’re to break down the binary divisions that continue to mar so much of the debate, we should recognise that cognitive disabilities can affect us all and are fundamental to our shared humanity. No one has a monopoly on wisdom, especially in an area as overlooked as this. There are certainly no easy answers.


Beautiful Lives has two interrelated aims.


The first is to provide a historical account of how people with learning disabilities have been regarded and show the way that these have affected their lives. The focus is largely European and North American, and for the most part concerns the 250 years since the French Revolution. It doesn’t pretend to be comprehensive, and the expert will notice dozens of omissions, but it does, I hope, offer a useful overview.


My second aim is deeper. That is, in telling this history and bringing it into the present day, I want to suggest what a better future might look like, and so hint at a new and more creative conception of what it is to be human. Above all, I want to show how learning disabilities can offer fresh perspectives on who we are and what we should care about.


It is often said that in talking about all forms of disability we should avoid the ‘tragedy model’, the idea that having a disability is an entirely negative experience, deserving only of pity. And there is certainly value in such a view. But this history is frequently dark – sometimes dreadfully so – and we would do no-one any favours if we skipped over the awful attitudes and inhumane practices which have caused so much pain. Indeed, it would be a betrayal to pretend that such things didn’t take place or that their consequences aren’t still with us today.


What’s more, even as we track these horrors, we should be careful to avoid a Whig version of history, imagining a story of inexorable progress. Indeed, we should accept that some of our predecessors had ‘honourable intentions and may have done some things well.’2 And so this book tells a story of conflict and misunderstanding, wasted opportunities and substantive changes: two steps forward and one step back are common, but so also are three steps backwards and only one ahead.


Thus, Beautiful Lives asks how (and why) we’ve got learning disabilities so wrong and suggests what needs to change if there is to be a better future.


What do we mean by learning disabilities? What conditions should we include and what should we ignore? Precise definitions are hard to come by, but if we’re to explore the practices of the past, we should develop shared understandings about what it is we’re talking about.


There is widespread agreement about three key characteristics:




• People with learning disabilities have relatively restricted intellectual capacities and often require practical support to live safe, happy and healthy lives.


• Most were born with their condition, and their impairments are not curable through medical intervention.


• Learning disabilities, physical disabilities and mental illness are distinct phenomena and should not be conflated.





A range of tests have been devised to assess the extent of such impairments, but these largely reflect the priorities of the examiners. Indeed, it is now generally accepted that it’s more useful to understand what is needed for people to thrive than to categorise them in terms of intellectual deficit, let alone the unscientific notion of ‘mental age.’ But, as we’ll see, the intelligence test endures in the popular imagination, and stigma surrounding a ‘low IQ’ is widespread.


Learning disabilities should, I believe, be distinguished from ‘learning difficulties’, a term best used to describe specific challenges like dyslexia, dyspraxia and dyscalculia. While these can often be managed, even relieved, and don’t affect general intelligence, a learning disability is more profound and permanent. The two sometimes overlap, but the word ‘difficulty’ (which is often favoured by ‘self-advocates’) is, I suggest, all too often a euphemism for what is, by any standards, a genuine impairment.


The causes of learning disabilities are legion. Thus, everyone who has Down’s syndrome has a learning disability, as do some (but not all) people with cerebral palsy, spina bifida and other physical disabilities. There is a growing number of genetic syndromes which affect cognitive abilities, and about a third of people with learning disabilities experience epilepsy of some kind. Some autistic people are also learning-disabled, though by no means all, and the confusion of autism with learning disabilities is one of the many things this book will attempt to disentangle. Finally, some cognitive impairments are caused in utero, at birth, or in early infancy, but for many the aetiology is unknown.


Since learning disabilities take so many different forms, it’s wiser to think of a loose cluster of associated manifestations than a single piece of diagnostic evidence. The standard British categorisations are mild to moderate (MLD), severe (SLD), and profound and multiple (PMLD), with a whole alphabet soup of further subsections. But these are evolving fast, along with the growing view that all such categorisations are ultimately counterproductive.


Contradictions are rife: thus, some learning-disabled people are non-verbal, others chatter away happily; some have problems with physical co-ordination, others are remarkably dextrous; some enjoy human contact, but others are introverted; some have an innate musicality, while others are distressed by audible stimuli. The crucial point is that generalisations are best avoided: ‘When you’ve met one person with learning disabilities,’ it’s sometimes joked, ‘well, you’ve met one person with learning disabilities.’


One consequence is that it is almost impossible to establish accurately the size of the population affected. There are said to be 1.5 million individuals in Britain with some form of learning disability (just over 2.2% of the population), but this is hardly definitive.3 The condition (if it can be called a ‘condition’) is found in every demographic: rich and poor, educated and otherwise, geographically widespread, and ethnically diverse. No group is exempt.


Central to Beautiful Lives is the disentanglement of four key misunderstandings.


