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1. Introduction 

In this background report on Bioethics and Disability, our aim is to show how bioethics’ engagement with disability reflects and shapes the social and cultural backgrounds of the people involved in the discussion.  This means that bioethical thinking has both direct and indirect effects on the lives of people with disability, as well as broader implications for creating equal and just societies.

Bioethics as a field of activity	
Bioethics is an academic discipline and professional sphere that considers the ethical, legal, and increasingly the societal issues raised by medicine and the life sciences.  Its focus tends to be less on the everyday aspects of these areas (some of which are covered by medical ethics) and more on innovation and cutting-edge developments that raise, or appear to raise, novel ethical difficulties for healthcare, scientific research and society in general. Bioethicists come from a wide range of backgrounds including moral philosophy, law, social science, social policy and medicine, and so can apply a variety of theoretical and empirical approaches [footnoteRef:1] [footnoteRef:2].  [1:  David J Rothman (1991). Strangers at the Bedside: A History of How Law and Bioethics Transformed Medical Decision Making. New York: Routledge]  [2:  Christoph Rehmann-Sutter, Markus Düwell, Dietmar Mieth, eds. (2006). Bioethics in Cultural Contexts: Reflections on Methods and Finitude (International Library of Ethics, Law, and the New Medicine Book 28). Springer
] 


Bioethicists are frequently called upon to examine the implications of a clinical or public health innovation: judging whether it is ethically right, how research and practice should be regulated through legislation and professional guidelines, whether public money should be used to support it, and so on.  Sometimes, bioethicists operate as consultants in hospitals, advising on particular clinical dilemmas or research projects.  In this way, bioethics often provides a moral bridge between biomedical practice and regulation or policy.  Alongside the practical implementation of new biomedical technologies, bioethicists are also concerned with the ethical consequences of the ways that developments in scientific understanding can change how societies think about human lives and values.

Bioethics is a comparatively recent development, dominated by high-income countries, although the International Association of Bioethics has met in cities such as Singapore (2010), Mexico City (2014) and Bengalaru (2018) and has members from 40 countries.
In the United States the development of bioethics has been shaped by the Belmont Report of 1979, establishing the principles of respect for persons, beneficience and justice at the heart of the ethics of medical research.  Also in the USA, the President’s Council on Bioethics and the Hastings Center for Bioethics have been particularly influential.  The Nuffield Council on Bioethics offers an independent perspective on UK debates but also has wide international influence. More formal national bioethics committees operate in France, Germany, Switzerland and other countries[footnoteRef:3].    [3:  http://www.unesco.org/new/en/social-and-human-sciences/themes/bioethics/assisting-bioethics-committees/objective/national-bioethics-committees/] 


Many of these bioethics committees consult with members of the public.  For example, almost all Nuffield Council on Bioethics working parties operate a consultation to gather lay views.  In its 2017 enquiry on non-invasive prenatal diagnosis (NIPT), efforts were made to gather the views of people with Down syndrome. The French national bioethics committee, Comité Consultatif National d’Ethique pour les sciences de la vie et de la santé[footnoteRef:4], runs an even more extensive consultation process to gather lay views, particularly for the periodic revision of the national law on bioethics. [4:  ccne-ethique.fr] 


Why is bioethics of particular relevance to disabled people?
From the outset, bioethics has had a strong interest in disability. This is because medicine traditionally sees disability as a deviation from a norm of health[footnoteRef:5]. In this view the task of medicine is to intervene when bodies deviate from the norm and to use medical knowledge and techniques to restore them to normal functioning and health, or ideally to prevent such deviation happening in the first place. As discussed below, this understanding of disability and of the role of medicine has been strongly challenged by disabled people and disability scholars[footnoteRef:6].  Bioethics is interested in the moral permissibility of using particular medical interventions to prevent or treat disability, and is often called upon to give ethical guidance to discussions about setting healthcare policy and law.  [5:  Christopher Boorse (1977).  Health as a theoretical concept, Philosophy of Science 44, 4: 542-573]  [6:  Michael Oliver (1990). The Politics of Disablement.  Basingstoke: Macmillan.] 


The greatest involvement of bioethics with disability has been in areas that are very directly about life and death. For example, key topics of bioethical interest include the ethics of using prenatal diagnosis (PND), preimplantation genetic diagnosis (PGD) and preconception screening to prevent the birth of children with disabilities [footnoteRef:7] [footnoteRef:8]; the reproductive rights and freedom of disabled people (especially when disabled people want to use reproductive medicine to become parents); and issues at the end of life, such as assisted suicide, euthanasia and decisions about continuing medical treatment when a person is seriously ill or dying[footnoteRef:9] [footnoteRef:10]. Alongside these ‘life or death’ areas bioethics has also contributed to the discussion of more mundane topics such as: healthcare rationing as it affects disabled people, or the use of biomedical technologies to normalize anomalous bodies or minds, especially in the very common situations where parents make choices about the bodies and minds of children: limb-lengthening surgery for children with restricted growth [footnoteRef:11], for example, or cochlear implantation into infants or very young children, among others [footnoteRef:12].  Several of these points are discussed in more detail in later sections of this report. [7:  Erik Parens and Adrienne Asch, eds. (2000). Prenatal Testing and Disability Rights. Washington: Georgetown University Press]  [8:  Isabel Karpin and Kristin Savell (2012). Perfecting Pregnancy: Law, Disability, and the Future of Reproduction. Cambridge: Cambridge University Press]  [9:  Tom Shakespeare (2006).  Disability Rights and Wrongs, Abingdon: Routledge.]  [10:  M.Gunderson and D.J.Mayo (2000). Restricting physician-assisted death to the terminally ill. The Hastings Center Report, 30, 6: 17-23]  [11:  Erik Parens, ed. (2006). Surgically Shaping Children: Technology, Ethics, and the Pursuit of Normality. Baltimore: Johns Hopkins University Press]  [12:  John B Christiansen and Irene W Leigh, eds. (2002). Cochlear Implants in Children: Ethics and Choices. Washington: Gallaudet University Press
] 


Disability is generally considered to be an undesirable state (though see below for an outline of different definitions and models of disability), and most societies view it unfavourable. Physical or mental anomaly is considered to be a misfortune that means a person with disability, and often their family, experiences suffering and disadvantage. From a bioethical perspective, then, preventing or ameliorating disability is a morally good thing to do. It is not however an absolute moral good, in the sense that it overrides any other consideration. For example, the compulsory sterilization of people with genetic conditions could prevent the transmission of some kinds of genetic disability between generations, but it would also raise very significant questions of justice and of the individual right to autonomy. Many people also have serious ethical concerns about widely used methods of ‘managing’ disability: these include the termination of pregnancy because of foetal anomaly; diverting limited healthcare resources towards research for rare disabling conditions; or providing the means of assisted suicide in the context of disability.   Bioethical analyses aim to provide guidance for clinical practice in contested situations like these.

When they are asked to make judgements about the moral permissibility of termination of pregnancy for foetal anomaly, withdrawal of life-sustaining treatment, or normalizing surgery, bioethicists are effectively also judging the quality of disabled people’s lives: they are weighing up the impact of an impairment on an individual’s lived experience, sometimes also the family’s and community’s experience, against the ethical cost (and sometimes the economic and resource cost as well) of making this particular intervention, or not.  Whether they choose subjective measures of quality of life (what people with lived experience say) or objective measures (what economists, public health specialists, ethicists or others say) is relevant to the judgement they make.

Changing contexts
Bioethics has relevance to disabled people’s lives for other reasons. One of these is that recent advances in biomedicine, and especially the power of new selective and therapeutic technologies, have changed the frame of reference within which disability is understood and interventions to prevent or ameliorate disability are evaluated. Medical knowledge has always been used to minimize the risk that individual people will become disabled as a consequence of illness or trauma. Since our knowledge of genetics has grown throughout the twentieth and twenty-first centuries, medical genetics has also been used to minimize the transmission of genetically associated disability from one generation to the next.  In those parts of the world where health services are wealthy enough, there is an expanding repertoire of genomic technologies offer new options for preventing disability, whether through the prenatal identification of genes associated with disabling conditions or through postnatal treatment targeted to specific genetic profiles (see sections 3 and 4) [footnoteRef:13] [footnoteRef:14] [footnoteRef:15]. These technologies drive sociocultural changes, as increasing options can shift attitudes towards disability that in turn become the grounds for concrete actions.  [13:  Shawneequa L Callier, Rachel Abudu, Maxwell J Mehlman, Mendel E Singer, Duncan Neuhauser, Charlisse Caga-Anan, Georgia L Wiesner. (2016). Ethical, legal, and social implications of personalized genomic medicine research: current literature and suggestions for the future. Bioethics 30, 698-705 ]  [14:  Jackie Leach Scully (2008). Disability and genetics in the era of genomic medicine. Nature Reviews Genetics 9: 797-802. doi: 10.1038/nrg2453]  [15:  Jackie Leach Scully, (2018). Disability and the challenge of genomics. In: Gibbon, S, Prainsack, B, Hilgartner, S, Lamoreaux, J. The Routledge Handbook of Genomics, Health and Society. London: Routledge, 186-194] 


Interacting with the sociocultural changes are changes in the social and political status of people with disabilities. Over approximately the last 50 years, attitudes towards disabled people have altered dramatically in many parts of the world [footnoteRef:16].  This is for several interconnected reasons. For one thing, there is greater awareness of disability, partly because of demographic changes experienced across the globe as communicable diseases give way to non-communicable diseases, people live longer, populations age, and so individuals  experience more age-related impairment.  Advances in medical care have also led to more people surviving premature birth, severe illness or major trauma, but often with lifelong disabilities.  [16:  David Bolt, ed. (2014). Changing Social Attitudes toward Disability: Perspectives from Historical, Cultural, and Educational Studies. London: Routledge Advances in Disability Studies] 


Another factor is that global disability activism has led to the development of various forms of anti-discrimination legislation, and instruments of national and international law, that aim to protect the rights of disabled people and to enable them to live in equality with their nondisabled peers. Among the first of these instruments was the Americans with Disabilities Act (ADA) of 1990[footnoteRef:17]. Others now include the UK’s Disability Discrimination Act (DDA) of 1995[footnoteRef:18] (replaced by the Equality Act of 2010[footnoteRef:19]), and the United Nation’s Convention on the Rights of Persons with Disabilities (CRPD) of 2006 which articulates principles of dignity, autonomy, non-discrimination, equality of opportunity, full and activation participation and inclusion, and respect for difference and human diversity.   [17:  https://www.ada.gov/]  [18:  http://www.legislation.gov.uk/ukpga/1995/50/contents]  [19:  https://www.gov.uk/guidance/equality-act-2010-guidance] 


These and other factors have combined to produce an overall more accepting attitude towards difference and disability, and normalization of the presence of people with disabilities in public life in many parts of the world[footnoteRef:20]. They also bring into play the sometimes complex intersection of bioethics with civil and human rights approaches to disability. [20:  WHO/World Bank 2011. World Report on Disability, Geneva: WHO https://www.who.int/disabilities/world_report/2011/en/] 


