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  PoliticsofDownSyndrome.com


  Introduction

  My kid has more chromosomes than your kid

  There is very little written about the political role of Down syndrome (DS), and how it fits with the lives we live and the decisions we make about the way society is run. There are numerous medical and self-help titles, there is also a plentiful supply of books that address disability from an academic standpoint – this aims to be neither of those, but rather a political title that raises concerns about how the state and society treats people with Down syndrome and asks some questions about how, and why, this could change for the better.

  I have had the great benefit of being helped with my understanding of society by my very beautiful five year old daughter who also happens to have Down syndrome. She has proved pretty much everything I ever heard about the condition wrong as she grows up. This is not a book about her, though she may have influenced me, and I own up to that now.

  This is not a ‘parent’s book’ of experiences, as I did not want to write a personal memoir about bringing her up. It is a book about a society that may or may not let her play a full part, may disenfranchise her and not let her fill her full potential. Many people never manage to feel they have lived a full and worthwhile life, and although of course I’d like her to, I’ll be fine if she does not – not however if it is due to prejudice and ignorance that is standing in her way.

  Worldwide, it is estimated that over 5.8 million people have Down syndrome. Down syndrome ignores any divisions of race, class or age. Approximately one in every 1,000 babies has Down syndrome; in the UK there is estimated to be 60,000 people living with the condition (Down’s Syndrome Association) and in the US 400,000 (National Down Syndrome Society (NDSS)). In the US life expectancy for people with Down syndrome has increased dramatically; from only 25 in 1983 to 60 today (NDSS).

  Society has come a long way in the last 20 years; we have for example seen the closure of long stay hospitals and move to care in the community, which saved many people with Down syndrome from the indignities of communal life. There have been considerable increases in medical knowledge about the syndrome, and there have been steps taken to include children with DS in education, when they were excluded entirely until the early 1970s.

  Medical advances have meant that heart problems often synonymous with Down syndrome are far more easily corrected, (one of the reasons that life expectancy has been extended well into normal spans). Medical research also proving, that having an extra chromosome seems to protect against some forms of cancer. Having Down syndrome is not painful, and it certainly involves no suffering. Yet public health policy dictates the measurement of the ‘risk’ of bringing such people into the world at all, and permits termination, as a result, to the moment of birth itself.

  I must underline here that in no way is this book anti-choice, I believe there should be a fundamental right for all women to have an abortion on demand. Rather part of this book examines a ‘health policy’ which takes women on a route to termination for Down syndrome which does not facilitate an informed decision.

  Education has changed considerably and there have been some green shoots of inclusion since the 1970s. For many the experience has been mixed and many people with DS are still frequently denied effective access to mainstream education. Education as a whole has become more and more politicized and the way in which pupils with Special Educational Needs (SEN) have been treated, personally and by policy, has become tangled up with an emphasis on measurement and league tables.

  Now we are in a position where the new coalition government in the UK talks of ending a ‘bias towards inclusion’, this is an opener to a debate that is likely to become very significant during the term of the administration. If schooling as a whole is to become remodeled and it’s crucial that some pupils don’t get left behind on the way.

  Until very recently children with Down syndrome were thought to be unable to learn to read at all. Try to think about the world around you without using language, difficult isn’t it? – We learn to interpret the world around us though language. People with Down syndrome have a very strong bias towards visual learning; something only discovered relatively recently. This bias is so pronounced that such people find learning speech and language very difficult indeed. Visual memory is good however and where language is lacking, reading may in fact be able to become a great way to help interpret the world.

  This visual bias could be a boon in a society that has moved in that direction en masse – the internet, 3D films, video games and TV – we have transformed to being a society based primarily on visual stimulation and interaction. Often the best work open to people with Down syndrome is limiting, menial and banal, yet when given the resources people with DS show their talents as actors, photographers, artists, stained glass window makers, speakers, writers; expressing themselves in as many diverse ways as anyone else in society.

  In this book I have used the term ‘Down syndrome’ often you will see it written as ‘Down’s’ with an apostrophe ‘s’ – this is more commonly used in the UK and the non-possessive used in the US. The term ‘Down’s syndrome’ is what is called an eponym, where something derives its name from a person; in this case the physician John Langdon Down. I personally prefer the non-possessive spelling as it’s not as if Langdon Down had or owned the syndrome and this type of eponym is falling out of use more generally.

  In 1858 after graduating with his medical degree John Langdon Down joined the, then struggling, Earlswood Asylum for Idiots as its new ‘superintendent’ due to concerns from the Commissioners in Lunacy, after his appointment he reportedly set about improving conditions and treatment of residents. He left Earlswood in 1868 after a disagreement, despite some significant successes over his tenure. In the same year he founded, with his wife, Normansfield and started to take in residents, starting with 19 and growing to 160 in 1896 the year he died. The centre was to provide learning and care to the disabled children of the upper classes (Borsay 2005).

  In 1866 whilst still at Earlswood John Langdon Down, a Victorian doctor of his time, identified what he believed to be particular racial characteristics in some of his patients. He then wrote an academic piece entitled Observations on an Ethnic Classification of Idiots. In his mind, and in the minds of many doctors well into the twentieth century, there was a distinct correlation between people’s abilities and race, and there was perceived to be a hierarchy of races.