The first is the way that learning disabilities have so often been confused with mental illness. Certainly, the behaviour of some learning-disabled people can remind the uninitiated of the mentally ill, and it’s perhaps understandable how such misunderstandings arise. The key distinction, however, first formulated in medieval law but still pertinent, is that whereas learning disabilities are constant, mental illness develops over time, is subject to ‘lucid intervals’ and can, sometimes, be alleviated.


The second confusion is with physical illness. Some of the genetic conditions which cause intellectual impairment present co-morbidities, and people with such disabilities are, of course, subject to the same frailties as the rest of us. But, while individuals with learning disabilities (especially those living in poverty or from minoritised ethnic groups) have strikingly worse health outcomes than the population at large, these are, as we’ll see, largely the result of medical attitudes, as well as social and cultural conditions, not innate pathologies.


The conflation of learning disabilities with a lack of education is the third misunderstanding. This is evident every time someone is pronounced an ‘idiot’ because they are inarticulate, poorly read or lacking in social confidence. Such talk fails to acknowledge the impact of education and background on the development of such skills, and even if intelligence could be safely measured, the gap between high and low achievers is, in contrast with people with genuine learning disabilities, frankly minimal. But the confusion is widespread.


The fourth misunderstanding is the way that prejudices against certain groups – the working class, women, immigrants, incarcerated people and others – have taken the form of attacks on their supposed lack of intelligence, as if they, too, have learning disabilities. Indeed, many of the worst justifications for imperial plunder were predicated on the apparent intellectual inferiority of the conquered people. But this, of course, is snobbish, racist and sexist nonsense of the most pernicious kind, and has nothing to do with genuine learning disabilities.


As a result, learning disabilities make for a notoriously slippery subject. There are many reasons for this, but none more than the fact that society has consistently privileged intellectual ability. Thus, individuals with learning disabilities have had to take their place at the opposite end of what we all – especially, perhaps, the well-educated – have been taught to treasure. As such they make what the cultural historian Patrick McDonagh has aptly dubbed ‘a resilient contrast group, a category of people against whom we rational folk can identify ourselves’.4 In other words, they’re dismissed as an aberration which allows the rest of us to feel better about ourselves, even as we look in horror at what we imagine to be the void of their minds, and expect them to perform a series of symbolic tasks while ignoring their actual lives, needs and interests.


If we are to grasp this history, we must attend to how this group has been represented in culture: not just in novels, plays, poetry and fine art, but medical, social and political discourse, as well as in everyday speech.


Let’s start by exploring two terms which often give rise to confusion.


The first is ‘special needs’. Originally used to describe the additional support that some children require in school, the phrase has been broadened to include any young person whose presentation isn’t straightforward and is sometimes even used as a general term of abuse. It places a child or young person with mild dyslexia in the same category as one with severe learning disabilities and, consequently, fails to reflect either of their specific needs. The term is no longer particularly useful and while it could be argued that children with learning disabilities have ‘special needs’, the same could be said of the rest of us.


The second, harder question is whether instead of ‘disability’ we should speak of ‘difference’ – especially in debates around autism. The problem, as I see it, is that while some autistic people rightly claim that they’re not ‘neuro-disabled’ but ‘neuro-divergent’, others – with what are sometimes called ‘high needs’ – aren’t served well by such understatement, especially when making the case for public support. ‘Difference’ is a useful, liberating concept, but it would be dishonest – no, negligent – to claim that Joey is just ‘different’: of course, he is (a bit) ‘different’, but when it comes to arguing for the help he requires, it must be acknowledged that he is distinctly ‘disabled’.


Many terms have been devised to describe people with learning disabilities. Some are relatively neutral, with ‘cognitively impaired’, ‘developmentally delayed’ and ‘intellectually disabled’ being the more creditable ones. There are others, most of which convey contempt, including ‘cretin’, ‘moron’, ‘simpleton’, ‘imbecile’, ‘idiot’, ‘feeble-minded’, ‘mentally deficient’, ‘backward’, ‘subnormal’ and ‘retarded’, along with even stronger ones, which I don’t intend to dignify. It’s striking, however, that many of these have not always carried a negative charge, or, at least, a differently negative charge.


Thus, ‘idiot’ has travelled a long way from the Greek idiota, a man who laboured with his hands and had no stake in public affairs. In medieval law, it was a technical term used to describe people from relatively privileged families who (like peasants) lacked the capacity to make decisions about their financial affairs; but it was only in the nineteenth century, with the opening of the ‘idiot’ asylums, that the word really started to gain its current popular meaning. Thus, when Shakespeare’s Macbeth insists that life is ‘a tale told by an idiot, full of sound and fury / signifying nothing’, he means (primarily) that it is a tale told by an ignorant peasant (a ‘poor player’, indeed) and, therefore, of little consequence.5


Similarly, the word ‘cretin’ derives from the French for ‘Christian’, and has its roots in Christianity’s complex attitude towards the learning-disabled, especially in Switzerland, where the ‘cretin’ (a real condition, as we’ll see) was venerated. Finally, the word ‘retarded’, which many find particularly offensive, is simply an Anglicisation of ‘en retard’, meaning ‘delayed’, and once had a neutral, positive even, charge. It is only because these words have been deployed as terms of abuse that they’re so poisonous today.