Tensions between disability rights activism and bioethics
Because of its close association with biomedicine and, increasingly, with selective technologies that offer prenatal identification of genetically related disability, many disability rights activists are profoundly suspicious of bioethics. There is concern that bioethical analyses are used to give an ethical justification for a covert form of eugenics that has been termed ‘new’ or ‘liberal’ eugenics: not the state-sponsored coercive eugenics of the Nazi stereotypes, but a neoliberal form developed under late capitalism in which individual parents are encouraged to aim for ‘the best possible child’[footnoteRef:21] [footnoteRef:22] [footnoteRef:23]. In the late 1980s/early 1990s, protests by disability activists in mainland Europe prevented the bioethicist Peter Singer from speaking in public. Singer had controversially argued that the euthanasia of disabled neonates could be morally permissible in some circumstances[footnoteRef:24].  US disability activist Harriet McBryde Johnson famously debated face-to-face with Singer[footnoteRef:25].  Views like Singer’s are probably now less mainstream within bioethics (although certainly still present)[footnoteRef:26], but some of that resistance lingers on in parts of the activist world and in disability studies. [21:  Anne Kerr and Tom Shakespeare (2002). Genetic politics: From eugenics to genome. Cheltenham, UK: New Clarion Press.]  [22:  Nicholas Agar (2004). Liberal eugenics: In defence of human enhancement. Malden, MA: Blackwell Publishing.]  [23:  Stephen Wilkinson (2008). “Eugenics talk” and the language of bioethics. J Med Ethics 34: 467-471]  [24:  Peter Singer and Helga Kuhse (1988). Should the Baby Live? The Problem of Handicapped Infants. Oxford: Oxford University Press.]  [25:  Harriet McBryde Johnson (2005). Too Late to Die Young: Nearly True Stories From a Life. London: Picador.]  [26:  Rob Sparrow (2011).  A not-so-new eugenics. Harris and Savulescu on human enhancement. Hastings Center Report 41(1):32-42.] 


Mainstream bioethics and disability 
The discipline of bioethics grew out of moral philosophy, theology and law. In the United States and the United Kingdom it has been dominated by Anglo-American analytic philosophy and especially utilitarianism, while other schools of philosophy, such as Kantian deontology and postmodernism, are more popular in mainland Europe. Globally, theological perspectives have a greater profile in bioethical debates.  Despite this diversity of forms within so-called ‘mainstream bioethics’, from the point of view of disability all mainstream approaches share some deficiencies.

One of these is a very limited conceptualization or definition of disability. Once again, this is the result of bioethics’ necessarily close ties to biomedicine: from one perspective, bioethics can be viewed as a service industry to clinicians who realised that traditional medical ethics was inadequate for the complex moral and social issues thrown up by medicine of the mid to late twentieth century[footnoteRef:27]. But this close relationship means that bioethics has traditionally mirrored biomedicine’s thinking on key concepts, including disability. In the so-called medical model (which is more of a discourse of over-medicalisation) disability is a nominative pathology: a defect or deficit determined by reference to a norm of physical or mental structure and function, and located in an individual. The parameters of the norm are given by biomedical science (today, this increasingly means in the form of genomic data).  In this view, disability is a deviation from a biomedically determined standard of form or function; the cause of the deviation lies in the biology of the individual; and the aim of medical intervention is to restore the individual body to the norm. [27:  This is not the only view of bioethics’ development. See for example David Rothman (1991). Op cit.; Al Jonsen. (1998). The Birth of Bioethics. Oxford: Oxford University Press; Renee Fox, and Judith Swazey.  (2008). Observing Bioethics. New York: Oxford University Press.
] 


However, a strong body of disability scholarship over the last 40-50 years combined with the work of disability activists has argued that this is a partial, and inadequate, model of disability. A family of social or social-relational models see disability not as a purely biological phenomenon, but as a situation that results from the (mis)match between the body and its material and social environment. Leading among these, the ‘strong social model’ developed in UK disability studies, emphasises the distinction between an embodied physical or mental anomaly (i.e. the impairment), and the social response to the impairment. According to the original strong social model, it is the problematic social response that causes disablement, for example through the lack of environmental adaptations, and not the body per se[footnoteRef:28] [footnoteRef:29] [footnoteRef:30]. While impairment is a biological manifestation where a limb or organ functions in a substandard way, as for example in hearing loss, disability is the “disadvantage...caused by a contemporary social organization which takes no or little account of people who have physical impairments and hence excludes them from participation in the mainstream of social activities.”[footnoteRef:31] This differentiation enables disability theorists to challenge the assumption that unfamiliar kinds of physical or mental embodiment are necessarily disabling, and to question whether the ‘problem’ is caused by the degree of physical or mental difference itself or by the particular social and cultural responses it elicits.   Although the minority group model is somewhat distinct from the UK social model, it certainly emphasises that physical and mental differences are not the cause of the oppression experienced by persons with disabilities. [28:  Smith, S.R. (2010). Social justice and disability: competing interpretations of the medical and social models. In: Kristiansen, K., Vehmas, S., and Shakespeare, T., (eds). Arguing About Disability: Philosophical Perspectives. Oxford and New York: Routledge]  [29:  Mike Oliver (2013). The social model of disability: thirty years on. Disability & Society, 28:7, 1024-1026. DOI: 10.1080/09687599.2013.818773]  [30:  Tom Shakespeare and Nicholas Watson (2001). The social model of disability: An outdated ideology? In: Sharon N. Barnartt, Barbara M. Altman, eds. Exploring Theories and Expanding Methodologies: Where we are and where we need to go (Research in Social Science and Disability, Volume 2) Emerald Group Publishing Limited, pp.9-28]  [31:  Union of the Physically Impaired Against Segregation (1975). Fundamental Principles, https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/UPIAS-fundamental-principles.pdf] 


The stronger versions of these social accounts of disability have been heavily criticised more recently for its failure to account for all forms of disability experience. Current social-relational approaches argue more broadly that the extent to which an impairment is disabling depends on how the culturally and historically located communities in which people live make sense of disability and difference[footnoteRef:32]. Disability is the result of environmental, social, cultural, political and economic factors interacting with an individual’s unusual embodiment, in ways that can be more or less disabling[footnoteRef:33].  These approaches do not exclude or minimize the real effect of a ‘variant’ body, but neither do they neglect the contribution of factors beyond the individual’s body to the lived experience of disability.  They appear to be consistent with the human rights approach to disability as epitomised by the Convention article on definitions, with its emphasis on the interaction between people with impairments and the environment. [32:  Carol Thomas (2004). Rescuing a social relational understanding of disability. SJDR 6: 22-36]  [33:  Tom Shakespeare (2006). Disability Rights and Wrongs, Abingdon: Routledge.] 


Alternative approaches to disability bioethics
Although mainstream bioethics has been dominated by a relatively narrow set of theoretical perspectives, there are alternative approaches that offer fruitful perspectives on the bioethical questions related to disability.  Among the most influential of these are:
· feminist bioethics;
· care ethics;
· communitarian approaches;
· global or developing world bioethics.

Feminist bioethics has been particularly influential for several reasons. First, it starts from the premise that the dominant way of doing bioethics marginalizes the lives and interests of an oppressed social group (women)[footnoteRef:34], and many feminist bioethicists have argued that this marginalization is paralleled by mainstream bioethics’ handling of other social and political minorities – including disabled people[footnoteRef:35].  A second reason is that feminist bioethics is well known for its powerful, critical examination of reproductive medicine and the technologies of assisted conception developed since the late twentieth century. Among these are the biomedical technologies that enable prenatal selection for foetal anomaly that, as section 3 details, is a central and controversial area of bioethics’ engagement with disabled lives.   [34:  Rosemarie Tong (1997).  Feminist Approaches to Bioethics, Boulder: Westview Press.]  [35:  Jackie Leach Scully (2006). Disability Bioethics: Moral bodies, Moral difference, Lanham: Rowman and Littlefield.] 


Beyond this, feminist bioethics also adopts distinctive theoretical and methodological positions that have proved helpful to thinking about disability[footnoteRef:36]. In sharp contrast to the mainstream, feminist bioethical approaches place emphasis on relationality as an intrinsic part of moral lives, and this has led to a significant reframing of some foundational ethical concepts. For example, mainstream moral philosophy and bioethics hold ‘respect for individual autonomy’ or self-determination as a core moral principle, but their conceptualizations of what autonomy actually is tend to idealize a picture of humans as inhumanly detached agents with as few practical or emotional dependencies as possible. By contrast, feminist bioethicists have elaborated a model of relational autonomy in which it is argued that it is precisely the relationships between people in a community that provides the support enabling them to be genuinely self-determining[footnoteRef:37] [footnoteRef:38].  This understanding of autonomy opens up the possibility of recognizing that many disabled people are fully capable of exercising their autonomy even though the processes through which they do so may be unfamiliar. People with disabilities may be more dependent than nondisabled adults on direct or indirect help from others, but this is not in principle any different from the interdependency that everyone has to others within a community. [36:  Jackie Leach Scully, Laurel Baldwin-Ragaven, Petya Fitzpatrick, eds. (2010. Feminist Bioethics: at the Center, on the Margins. Baltimore; Johns Hopkins University Press]  [37:  Anne Donchin (2001). Understanding autonomy relationally: Toward a reconfiguration of bioethical principles. The Journal of Medicine and Philosophy: A Forum for Bioethics and Philosophy of Medicine 26: 365–386.  ]  [38:  Catriona Mackenzie and Natalie Stoljar, eds. (2000). Relational Autonomy: Feminist Perspectives on Automony, Agency, and the Social Self. Oxford: Oxford University Press] 


Care ethics is an approach that holds a significant place within feminist bioethics (although feminist ethics is about more than care, and not all care ethics is feminist). Care ethics is an approach to moral issues that emphasises the distinct ethical importance of relationships involving care of various kinds, and ranging from interpersonal interactions to systemic and global structures[footnoteRef:39] [footnoteRef:40].   For example, Eva Feder Kittay[footnoteRef:41] criticises the influential contractarian approach to justice of John Rawls, because it does not allow for the fact that some people will always require care to flourish (in other words, they will never be in a position to enter into a mutual contract of reciprocal care). In addition, those who are givers of care may face restrictions on their own ability to participate in society, and as a result their own dependencies are also changed.  Care ethics is distinctive in acknowledging that many of the most morally important relationships that people can have are unbalanced, i.e. the interactions between care giver and care recipient are usually not reciprocal.  [39:  Virginia Held. (2006). The Ethics of Care. New York, NY: Oxford University Press]  [40:  Joan Tronto (1994). Moral Boundaries: A Political Argument for an Ethic of Care. New York, NY: Routledge, 1994.]  [41:  Eva Kittay (1999). Love’s Labor: Essays on Women, Equality, and Dependency. New York: Routledge] 


For disability bioethics this enables an analysis of the nonreciprocal relationship between, say, a disabled person and their personal assistant (PA) in terms that value the particular characteristics of that relationship rather than seeing the need for care as necessarily a problem in itself[footnoteRef:42].  Paid assistance relationships may appear reciprocal, because the disabled person can exchange hourly wage for the support they receive from the PA.   However, some critics are concerned that the application of care ethics in a disability context will reinforce the implication that disabled people are inevitably in need of care, or at least more care than nondisabled people. But properly understood the ethics of care understands that the need for care is ubiquitous, not restricted to certain groups of people, and also highlights the less obvious forms of care that may be hidden by more familiar dependencies. So a full care ethics analysis of the relationship between a disabled person and their PA may also reveal that the disabled person is caring for the PA, in less apparent but nevertheless significant ways.  [42:  Shakespeare T, Porter T, Stӧckl A.  (2018). Metaphors to work by: the meaning of personal assistance in England, International Journal of Care and Caring. E-print ahead of publication.] 


