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Demonstrably Awful

The right to life and the selective non-treatment of disabled babies and young children.

Janet Read and Luke Clements 

Abstract:

Twenty-five years ago it was common practice to bring about the deaths of some children with learning disabilities or physical impairments. This paper considers a small number of landmark cases in the early 1980s that confronted this practice. These cases illustrate a process by which external forces (social, philosophical, political, and professional) moved through the legal system to effect a profound change outside that system - primarily in the (then) largely closed domain of medical conduct/practice. These cases are considered from a socio-legal perspective. In particular, the paper analyses the reasons why they surfaced at that time, the social and political contexts that shaped the judgments, and their legacy.
Introduction
Over the past twenty-five years, there have been deeply troubling cases which centred on the highly contested issue as to whether there are circumstances that permit parents, doctors or the courts to take a decision that a young disabled child, often a baby, should not survive. In the United Kingdom and elsewhere, such cases have provoked substantial debate in medical literature and the wider public domain. The issue has emerged and re-emerged across this period: recent examples include Re A (children)(conjoined twins: surgical separation) (2000)
 Glass v UK (2004)
 and the pending case of  Ms B v. An NHS Hospital Trust (2002)
.

This paper considers the socio-legal context of a small number of landmark judgements concerning selective non-treatment of disabled infants or young children: the trial of Leonard Arthur in 1981; Re B(a minor)(wardship: medical treatment) (1981)
 sometimes known as ‘Baby Alexandra’; the Canadian case of In re (Superintendent of Family and Child Service) and Dawson (1983)
 and In re J (A Minor) (Wardship: Medical Treatment) (1990).
  In a paper mainly concerned with the UK jurisdiction, the Canadian case is included because of the way it developed the principles in Re B (1980) and in turn provided the foundations for the key precedent case of Re J (1990). 

Much of the analysis of medical treatment cases such as these has traditionally been the province of medical ethics 
or medical law.  This paper seeks to review the cases in a different way, viewing them primarily as a litmus test of the then contemporary attitudes towards disabled people. An analysis of relevant features of that contemporary context provides indicators as to why the cases were brought.  In turn, the cases themselves together with the associated press coverage and public debate, may be regarded as an arena where both dominant attitudes towards disabled people and emerging challenges to such attitudes, are played out. They expose tensions around the most fundamental of disabled people’s rights, the right to life, and they indicate the changing benchmarks used to establish which lives were seen to warrant protection and which were not. 

These cases remind us that only 25 years ago it was common practice to bring about the deaths of some children with learning disabilities or physical impairments, particularly if their parents’ social or personal situation was ‘unfavourable’.  What an analysis of the socio-legal contexts of these cases also reveals is that in the United Kingdom the primary impetus for change came not from the civil liberties lobby (such as the National Council for Civil Liberties) and drew no inspiration from the European Convention on Human Rights or other international human rights treaty.  This radical change resulted from concerted action by members of the Roman Catholic church, small numbers of progressive health and welfare professionals and a few pressure groups with a membership mainly of families with disabled children.  

The cases of Leonard Arthur and Re B in1981, were unprecedented in that they brought the law to bear on issues that had hitherto been left in the domain of professional discretion.  It follows that an analysis of these cases from the perspective of their socio-political genesis provides significant insights into the different, overlapping and competing worlds of law and medicine: two powerful value systems that in this study came into conflict.  

Tempting as it is, to view these cases as examples of ‘true social change’ being wrought through the medium of the law’
 their legacy remains indeterminate and in any event beyond the scope of this emergent study.  Undoubtedly they illustrate a process by which external socio-political change moved through the legal system to effect a profound change outside that system.  These external forces used the law to challenge the largely closed domain of medical conduct/practice, resulting in significant change that has materially affected the lives of many thousands of families.  These cases cannot however, be explained solely in terms of their social contexts, and in many respects are illustrative (echoing Cotterrell’s observation) not so much of ‘how law is produced by society but with the way ‘society’ is produced by the law’
.  The result of these cases can be measured, not merely by the number of children living who would have died – but of the wider consequences of this fact: of the families who then lived with disability, rather than being severed from the experience; of communities and municipalities having to cater for and accommodate disability and in turn of the need to reconfigure our intellectual understanding of disability such that it has now become articulated in social rather than medical terms.

The trial of Leonard Arthur (1981)

In November 1981, Leonard Arthur, a consultant paediatrician at Derby City hospital, was acquitted of attempted murder. He had been charged with the murder, later reduced to attempted murder, after having prescribed the drug dihydrocodeine and nursing care only for a baby with Down’s syndrome whose parents did not wish him to survive. It was well-known that this procedure would preclude feeding and bring about a child’s death. The baby, John Pearson, died 69 hours later. While it was revealed at the trial that the autopsy had shown that John Pearson was suffering from some heart, lung and brain damage, there was no evidence that Leonard Arthur was aware of this when he made his clinical decision. His notes suggest that the decision to prescribe sedation and nursing care only was made solely on the dual grounds that the child had Down’s syndrome and that his parents were rejecting him.  It was the findings of the autopsy, however, that led Farquarson J, the trial judge, to direct that the original charge of murder should be reduced to one of attempted murder. 

The prosecution was instigate
d by the organisation Life, after the events had been disclosed to it by someone working in the hospital. Life, a pressure group with a largely Roman Catholic membership had been founded to campaign for the repeal of the 1967 Abortion Act. The policy it adopted in relation to disabled infants, can be seen as a logical extension of the stance that all life post conception should be safeguarded. 

Leonard Arthur’s acquittal, the tactics of the defence in failing to disclose their evidence until the cross examination stage
, the fact that Leonard Arthur did not give evidence and the summing up of the trial judge
 Farquarson J, have been the subject of critical commentary. The defence lawyer, George Carmen, is said to have considered this his finest case.
 For the purposes of this paper however, the trial is of importance because it provides a contemporary, high-profile snapshot of popular, judicial and professional sentiments concerning the legal rights to be afforded to disabled babies and the circumstances that were seen to make it permissible to bring about their deaths. It is also of importance because of the fierce public debate that it triggered. 