These many shifts in language inevitably reflect changes in perception, and one of the big challenges is establishing to what extent the terminology in the historical materials refers to modern conceptions. Thus, Patrick McDonagh tells us, ‘We have no way of knowing for certain if someone called a “fool” in the sixteenth century would, if transported through time, be called a “simple” in the eighteenth century, an “imbecile” in the 1890s, or “moderately or mildly retarded” in the 1960s; nor do we know if someone called an “idiot” in 1760 would still be one in 1860, or “severely retarded” in 1960.’6 Indeed, in tracking this history we are, as McDonagh and Tim Stainton elegantly put it, ‘chasing shadows’.7


It’s not just names that change, but entire categories. Thus, the ‘feeble-minded’ of Edwardian England included alcoholics, schizophrenics, and mothers of illegitimate children – hardly people we would think of as learning-disabled today. Furthermore, notions of ‘idiocy’, ‘imbecility’ and ‘feeble-mindedness’ were so often used to express racist, sexist and snobbish views, that we can easily be distracted from the biological reality of intellectual impairment. In other words, all such references need to be interpreted within the mores of their time, and the title of Simon Jarrett’s outstanding study, Those They Called Idiots, catches the essential distancing that any such history demands.


Scholars sometimes speak of learning disabilities as a ‘construct’ and question whether the term has any historical meaning.8 They point out that since it’s not just names that change, but the people referred to, we should be careful not to imagine a ‘false trans-historical conceptual reality’.9 I respect the warning, but am reluctant to ignore the undeniable fact of difference: indeed, as the remarkable Tom Shakespeare writes, intellectual disability remains ‘a predicament for individuals, families and society, which cannot be wished away with some fancy postmodern footwork’.10 My aim, therefore, is to bring multiple historical perspectives – social, cultural, medical, political and personal – to shape the ‘critical realism’ that follows.


In exploring these changing terms, we should perhaps heed the confession of Jan Walmsley, the pioneering historian of learning disability, that ‘I cannot count the number of hours I feel I have wasted discussing the correct terminology for what we now call intellectual disability.’11 Which isn’t to say that there is no value in establishing the right terminology, but we shouldn’t get too hung up on it. The phrase currently favoured in Britain is ‘learning disabilities’, while in America, ‘intellectual disabilities’ is generally preferred.12 I’ve decided to use ‘people with learning disabilities’ (and sometimes ‘learning-disabled people’) throughout, except when quoting historical material or simply for variety. Finding the right words matters, but it shouldn’t be overstated.


It should be evident by now that Beautiful Lives comes from a personal place, and if I sometimes imagine my darling Joey in the frequently dreadful circumstances which I describe, it’s because I want us to remember – memorialise, if you like – the millions of real people who are the subjects of this study. For the moment we forget that they are, or were, real people, is the moment we fall into the ultimate category error, of denying them their inalienable humanity – and lose ours in the process.


Whatever words we use, people with learning disabilities make only the most fleeting appearances in ‘high’ culture. There are many reasons for this, from the traditional disdain for those less articulate to the technical challenge of giving voice to those who sometimes find speech difficult. Where they do appear, they’re often expected to carry a metaphorical burden, whether as an emblem of innocence in a wicked world, a menace to the social order, or an individual’s triumph over adversity. What’s largely missing, however, is the representation of learning-disabled people as people: indeed, the gradual shift from metaphorical projection to an acceptance of indissoluble human reality is the unifying argument that runs throughout this book.


If better representation of learning disabilities is long overdue, there is no end to the lazy language which has led to discrimination in the past. What’s more, the very idea of intellectual disability, like its more desirable twin, intellectual ability, has shaped so many aspects of our culture and society that the time has come to question such assumptions. We may comfort ourselves that progress has been made, but this book will demonstrate not just that bad practice endures, but that it arises from a complex set of deep-rooted and historically sustained prejudices. And so, my underlying subject is the way that changing attitudes have had profound consequences on real people. As Simon Jarrett puts it, ‘Intellectual disability is an idea, one which changes over time, and which has an overweening impact on those whose lives are lived within the definitional walls it places round them.’13


Finally, however, I want to show that people like Joey offer us all a remarkable gift: not just love and laughter, but the radical ‘alienation’ of so many of the norms that we all take for granted. Indeed, I’ve discovered that developing respect for this small and largely powerless minority has made me question much of what I learnt to see as important. It’s certainly made me interrogate the privileged status that modern culture accords to being ‘clever’.