Communitarian approaches to bioethics[footnoteRef:43] began to emerge in the 1990s following a general development in political philosophy.  Communitarian bioethicists are critical of bioethics’ traditional focus on the isolated, decontextualized individual. Instead, they see people being born into communities that offer existing relational networks of values, traditions, norms, and taken for granted understandings of what is good or right.  They are sceptical of attempts to find universal truths or solutions, arguing that moral norms have to be understood in the context of the traditions and ‘landscapes’ of particular societies. In terms of disability, communitarianism’s emphasis on the social aspects of healthcare inevitably shifts the focus of ethics and policy away from the individual and the ‘problem’ of their disabled body, and towards the collective responsibility of a society to establish mechanisms that, in collectively endorsed ways, care for and support its disabled members.  [43:  Amitai Etzioni (2011). On a communitarian approach to bioethics. Theoretical Medicine and Bioethics 32:363-374 
] 

Global or developing world bioethics does not entail distinctive theoretical framings in the same way that feminist, care or communitarian bioethics do. However, consciously refocusing bioethical attention on the problems faced by low or middle income countries (LMICs) inevitably raises distinctive issues that may be unfamiliar to bioethics but that are highly salient to those countries[footnoteRef:44] [footnoteRef:45]. Even a cursory look at the published bioethics literature shows that by far the most attention has been paid to the ethical problems raised by the kind of healthcare and research that is only available to the populations of wealthier countries. A shift of focus to LMIC means that considerations of distributive justice become more prominent than principles of autonomy; closer attention may need to be paid to relationality in cultures where familial or clan bonds are highly valued[footnoteRef:46]; while in some countries, histories of colonialism continue to play an influential role in shaping responses to paternalism and agency in the context of health care and research[footnoteRef:47].  The familiar ethical conundrums of assisted conception, organ allocation, or personalized genomic medicine are largely irrelevant to the majority of the world, and that makes the bulk of bioethics’ current work irrelevant to it as well [footnoteRef:48].   [44:  Angeles Tan Alora and Josephine M Lumitao, eds. (2001). Beyond a Western Bioethics: Voices from the Developing World (Clinical Medical Ethics series). Washington DC; Georgetown University Press]  [45:  Yaw A. Frimpong-Mansoh, Caesar A. Atuire, eds. (2019). Bioethics in Africa: Theories and Praxis (Series in Philosophy). Vernon Publications]  [46:  P Marshall and B Koenig (2004). Accounting for culture in a globalized bioethics. The Journal of Law, Medicine & Ethics, 32, 252–266. https://doi.org/10.1111/j.1748-720X.2004.tb00472.x]  [47:  Rosemary Tong, Anne Donchin, Susan Dodds. (2004). Linking Visions: Feminist Bioethics, Human Rights, and the Developing World. Lanham; Rowman and Littlefield]  [48:  H. Tristram Engelhardt, Jr. (1998) Critical care: why there is no global bioethics. The Journal of Medicine and Philosophy: A Forum for Bioethics and Philosophy of Medicine, 23, 643–651,] 


Distinguishing between bioethics of disability and disability bioethics
Scully has distinguished between the bioethics of disability and disability bioethics[footnoteRef:49]. The bioethics of disability is what might be called bioethics done from an outsider perspective on disability. Using one or more of the well known ethical frameworks or approaches described earlier, it considers areas of biomedical or life science innovation that have particular relevance to disability or disabled people. Just as in other areas of bioethics, over the last decade or so there has been growing acknowledgement that a bioethics of disability often lacks enough of a empirical grounding in the realities of disabled people’s lives to be confident that it has a reliable basis for theoretical ethical reflection and policy making. There are very few bioethicists whose writing on disability is informed by direct lived experience of it: they include Scully, Shakespeare, and Teresa Blankmeyer Burke. While some bioethical writing on disability is sympathetic to disability concerns, and a proportion has begun to show the imprint of the work coming out of disability studies itself[footnoteRef:50], it is still overwhelmingly produced from the standpoint of outsiders to the experience being written about.  In addition, advances in biomedicine and biotechnology mean that there are now forms of disabled living that are socially and ethically unfamiliar: the long-lived tetraplegic, the person with cystic fibrosis who lives into middle age rather than dying in early adulthood, the cochlear implant wearer.  Their novelty means that there are few resources within the cultural imaginary for nondisabled bioethicists to draw on in trying to evaluate quality of life, making their judgements about the moral permissibility of various interventions highly contentious.  [49:  Jackie Leach Scully (2008). Disability Bioethics: Moral Bodies, Moral Difference. Lanham; Rowman and Littlefield]  [50:  Rob Sparrow (2007).  Procreative beneficence, obligation and eugenics. Genom Soc Policy. 3(3): 43-59

] 


In contrast to a bioethics of disability, then, disability bioethics starts from within the experience of disability.  It pays close attention to disabled people’s own voices about their lives, their needs and their ethical choices.  Of course, this does not mean that only people with disabilities can speak about disability; the perspectives of family members, healthcare professionals, and others in society can all be considered to be parts of understanding disability as a complex, multifaceted social phenomenon. But disability bioethics recognises that much of bioethics’ work so far has been based on thin or inaccurate understandings of the diversity, complexity, and socially embedded nature of disability, and therefore of the bioethical questions that concern people with disabilities and their families.

The ‘disability experience’ results from the interaction of the body’s features, personal factors, and social and environmental factors. While disability in general correlates with disadvantage, not all people with disabilities are equally disadvantaged. People with more severe impairments often experience greater disadvantage, and there is also a hierarchy of types of impairment, so that for example school enrolment rates of children with physical impairment are generally higher than those with intellectual or sensory impairments. Most excluded from the labour market are often those with mental health difficulties or intellectual impairments. Disability also interacts with external factors: women with disabilities experience gender discrimination as well as disabling barriers, while the higher the social class and the wealthier a person is, the more likely they are to be able to obtain the devices and other support that they need. The background cultural approach to disability also plays a role in attitudes and the quality of life a person with disabilities will enjoy.

2. Bioethics and quality of life 

Many debates in bioethics come down to contrasting views about the quality of life of persons with disabilities.  For example, one of the main arguments in favour of prenatal testing and selective termination of pregnancies affected by disabilities is that this avoids the birth of a child who it is assumed will go on to have a poor quality of life.  Similarly, it is the (assumed) poor quality of life with disability that underpins arguments for voluntary euthanasia or assisted dying for people with disabilities.  Therefore it is relevant to understand, and sometimes challenge, the evidence and arguments about quality of life used in bioethics.

Notwithstanding the impact of a health condition, and even in a world that is not designed to facilitate the wellbeing let alone full participation of people with disabilities, the empirical evidence and anecdotal testimony shows that for many people with disabilities, life is surprisingly good. In a now classic paper on what they call the disability paradox, Gary Albrecht and Patrick Devlieger[footnoteRef:51] marshal the evidence that reveals that the majority of persons with disabilities consistently report a quality of life as good as, or sometimes even better than, that of nondisabled people. [51:  GL Albrecht and PJ Devlieger  (1999). The disability paradox: High quality of life against all odds. Soc Sci Med 48(8): 977–88] 


What reasons can be found to explain the disability paradox? Some would cast doubt on the reports of good quality of life. Bioethicists sometimes describe these self-reports in terms of the ‘happy slave’ idea: people think they are happy because they do not know any better. People with disabilities are simply not telling the truth, it could be claimed. Perhaps these cheerful people with disabilities are deluding themselves and others. It may be just too humiliating to think of oneself as inferior and suffering, or it may be impossible to incorporate the damage into a positive sense of self. Therefore people are in denial. Or perhaps people with disabilities secretly really do feel that disability is awful, but they are not prepared to admit that to others. They do not want to be thought of as inferior or to be pitied , and therefore they dissimulate about their own lives. Perhaps in private they admit to misery, while in public they put on a brave face. These explanations do not seem reasonable, but patronizing or even offensive. Psychological research has supported disabled people’s self-reports of good quality of life, rejecting the scepticism of bioethicists among others[footnoteRef:52]. We need to find better ways of understanding what is going on.  [52:  Ron Amundson (2010).  Quality of life, disability and hedonic psychology. Journal for the Study of Social Behaviour, 40(4): 374–92] 


First, it appears that human beings are capable of adapting to almost any situation, finding satisfaction in the smaller things they can achieve, and deriving happiness from their relationships with family and friends, even in the absence of more worldly success.   Resilience is an ordinary human capacity, available to everyone, not the extraordinary quality of a rare individual (the so-called ‘super crips’).  This account offers a less demeaning explanation of the psychological processes that go on in the mind of a person with disability. In his discussion of Disability Adjusted Life Years (DALYs), Christopher Murray[footnoteRef:53] distinguishes three related process of adaptation, coping, and adjustment. Adaptation means finding another way to do something: for example, the paralyzed person might wheel rather than walk. Coping is when people redefine their expectations about functioning over time. They decide that a stroll of a half a mile is fine, whereas previously they would have only been content with a ramble of ten miles. Accommodation is when someone learns to value other things: they decide that rather than going for walks in the country with friends, the really important thing in life is being able to go to great restaurants with them. Note, however, that none of these explanations implies that being paralyzed, for example, is not a negative experience: adaptation, coping and accommodation merely explain how someone may come to terms with their limitation over time.  [53:  Christopher JL Murray (1996). Rethinking DALYs, in C. J. L. Murray and J. D. Lopez (eds.), The Global Burden of Disease: A Comprehensive Assessment of Mortality and Disability from Diseases, Injuries, and Risk Factors in 1990 and Projected to 2020.   Washington, DC: World Bank.] 


Second, it appears to be the case that our appraisal of life with impairment may have less to do with actuality than with fear, ignorance , and prejudice, all of which make the experience appear worse than it actually is. That is to say, we have a distorted view of disability, one made more graphic by the ways cultural representations of disability play on our fears of impotence, incapacity, and dependency[footnoteRef:54].  Catriona Mackenzie and Jackie Leach Scully[footnoteRef:55] warn us of the dangers of relying on our imagination when it comes to disability: we tend to exaggerate, project, and mistake what life is really like for people with disabilities. We wrongly assume that difficulties for people result in misery for people[footnoteRef:56].  [54:  Tom Shakespeare (1994).  Dustbins for disavowal: cultural representation of disabled people.   Disability and Society, 9, 3: 283-299]  [55:  Catriona Mackenzie and Jackie Leach Scully JL (2007).  Moral imagination, disability and embodiment, Journal of Applied Philosophy https://doi.org/10.1111/j.1468-5930.2007.00388.x]  [56:  Amundsen, op cit.] 