Most significantly, in his summing up, the judge determined that the law merely required agreement between the physician and the parents concerning ‘non-treatment’. 
 Kennedy summarises: 

In his instructions to the jury, Farquarson J. indicated that it was lawful to treat a baby with a sedating drug and offer no further care by way of food or drugs or surgery if certain criteria were met. These criteria appear to be, first, that the child is ‘irreversibly disabled’ and, second, that it is ‘rejected by its parents’. By way of clarification for the jury, the judge drew a distinction between sedating a baby and passively letting it die, ‘allowing nature to take its course’, and doing a positive act to kill the baby, for example, giving it a death-dealing dose of drugs. The latter, he said, would be unlawful, the former lawful.

Booth
 referring to news coverage of the trial,
 also draws attention to the fact that the judge regarded it as of the greatest importance to establish at the outset that none of the jury had had any dealings with disabled children or belonged to any organisation which concerned itself with their affairs. It was made clear, therefore, that only those with no knowledge or experience of childhood disability could be regarded as having the required capacity both to be objective and not to hold strong feelings. As Booth observes, such a condition was not applied to others involved in the case: the medical experts and the parents.

Booth,
 referring to Kennedy,
 highlights the fact that those medical experts who gave evidence at the trial, unanimously endorsed the practice carried out by Leonard Arthur.  Thus, despite evidence available at the time that there were differences of view on the issue, the only position presented as authoritative medical practice was that which normalised the actions of Leonard Arthur. Inevitably, underpinning such an approach was a particularly bleak perception of disability and of its impact both on the disabled individuals concerned and those around them. By such means was it sought  to justify the ending of a child’s life.

Re B. (1981)

The case of re B or ‘Baby Alexandra’, in August 1981 also concerned a newborn baby who had Down’s syndrome. In addition, however, Alexandra had a duodenal atresia which required surgery to save her life (a routine operation for a not uncommon condition). When her parents refused to give consent, the hospital alerted Hammersmith and Fulham local authority. After a number of meetings between the parents and social workers, the parents’ decision remained the same. The Director of Social Services, David Plank, therefore, made a successful application for 'Alexandra' to be made a ward of court and gave consent for her to have surgery. 'Alexandra' was transferred to Great Ormond Street Children’s hospital but medical staff there refused to operate without the consent of her parents.  The Director then sought High Court authority for the surgery. Ewbank J. deferred full judgement until a further hearing two days later and having heard the parents’ views, rescinded the wardship order. The same afternoon, the local authority successfully appealed the decision and Alexandra again became a ward of court.  As a result, a surgeon was then found who was willing to operate and David Plank gave consent once more.  It was reported in the press that the surgery was successful and that the baby was making good progress.

The brevity of Templeman LJ’s ex tempore judgement (only three pages) is striking. It cites one precedent case – and that being of marginal relevance
 - and makes no reference to any human rights treaty or other legal authority. Yet it is a judgement that fundamentally recast the legal landscape. Ewbank J had considered the law and the competing interests at two separate hearings and his conclusions were not obviously contrary to precedent law. Templeman accepted the local authority’s argument that arrangements could be made for ‘Alexandra’  to have a ‘happy life’ and determined that it was not for the parents to decide the fate of their children. Rather, he determined, the court must decide: 

whether the life of this child is demonstrably going to be so awful that in effect the child must be condemned to die, or whether the life of this child is still so imponderable that it would be wrong for her to be condemned to die. … The evidence in this case only goes to show that if the operation takes place and is successful then the child may live the normal span of a mongoloid child with the handicaps and defects and life of a mongol child, and it is not for this court to say that life of that description ought to be extinguished 
As Morgan
 observed, the judgment in Re B was ‘clearly going to need elaboration’, but the elaboration required related to the underpinning of the legal reasoning rather than any modification of principle. Templeman in his extraordinary judgment simply came down in favour of life at a time when many respected physicians and large swathes of the public (not to mention Ewebank J. and Farquarson J) were not prepared to accord parentally rejected disabled babies this right. The fact that a child would live with disability, was not sufficient grounds to justify ending a life.  Elaboration came in 1983 with the Supreme Court of British Columbia judgment In re (Superintendent of Family and Child Service) and Dawson.
The Dawson Case (1983)
In re (Superintendent of Family and Child Service) and Dawson (1983) (hereafter the ‘Dawson case’) concerned a young child, ‘S’, who shortly after birth suffered profound brain damage through meningitis. The child remained in hospital care and a shunt was inserted to drain excess cerebro-spinal fluid.  He was blind, partially deaf, incontinent, unable to feed himself, stand, walk, talk or hold objects. Immediately prior to the court proceedings, when the child was seven years of age, his shunt became blocked.  The parents refused their consent to remedial surgery on the ground that they believed that he was in constant pain and should be allowed ‘to die with dignity rather than continue to endure a life of suffering’. 

The application was brought by the Superintendent of Family and Child Service and the case came before the Provincial Court of British Columbia. The evidence put to the Provincial Court judge (and subsequently to McKenzie J) did not contradict the profound nature of S’s impairments. However, his physicians stated that he responded to others and smiled or laughed when stimulated and was a ‘happy little fellow despite his handicaps’. A paediatric specialist at the hospital reported that she thought that he was capable of further development and that she saw ‘great changes in such children with schooling and therapy’. His occupational therapist gave evidence as to the great pleasure he drew from music therapy, how he ‘smiled a great deal in vocalizing sounds’ and that this suggested that ‘he was previously grossly understimulated and has more potential than he previously exhibited’. 

After a five day hearing, the judge ruled that shunt revision surgery would amount to an 'extraordinary' intervention which was not 'necessary medical attention', and that the wishes of the parents should prevail. The case was appealed to the Supreme Court where McKenzie J handed down a truly remarkable decision. Although  in his judgement, he makes reference to various reported decisions, in reality only one ‘authority’ is cited, namely Re B, and indeed, virtually the whole of Templeman’s judgment is quoted verbatim. While relying heavily on re B, McKenzie’s judgment articulated the case ‘for life’ in such affirmative and fundamentalist language that it has become the jurisprudential inspiration, if not the benchmark, for all subsequent legal contestations in this domain.

McKenzie commenced from the ‘best interests’ principles identified in Re B. Careful consideration of the views of the parents was required but their opinions did not override the court’s view of the child’s best interests. The Court in turn, was not overriding the views of the physicians. Apart from the fact that this was not its role, there were in this case, doctors willing to undertake the disputed remedial surgery. In addressing the central principle, ‘best interests’, the judge held that: 

the laws of our society are structured to preserve, protect and maintain human life and that in the exercise of its inherent jurisdiction this court could not sanction the termination of a life except for the most coercive reasons. The presumption must be in favour of life. 