In a world where our first question is about what someone ‘does’ – their job, their abilities, their mighty achievements – people with learning disabilities teach us, as Hamlet insists, that there are ‘more things in heaven and earth . . . Than are dreamt of in our philosophy’. Their lessons couldn’t be more radical.









PART ONE


INNOCENTS


It is impossible to discover much about the lives of people with learning disabilities before the eighteenth century, and some scholars argue that such a line of inquiry is pointless. A careful reading of the written record can help us to form some reasonable hypotheses, but there is little of real substance.


What can be seen, however, is the image of the ‘innocent’ who lacks in any social status and is unworthy of interest in his own terms, but who represents the opposite of reason, grace, and authority. Such a figure takes varying forms – sometimes a surrogate to the sacrificial victim, at others a reminder of what the human has in common with the beasts of the field – but remains sublimely ignorant of the complexities of society and, by his very nature, exists beyond all expected norms.


Protestantism’s emphasis on the individual led to such people gradually emerging as a distinct group, especially in the area of law. And by the end of the eighteenth century, philosophers and scientists looked to people with learning disabilities to help them define the parameters of what it meant to be human, while poets and thinkers held such figures as examples of the individual unspoilt by civilisation, a blank sheet on which society had failed to make its mark.


It is to these so-called ‘innocents’ that we first should turn.









Sparta’s Fatal Chasm


The surviving texts of the Graeco-Roman world are almost entirely silent on learning disabilities. But commentary on the range of human abilities can be found, and their subsequent interpretation (and misinterpretation) shaped later attitudes.


Thus, in his Life of Lycurgus, the first-century Greek historian Plutarch described how fathers in ancient Sparta had to submit their new-born infants to examination by a panel of elders. If all was well the baby was granted a patch of land and returned to its family:




But if it was ill-born and deformed, they sent it to the socalled Apothetae, a chasm-like place at the foot of Mount Taÿgetus, in the conviction that the life of that which nature had not well equipped at the very beginning for health and strength was of no advantage either to itself or the state.1





The fact that the accuracy of this account is disputed shouldn’t distract us from the way it was interpreted. Indeed, Hitler expressed admiration for the practice which, he declared, was ‘a thousand times more humane than the wretched insanity of our day which seeks to preserve’ those whom he dismissed as a ‘scourge on humanity’.2 But even if Plutarch was right about physically disabled infants, there is nothing to suggest that learning-disabled ones (whose impairments usually manifest themselves later) were subjected to the same treatment.


People with some form of intellectual impairment can occasionally be glimpsed. Thus, the cynic Diogenes described a pompous farmer instructing a ‘simpleton’ to care for his cattle, and his fellow philosopher Theophrastus included a ‘stupid man’ in his book of characters.3 Aristotle, meanwhile, insisted that, in the ideal world, there should ‘be a law that no deformed child shall live’ and cast doubt on the human qualities of those incapable of speech, and Plato’s Socrates hoped that the ‘children of the inferior guardians, and any defective offspring of the others, will be quietly and secretly disposed of.’4 This contempt for people who fail to meet certain normative standards is palpable, even if it’s hard to know exactly what conditions these describe.


In the absence of reliable evidence, we must resort to guesswork, aware that it may reveal our own prejudices. We can, I think, safely assume that in a time of limited medical understanding, fewer disabled babies would have survived, and nature would have done some of the elders’ work for them. Furthermore, the survival of Greek city-states relied upon the strength of their young people, and individuals with significant intellectual impairments would have made little contribution. Indeed, the short and challenging lives of the ancients (especially the poor) surely left little room for the sentiments that most of us take for granted. Finally, a disabled child may have been seen as a punishment for the misdeeds of its parents, or even a threat to society itself. Hard as it may be to accept, the Spartan elders’ judgements may have been welcomed by the child’s parents themselves. But we know very little for certain.


Ancient Rome, which is marginally better documented, is hardly more forthcoming.


Romulus, the legendary founder and first king of Rome, demanded that his city’s residents shouldn’t ‘destroy any children under three unless they were maimed or monstrous from birth’, and early Roman law insisted that ‘notably deformed’ children should be put to death.5 Indeed, the earliest Roman treatise on gynaecology includes a chapter entitled ‘How to Recognise the Newborn Worth Rearing’, suggesting a category of infants who aren’t worth the trouble.6


The historian of intellectual disability Chris Goodey argues persuasively that when such babies were abandoned, it was ‘on the expectation that they would survive as foundlings’.7 Furthermore, some children of wealthy parents flourished. Thus, Alexander the Great’s half-brother Arrhidaeus was, according to Plutarch, ‘deficient in intellect’ while the Emperor Claudius’ mother described her ‘monster’ son as ‘not yet a finished product of nature’.8 Inevitably, wealth and status shaped the outcome.