Third, even to the extent that health conditions and impairments do entail suffering and limitation, other factors in life can more than compensate for them: conversation, culture, work, leisure.   Assuming access to networks and resource, individuals can find plenty of opportunities to enjoy what life can offer, notwithstanding the restrictions that impairment places on him or her. By contrast, it is plain to see that someone can have a fully functioning body or mind and yet lack the social networks or the personality necessary for living a happy and fulfilled existence. 

Fourth, most disabled people have the potential to enjoy much of what gives life meaning. For example, if modern humans might sum up their life goals in terms of ‘job, partner, family’ there is every possibility of most disabled people experiencing those achievements. Empirically, it is clear that many disabled people have sexual partners, become parents, and earn a living, in both developing countries and developed countries[footnoteRef:57].   It is certainly the case persons with disabilities face barriers that mean that they are less likely to achieve these goals, but it would be wrong to conclude these goals are impossible for them. The notion of disabled people being asexual and incompetent is certainly a myth.  [57:  Shakespeare T, Mugeere A, Nyariki E, Simbaya J.  (2019).  Success in Africa: disabled people tell their stories, African Journal of Disability, 8 DOI: https://doi.org/10.4102/ajod.v8i0.522] 


People born with an impairment have nothing to which they can compare their current existence. Someone lacking a major sense has never experienced music or birdsong, visual art, or a sublime landscape. Someone born with restricted growth has always been that way: even if life is sometimes hard, they are used to being how they are. Somebody with intellectual disability may not consider themselves different at all, and may resist attempts to label them stupid or a second-class citizen. For people with congenital impairment, disability is part of their sense of self and becomes identity constituting[footnoteRef:58]. Only in rare cases, for example when a person has a degenerative disease (see section 4) does an individual regret his or her form of embodiment . To want to be nondisabled is, essentially, to want to be a different person, which is a psychological and cognitive dissonance few human beings seem able to enter into. The weight of evidence from quality of life studies and from case studies and other autobiographical reports suggests that human flourishing is possible without a major sense, without legs, without average intelligence. [58:  SD Edwards (2005).  Disability: definitions, value and identity. Oxford: Radcliffe Publishing.] 


People who become disabled tend to go through a similar trajectory. Immediately after injury or disease has rendered them disabled they may feel profoundly depressed, to regard their life as over, and even to contemplate suicide. Yet after a period of time, they adapt to their situation, reevaluate their negative attitude to the disability, and start making the most of their situation. Often they are driven to greater achievements than before. Usually, their quality of life returns to approximately what it was before the trauma struck. This phenomenon, which also explains why lottery winners revert to their previous state of happiness after the thrill of riches has worn off, is known as hedonic adaptation[footnoteRef:59]. For disabled people, impairment usually makes little difference to their quality of life. The research shows, for example, that overall levels of life satisfaction for people with spinal cord injury are not affected by their physical ability or limitations[footnoteRef:60]. Furthermore, the clinical fact of whether the spinal lesion is high or low, complete or incomplete – all aspects that affect functioning – has a weak and nonsignificant relationship with quality of life[footnoteRef:61].  The major factor is time since injury (or diagnosis): after people have come to terms, their quality of life reverts to their former state. [59:  Amundsen, op cit.]  [60:  Kennedy, P., Smithson, E., McClelland, M., Short, D., Royle, J., and Wilson, C. (2010). Life satisfaction, appraisals and functional outcomes in spinal cord-injured people living in the community. Spinal Cord, 48: 144–8.]  [61:  M Kreuter, M Sullivan, AG Dahllöf, and A Siösteen. (1998). Partner relationships, functioning, mood and global quality of life in persons with spinal cord injury and traumatic brain injury. Spinal Cord 36(4): 252–61.] 


It seems reasonable to conclude that on balance of evidence, disability usually does not have to equate to exclusion from most of what makes life good.  We can perhaps agree with Michael Oliver[footnoteRef:62] and other authors in the disability rights tradition when they reject the ‘disability as tragedy ‘ assumption.  However, we are not thereby compelled to accept the ‘disability as difference ‘ or even the ‘disability as positive variation’ argument, in which impairment is a neutral or even advantageous characteristic.   In other words, an impairment does often make life harder, you might not want others to develop the impairment, and you might even accept a cure for the impairment, if it was available.   For this reason, Shakespeare has suggested that seeing disability as a predicament[footnoteRef:63]  appears a workable and realistic judgment.  Importantly, life with impairment can be good, and certainly far less bad than ill-informed observers perceive.  [62:  Oliver, op cit.]  [63:  Shakespeare, op cit.] 


3. Beginning of life

Ethical questions at the beginning of life concern efforts to detect illnesses and impairments prenatally and to offer prospective parents the option of selective termination.   Another question is whether it is right for persons with disabilities to have children.

Even the most common prenatal conditions, such as Down syndrome, are rare, so it is not efficient to test all pregnancies, especially as diagnostic testing is not only costly but also has an associated chance of miscarriage.    So screening to find pregnancies at higher chance of a birth anomaly is usually adopted, where a simple test is offered to all pregnant women free of charge, or at added cost, depending on the health system.  Because conditions such as trisomies (such as trisomy 21 causing Down syndrome) are more common in older women it may be that screening is particularly aimed at women over 35.  But screening is relevant to all women.

Common forms of screening include ultrasound; blood tests for hormones that are raised in affected pregnancies; and now a non-invasive test that can detect cell-free foetal DNA in the mother’s blood, and thus convey information about the genome of the foetus.  None of these are generally diagnostic: they give information about raised chances.  However, they can give definitive information about the sex of the foetus.

Women found by screening to be at higher chance of a condition, or women from ethnic groups with raised probabilities of particular conditions, or women whose family is known to be affected by a genetic condition, can be offered diagnostic testing, either chorion villus sampling or amniocentesis.  These tests usually give a definitive answer.  Women found to be carrying an affected pregnancy might be offered termination of pregnancy, in a health system where termination is legal.  Alternatively, they may have an illegal termination or go abroad to a jurisdiction where termination is permitted.  And of course they might continue with pregnancy and give birth to an affected baby, or experience a miscarriage or stillbirth.

In ethnic groups where there is a high chance that individuals are carriers of particular conditions, it is theoretically possible to have pre-conception testing to reveal carrier status.   For example, In the most usual cases of recessive genetic conditions such as Thalassaemia (which affects people of Mediterranean origin) or Tay Sachs disease (affecting people of Ashkenazi Jewish origin) or Sickle Cell anemia (affecting people of sub-Saharan African origin), there is a one in four chance of having an affected pregnancy.   Individuals can then choose not to partner with another carrier, can have prenatal testing and selective termination, or can choose not to have children of their own.

Where resources and health expertise allows, a couple known to be at higher chance of a genetic condition could opt for preimplantation genetic diagnosis (PGD). Here, IVF techniques are used to create one or more embryos which are then tested for the condition the couple wish to avoid, and only non-affected embryos are implanted into the woman’s womb.  Although IVF techniques generally have about a 1 in 3 success rate, this route offers a reasonable chance of having a non-affected offspring, although it is much more costly and laborious than ordinary conception.

What is the response of persons with disabilities to prenatal testing and selective termination?  Note that the foetus, depending on the legal situation in the jurisdiction, is not regarded as a person in law.  Therefore the protection of the Convention on the Rights of Persons with Disabilities does not apply to the foetus, and prenatal testing cannot be regarded, in a legal sense, as literally discrimination against the foetus.  However, undoubtedly the prospective parents are choosing not to have a disabled baby, preferring to try again later and have a non-disabled baby, and so this appears, in a figurative sense, to be discriminatory to some observers with disabilities.

Some commentators have regarded prenatal testing as eugenic.  This criticism refers back to the very commonly accepted approach of the late nineteenth and early twentieth century, where people with disabilities – particularly people with intellectual disabilities and psycho-social disabilities – were prevented from reproducing.  The obnoxious aspects of eugenics were the combination of policies to improve the quality of the population, with a coercive approach.  However, it is not hard for modern clinicians to repudiate this criticism.  They highlight that the modern obstetric or genetic service is not at all coercive.  Nor does it operate at a population level.  Individuals and their partners are offered genetic testing to facilitate informed choice.  This seems different to eugenics, and therefore acceptable – at least to those who do not condemn all abortion as murder of the foetus.  In many jurisdictions abortion is not permitted, so for example in Brazil, mothers whose pregnancies are affected by the Zika virus have no choice but to continue pregnancy and have a child with microcephaly.  However even there, women with financial resources can access illegal abortion, or travel to a country with more permissive abortion law.

Notwithstanding that most current prenatal services are not obviously coercive, that there does not appear to be any explicit government plan to eradicate disability, and that it is very rare to have prominent thinkers espouse eugenic thinking (unlike in the early twentieth centry), there are genuine and well-founded fears[footnoteRef:64].   Generally, it is unacceptable for clinicians and economists to justify prenatal diagnosis and selective termination in terms of saving the costs to society of life-long support of people with disabilities[footnoteRef:65], although this is the ‘elephant in the room’[footnoteRef:66].  The effects of individual choice, increased screening, and prejudiced against disability, among both clinicians[footnoteRef:67] and wider society, will inevitably mean fewer births of persons with disabilities[footnoteRef:68].     [64:  AS Iltis.  (2016).  Prenatal screening and prenatal diagnosis: contemporary practices in the light of the past.  Journal of Medical Ethics 42: 334-339.]  [65:  P.Benn, KJ Curnow, S Chapman, SN Michalopoulos, J Hornberger, M Rabinowitz.  )2015).  An economic analysis of cell-free DNA non-invasive prenatal testing in the US general pregnancy population.  Plos One https://doi.org/10.1371/journal.pone.0132313]  [66:  Vardit Ravitsky.  (2017). The Shifting Landscape of Prenatal Testing: Between Reproductive Autonomy and Public Health,” Just Reproduction:Reimagining Autonomy in Reproductive Medicine, special report, Hastings
Center Report 47, no. 6: S34-S40. DOI: 10.1002/hast.793]  [67:  DA Klein.  (2011).  Medical disparagement of the disability experience: empirical evidence for the ‘expressivist objection’.  AJOB Primary Research 2, 2: 8-20]  [68:  T.Shakespeare.  (2014). Op cit.] 


Phrases such as ‘emergent eugenics’[footnoteRef:69], ‘backdoor eugenics’[footnoteRef:70] and ‘laissez faire eugenics’[footnoteRef:71] capture how, while there may be no explicit government population policy, nevertheless the effect of many individual choices are to produce eugenic outcomes.   Nor are those choices as free as they might appear, for several reasons.  First, there is generally no balanced information offered about the relevant health conditions.  Inaccurate, biased or medical-dominated accounts of e.g. Down syndrome are provided, with the voices of affected individuals and families rarely being heard.   Second, the counselling or advice provided by clinicians (midwives, nurses, obstetricians) is not always unbiased.  In many parts of the world, clinicians adopt quasi-eugenic beliefs[footnoteRef:72].  Finally, the context can push pregnant women and their partners towards particular choices[footnoteRef:73], particularly when practices such as screening become a routine part of healthcare[footnoteRef:74]. As well as any particular harms, there is a wider risk of disability being re-defined in terms of avoidable deficits and individual problems, rather than cultural difference and minority politics.   [69:  T Shakespeare.  (1998).  Choices and rights? Eugenics, genetics and disability equality.  Disability and Society 13, 5: 665-681]  [70:  Troy Duster.  (2004). Backdoor to Eugenics.  New York: Routledge.]  [71:  Philip Kitcher.  (1996).  The Lives to Come: the genetic revolution and human possibilities.  New York: Simon and Schuster.]  [72:  Dorothy Wertz.  (1998).  Eugenics is alive and well: a survey of genetic professionals around the world.  Science in Context 11: 3-4.]  [73:  T. Shakespeare (1998), T. Shakespeare (2006) op cit.]  [74:  A Kater-Kuipers, ID de Beaufort, RJH Galjaard, EM Bunnik.  (2018).  Ethics  of routine: a critical analysis of the concept of ‘routinisation’ in prenatal screening.  Journal of Medical Ethics 44: 626-631.] 