He then delivered one of the most insightful judicial statements made in relation to the rights of disabled children: 

I do not think that it lies within the prerogative of any parent or of this court to look down upon a disadvantaged person and judge the quality of that person's life to be so low as not to be deserving of continuance.

In so doing he adopted comments made by Asch J of the Supreme Court, New York County:
 

It is not appropriate for an external decision maker to apply his standards of what constitutes a liveable life and exercise the right to impose death if that standard is not met in his estimation.  The decision can only be made in the context of the disabled person viewing the worthwhileness or otherwise of his life in its own context as a disabled person – and in that context he would not compare his life with that of a person enjoying normal advantages. He would know nothing of a normal person's life having never experienced it.

McKenzie concluded his analysis of the best interests assessment by approving the surgery recommended by the physicians and rejecting the parents’ view that ‘S’ would be better off dead, stating: 

If it is to be decided that "it is in the best interests of S.D. that his existence cease", then it must be decided that, for him, non-existence is the better alternative. This would mean regarding the life of a handicapped child as not only less valuable than the life of a normal child, but so much less valuable that it is not worth preserving. I tremble at contemplating the consequences if the lives of disabled persons are dependent upon such judgments. 

It is not, as we have made clear at the outset, our intention to review the current state of the law as it applies to contested treatment / non-treatment decisions affecting disabled children.  However it is the case that since Dawson there have been surprisingly few  reported cases of this nature heard by the Courts.
  These have, as Morgan correctly predicted, elaborated upon the principles expounded in re B (1980) without in anyway detracting from their basic soundness.  In 1990 the Court of Appeal reviewed the law in re J (A Minor) (Wardship: Medical Treatment) (1990)
 in the context of a decision concerning the future treatment of a six month old child.  Lord Donaldson’s analysis of both Re B and Dawson results in there now being five fundamental legal principles in play in such cases, namely: that the paramount consideration is the child’s best interests; that this must be informed by the views of the parents but their views are not determinative of the question; that respect for the sanctity of human life creates a strong presumption in favour of life-preserving treatment; that in exceptional circumstances, the courts can sanction non-intervention which may not prolong life (but not treatment designed to foreshorten life); that it cannot require physicians to provide treatment which is contrary to their professional judgment.

The medical context of Leonard Arthur and Re B
In order to appreciate the significance and impact of re B and the trial of Leonard Arthur, it is necessary to be aware of established and accepted medical policy and practice in relation to disabled infants prior to these cases. 

Between the late 1960s and early 1980s, rapid advances in the medical and surgical care of infants meant that medical staff experienced new dilemmas.  Over time, the increased survival rates for very-low- birth-weight babies together with new procedures to save life, meant that doctors were more likely to find themselves making ethically-based, clinical decisions about the degree and type of neo-natal intervention or care that should be given to babies who were very ill or who had considerable impairments.
 There is also ample evidence that clinicians in the United Kingdom and elsewhere were making equally crucial decisions about other infants with a range of impairments not exclusively associated with very low birth weight.
 

It was the medical advances between the late 1950s and early 1970s in relation to infants born with myelomeningocele (spina bifida), however, that triggered one of the first open debates about ‘selective non-treatment’ of disabled babies. In Weir’s view, it was the explicit nature of the medical papers in the 1970s on babies born with spina bifida, that had the effect over the next few years, of bringing a wider range of related issues ‘out of the closet’ in both the UK and the United States.
 At this time, however, ‘out of the closet’ mainly meant greater specificity and openness within the confines of medical journals and conferences. Broader public and legal debate was to come later. 

By the 1960s, the work of Zachary, Lorber and Sharrard at the Sheffield Children’s Hospital had ensured that it was seen as a world centre for the treatment of infants with spina bifida. Surgical techniques had been developed to close spinal lesions in babies soon after birth, and hydrocephalus could be treated by the insertion of a shunt system first developed in America in the 1950s. Leaving the spinal lesion and the associated condition, hydrocephalus, untreated, substantially increased the likelihood of death. By the late 1960s, surgery for these babies had become a routine practice.
 
Zachary and Lorber, however, developed very different and equally strongly-held opinions about the appropriateness of ‘selective non-treatment’. The Zachary/Lorber conflict offers an insight into the ways in which a wide range of disabled children and adults were perceived by those who had considerable, sometimes ultimate power over their lives. Because in many respects, their exchanges presage debates to be re-worked in one form or another for the next three decades, they are worth considering in detail. Many others who published in medical journals in the wake of the Zachary/Lorber exchanges, placed themselves somewhere along a continuum between the positions adopted by the two men from the Sheffield centre.
 

Zachary was a paediatric surgeon with an international reputation. A Roman Catholic, he was described in an obituary by a colleague, as someone who ‘had more faith in moral than statistical truths’ and who reputedly identified with children with spina bifida because of his own impairment of the spine.
 In 1968 in an article in the Lancet, he makes a strong ethical case for taking active steps to give all such children the best chance of survival.
 Having ruled out the direct and intentional killing of the children, he confronts head on the practice of ‘allowing to die’ by withholding food or not treating for complications such as infections: 

To leave a child without food is to kill it as deliberately and directly as if one was cutting its throat. Even the prescribing of antibiotics for infection, must now be considered as ordinary care of patients. 

His emphasis on antibiotics as an ‘ordinary’ intervention was in keeping with the Roman Catholic doctrine requiring individuals to use ordinary but not extraordinary means to safeguard life. Arguing in a way that was unusual for its time, Zachary suggests that instead of ending children’s lives, the community as a whole should take responsibility for ensuring that they have the educational and other provision which would enable them to develop their full potential. He offers a positive view of the options which could be available for disabled children and adults and their families, given commitment and resources. 