Both Greek and Roman poets mention disabled slaves, with ‘buffoons’ (possibly people with Down’s syndrome) entertaining the wealthy by dancing, singing and performing. The poet Martial describes how one man paid a vast amount for a learning-disabled entertainer, only to discover that he was highly intelligent and demanded his money back.9 It’s even been suggested that disabled slaves were sold at the ‘Monster Market’, presumably to be deployed in a freak show, even fetching higher prices than standard ones. Finally, the educationalist Quintilian, in a passage optimistic about the potential of his cleverest pupils, declared that ‘those who are dull and unteachable are as abnormal as prodigious births and monstrosities’.10 The unfortunate fact, however, is that without a ‘concept of intellectual disability, ancient writers can tell us nothing about the social roles of people we would now describe as having it’.11


This is just the first of many times that we will find ourselves confounded by such semantic slipperiness.


If the everyday lives of learning-disabled people can’t be properly accounted for, antiquity’s enduring contribution to the subject lies in the way that it privileged cognitive ability.12


Powerful men ruled partly by virtue of their intellects – a quality apparently not shared by women, slaves or the infirm – and while the great philosophers make no mention of intellectual impairment, and the powers of reason were defined more by class than anything innate, the hierarchy that they promoted was palpable. Indeed, Socrates’ declaration that ‘the unexamined life is not worth living’ is usually hailed as a celebration of the life of the mind.13 But, as the American philosopher Eva Feder Kittay (herself the mother of a woman with severe intellectual disabilities) movingly writes, it’s less attractive when applied to people incapable of such activity:




How can one unquestioningly read and teach texts that give Reason pride of place, when each day one interacts with a wonderful human being who displays no indisputable evidence of rational capacity?14





I too am haunted by this question. There are ways through – above all that such powers should be used for the good of all – but the privileging of intellectual capacity casts a dark shadow across this complex history. The view that we should value the intellect above all other qualities has led humanity into many dark places, and while the sleep of reason may bring forth monsters, reason when awake, but not tempered by shared humanity, brings forth monsters of its own.


And so, in exploring how people with learning disabilities have been treated through history, we should remember the legend of Sparta’s fatal chasm as we observe the way that more modern societies have abandoned their most vulnerable offspring in a different, but equally bleak, wilderness. Indeed, abandonment runs through the pages of this book as an agonising reminder of the way that people like Joey, people who have caused no harm to anyone and who have often generated great joy, have been neglected, segregated and worse, even by those whose primary duty it was to protect them.









All God’s Children


While the faithful have often been involved in the care of people with learning disabilities, the foundational texts of the three Abrahamic religions offer little in the way of guidance. The issue goes largely unmentioned and, where touched on, is expected to play an instructive role, which may help the believer, but offers little of substance to the learning-disabled themselves.


Attitudes to disability vary, but most faiths try to resolve a fundamental contradiction: if a good life is the search for closeness with the Almighty, the disabled are a divergence from His plan; they do, however, provide a powerful image of suffering humanity and so bring us nearer to the divine. It’s a strange dance which involves holding disabled people at a safe distance, even while benefitting from their closeness. Those with learning disabilities offer still greater challenges.


Christianity’s views are deeply contradictory.


The Gospel of St John tells us that Jesus meets a man who is blind from birth and, when asked who is responsible, is clear: ‘Neither hath this man sinned, nor his parents.’ Crucially, he adds, ‘that the works of God should be made manifest in him.’1 In other words, the disabled person embodies the divine and brings out the best in others. But although Jesus’ miracles suggest that certain disabilities (including epilepsy) can be remedied, no-one with explicitly cognitive impairments is cured, and there are no references to such people in the New or Old Testaments, nor in the lives of the saints.


People with learning disabilities aren’t entirely forgotten. It’s just that when glimpsed, they’re presented instrumentally.2 Thus, St Augustine declared that ‘oblivious, sluggish children’ exist so that ‘those who are able should understand that God’s grace and the spirit blows where it wills.’3 With its rejection of Gehenna (where the kings of Judaea sacrificed unwanted infants) this passage is strikingly open-hearted, even if it hails such people as further evidence of the divine.4


Elsewhere, in the context of a broader conversation about the migratory nature of souls, St Augustine speaks of people ‘akin to brute animals’ who are ‘so silly as to make a show of their fatuity for the amusement of clever people’, and of children ‘so slow and defective in memory that they cannot learn even the letters of the alphabet’. Indeed, ‘some [are] so imbecile that they differ very little from the beasts of the field.’5 It’s the closest he comes to acknowledging the existence of learning disabilities.