Some other commentators avoid the ‘eugenic’ criticism.  But they might focus on the context in which testing is offered.  A climate of geneticisation[footnoteRef:75] might exacerbate stigmatisation and devalue disabled people, although the original simplistic account has been challenged[footnoteRef:76].   The hurtful messages that could be conveyed by increased availability of prenatal screening – particularly if care is not taken over language, imagery and representation of disabled lives – has been summed up in the phrase ‘the expressivist objection’: in other words, public investment in more extensive screening expresses sends the message that it would be better if disabled people were no longer born[footnoteRef:77].   Even the fact that the public health system regards testing as a priority suggests it is promoting selective abortion.  Variations of this claim focus on the so-called ‘synecdoche’ of viewing a disabled person not holistically, but in terms of one faulty body part or underlying genetic mutation, or on the discrimination which occurs in jurisdictions such as the UK, when termination is prohibited after 24th week gestation except in cases where the foetus is ‘handicapped’ in which case the pregnancy can be terminated up until birth[footnoteRef:78].    [75:  A. Lippman.  (1991).  Prenatal genetic testing and screening: constructing needs and reinforcing inequities, American Journal of Law and Medicine, 17, 1&2, 15– 50.]  [76:  Kate Weiner et al.  2017]  [77:  Erik Parens and Adrienne Asch.  (eds) 2000. Prenatal Testing and Disability Rights, Georgetown: Georgetown University; Klein op cit.]  [78:  Sheldon S and Wilkinson S.  (2001).  Termination of pregnancy for reason of foetal disability: are there grounds for a special exception in law? Medical Law Review 9, 85-109] 


One imaginative disabled critical theorist has argued in terms of ‘conserving disability’[footnoteRef:79],  using an implicit analogy with biodiversity, and describing disabled people as ‘narrative resources’.    Another critic, father of a son with Down syndrome, has argued in favour of the ‘giftedness’ of children and the virtue of acceptance[footnoteRef:80],  and most recently another father has challenged the ethics of screening[footnoteRef:81] (Kaposy 2018). [79:  Rosemarie Garland-Thomson. (2012). The case for conserving disability. J Bioeth Inq. 9(3):339-355.]  [80:  Sandel, Michael J. (2007). The Case Against Perfection: Ethics in the Age of Genetic Engineering. Cambrige: Harvard University Press.]  [81:  Chris Kaposy. (2018).  Choosing Down Syndrome: ethics and new prenatal testing technologies, Boston: MIT Press.] 

	
In some European countries such as France, Spain and Switzerland, high screening uptake rates have already been associated with significant reductions in the number of babies born with Down syndrome over the past 25 years[footnoteRef:82].   In countries such as Iceland and Denmark, almost all women who accept the offer of screening go on to terminate: however, a minority continue to refuse the offer of tests, and a small number of babies continue to be born in both countries.  It will be important to watch what happens to Down syndrome support, services and research in these countries over the next 10 years.  As they are countries with smaller populations, the impact of prenatal screening is more obvious. [82:  Loane, M.,et al (2013). Twenty-year trends in the prevalence of Down syndrome and other trisomies in Europe: impact of maternal age and prenatal screening. Eur J Hum Genet, 21 (1), pp.27-33.] 

	
Decisions about whether or not to use prenatal testing or selective termination cannot be separated from attitudes and beliefs about bringing up a child with that condition within the particular social context[footnoteRef:83]. In many low and middle income countries, social and educational support for disabled people is very limited[footnoteRef:84]  and even in wealthy countries stigmatising attitudes are pervasive[footnoteRef:85].    Negative stereotypes about disability, and attitudes towards disabled people are known to be associated with intentions to test for and terminate an affected pregnancy[footnoteRef:86] .  [83:  Lawson, K.L. (2006). Expectations of the parenting experience and willingness to consider selective termination for Down Syndrome Journal of Reproductive and Infant Psychology, 24, pp.43-59.]  [84:  Chandrasekharan, S., M.A. Minear, A. Hung & M.A. Allyse. (2014). Noninvasive prenatal testing goes global. Science translational medicine, 6 (231), 231fs15.]  [85:  Enea-Drapeau, C., M. Carlier & P. Huguet. (2012). Tracking subtle stereotypes of children with trisomy 21: From facial-feature-based to implicit stereotyping. PloS one, 7 (4), e34369.]  [86:  Bryant, L.D., J.M. Green & J. Hewison. (2010). The role of attitudes towards the targets of behaviour in predicting and informing prenatal testing choices Psychology and Health, 25 (10), pp.1175-1194; Lawson, K. & S.A. Walls-Ingram. (2010). Selective Abortion for Down Syndrome: The Relation Between the Quality of Intergroup Contact, Parenting Expectations, and Willingness to Terminate. Journal of Applied Social Psychology, 40 (3), pp.554-578; Lawson, K.L. (2006). Expectations of the parenting experience and willingness to consider selective termination for Down Syndrome Journal of Reproductive and Infant Psychology, 24, pp.43-59.

] 


Absent from most debates are the perspectives of people with disabilities themselves. Despite a lack of research about the viewpoints of disabled people, some evidence is available: for example, adults with Down syndrome can, understandably, find the idea of aborting babies because they have Down syndrome upsetting. It is also easy to understand that people with Down syndrome can view the widespread offer of testing to pregnant women as offensive or an expression of their being unwanted[footnoteRef:87].  [87:  Ward, L., J. Howarth & J. Rodgers. (2002). Difference and choice: exploring prenatal testing and the use of genetic information with people with learning difficulties. British Journal of Learning Disabilities, 30, pp.50-55; Barter, B., R.P. Hastings, R. Williams & J.C. Huws. (2017). Perceptions and discourses relating to genetic testing: interviews with people with Down syndrome. Journal of Applied Research in Intellectual Disabilities, 30 (2), pp.395-406.] 


“Because it makes me feel like I’m not wanted in society. And no one loves us… [my family love me] But the government doesn’t love me, because if they did love me they wouldn’t do this” ….“I think it’s a very sad choice that people are terminating.” (Sophie, woman with Down syndrome[footnoteRef:88], quoted by Barter 2017) [88:  In Barter (2017). op cit.] 


This position was expressed by Frank Stephens, a man with Down syndrome who testified to the United States Congress in 2017[footnoteRef:89] .  In a consultation about NIPT with adults with Down syndrome some participants were aware that having a baby with the condition may come as a ‘shock’ to parents and that having a prenatal test could help them prepare. Others feel that women have a right to choose whether or not to terminate a pregnancy for Down syndrome or any other reason: [89:  Friedersdorf, C.   (2017).  'I am a man with Down syndrome and my life is worth living': Congressional testimony that illuminates what a developmental disability means - and doesn't mean, The Atlantic October 30.  https://www.theatlantic.com/politics/archive/2017/10/i-am-a-man-with-down-syndrome-and-my-life-is-worth-living/544325/  (Consulted December 12 2018).] 


“They are getting rid of it if they’re finding out it’s Down syndrome because they don’t want that life for their baby or something. I mean it’s a personal choice. I’m a pro-choice person. I believe what the woman wants she should get. If she doesn’t wants a baby with Down’s syndrome she doesn’t have to… It’s a woman’s rights.” Helen, woman with Down syndrome[footnoteRef:90] [90:  Barter et al 2017 op cit.] 


Attitudes towards prenatal testing for Spinal Muscular Atrophy (SMA) held by adults with the condition have been found to be linked to the severity of the symptoms they experience and time of symptom onset[footnoteRef:91].  In a survey of over 80 individuals with SMA the majority were in favour of prenatal genetic screening for the condition.  However, those with early onset SMA and more severe symptoms were less supportive of prenatal testing than those with late onset and milder symptoms. The group with the more severe types of SMA also viewed their experiences of disability more positively than those who had experienced life as a non-disabled person or had less significant symptoms. Individuals with relatively static impairments present from birth tend to adjust better to their condition and identify with it in comparison with those who have experienced an alternative life ‘before disability’ or experience periods of decline and change – being disabled is not an identity they want[footnoteRef:92].  For this group, prenatal testing is not viewed as a rejection of disabled people, rather a rejection of the negative aspects associated with impairment.   This points to how a genetic condition or impairment is not always ‘identity affecting’, particularly if it has not been congenital[footnoteRef:93]. Similarly, a study of adults with achondroplasia found that positive attitudes towards the availability of prenatal testing was associated with perceptions of a lower quality of life[footnoteRef:94].     [91:  Boardman, F.K., P.J. Young & F.E. Griffiths. (2017). Impairment experiences, identity and attitudes towards genetic Screening: the views of people with Spinal Muscular Atrophy. Journal of Genetic Counseling. online ahead of  print.]  [92:  Tom Shakespeare (2014) op cit.]  [93:  S. Edwards op cit.]  [94:  Gollust, S.E., R.E. Thompson, H.C. Gooding & B.B. Biesecker. (2003). Living with achondroplasia: attitudes toward population screening and correlation with quality of life. Prenatal diagnosis, 23 (12), pp.1003-1008.] 