By contrast, his colleague Lorber describes the fruits of ‘indiscriminate use of advanced techniques’ as being to keep alive ‘those who would have died but who now live with distressing physical or mental handicaps or both, often for years, without hope of ever having an independent existence compatible with human dignity’.
 After conducting a series of follow-up studies of children and young adults who had had surgical intervention, he began publishing on the possibility of withholding treatment from some infants. 
 A policy of ‘selective non-treatment’ began in Sheffield in 1971 with the stated objective of avoiding treating those who would survive with ‘severe handicaps’.
 Consequently, it was argued that only children likely to have ‘moderate handicaps’ should be given treatment. It is apparent from his writing that the category of children with ‘moderate handicaps’ was not intended to encompass those who would be ‘retarded’.
 ‘Considerable paraplegia, often with gross deformities of legs and feet’ also appears to have been regarded as a severe ‘defect’ 
 as does ‘paraplegia requiring callipers, crutches or wheelchair for locomotion’.

Lorber developed a set of medical criteria designed to predict which children would develop ‘severe handicaps’ and therefore, be unsuitable for treatment.
 In addition, however, he argued that the infant’s social situation was also to be taken into account with the result that if the child’s circumstances were seen as unfavourable, the threshold for treatment could be raised still further. In a paper published in 1975, Lorber reasons that ‘the fate of an abandoned or unwanted child is very grave, even if his physical condition is a little better than those with major adverse criteria’.
  He concedes that by employing his criteria, some children who would have survived ‘with normal intelligence’ would die as a result of being excluded from treatment. He seeks to legitimate this, however, on the grounds that intelligent individuals, being more aware of their situation, would have suffered even more than those who were ‘retarded’. According to the protocol described in the 1975 paper, decisions about selection were to be made by a consultant and expert in this field of medicine. Parents should be consulted but were not to decide because they were seen as ‘hardly ever sufficiently informed’ and also under emotional strain. In all of this, there was no discussion of the law or consideration of the legality of the procedures being instituted.
Lorber’s approach was explicitly underpinned  by a number of assumptions: that specific impairments or levels of impairment could by and large, be taken as the main predictors for a future quality of life without reference to the potential impact of other factors,
 that the doctor’s right to make the judgement was justified with reference to scientific or technical expertise; that judgements about a projected quality of life formed a legitimate basis for decisions about whether a child should survive; that the children themselves who were selected for non-intervention would have had lives characterised as not worth living; that the survival of such children would have had ‘disastrous effects’ on the family as a whole and on individuals within it; that their care was costly. Finally, he adds:

Perhaps worst of all, because severely affected infants were “saved”, many more potentially normal lives never started because their parents did not dare to have other children.
 

Thus, the right to life of non-disabled children who may or may not be conceived, was argued to take precedence over the right to life of a living disabled child.

It is crucial to note that the practice that Lorber developed was influential, widely respected and enduring. By the mid-1970s, he reported that the approach had already been adopted by a number of other centres in the UK.
 In some places, his criteria for determining which children should be given treatment to help them survive and which children should be left untreated were still being applied well into the 1980s.
 As has already been noted, the Zachary/Lorber conflict was also instrumental in generating a significant debate within medical and medical-related literature and one which encompassed decision-making in relation to disabled infants with impairments and conditions other than spina bifida.
 

Partly because of the internalised private nature of the decision-making process at the time of the Leonard Arthur and re B cases, it is difficult to be certain how common was the practice of withholding treatment or taking other steps to ensure that babies who were considered to be severely disabled did not survive.
 The relevant international medical and related professional literature of the period, leaves no doubt, however, that the practice of ending life was by no means unusual.
  In 1981, Lorber was reported to have estimated that 300 children with spina bifida were allowed to die each year.
 The practice of ending life appeared in a number of guises. Frequently, terms with passive connotations such as ‘allowing to die’ or ‘letting nature take its course’, were used to obscure practices designed to bring about death. Sometimes, euphemisms such as ‘selective non-treatment’ or even ‘tertiary prevention’
 masked the nature of the activity, on paper at least. Sometimes, bringing about death was presented as a positive and caring form of intervention.
 Debates about what constituted an act of commission as opposed to an act of omission were also common, the assumption being that the former usually required greater justification than the latter. As has already been discussed, distinguishing between ‘ordinary’ and ‘extraordinary’ means of preserving life, was often regarded as important. Practitioners held a range of opinions on the degree to which parents’ wishes should be taken into account.
 

Before the Leonard Arthur and re B cases, few outside medicine became involved in the debate. A working party of doctors, church leaders and lay people which was set up under the auspices of the Newcastle Regional Hospital Board to investigate selective non-treatment and spina bifida, reported in 1975. In many respects, it endorsed the stance adopted by Lorber,  concluding  that while doctors were required to use ‘ordinary means’ to sustain the lives of disabled children, they were not obliged to use ‘extraordinary means’. The application of the principle of ‘ordinary’ or ‘extraordinary means’ was, however, judged to be legitimately affected by matters such as the degree of the ‘abnormality’, the child’s future quality of life, and the ‘burdens’ that would be placed on the family and society.
 

In short, there were four main arguments used to legitimate the ending of life. Shearer in her seminal monograph, Everybody's Ethics, dubs them simply: ‘it’s better for the family’, ‘it’s better for the child’; ‘it’s better for society’ and ‘they’re not really human anyway’.

The social and political context of Re B and Leonard Arthur
At the end of the 1970s and beginning of the 1980s, the medicalisation of these issues combined with the largely unchallenged position and authority of doctors is undoubtedly significant. An exploration of the wider contemporary social context, however, also gives some indication why the ending of disabled children’s lives did not become an immediate issue for public debate and legal intervention. It also offers clues about the factors which began to trigger some challenge to the status quo. 

In the 1970s in the UK, disability was still not generally accepted as an issue which warranted a place on the mainstream public policy agenda.
  Disabled adults and children were largely segregated and as a consequence, the majority of the non-disabled population had little contact with them and were ignorant of their lives.
  The notion that disabled children and adults should be seen as having the rights and considerations routinely accorded to the non-disabled population was simply not part of dominant discourses. It was not unusual for some at least to be regarded as not having the attributes of human beings.
 

While small numbers of disabled people in the UK in the 1970s and early 1980s, were beginning to develop and articulate their own alternative perspectives on the experience of disability,
 they had virtually no audible public voice nor visible public presence.  Disability when discussed at all, was mostly presented from the perspective of the non-disabled professional. A review of the professional literature of the period indicates that their orientation was dominated by overwhelmingly negative views of disability.
  Thomas argues that in their search for the pathological, contemporary writers from the professions routinely ignored the conventional aspects of disabled people’s lives on the assumption that that it was impossible for disability to co-exist with things ordinary. 
 