Believers have sometimes argued that disabled babies are punishments for parental misdeeds, with one medieval preacher insisting that sexual intercourse on religious holidays was the cause of ‘dumb and silly children’.6 Furthermore, as we’ll see, a disabled child was often ascribed to the intervention of the Devil. But for every Christian who has detected evidence of God’s displeasure, there are as many who have hailed a child with disabilities as a divine gift, or, at least, as a challenge that will help his parents be better humans. Although this is readily dismissed as theological ingenuity, many parents insist that the experience has improved their lives immeasurably.


Central to Christian belief is the association of the simple mind with the saintly, with the early church hailing ‘the witless man’ as an ‘innocent, destined for heaven because he cannot reason’.7 Indeed, the traditional epitome of folly is Christ himself, whose crucifixion, we’re told, ‘becomes simultaneously the supreme act of human foolishness and the embodiment of divine wisdom’.8 It’s as if only someone lacking full intellectual capacity would willingly lay down his life to save the rest of us.


As a result, such a person is easily interpreted as Christlike, a gift from God who plays an important part in His mysterious plan. Such a ‘perpetual child’ may understand nothing of the corrupted currents of this world, but his existence offers hope for the rest of us: the logical extension of the abandoned child of Sparta, if wrapped in the shroud of divine sacrifice. It’s an enticing interpretation, especially with someone like Joey, who, with his shock of blond hair and bright smile, has often charmed in his naivety. But such infantilisation is of limited value, and has justified some of the most egregious acts of discrimination and harm.


Nor should we underestimate Christian philanthropy. Acts of charity are a duty imposed on the powerful, and essential for securing a place in Heaven. Inspired by an emphasis on human frailty, as well as the universalist vision that we’re ‘all God’s children’, charitable deeds have played a significant role in helping those with impairments of all kinds, including learning disabilities. The socialist may, with some reason, argue that Christian caritas allows the state to avoid its collective responsibility, but the practice shouldn’t be dismissed.


The early Christians were proud to bring an end to state-sanctioned infanticide, and from the second century on, orphanages for unwanted children were opened. The network of monasteries, convents and priories that followed supported vulnerable people, with some religious orders dedicated to the sick and the disabled. Scholars debate the extent to which this was motivated by empathy, but as we’ll see, the dissolution of the English monasteries tore up a structure of support that had, at best, offered security to those whose capacities left them on the margins.9 The impact of this ‘harsh paternalism’, the historian Tim Stainton insists, should not be overstated, and such provision was hardly comprehensive.10 But it was, surely, better than nothing.


If Christianity was the chief influence behind medieval and early modern practice, it’s striking how many more recent champions have been motivated by religious faith. Thus, the Victorian scientist and reformer John Langdon Down, after whom Down’s syndrome is named, was a devout believer, just as Wolf Wolfensberger, the champion of ‘normalization’, claimed that his more modern approach provided a ‘cathedral of human dignity.’11


Perhaps the most positive aspect of the Christian tradition is the insistence on the innate value of all human beings, regardless of their economic, cultural or social productivity. Indeed, Methodism emphasises the universality of natural infirmities and its founder insisted that no man should be condemned for ‘the weakness or slowness of understanding, dullness or confusedness of apprehension’.12 As a leading disability theologian insists, ‘there are no marginal cases of being human in the loving eyes of God the father’.13


Christian fiction has occasionally made the case. Mr Great-heart in John Bunyan’s allegory The Pilgrim’s Progress (1678) rescues the nominatively determined Mr Feeble-mind from a man-eating giant. Having listened to his story, he invites him to go with him and his followers. Mr Feeble-mind, however, is unsure: ‘You are all lusty and strong, but I, as you see, am weak. I choose therefore, rather to come behind.’ Great-heart’s response, however, is immediate:




You must needs go along with us: we will wait for you; we will lend you our help; we will deny ourselves of some things, opinionative and practical, for your sake; we will not enter into doubtful disputations before you; we will be made all things to you rather than you shall be left behind.14





It’s an overlooked episode which, for once, suggests a coherent Christian response to people with learning disabilities.


Furthermore, Christians have sometimes provided learning-disabled people with protection against persecution. Thus, the Catholic writer and theologian G. K. Chesterton led the campaign against compulsory sterilisation in Edwardian England, and Clemens von Galen, the conservative Bishop of Münster, voiced robust opposition to the Nazi persecution of the disabled.15 After the war, the Canadian Catholic Jean Vanier was shocked by the living conditions of people with learning disabilities in France and invited two men to share a house with him. Inspired by a Christian understanding of common humanity, Vanier declared that ‘genuine healing happens here, not in miraculous cures, but through mutual respect, care, and love,’ adding that ‘vulnerability becomes a source of strength and wholeness.’16


What emerges from these episodes is the idea of the ‘victim soul’, the profoundly disabled person who, in his or her suffering, makes the world a better place: a reworking of the sacrificial lamb of the gospels. But while such language does, at best, encourage empathy, it also casts the learning-disabled person as a tragic ‘other’, whose life is only valuable insofar as he or she suffers. Ridding ourselves of such stereotypes is fundamental to the secular approaches we will encounter later.