In one of the rare studies from  low income settings, approximately 41% of people personally affected by sickle cell disease (SCD) in Cameroon would use prenatal diagnosis, while 48% would reject it[footnoteRef:95] ; 95% of parents of children with SCD would request it, and 65% would terminate pregnancies.  Reasons for people with SCD screening pregnancies include fear of having an affected child (89%) and poor quality of affected child’s life (82%).  However, in Camerooon, as in much of Africa, it is illegal to terminate pregnancy unless the life of the mother is in danger. [95:  A Wonkam, J de Vries, CD Royal, R Ramesar, FF Angwafo III. (2014). Would you terminate a pregnancy affected by sickle cell disease?  Analysis of views of patients in Cameroon.  Journal of Medical Ethics 40: 615-620] 


People with genetic conditions themselves make reproductive decisions, and some may choose to try to avoid having children sharing their genetic disability, particularly if they understand disability in terms of illness, rather than in terms of social barriers[footnoteRef:96]..  Alternatively, people with genetic conditions may seek to use prenatal diagnosis to avoid more severe outcomes of their conditions, for example instances where a fetus inherits the condition from both parents, resulting in a non-viable outcome. [96:  Boardman F.K.  2014b.  Experiential knowledge of disability, impairment and illness: the reproductive decisions of families genetically at risk, Health, 18, 5: 476-491] 


Perspectives from disability rights commentators, parents and people with the conditions usually contrast with mainstream bioethical thinking.  For example, the utilitarian bioethicist Julian Savulescu[footnoteRef:97]  talks about procreative beneficence and the parental obligation to produce the ‘best possible child’, at least in the context of pre-implantation genetic diagnosis, although his thesis has been widely challenged[footnoteRef:98].   His colleague Jeff McMahan similarly uses what he calls the impersonal comparative principle[footnoteRef:99] to recommend the same approach. Peter Singer, mentioned earlier, has advocated not just for prenatal diagnosis, but also for a parental right to request euthanasia for newborn babies with severe impairments[footnoteRef:100]. [97:  Julian Savulescu (2001). Procreative beneficence: why we should select the best 
children.  Bioethics 15 (5-6): 413-426.]  [98:  B Saunders (2015).  Is procreative beneficence obligatory?  Journal of Medical Ethics 41: 175-178.]  [99:  J McMahan (2005).  Preventing the existence of people with disabilities. In 
D.Wasserman, J.Bickenbach, R.Wachbroit (eds) Quality of Life and Human Difference: genetic testing, health care and disability, Cambridge: Cambridge University Press: 142-171.]  [100:  Helga Kuhse and Peter Singer.  (1985).  Should the Baby Live?  The problem of handicapped infants.  Oxford: Oxford University Press.] 


Several arguments and assumptions clearly conflict here.  Centrally, the disability rights approaches are influenced by the evidence that disabled people have a good quality of life, and the argument that disability is a matter of social barriers and oppression, not intrinsic biological deficit.  Conversely, the utilitarian advocates of prenatal selection consider disability to be a harmed condition[footnoteRef:101] or to lead to restricted opportunities or less chance of flourishing.  If they also do not consider the fetus to be a person or to have any rights or interests, then it seems logical avoid a negative outcome and to prefer a non-affected foetus in a subsequent pregnancy.  Importantly, the selective termination cannot be said to benefit the affected foetus[footnoteRef:102], except in the rare circumstance that it would better not to exist than to exist with the impairment. [101: John Harris. (1993). Is gene therapy a form of eugenics? Bioethics;7:178–87]  [102:  Derek Parfit. (1984). Reasons and Persons. Oxford: Oxford University Press] 


The way forward here might be a middle way.  First, accepting that if abortion is permissible, then it is consistent to enable women to have terminations on the grounds of significant impairments detected prenatally, on the same basis that they might access terminations for social reasons.   It seems inconsistent to allow the latter but not the former.  Many disabled commentators would argue that except in very rare cases (pregnancies not compatible with life), there should not be termination after the point of viability.   Society should be neutral about this very personal choice: women should be supported to test and terminate, but also to refuse tests or terminations.   However, public health systems should offer a basic suite of prenatal screening to all women, because otherwise only richer individuals could access testing via commercial clinics.

Second, ensuring that women are able to make their own informed choices, supported by their health professionals, whatever they decide; on the basis of balanced and accurate information not just about tests, but also about life with the particular condition for which screening is offered.   Health services should not pressurize pregnant women and their partners.  Society should welcome and support disabled babies, just as it should welcome all babies.   In particular, the voices of disabled people should be heard, and there should be more information available about their lives.   Most people think that health services, private or public, should not offer prenatal testing for non-medical issues, nor should they go on a ‘fishing expedition’ to test a pregnancy for any minor difference.  The danger is of reducing tolerance for human variation, increasing anxiety about pregnancy, and fuelling a commercial testing market that is unlikely to improve human wellbeing.

4. Treatment and cure 
Biomedical research aims to find ways either to prevent disabling conditions before they happen, reducing their impact, or treating them once they occur. (Using social model terminology, the medical goal focuses on preventing impairment or treating its effects rather than addressing disability, which as discussed above is considered to be caused by social responses to impairment.) Although the goals of prevention, amelioration or cure seem at first sight to be unproblematically good ones, the rise of disability rights activism and the emergence of disability identity politics have complicated the picture. This section considers this complexity, as well as summarising some areas of notable bioethical interest in the context of treatment and cure.

Ethics of cure, disability identity and diversity
Not surprisingly, people with disabilities themselves hold a wide variety of views about curing disability itself. The key reason for this is that the subjective experiences of impairment are diverse, reflecting not only the effect of the impairment but also that of the community, society and environment in which people live their lives. As already noted, people with stable impairments that have been present from birth will generally experience this as their normality, and often as part of their identity. This is particularly the case when they are otherwise healthy, and the impairment is also linked to a strong collective identity; classic examples are the culturally Deaf community (who may consider deafness as a sociolinguistic feature rather than an impairment), people with restricted growth, and the Down syndrome community. Many people with these disabilities, and their families, find the notion of cure irrelevant or even offensive. Meanwhile, people who acquire impairments relatively late in adulthood are much more likely to see them as disruptive rather than identity-constituting. Conditions that worsen or degenerate over time are associated with different experiences again. In these situations people tend to consider their disablement as a loss and are in favour of cures, frequently forming patient advocacy groups to support biomedical research. There is further diversity in the way that some people and cultures view age-related impairments as unwanted disablements for which there should be treatment, while others see them as a normal part of the life-course. 

It is important to remember that there is a hierarchy of impairment: different impairments have different impacts, and the same impairment can have different effects for biological, social and cultural reasons.  If there is a supportive and flexible environment prepared to respect and value difference, mild to moderate impairment may not be a difficulty for anyone. However, severe forms of impairment will often cause considerable problems and limitations, and a level of suffering and distress for the individual and their families that cannot be made tolerable by any amount of social adjustment.  The importance of promoting cultural respect and social acceptance for people with impairment should not obscure the importance of mitigating or preventing impairment via individual medical or psychological therapies.

Complete elimination of impairment is not possible for most disabled people, but a range of other interventions can radically alter the overall experience. For example, advances in medical treatment up to and including the possibility of lung transplants have significantly improved the life expectancy of people with cystic fibrosis[footnoteRef:103]. In other cases it is changing attitudes towards disability rather than medical breakthroughs that are the key. In the past, the assumption that it was not worth prolonging the lives of children with Down syndrome meant that they were often not treated for the heart defects associated with the condition; today, active treatment would be the norm in most countries[footnoteRef:104]. [103:  https://www.cysticfibrosis.org.uk/what-is-cystic-fibrosis/cystic-fibrosis-care]  [104:  Chantelle R. Champagne, Melanie Lewis, Dawna M. Gilchrist. (2014) Should we mend their broken hearts? The history of cardiac repairs in children with Down syndrome. Pediatrics 143: ] 

 
Many interventions aim to improve function or the quality of life for people with disabilities rather than to cure impairments.  Some of these genuinely therapeutic interventions are readily distinguishable from those intended solely to make a disabled person appear more ‘normal’ and be better accepted by their community. For example, surgery to straighten bow legs or reshape joints has enabled people with restricted growth to be more mobile and avoid worsening of their conditions.  By contrast, limb lengthening surgery is more often done to address social or environmental barriers rather than the disabling effects of the impairment[footnoteRef:105]. From a disability rights perspective, an individual – or their family members – who faces negative social reactions is seeking medical help in order to fit in: rather than solving the problem by changing society, the individual is corrected to align with the norm.  However, many interventions have both functional and social benefits, and people’s motivations for using them can be mixed. The bioethical evaluation is therefore complex. [105:  Erik Parens (2008).  Surgically Shaping Children, op cit.] 


A small number of disability rights advocates argue that trying to cure any disability is fundamentally wrong because it results in the loss of a distinctive disability identity, and also because it expresses a hostile attitude towards disability and/or disabled people. In line with this, some of these critics hold that there is an intrinsic positive value to disability. This is a minority opinion among bioethicists, however, and most would argue from the basic premise that disability is an undesirable state, and so preventing or removing it is a good thing. But nevertheless they would also probably agree that the medicalization of disability raises some morally serious issues. For example, there is a broad concern about the effects of prioritising purely medical approaches to disability and neglecting more socially contextual ways of making disabled people’s lives easier. One consequence of (over)medicalization is that, because medical research always needs to attract support and funding, there is a tendency to over-hype the power of research, i.e. to make excessive and misleading claims about what a treatment can achieve, and thereby raise unrealistic expectations in affected groups. Bioethics still remains quite polarized between a focus on the promise of biotechnological innovation, and the more socially contextualized analyses that are produced by feminist and communitarian bioethicists and that are likely to be more compatible with and supportive of disability rights.  

Another ethical problem is that the cost of new therapies usually places them well beyond the means of most of the people who need them.  The commercial pharmaceutical industry prioritises potentially profitable therapies, and/or prices ‘orphan drugs’ at very high costs, pressurizing public health systems to pay.  Given that people with disabilities are disproportionately represented in the lowest income groups in their respective countries, the result is increased inequality, whether that is because only the wealthiest disabled people can afford access to a treatment or because a public health service spends a significant amount of its budget on cutting-edge cures for a few affected people rather than (for example) making simpler assistive devices available to many more.  To address this adequately, disability bioethics will need to take a more overtly social justice perspective than it has previously tended to. 

There may also be unjustifiable opportunity costs. At its simplest, investing in research for a cure for muscular dystrophy can mean there is less money available to support the lives of people with the condition, and their families, in the community.  Some bioethicists would argue that, since there can never be a 100% guarantee that research will produce a cure, affected people who are alive now are unjustly harmed by the diversion of finite resources towards a possible cure for as-yet non-existent affected people in the future.  Sometimes, low-tech treatments – such as nocturnal home ventilation for people with muscular dystrophy – can prolong more lives far more effectively than research in complex genomic medicines.

Finally, in a version of the expressivist argument already mentioned, and associated with disability scholars Adrienne Asch[footnoteRef:106] and Marsha Saxton[footnoteRef:107], the act of directing major investing heavily in the eradication of a disabling condition rather than support for people living with it now ‘sends out a message’ that the quality of life with that disability is so intolerable that getting rid of it is worth any amount of investment. This contradicts the empirical evidence that the subjective quality of life of people with disabilities is often much better than outsiders predict.  [106:  Adrienne Asch. (1988.) Reproductive Technologies and Disability. In
Reproductive Laws for the 1990s. Sherill Cohen and Nadine Taub, eds. Clifton, NJ: Humana Press, 69-124]  [107:  Marsha Saxton. (1997). Disability Rights and Selective Abortion. In
Abortion Wars: A Half Century of Struggle, 1950-2000. Rickie Solinger, ed. Berkeley and Los Angeles: University of California Press, 374-95
] 

 
While the disability rights community may have reservations about preventing or curing disabling impairments such interventions will undoubtedly continue to be a priority for medicine, particularly in LMIC which have fewer resources available to support people with impairments well.  From an ethical point of view it is important to be clear that taking steps to avoid or mitigate disabling health conditions is not an attack on the rights or integrity of persons with disabilities.  Nor is it contradictory to aim both to support persons with disabilities to lead better lives, and to prevent others developing disabling illnesses or impairments. Encouraging disability scholars, activists, and policy makers to take a broader, more inclusive stance will enable both disability activism and bioethics to engage more positively in this complex area.