In addition to these damaging perceptions, disabled children and adults were offered very little that was positive and much that was negative by way of service provision. The very poor quality of the limited services available to disabled children and adults and their families, may be taken both as an indicator of the value accorded to them and as a factor which contributed to the view that they would be better off dead. The dominant spectre of the large, long-stay hospital had considerable impact on thinking about whether disabled children and adults could have lives worth living. As Kennedy observes, it undoubtedly fed people’s fears that the fate of those who survived was not far removed from ‘living death’.
 Outside of the education system, the large institution was often still the main public provision available to disabled children and adults. For example, in the mid-1970s in England, there were still 6,500 children with learning difficulties who spent their childhoods in the inhumane and depriving conditions of the long-stay hospitals.
  Oswin describes the conditions revealed by the research she undertook at that time: 

Observers in the long-stay hospitals in the 1970s recorded a continuation of appalling deprivations; for example, children were growing up without ever seeing shops or food being cooked; they never mixed with children outside the hospitals; they were denied affection; they were out of bed at 4.30 am and were left half naked in cots for many hours; some spent hours sitting on potties on concrete floors with cockroaches crawling round their bare feet; some were tied to chairs all day.

As adults, many others (more than 50,000 in England in 1976) could also look forward to long-stay hospitals being their place of residence for long periods.
 In the mid-1970s, 39% of these hospitals in England and Wales had 1000 beds or more.
 Services and financial support for children and adults who lived at home were also poor or non-existent and individuals and families who resisted hospital placement were largely reliant on their own personal and material resources. 
 The majority of disabled children living with their families, received their education segregated from their non-disabled peers. The fact that they were in schools termed ‘special’, could in no way be taken as a reliable indicator of the quality of the provision. 
 It was not until 1970, that children with learning disabilities were accorded the right to education. 

It is also important to note that while the late 1970s and early 1980s saw mounting public, professional and political concern about the problem of child abuse, particularly in the context of the family,
 reference was rarely made to disabled children. It was not until the 1990s that they were  accorded even a shadowy presence on the mainstream child protection agenda.
 Such was their degree of marginalisation, that they had, in effect, to be argued into the category of ‘children’ who were deemed to have the need for and right to protection. In this climate it would have been highly unusual for any connection to be made between widespread professional concerns over infant deaths generally, and those medical practices which brought about the deaths of disabled babies. They were quite simply regarded as entirely separate matters.

It was not only within the mainstream political and policy agenda that disability was marginalized. Contemporary political groups and movements which spoke the language of liberation for those who were oppressed, did not usually recognise disabled children and adults as being within that category. For example, the politics of the visible and active political Left of the time rarely embraced the interests of disabled people.
 Similarly, feminism’s neglect of disabled women during the 1970s and early 1980s, has also been a source of comment. 
Among other things, the defining of motherhood and caring as activities oppressive to women, led some to disregard the rights and needs of those children and adults who needed care and assistance. There was, however, one specific factor which guaranteed that some feminists would have had difficulty in challenging publicly the practice of ensuring that disabled babies did not survive. As we have seen, it was the organisation Life which took action against Leonard Arthur. In the 1970s, when a rallying point for many feminists was the Woman’s Right to Choose position on abortion law reform, 
some undoubtedly felt that they could not afford to muddy the waters by giving consideration to any of Life’s policies.

Taken together, the overwhelmingly negative and burdensome images of living with disability, the barriers which prevented disabled people living ordinary lives, the segregated and frequently dehumanising service provision, the tendency to characterise disabled children and adults as falling outside majority definitions of personhood, and the exclusion of disabled people and disability issues from political and policy agendas may be seen as significant factors in a context where practices to curtail disabled children’s lives were legitimated. 

This period, however, also saw the beginnings of change. In the 1970s, the needs of disabled children and their families began to attract some government recognition mostly as a result of media attention given to Thalidomide and vaccine damage: the landmark ruling of the European Court of Human Rights in the Thalidomide case (Sunday Times v UK) occurring in 1979. In the mid-1970s, some financial benefits were introduced to offset the costs of living with disability, and the Family Fund was set up to give grants to families of disabled children. The Warnock Committee reporting in 1978, proposed a radical overhaul of special education provision for all disabled children and paved the way for the 1981 Education Act.
  In coining the term ‘parents as partners’, Warnock also gave expression to a new perspective held by a relatively small number of professionals whose practice was regarded as progressive. This gave recognition to the fact that parents of disabled children frequently had a great deal of expertise, had been largely ignored by dominant professional practice and deserved better.
 In a situation where parents had been misunderstood and discounted for so long, attempts to appreciate their knowledge and perspectives can undoubtedly be regarded as positive. Many were clearly their child’s most reliable advocates and were accomplishing a great deal in very taxing circumstances. 
 Unfortunately, a more appreciative approach to parents, sometimes went hand-in-hand with a failure to recognise that theirs and their children’s rights and wishes were not always co-terminus, a dangerous assumption particularly when a life and death decision is being made in relation to any child. 

The publicity given to the revelations of the degrading and inhumane conditions in Ely mental handicap hospital,
 triggered new government policy initiatives for adults with learning difficulties, in the form of Better Services for the Mentally Handicapped.
 This aimed over time, to reduce the numbers of people in long-stay hospitals and to shift resources to smaller, locally-based community facilities. In 1975, concerns about the slow rate of progress prompted the Secretary of State for the Social Services to establish the National Development Group for the Mentally Handicapped to advise ministers. Between 1976 and 1986, the population of people in the mental handicap hospitals was reduced by 30%. The population of resident children, however, fell by more than 80%.

The end of the 1970s and beginning of the 1980s also saw the work of a small number of academic centres beginning to question dominant orthodoxy about disability through their publications, research and teaching. Research began to focus more on poverty and on the material problems that went hand in hand with living with disability. It also began to place centre stage the inadequacy of service provision and to introduce the notion of rights to services. 
 Work emerged which emphasised the importance of enhancing disabled children’s opportunities to learn.
 A challenge was beginning to be mounted in relation to segregation and its negative impact, particularly in relation to education, 
and accounts began to appear of a small number of experimental independent living schemes, sometimes organised by disabled people themselves.
 The notion that disability could be seen as a social and political issue began to emerge in both orthodox and grey literature, 
 and early attempts were being made in university courses to reframe the ways in which disability was understood. At this point, those wishing to argue that there was a different and better way of understanding and responding to disability, frequently looked to Scandinavia and the United States for inspiration.
 State social welfare provision in Scandinavian countries was generally regarded as more progressive and better-resourced than in the UK. By the mid-1970s in the United State, there existed an active disability rights movement comprised mainly of disabled adults and  parents of disabled children.
 This movement had  identified disabled children and adults as a minority group subject to discrimination
 and had successfully campaigned for anti-discrimination legislation which was passes in 1973. 