Sadly, Christian metaphors have also been used to justify dreadful discrimination. Thus, one leading American eugenicist announced, ‘Had Jesus been among us, he would have been president of the First Eugenics Congress’ and wanted to replace the Ten Commandments with a eugenic moral code.17 And Hitler himself declared that ‘the breeding of humans in order to create a more perfect race was an important way of ensuring that God was presented with the type of humans that He truly deserved.’18


Christian attitudes are deeply contradictory. What is clear is that once Christianity goes beyond discriminatory notions of intellectual capacity and sees in learning disabilities the vulnerabilities that we all face, it offers both acceptance and support. It’s not the whole story, but it shouldn’t be ignored.


It is sometimes suggested that Jewish culture accords especial value to educational achievement. Certainly, in some families, the birth of a disabled child, particularly one with learning disabilities, is felt as a sadness and a dignified silence is the best response. But, as one scholar insists, Judaism ‘renounces any assignment of guilt to these conditions but clear-sightedly describes the difficult consequences of the reality they manifest’.19 Thus, while learning disabilities are to be regretted, they needn’t cause further suffering.


Furthermore, although adults with learning disabilities are traditionally denied membership of the priesthood, Jewish law stresses the duty of the strong towards the weak. We’re told that God ‘stamped all people with the seal of Adam’ but that not one of them is like another; indeed, according to the Torah, the great teacher Rabbi Preida had a slow student and patiently repeated his lessons 400 times daily and, one day, twice that – for which God rewarded him and his descendants a long life and ‘the World to Come’.20


More relevant is the importance attached to family and community. The remarkable traditions of Jewish philanthropy, scholarship and creativity have often helped people secure the support they need. Let four twentieth-century examples stand for scores of others: Karl Koenig, who fled Nazi Vienna and set up the first Camphill community in Aberdeen; Herbert Gunzburg, another Austrian émigré, who was a hugely significant thinker and reformer; Stanley Segal, a passionate advocate of specialist education; and the German refugee, Friedrich Geuter, who developed the Ravenswood Village School in Berkshire. Joey’s German Jewish great-grandfather died long before he was born, but I hope he would have embraced him as his own. Certainly, in all these figures you can detect a deep revulsion against the Nazi persecution not just of the Jews, but the disabled too.


The outsider trying to understand Islam’s attitudes to learning disabilities is quickly assured that the Prophet’s teachings are exemplary.21 Islamic teaching makes a clear distinction between intellectual disability and mental disorder, but both cause legal incompetence. Blame, however, is to be avoided, as the Qu’ran eloquently insists: ‘There is not upon the blind any guilt or upon the lame any guilt or upon the ill any guilt.’22 As with Christianity, the faithful are instructed not to ‘give the weak-minded your property’ but, instead, feed and clothe them and ‘speak to them words of appropriate kindness’.23 Indeed, both the Qu’ran and the Hadith regard disabilities as fundamental, and offer believers a combination of moral principles and practical help. Above all, disability is a robust challenge set by Allah, and mockery of such people is forbidden.24


There is, however, no generic term for ‘disability’ in the Islamic texts and the more neutral notion of ‘disadvantage’ is preferred. This is created by society’s response as much as anything innate, and people are encouraged to access all available support. The seventh-century caliph Al-Walid I established in Damascus the first care home and hospital for the disabled, and some claim that his enlightened views provided a model for the West. Such deeds certainly accord with the third of the five great pillars of Islam, and offering charity (‘zakat’) towards the ‘disadvantaged’, including those with learning disabilities, is fundamental.


Sadly, some followers of Islam have demonstrated more negative views, interpreting disability as a punishment for parental misdeeds or the curse of ‘the evil eye’. Families report feelings of shame around their learning-disabled relatives and sometimes keep them hidden as a result. Indeed, one scholar contrasts the enlightened nature of Islamic history with the ‘ignorant, individualistic attitudes much of the Ummah has adopted today’, while another insists that the prevalent belief among modern British Muslims is that ‘intellectual disabilities are caused by mental illness, possession by Jinns, supernatural phenomenon and punishment for previous sins.’ Parents, meanwhile, are told that ‘they have brought shame to the wider family for giving birth to a “different” child and are constantly bullied, mocked, cursed and looked down upon’.25 But several of the most committed carers I’ve encountered have been devout Muslims and the stigma that evidently exists is more a consequence of poor education than of Islam’s core beliefs.


In summary, we cannot account for changing attitudes towards learning disabilities without reference to organised religion. Its position, however, tends to be contradictory, with people seen as both an expression of God’s displeasure who stand outside of God’s grace, and an embodiment of innocence free of the corruption of mainstream society. The problem with such a binary approach is that it treats learning disabilities as in need of interpretation, a phenomenon to be measured and understood, one that is not fundamental to the human condition.