Although disabled people and their families respond to the prevention, treatment or cure of disability in complex and varied ways, bioethical arguments have tended to be more uniformly positive about treatment or cure, because (i) they are based on the premise that all disability is something we would be better of without, but also because (ii) there is a lack of appreciation of the diversity of impairments, of the diverse social, familial and economic contexts within which impairment is experienced, and so the diversity of possible responses to life with disability.  This is one of the major weaknesses we identify in bioethics’ engagement with disability. Nondisabled bioethicists have found it particularly hard to comprehend the possibility of a positive disability identity – whether that is an individual’s sense of their impairment as a positive part of their sense of self, or a collective political identity.  For bioethics to recognise more often this diversity of disabled experience and identity as part of its ethical analyses would be an important step forward in the support of respect for the inherent dignity of people with disabilities, and the right for children with disabilities to preserve their identities as stated in Article 3 of the United Nations Convention on the Rights of Persons with Disabilities.
	
Novel versus familiar treatments
Bioethics has a tendency to assume that familiar therapies and cures are ethically uncontroversial, while novel, high-tech medical innovations present new ethical difficulties that bioethicists can help resolve. This may well be mistaken, as some work on ‘everyday bioethics’ suggests[footnoteRef:108] [footnoteRef:109]. As a result the bioethical literature on disability shows a strong bias towards the analysis of cutting-edge technologies. Some recent examples include:  [108:  Giovanni Berlinguer. (2003). Everyday Bioethics: Reflections on Bioethical Choices in Daily Life. Baywood, Amityville, New York]  [109:  MA van Manen. (2015.) The ethics of an ordinary medical technology. Qualitative Health Research, 25, 996–1004. https://doi.org/10.1177/1049732314554101] 


Psychiatric medication: A third of all global disability is in some form of mental illness[footnoteRef:110], including disorders of mood such as depression and anxiety, schizophrenia, or dementia. Many people with physical impairments, as we saw earlier, have turned to a version of the social model that understands ‘disability’ not as a biological problem, but a more complex phenomenon with both physical and social elements. Conversely, some people with psychiatric illness find the biological model to be more practically and conceptually useful than social explanations, and crucially also makes them less subject to stigma and blame.   Others prefer to see ‘psychosocial disability’ as generated by negative social reaction, and maintain that they are ‘different’ not ill[footnoteRef:111]. [110:  D Vigo, G Thornicroft, R Atun (2016).  Estimating the true global burden of mental illness, Lancet Psychiatry 3, 171-78]  [111:  Jerry Tew, Sarah Carr, Peter Beresford, Martin Webber, eds. (2004). Social Perspectives in Mental Health: Developing Social Models to Understand and Work with Mental Distress. Jessica Kingsley publishers.] 


Although psychotropic medications to manage states of mental illness or distress are now relatively commonplace, in the 1990s and 2000s there was significant debate in the bioethics community about the ethical issues raised by their use. These include the capacity of people with mental health difficulties to consent to treatment or research participation[footnoteRef:112]; the vulnerability of people diagnosed with a psychiatric illness to overmedication; the medicalization of ‘normal’ distress; the medication of challenging behaviour, particularly in children; and profound questions of authenticity and identity, such as whether a person is their ‘real self’ when they are taking psychotropic drugs to enable their everyday life[footnoteRef:113].  As pharmaceutical interventions become more sophisticated, questions of how to balance treatment with respect for disabled people’s right to self-determination become ever more complex. ‘Smart pills’ that contain both a pharmaceutical and a tracking device to monitor compliance are a case in point[footnoteRef:114]. [112:  A Rudnick. (2002).  Depression and competence to refuse psychiatric treatment. Journal of Medical Ethics 2002;28:151-155.]  [113:  L McHenry. (2006).  Ethical issues in psychopharmacology. J Med Ethics 32(7):405–410. doi:10.1136/jme.2005.013185]  [114:  https://www.statnews.com/2017/12/05/smart-pill-abilify-ethics/] 


Corrective interventions: Traditional bioethics places a focus on the individual and their autonomous agency but tends to neglect the familial and social context within which autonomy is exercised and decisions are made.  This is particularly problematic when considering interventions in childhood to minimise or cure disability. The example of children with restricted growth being offered surgery to lengthen their limbs has already been mentioned. Importantly, the decision for surgery has be taken in the early teenage years while limbs can still be lengthened, and so it is the parents who must consent on behalf of the child.  Parents may believe that having more ‘normal’ limbs will increase their child’s acceptance by society and that this benefit outweighs the physical, emotional and financial personal costs of surgery. Meanwhile, children who agree to limb-lengthening surgery may be influenced both by their non-disabled parents’ attitudes and broader cultural messages about disability. 

An important class of medical-technological interventions for disabled people consist of various kinds of implants. Some have been available for long enough to be relatively familiar. Artificial cardiac pacemakers, available since the late 1950s, are implanted devices that generate electrical impulses to maintain an adequate heart rate in people with potentially fatal abnormal heart rhythms. Implant technology is also being developed to address sensory impairments: ocular implants for visual impairment are familiar in the form of artificial lenses to cure cataracts, but more sophisticated ‘bionic eyes’ for severe impairment are still experimental[footnoteRef:115]. In deep brain stimulation, electrodes implanted in the brain have the potential to treat drug-resistant depression, epilepsy, and some of the symptoms of Parkinson’s disease[footnoteRef:116] [footnoteRef:117]. Also under development are various forms of prosthetic devices coupled to the nervous system or the brain (neuroprostheses and brain-computer interfaces) that could offer mobility, communication or the capacity to control their environment to people with profound neurological impairments. Here, bioethicists have raised ethical concerns, some of which are common to all pioneering interventions (eg to do with obtaining informed consent from prospective patients for experimental technologies whose safety cannot be estimated), and safety issues associated with the potential for infections and other problems in implanted devices. For implants involving the brain there are risks of inadvertently affecting an individual’s personality or identity[footnoteRef:118]. And as always there is the unavoidable problem of global justice, since these technologies are likely to be limited to the wealthiest citizens of high income countries. [115:  https://pursuit.unimelb.edu.au/articles/the-ethical-future-of-bionic-vision]  [116:  M Unterrainer and FS Oduncu.  (2015).  The ethics of deep brain stimulation (DBS). Med Health Care Philos. 18: 475-85. doi: 10.1007/s11019-015-9622-0.]  [117:  Merlin Bittlinger and Sabine Muller. 2018. Opening the debate on deep brain stimulation for Alzheimer disease – a critical evaluation of rationale, shortcomings, and ethical justification. BMC Medical Ethics 19, 41. https://doi.org/10.1186/s12910-018-0275-4]  [118:  Sasha Burwell, Matthew Sample, and Eric Racine. (2017).  Ethical aspects of brain computer interfaces: a scoping review. BMC Med Ethics 18: 60 doi: 10.1186/s12910-017-0220-y] 


A notably controversial example is provided by cochlear implants (CIs), devices that function as aids to hearing using an electrode array that is inserted surgically into the inner ear. They have been available since the 1970s and there are an estimated 500 000 cochlear implant users worldwide cochlear implants.  Originally provided mostly to adults with profound hearing impairment they are increasingly given to young children, again because it is currently believed that the earlier the intervention, the greater the benefits to the child.  While many affected individuals and parents find CIs beneficial, the bioethics of CIs has also noted that some parts of the culturally Deaf community, who reject the idea that deafness is a disability at all, are concerned that such early use of CIs in very young children is damaging because it can hinder their acquisition of sign language, and so eventually threaten the survival of the Deaf community into the future [footnoteRef:119].    There are also worries that, for the reasons raised above, the success of CIs is overhyped[footnoteRef:120]. [119:  C Lee. (2012). Deafness and cochlear implants: a Deaf scholar’s perspective. Journal of Child Neurology, 27(6), 821–823. https://doi.org/10.1177/0883073812441248]  [120:  Patrick Kermit.  (2012). Enhancement Technology and Outcomes: What Professionals and Researchers Can Learn from Those Skeptical About Cochlear Implants [Book Review]. Health Care Analysis 20:367-384] 


An even more controversial and complex intervention is the so-called ‘Ashley’ treatment. In 2012 it was reported that the parents of the pseudonymous Ashley, a pre-pubertal child with severe developmental disabilities, had consented for her to have a hysterectomy, removal of breast buds and appendix, and oestrogen treatment to attenuate her growth. The combined interventions were intended to improve her quality of life, both directly (by preventing her undergoing the discomfort and distress of menstruation) and indirectly (by hormonal growth attenuation to ensure she remained small enough to be easily moved by her caregivers). The procedure has been ethically criticised by disability rights activists as well as some bioethicists, on a number of grounds, including: that it fails to respect Ashley’s autonomy; that non-medical interventions would have been equally effective; that the interventions were primarily to benefit the parents, not Ashley herself; and that the procedure is discriminatory against and disrespectful of people with intellectual impairments. Other bioethicists however have attempted to counter these criticisms, arguing that Ashley’s disability made her unable to give or withhold her consent in any meaningful sense; that the reduction in distress and discomfort means that Ashley benefited at least as much as her parents; and that whatever form the treatment of an individual disabled person takes, it has no implications about discrimination or disrespect for the whole class of disabled people. Parallel arguments can be applied to other examples of major surgical or medical interventions aiming to improve the quality of life of people with impairments[footnoteRef:121]  [footnoteRef:122]. [121: Caroline Harnacke (2016). The Ashley treatment: improving quality of life or infringing dignity and rights? Bioethics 30, 141-150]  [122: Eva Feder Kittay. (2011). Forever small: the strange case of Ashley X.  Hypatia 26: 610-631] 


Genomic medicine offers a final, and very prominent, example of bioethical debates about novel biomedical technologies with enormous implications for people with disabilities[footnoteRef:123]. There have been striking advances over the last several decades in our understanding of how genes and genomes influence biology.  Genomic medicine attempts to make use of this knowledge to prevent, treat or cure disabling conditions.  Although accusations of over-hyping are particularly salient in this area, it is also true that various kinds of genomic medicine are very likely to feature prominently in the lives of people with disabilities in high-income countries and possibly some LMIC as well[footnoteRef:124]. For example, the goal of precision medicine (sometimes called personalized medicine) is to use information from an individual’s genetic profile not only to characterize any genetic sequences that might underpin disabling conditions in the present, but also to make longer term prognoses about that person’s health and to make more accurate predictions of how they will respond to treatment (pharmacogenomics).  These developments are so recent that little is yet known about how they affect people with disabilities or the views of different disabled people[footnoteRef:125]. [123:  Jackie Leach Scully (2018). Disability and the challenge of genomics. In: Gibbon, S, Prainsack, B, Hilgartner, S, Lamoreaux, J. The Routledge Handbook of Genomics, Health and Society. London: Routledge, 186-194]  [124:  https://www.who.int/genomics/en/]  [125:  Maya Sabatello, Ying Chen, Yuan, Zhang, Paul S Appelbaum. (2019). Disability inclusion in precision medicine research: a first national survey. Genetics in Medicine 10.1038/s41436-019-0486-1

] 


Genomic information plays a central role in the identification before birth of foetuses affected by disabilities with a genetic basis, whether through prenatal testing, preimplantation genetic diagnosis, or preconception testing. The ethical issues here, as discussed earlier, are primarily to do with the moral permissibility of ending a pregnancy, or preventing pregnancy altogether, if the foetus affected by a disabling anomaly. However, bioethicists have also discussed the potential harms suffered by people whose genetic disability is identified through postnatal genetic testing. Among the many issues raised are the need for adequate counselling about living with an identified condition (this is becoming particularly important with the growing availability of ‘over the counter’ (OTC) commercial gene testing, usually without accompanying counselling), and the risk that people carrying genes associated with a disabling condition, whether or not they are significantly affected by it, will face prejudice and discrimination in employment, education, insurance, housing and so on. 