In the late 1970s and early 1980s in the UK, a new breed of local and national pressure group started to emerge. These were often made up of parents who were prepared to be much more vocal in arguing for a better deal for their disabled children. Demands for more responsive services and inclusion in mainstream education often provided a  common focus for campaigning.
 Sometimes, parents were joined by professionals and academics who wished to see more progressive services and changes in attitudes. They, too, often looked beyond the British context for inspiration. The Campaign for Mentally Handicapped People (CME) provides an example of one such organisation which brought to the fore the notion of rights for children and adults with learning disabilities and campaigned for improved services. 
 CME also provided arguably the most clearly articulated  contemporary challenge to  the practice of ending the lives of disabled infants by publishing Shearer’s position paper, Everybody’s Ethics.

Finally, during this period, the beginnings of a climate change can be seen in relation to children’s rights.
  While disabled children did not feature in the forefront of such work at this point, the notion that children should be given a voice in their own right separate from adults who had parental or professional responsibility for their welfare, was gaining ground among some social services workers and lawyers. 

Important as these developments were to further the interests of disabled children and adults, it needs to be recognised that at the end of the 1970s and beginning of the 1980s, they were in the minority and were only just beginning to make an impact on old typologies and established attitudes and practices. 

Leonard Arthur and re B: precipitating factors
As we have seen, the prosecution of Leonard Arthur was initiated by the pressure group Life which had gone on the offensive in its campaign to safeguard the lives of disabled babies and to redefine as murder, the medical practices which aimed to bring their lives to an end. In the same year as the Arthur prosecution, the organisation was also reported to have made complaints against other doctors alleged to have brought about the deaths of five babies with spina bifida and another with Down’s syndrome. Press coverage indicates that two of those cases were referred to the Director of Public Prosecutions but no further action was taken.

The reference points of those involved in taking wardship proceedings in respect of ‘Baby Alexandra’ were different. While such intervention by a local authority was unprecedented and was subsequently presented by many as highly controversial, for David Plank, the Director of Social Services responsible, what needed to be done appeared ‘reasonable and rather obvious’. 

We decided that clearly it was right that the baby should have the operation because the baby was an independent person and  had a right to life … The most fundamental right is the right to live … It was our legal responsibility as a social services authority to intervene on behalf of the child and in support of the medics who wanted the operation to go ahead in order that she should live … She was a child first and had Down’s syndrome second.  All the issues around quality of life seemed really immaterial, legally immaterial. They were not immaterial to the parents and I understood what they were going through … but the arguments that were being made against having the operation, basically did not distinguish between the parents and the child and saw the child wholly as a possession of the parents.  And in law, that’s not right and morally that’s not right … The 1948 Act and the 1969 Act clearly applied to all children and there’s no distinction between disabled and non-disabled children in the legislation. Therefore, not to have acted in the case of the disabled child would have required quite extraordinary justification and I can’t see what justification could have been given.

Public and professional reactions to the cases of Leonard Arthur and re B.
The trial of Leonard Arthur and the case of Baby Alexandra had considerable impact. It was not only that a respected paediatrician had been put on trial for murder, medical practice itself was publicly interrogated in a way that was highly unusual for the time. Kennedy, points out how rarely the law had been involved in cases of medical ethics prior to this case, and suggests that the increased visibility of complex medical-ethical issues reduced the possibility of their continuing to be resolved by private arrangement.
 In addition, in the case of 'Baby Alexandra', the duties and powers of a local authority were also brought to bear on decisions that had usually been taken within the confines of the doctor-patient relationship. Public reactions were strong and the local authority found itself in the midst of controversy.  David Plank recalls that he received many hundreds of letters, the majority of which took issue with the fact that he was seen to have interfered and contravened parents’ rights.  Despite the fact that social services’ intervention was triggered by the concern of doctors and action taken with their full support, some also accused him of having trespassed on medical territory.  Others expressed concern about the cost of 'Alexandra'’s care, should she survive. Even though his stance was different in many respects from that of Life and other similar organisations, some of the public support for his action inevitably came from them.

The cases generated a new wave of articles and papers in the medical literature in the UK and elsewhere.
 Doctors were in no doubt about the significance of the trial of Leonard Arthur.  Gillon, the editor of the Journal of Medical Ethics, identified thirty eight ethical issues raised by the Leonard Arthur case and used it as the basis for a series of papers on an introduction to medical ethics in the British Medical Journal.
 Links were made between the concerns of British medical practitioners and their peers in the United States. On the heels of the cases in the UK, the case of ‘Baby Doe’ in America and the issuing of what became known as the ‘Baby Doe Regulations’, established that the issue of bringing about the deaths of disabled infants was now firmly in the public and legal domains.
 The death of ‘Baby Doe’ as a result of selective non-treatment, caused a political storm and was in part at least, responsible for the Reagan administration issuing guidance to the effect that such practices contravened the 1973 Rehabilitation Act. The Act precluded programmes supported by federal funding from discriminating against disabled individuals.
 The medical publications of the time, reflect a range of positions on a similar continuum to that already established through the earlier Zachary/Lorber conflict. Both Zachary
 and Lorber 
 entered the debate generated by the cases of Leonard Arthur and re B, re-affirming their established positions on the issue of bringing about the deaths of disabled babies. 
The cases also resulted in substantial public debate and mass media coverage. For example, in 1981 and 1982, there were a number of television and radio debates
 and MORI conducted opinion polls for the BBC and the Human Rights Society.
  During the same period, The Times alone, carried more than fifty items about the cases or issues directly related to them.  Once more, a detailed review of these features, news items and letters is beyond the scope of this paper, but it is important to note that this coverage gives an indication of how widespread was the debate. The opinions were reported of church leaders, politicians, lawyers, doctors, philosophers, pressure groups, parents of disabled children and other individual members of the public.  Parliamentary bills were drafted both to protect the lives of disabled babies and to give doctors the legal authority to bring life to an end.  A range of bodies made proposals for drawing up practice guidance.  New organisations were formed by those with opposing and equally strongly-held opinions on the issues. 