At best, then, religion’s universalist aspirations have included people with learning disabilities among ‘all God’s children’, whose rights to life and dignity are to be respected. But not only have such teachings too often been ignored, but they have frequently been regarded in an instrumental fashion, valuable only insofar as they inspire the rest of us. And, of course, stereotypes, prejudices and misunderstandings exist in various religious groups, quite detached from the core teachings themselves.


Finally, religion offers parents compelling narratives to explain the occasionally bewildering, and the religious sometimes handle the situation with greater equanimity than self-confessed atheists. Personally, I find it difficult to accept a divine order in which Joey has been specially created to make me a better person, and certainly my own Catholic upbringing did little to prepare me for being his dad. But I do recognise – and am sometimes jealous of – the attraction of such beliefs.


More pertinently, perhaps, I have a growing respect for the religious vocation shown by many who have dedicated their lives to helping.









Madmen, Changelings and Fools


People in medieval Europe with learning disabilities rarely appear in the written record.


Medical textbooks are silent, suggesting that such impairments were regarded as incapable of being treated. After all, intellectual capacities were generally thought to lie in the soul, which is ‘God’s alone’, and cannot be affected by man. Consequently, as Tim Stainton insists, ‘No explicitly medical or psychological definition’ existed before the sixteenth century.1


Certain things can be deduced, however. The first is that in a period of high infant mortality, many would not have survived childhood. Of those who did, the vast majority lived with their families and their immediate community, contributing to their upkeep in whatever way they could. Those without such support were given help by the parish, sometimes in a religious foundation, occasionally in a hospital or almshouse. The least fortunate survived by begging, theft and whatever means they could. As such, they were caught up in the vast number of people living in abject poverty.


It has been suggested that life was easier in the countryside, even that people with learning disabilities fared better there than those with physical impairments, who were less capable of agricultural labour. It’s possible that rural communities offered an acceptance of difference, and that so-called ‘village idiots’ were valued, honoured even. And it’s surely true that, in a time of widespread illiteracy, moderate learning disabilities would have been less noticeable. But there’s little evidence to support any of these hypotheses.


From as early as 1100, monasteries assisted vulnerable people. There was no general concern with the ‘holy innocent’ (in England at least) but there was a growing acknowledgement of intellectual impairment, with Latin categories such as idiotus, imbecillis and simplex starting to appear in official records.2 But not only did some charitable institutions ‘explicitly exclude those deemed incurable’,3 such assistance was primarily offered to those who had ‘fallen into poverty, and only secondarily happened to be intellectually disabled’.4 It’s an essential distinction which governs the entire medieval and early modern period.


There is some debate about how much abuse they faced outside the institutions. It used to be said that in medieval Hamburg there was an ‘idiots cage’ on the city walls, offering a wretched mix of confinement and entertainment. There are other hair-raising, if equally unsubstantiated, stories of mistreatment, with people providing a form of ‘freak show’, which (presumably) reassured others of their moral rectitude while putting bread into the mouths of the afflicted.


The medievalist Irina Metzler has effectively debunked most of these claims and suggests, instead, that those with cognitive impairments were generally free to ‘wander about or work under supervision’.5 There were occasional enlightened practices, such as in the Belgian town of Geel, whose shrine was dedicated to Dymphna, the patron saint of cognitive disorders, where the inhabitants took people in and cared for them, sometimes for years. Although limited now to those with mental health problems, the practice endures and has been incorporated into Belgian psychiatric care, but it was hardly typical.


It’s within medieval jurisprudence that we first get a clear line of sight.


English common law required evidence of intellectual capacity for two reasons. The first was culpability in criminal behaviour: that is, mens rea (only by understanding intention can a criminal act be prosecuted) called into question the culpability of those not in control of their actions. The second, more significant reason was the person’s ability to manage his or her finances.


The earliest legal reference to ‘idiocy’ appears in the Prerogativa Regis, the early fourteenth-century guidance which (among much else) laid down the Crown’s rights and responsibilities. It insisted that ‘the King shall have the Custody of the lands of natural fools, taking the profits of them without Waste or Destruction.’6 In other words, an heir to property who lacked intellectual capacity would be taken into royal wardship and lose control of his estate, which would only revert to his children – if he had any, and they had full capacity – after his death.


One of the most cited cases is the inquisition in 1383 into the cognitive abilities of one Emma de Beston. She remembered there were seven days in the week but couldn’t name them; she was aware that she had been married three times but didn’t know what any of her husbands were called; crucially, she had no idea how many shillings were in a guinea and, when asked if she would prefer forty silver groats or forty pence, stated that they were identical. Consequently, she was deemed to have ‘the face and countenance of an idiot’ and lacked the ‘intelligence to manage herself, her lands or her goods’. Although she may not in fact have had learning disabilities, her lack of competency delivered her into guardianship.7
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