  He wrote in his paper that: ‘I have for some time had my attention directed to the possibility of making a classification of the feeble-minded, by arranging them around various ethnic standards’ and goes on to give a survey of the various races he has witnessed in these idiots which are very different to ‘the class from which they have sprung’. He continues to make the ‘discovery’ for which his name is still remembered today:

  A very large number of congenital idiots are typical Mongols. So marked is this, that when placed side by side, it is difficult to believe that the specimens compared are not children of the same parents. The number of idiots who arrange themselves around the Mongolian type is so great, and they present such a close resemblance to one another in mental power, that I shall describe an idiot member of this racial division, selected from the large number that have fallen under my observation.

  The hair is not black, as in the real Mongol, but of a brownish colour, straight and scanty. The face is flat and broad, and destitute of prominence. The cheeks are roundish, and extended laterally. The eyes are obliquely placed, and the internal canthi more than normally distant from one another. The palpebral fissure is very narrow.

  The forehead is wrinkled transversely from the constant assistance which the levatores palpebrarum derive from the occipito-frontalis muscle in the opening of the eyes. The lips are large and thick with transverse fissures. The tongue is long, thick, and is much roughened. The nose is small. The skin has a slight dirty yellowish tinge, and is deficient in elasticity, giving the appearance of being too large for the body. The boy’s aspect is such that it is difficult to realize he is the child of Europeans, but so frequently are these characters presented, that there can be no doubt that these ethnic features are the result of degeneration.

  The Mongolian type of idiocy occurs in more than ten per cent. of the cases which are presented to me. They are always congenital idiots, and never result from accidents after uterine life.

  Of course Dr Down saw degeneracy and racial characteristics because of the context he was operating in. Darwin’s Origin of Species had been published only seven years earlier, and in some ways John Langdon Down’s analysis was progressive, he finishes his article with the pronouncement: ‘These examples of the result of degeneracy among mankind, appear to me to furnish some arguments in favour of the unity of the human species (Down, J.L.H. 1866).

  He was of course totally wrong about degeneracy and racial characteristics, people with Down syndrome often have epicanthic folds on their eyes, and this was the primary ‘characteristic’ that enabled him to make his ‘racial type’ identification.

  In Victorian times there was much to be made of the inferiority of races, and in 1866 Down was operating even before the height of British Imperialism. Generally this view continued well up until the Second World War when the Nazi’s made such explicit genetic racism unpalatable to intellectuals.

  Despite the out-dated and subsequently offensive meaning of the terms, the use of ‘Mongolian Idiot’, ‘Mongolism’ and ‘Mongol’ persisted until well into the 1960s. Most point to a complaint in 1965, when Mongolia approached the WHO about the use of the term, subsequently it was phased out, and we have been left with Dr Down’s name.

  There are recurring themes that we shall see in this book about prejudice, poor science, biological determinism (the idea that all we have inherited shall determine what we are to become, that there is a ‘natural order of things’ and we will all find our place, whether that be ‘the rich man in his castle or the poor man at his gate’) and who is deemed fit to exist in society and who isn’t. Stephen Jay Gould in his excellent book The Mismeasure of Man writing on the nature of IQ testing and the idea of intelligence quotes: ‘as Condorcet said […]a long time ago: they “make nature herself an accomplice in the crime of political inequality”’ (Gould, S.J.1984: 21).

  Down syndrome is, rather than some form of racial degeneracy, a chromosomal disorder whereby someone has an extra (rather than the normal pair) Chromosome 21, hence it is sometimes called trisomy 21. This was only discovered in 1959 when Professor Jérome Lejeune proved that instead of 46 chromosomes usually present in each cell, Down syndrome has 47.

  Yet long after the institutions have closed, and medical knowledge has explained the nature of the chromosomal condition, we still live with the legacies of the Victorian era. Ghosts still live on in cultural echoes; of enforced regulation haircuts and shared ill-fitting clothing and group outings, leaving us with stereotypes that engender isolation and exclusion, of misunderstanding and stigmatization.

  People with Down syndrome get very few chances to get their voices heard; there are a few notable exceptions to this; such as Anya Souza and Karen Gaffney. However Down syndrome, for reasons we’ll explore in this book, is often dismissed because of what it is seen to represent, or glossed over as ‘just a health condition’ that’s purely personal. I’ll argue, contrary to this, that there are broader political issues to be taken into account, that by excluding some from society then all in society in fact are damaged, that inclusion is difficult, but essential, if we are to create a society that furthers human potential.


  A Matter of Public Health

  A few years ago members of medical research ethics committees in the UK were asked a series of questions about screening in pregnancy. They were asked whether it was ethical to screen for certain things with a view to treatment.

  Look at the following list and decide for yourself whether you think it would be ethical or not to screen for:

  (a) A life threatening condition (for neonatal treatment).

  (b) Red hair and freckles (with a view to termination).

  (c) A condition expected to reduce life expectancy by ten years (with a view to termination).

  (d) A condition expected to reduce life expectancy by fifty years (with a view to termination).

  (e) Slight lowering of educational potential (with a view to termination).

  (f) Medium lowering of educational potential (with a view to termination).

  (g) Severe learning difficulty, possible heart defects and slight reduction in life expectancy (with a view to termination).

  Unsurprisingly most agreed that screening should happen for the condition described in (a); a very small number thought it was ethical to screen for red hair and freckles; most thought (c) unethical, (the person who wrote the survey had in mind type 2 diabetes for this). Opinion was divided on a condition that might reduce life expectancy by 50 years, in this case cystic fibrosis. Most thought screening for learning difficulties unethical and a majority objected to screening for (g) the description of Down syndrome in this survey (Archivist 2003: 607).
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