There were some who as we have seen, abhorred the practice of bringing the lives of disabled babies to an end.  Religious faith and other ethics and values, led some to believe that all children had the right to live.
  There were parents of disabled children and their organisations who felt that in a climate of ignorance about disability, the positive aspects of their own and their children’s lives went unrecognised.
  In addition, in a context where the concept of disability rights was not yet part of the dominant discourse, there were a small number of commentators and groups such as the Campaign fro Mentally Handicapped People (CME) intent on recasting the debate as one which concerned the most fundamental of rights of disabled children and of disabled people more generally.
 

Nineteen eighty-one was the International Year of the Disabled Person but precious little space was given in the press and professional literature to the views of disabled people themselves.  The impact on them of the frequently harsh public debate on disabled children, cannot be stressed too strongly.  Micheline Mason, the disabled writer and activist and one of the few disabled people afforded the opportunity to express a view, wrote: 

I do not want to discuss the issue. You are speaking about my life. You wish me to discuss whether or not, as a woman born with a ‘severe’ disability, I think I should have been murdered. It does not sound reactionary to me to hear of people who want to put an end to the killing of babies because they have disabilities. It sounds wonderful. …. The Leonard Arthur case was very distressing to me and many of my friends with disabilities. We became afraid to turn on the TV or radio in case we were landed with another dose of ‘Should we let them live?’. When you suspect that the world would rather you weren’t there, this sort of baggage can be most depressing. We felt the overall result was to legitimise and make respectable the most appalling aspects of our oppression.

For many, however, bringing about the deaths of at least some disabled babies was considered desirable, though there was a variety of opinion about who came within the category of those who should live, and who fell outside it.  Shearer draws attention to the widespread public support for the actions taken by Leonard Arthur.
  It was revealed in a Mori poll shortly after his acquittal that eighty-six per cent of those polled said that if a doctor with parents’ consent, saw to it that a severely handicapped new born baby died, s/he should not be found guilty of murder.
  A later Mori poll found that 37% of those who participated thought that it should be arranged for such babies to die.
 

The 1980s – the present: a changing social and political climate

By the time re J was heard in 1990, some of the social changes which were emerging at the beginning of the decade, had gained a stronger foothold.  The need to close the large institution had won widespread acceptance
 and government plans for community care reform were under way.
  Concern over child protection and the need to introduce more effective ways of safeguarding children’s welfare resulted in the Children Act 1989 which brought together most public and private law relating to children.  The impact of the beginnings in attitude change towards disabled children can be seen in that the Act determined that disabled children should be included as ‘children first’ under legislation designed to safeguard the interests of all children.
  In other words, the new legislation made explicit those very sentiments and ethics which had shaped David Plank’s decision in relation to ‘Baby Alexandra’ nearly a decade earlier. 

The 1980s and 1990s also witnessed the start of major efforts in the UK to redefine disability as a social and political issue. While the impetus for this came from a number of the sources identified earlier in this paper, there emerged across the 1980s, an additional and most significant force for change.  During this decade and the one that followed, the Disabled People’s Movement gained in strength and influence and began to revolutionise thinking on disability.
  Disability was beginning to be politicised in an effort to change its definition from one of a private misfortune to one of a matter of public responsibility.  Across a period of two decades, this movement and its sympathisers were instrumental in gradually bringing about a major re-framing of the way disability was construed in public consciousness. 

The process of politicising disability was accelerated by the growing number of disabled academics establishing the field of ‘disability studies’.
  The beginnings of an alternative discourse was established which validated disabled people’s subjective experience and enabled them to redefine themselves, their lives and aspirations in ways that frequently ran counter to the dominant orthodoxy to which many professionals subscribed. Central to the work of disability studies and the Disabled People’s Movement was the notion that some of the most restrictive and damaging aspects of their lives were not inevitable consequences of having impairments.  Major problems were seen to derive from social and political factors which were external to the person and which could be changed by social and political means. Utilising what became known as the ‘social model of disability’, disabled activists and academics increasingly argued that they experienced discrimination because of the way that society was designed to exclude and oppress them. They identified and exposed the multi-layered nature of the discrimination that disabled children and adults experienced in their daily lives.
  Within this work, the established language of restrictive impairments and lives-not-worth-living was challenged head on and gradually countered by discourses of oppression, discrimination, human and civil rights and citizenship.
 This has not been a matter confined to academic debate.  Disabled activists and academics have been successful in winning widespread acceptance, at least in principle, of the need to validate the perspectives of disabled people and to forward an anti-discrimination and rights agenda.While the achievements of the movement are impressive, particularly when consideration is given to the range of arenas where change has been achieved, it has to be recognised that for many disabled children and adults, the barriers which prevent them aspiring to the things which their non-disabled peers take for granted, may still seem dispiritingly prevalent and  insurmountable.

Discussion

The cases which have been the focus of this paper provide a lens through which we can view the changing socio-legal climate in relation to disability. In addressing the most fundamental of disabled children’s human rights, the right to life, they allow us access to contemporary discourses in relation to disabled people in a particularly concentrated form. The cases and related debates show clearly the changing benchmarks that have been used in law and professional practice to make decisions about the circumstances which are seen to permit the deaths of disabled babies and young children to be brought about.  These cases also connect us to the wider social context and allow us to follow major changes in understandings and responses to disability more generally. In many respects, they reflect the tensions in that context. 

In 1981, it was being established for the first time that the law could and should be brought to bear on the issue of protecting the lives or bringing about the deaths of disabled babies.  Hitherto, it had been left to the professional discretion of doctors in consultation with parents. Consequently, whether a baby’s life was protected or brought to an end, could to a large degree, be determined by the personal and professional ethics of the doctor responsible for treatment. It is clear what a major challenge the two cases presented to contemporary thinking. In an age where medicine was seen to be all-conquering, the law was used as a tool (and as an intellectual force) to challenge its primacy, and open up to public scrutiny what had hitherto been a closed private domain.  While the law did not challenge the professional autonomy of doctors, it identified the dilemmas in relation to these disabled children as fundamentally non-medical.  It established that as a general rule, no-one – not judges, not the general public; not parents, not even doctors - were able to decide whether a life of a disabled child was or was not worth living. The presumption had to be in favour of life. Through the cases discussed in this paper, it was established that only when a life was so demonstrably awful in terms of being intolerable, racked by extreme pain and lack of consciousness, could it be contemplated that ordinary treatment be withheld 

When we analyse the cases of Leonard Arthur and re B in context, it is apparent how very fragile was the position of disabled babies at that time: the protection that the law afforded to other children, could in no way be taken for granted in their case. As we have seen, arguments that would never have been countenanced in relation to non-disabled children were frequently advanced to support the ending of disabled babies’ lives. As far as many were concerned, disabled babies and children were implicitly placed in a separate category from their non-disabled peers with the consequence that they need not be afforded the same rights or protections. It is telling that for many, there was no apparent contradiction between the heightened public, professional and legal concern about child protection generally running in parallel with widespread acceptance of the ending of the lives of disabled babies and young children. 

Some like Lorber,
 were explicit not only in construing the life of  some disabled children as not being worth living but also in subordinating their rights and needs to those of  non-disabled people. It is chilling to recall the range of children whom Lorber and those who adopted his criteria, regarded as too disabled to survive. It is equally chilling to reflect on the fact that those criteria were still being applied as babies, to some who are now young disabled adults only in their twenties. It is also important to recognise that while Lorber may have figured large and been prepared to be more explicit than most, he represented a position that was by no means unusual. In many ways, it can be argued that Lorber and those in the medical profession who shared variants of his views views, merely reflected from a position of authority and power, a spectrum of commonplace attitudes towards disability in wider society, attitudes which were built into the bricks and mortar of the large institutions and in turn, reinforced by their existence. The same might be said of the judge’s summing up in the Leonard Arthur trial.  Disabled people have been acutely aware of the dangers when this degree of power rests in the hands of  those non-disabled  professionals  who place little value on their lives. In the mid-1990s, Nasa Begum, the disabled activist and writer reflected:

Life and death decisions about disabled babies are vested in the hands of people who have very little understanding of the reality of disabled people’s lives. The issue of selective treatment is full of complications because of the way that practical, ethical, legal, moral and financial issues are intertwined. However, it is absolutely critical that this is recognised as a fundamental part of the fight for civil and human rights…….Whilst some people might think that the notion of selective treatment being analogous to the Nazi Euthanasia programme is extreme, there is every reason to believe that much of the criteria and quality of life indicators that have been put forward, endorse the concept of ‘lebensunwerten’ (or lives unworthy of life).

Challenging such institutionalised and enduring attitudes and practices was extremely difficult but an analysis of the four cases shows change over time. In the Leonard Arthur case, the existence of disability in itself was held to be the key justification for ending life.  Parents it seemed, were allowed to contribute to a decision about life and death in a way that would have been inconceivable in relation to a non-disabled child. In the slightly earlier and more far-reaching case of re B, however, the judge made his decision purely in relation to the best interests of the child. In addition, he introduced the concept that a disabled child’s life should be seen in  its own terms and that it was not for the court to decide that lives like this should be ended. In the Dawson case, this notion is further strengthened. McKenzie argues that a disabled person’s life must be not be judged and found wanting using benchmarks that apply to those who are non-disabled.  Thus, he makes the case for something that disability rights movements across the world have fought for, a recognition of ‘the authenticity of impaired modes of being’.
  In addition, at a time when disabled people were so undervalued, there is a particularly clear and strong statement by McKenzie that disabled children’s lives must in no way be seen to be less valuable than those of others. Donaldson in re J, confirms the best interests principle and a strong presumption in favour of life.

The challenges to the practice of ensuring that disabled babies should die, came from a number of sources. As we have seen, one of the most visible and sustained of these was from Roman Catholics doctors and lay organisations. While some individual Roman Catholics may of course have had particular connections with disabled people and disability issues, their stance was mainly related to a more general theological stance on the fundamental right to life of all, a position made clear in 1981 by the Roman Catholic Bishops Conference of England and Wales.
  Some of different faiths later made known a similar view underpinned by a similar rationale.

This was a rather different position from those who challenged such practices from a disability rights perspective. In the early 1980s some health and social welfare progressives, academics, vocal families of disabled children, and initially small numbers of disabled adults began to define disabled people as a group whose rights were routinely infringed.  As is clear from David Plank’s recollections, some also emphasised that disabled children were ‘children first’ and should be afforded the same rights and protections as their non-disabled peers. At the beginning of the 1980s, those who took this view were still a minority. As is clear from the outcome in relation to ‘Baby Alexandra’, however, the health or social welfare progressive with a personal  awareness of disability and a professional commitment to the emerging ‘non-institutionalised’ opportunities for disabled people, could prove to be an effective and persistent minority. Templeman’s summing up shows that he was persuaded that for ‘Alexandra’ and others like her,  positive alternatives to parental care were feasible and that there was the possibility that she could have a happy life. The influence of health and welfare staff with more positive perceptions of disabled children’s lives, can also be seen in the Dawson case.  

In the longer term, the politicisation of disability has arguably been the factor that has had the greatest impact in terms of measures to safeguard and promote disabled people’s rights. Particularly through the wide-ranging activities and influence of the Disabled People’s Movement, the last two decades of the twentieth century witnessed the notions of rights for disabled people gradually taking root in social institutions and processes and becoming more firmly embedded in public consciousness.

Despite this progress, the issue of the right to life and the value accorded to the lives of disabled people, continues to emerge in different forms and to be a source of grave concern to disabled people and their organisations. The Disability Rights Commission is to make submissions in Ms B v. An NHS Hospital Trust
 (currently pending).  The case, which in its opinion is by no means an isolated one, concerns a disagreement between the mother of a disabled child and the clinicians as to whether or not the child should be resuscitated, if a relapse occurs.  The issue is thus a reversal of that in Re B and the Dawson case – since here it is the parent arguing in favour of life.  A spokesperson for the DRC summarised the importance of the case:

I hope this case will draw attention to the issue of the assumptions that can be made about the lives of disabled children and adults who have significant impairments, and I hope it will make clear what the Human Rights Act really does require.

Disabled people want to be consulted and involved but they also want to be treated as equal citizens. Disabled people don’t want their lives to be judged in different terms or to have a different value, that’s all.
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