Most recently another facet of genomic medicine has attracted attention. Direct manipulation of the genome to eliminate ‘harmful’ genes and, possibly, introduce ones associated with desired ones has been discussed as a theoretical possibility since the 1970s. The advent in the early years of the twentieth century of effective and efficient gene editing technologies such as the CRISPR-Cas 9 system means that these possibilities are becoming reality. A key rationale driving the development of these technologies is the potential to ‘edit’ putative disabling genes out of the genome of an individual and -- crucially -- all their descendants as well.  

What distinguishes this ethical debate from that of PND and PGD is that it does not entail the ending of a pregnancy or the possible disposal of unwanted embryos. Gene editing would involve the active ‘repair’ of disability-associated genes in a person, rather than the elimination of people carrying those genes.  Alongside the familiar ethical issues that always arise with innovative technologies to do with safety, difficulties of informed consent when so little is known about possible risks, and the exacerbation of social divisions because of the cost of interventions, the additional question here is whether it is morally permissible to make genetic changes that may be irreversible and that will have serious consequences for subsequent generations[footnoteRef:126].   This is often known as reproductive gene editing, as opposed to the somatic gene editing that only affects one individual. [126:  Barry S Coller (2019) Ethics of human gene editing. Ann Rev Medicine 70: 289-305] 


If parents have the ability effectively to design their children as they wish, the likelihood is that they will prioritize a very restricted set of characteristics that are socially approved of and that will not be a hindrance to the future child’s happiness.   Similarly, research will focus and commercial markets will develop for certain applications, not others.   There is concern among bioethicists and disability activists that the result will be an overall decreased tolerance for diversity and difference, especially where that difference is considered to be disabling.  Hence genome editing might help to foster eugenic thinking, without being actively eugenic itself[footnoteRef:127]. [127:  Nuffield Council on Bioethics (2018). Gene editing and human reproduction: social and ethical issues. Nuffield Council: London  http://nuffieldbioethics.org/project/genome-editing-human-reproduction] 


Ways forward here would again include listening to the voices of people with disabilities themselves, rather than making assumptions about their quality of life; promoting the importance of respect for diversity; refusing to reduce complex social experiences to simple ‘genetic spelling mistakes’; but also benefitting from medical advances, where they genuinely improve quality of life.   Disability is always a social and cultural phenomenon, but it is also about particular forms of embodiment, some of which may be painful, restrictive or otherwise problematic for individuals and their families.
	
5. End of life and assisted dying

Since approximately 2000, several jurisdictions have introduced assisted dying legislation, and this has attracted considerable controversy, particularly from persons with disabilities and their organisations, as well as from the Catholic Church.  Some jurisdictions – such as the US states of Oregon, Washington, Montana, Vermont, California, or the Australian state of Victoria – offer assisted dying restricted to adults who are terminally ill.    Assisted dying in these limited cases is contrasted with suicide, which remains discouraged.   In Europe, Belgium and The Netherlands offer assisted dying for people who are suffering irredeemably, even in some cases to young people.   Approximately 4% of Dutch deaths each year are the result of euthanasia.  Meanwhile, the Swiss canton of Zurich has organisations such as Dignitas which will support people to die if they have terminal illness or indeed physical or mental illness[footnoteRef:128], and they have a medical certificate and evidence that they have freely chosen to ingest suicide drugs provided. [128:  Fischer, S.; Huber, CA.; Imhof, L.; Mahrer Imhof, R.; Furter, M.; Ziegler, SJ.; Bosshard, G. (2008). "Suicide assisted by two Swiss right-to-die organisations" J Med Ethics. 34 (11): 810–4. doi:10.1136/jme.2007.023887. PMID 18974416
] 


When it comes to assisted dying, there are important distinctions to be made.  Often, clinical medicine draws an ethical distinction between offering palliative medicine, including sedation that might hasten death, and the act of killing or facilitating death.  The former is justified in terms of “the doctrine of double effect”: the drug is not intended to kill, it is intended to ease suffering.   There is also an important and related distinction, according to some bioethicists, between actively killing, and letting die, for example through non-intervention.    In the latter case, there is no intention, on the part of the doctor, to end someone’s life.  But according to utilitarian thinkers, intention does not matter: if the effect is the same, there is no difference morally between the two behaviours.  Finally, there are debates about end of life.   Some would say everyone is terminally ill, in the sense that we are all ageing, becoming more impaired, and inevitably going to die.  But others have shortened life spans due to degenerative disease, and are likely to die significantly earlier.  But someone with cystic fibrosis or spinal muscular atrophy is likely not to see themselves as terminally ill.  When it comes to defining who is terminally ill, it can be very difficult.  Doctors do not agree about prognosis: some people live for weeks, months, even years, when it was predicted that they would imminently die.  Therefore, it is very difficult to define ‘terminal illness’ in legislation.   Medical assistance in dying law in Canada, for example, talks about ‘death reasonably forseen’, which ducks the difficulty of defining what ‘terminal illness’ might entail.

In the assisted dying scenario, it may be helpful to distinguish three groups of individuals with disabilities. Disability is defined by the WHO as a decrement in functioning. The first group comprises those people who are in the advanced stage of a terminal illness, such as cancer or motor neurone disease. Depending on the development of the symptoms of the illness, this group of people will have functional limitations and should be considered disabled[footnoteRef:129]. The second group is disabled people with a degenerative impairment or illness which may ultimately kill them, but which they will live with for decades: they may be reliant on others, or even on medical technologies such as ventilator or tube feeding, but they are not in imminent danger of death. Muscular dystrophy, spinal muscular atrophy, multiple sclerosis can be examples of such conditions. The third group is disabled people who have a static impairment which may reduce their functioning but will not, in the normal course of events, lead to their death. Stroke, spinal cord injury, cerebral palsy or achondroplasia are examples of these conditions. People may change their attitude to their condition, and they may age faster than non-disabled people, accruing additional complications, but their condition is not intrinsically progressive. [129:  J Ferrie, N Watson.  (2015). The psycho-social impact of impairment: the case of motor neurone disease. In: Shakespeare, T. (ed.) Disability Research Today. Routledge: London: 43-59
] 


These three groups may have very different ideas about autonomy. The first group have not long experienced disabling symptoms. For example, they may regard having to use a wheelchair as a violation of autonomy. The second and third groups may be very familiar with wheelchairs, personal assistants and possibly supportive medical or communication technologies. They may consider that they lead autonomous and independent lives, despite their reliance on people and technologies to maximise their functioning and participation in society. The second and third groups are more likely to subscribe to disability rights movement thinking, but not all disabled individuals accept these ideas. In particular, newly disabled people are less likely to subscribe to disability rights thinking, because they have been brought up to believe that disability is a tragic, negative state of dependency, not a viable and positive alternative form of life. In many cases, fit, young men acquire impairment through trauma, and find themselves in a situation they have never even considered, where they are reliant on others and no longer powerful.

Applying the principles of autonomy and equality to the area of assisted dying might suggest that disability rights advocates should not be in opposition, at least in principle[footnoteRef:130].  The disability rights movement supports disabled people's choices in every area of life. If people are entitled to a choice over where to live, who to live with, who to support them and so on, it seems inconsistent that the disability rights movement would deny people the right to end their own life. This might be related to a utilitarian account of the value of life, which suggests that the value of life should be self-determined. John Harris, for example, would argue that “Persons who do not want to live are not on this account harmed by having their wish to die granted.”[footnoteRef:131]. [130:  Shakespeare 2006 op cit.]  [131:  J Harris.  (1999).  The concept of the person and the value of life. Kennedy Institute of Ethics Journal, , 9, 4: 293-308. P. 307] 


In most jurisdictions, disabled people who are dependent on medical technology or care are already able to request the withdrawal of these medical interventions, even where the outcome will be their death. For example, the UK case of Miss B, who was ventilator dependent, in pain from arthritis, and wished to have the machine switched off so that she could die: the Court permitted this[footnoteRef:132]. Other disabled people, such as Diane Pretty (who had motor neuron disease) or Debbie Purdy (who had multiple sclerosis) or Tony Nicklinson (paralysed after stroke), also in the UK[footnoteRef:133] , were not able to exercise this autonomous choice to die, because they were not dependent on medical technology. The UK Courts refused their requests for assistance in dying (Nicklinson) or for their carers to be immune from prosecution in the event of assisting them to travel to Zurich to end their lives at Dignitas (Purdy, Pretty). Why should there be inequality between technology-dependent people and other disabled people, or between non-disabled people and disabled people? This state of affairs appears unfair. [132:  B v An NHS Trust (2002).]  [133:  For example, the cases of Diane Pretty, R (On the Application of Diane Pretty) v DPP 2001, etc., Debbie Purdy, R (On the Application of Purdy) v DPP [2008] [2009] etc., and Tony Nicklinson, R (On the application of Nicklinson and another) (AP) v Ministry of Justice [2014] UKSC 38.] 


Furthermore, where people cannot carry out physical tasks, the principles of independent living suggests that they should be able to employ others to carry out those tasks, under the control of the disabled person themselves. Non-disabled people in an end-of-life situation are often capable of committing suicide. Disabled people with the same desire who are not medically dependent may be incapable of implementing that choice (as in the case of Dianne Pretty or Debbie Purdy). If applied consistently, the principle of equality and non-discrimination might suggest that disabled people should receive the assistance they need to end their own lives if they have capacity and this is their settled wish.

However, while there may be no morally relevant difference between the suffering and/or loss of autonomy that people whose death is ‘reasonably foreseen’ experience, versus that experienced by people with very significant illness or impairment, where death is not ‘reasonably foreseen’, there is a difference when it comes to risks[footnoteRef:134].  There appears to be minimal risk in allowing people whose death is ‘reasonably foreseen’ to have a death that comes a few days or weeks earlier than their natural death. In opting for assisted dying, people in this category are deciding how they will die, not when they will die. But there is considerable risk in making death possible for people who would otherwise have lived for many more years or even decades, and who may have experienced a restoration of quality of life as they adapt to their restrictions or discover independent living supports in the community. The two situations are by no means equivalent. In the former case, a person gets a better death than they would otherwise have done; in the latter case, someone’s opportunity to lead a meaningful life is forever removed. [134:  M Gunderson and D J Mayo. Restricting physician-assisted death to the terminally ill. The Hastings Center Report 2000, 30, 6: 17-23. p. 20
] 


Disability rights advocates deploy the principle of individual autonomy in a different way. Their fear is that enabling some people with disabilities to end their lives (e.g. the first group listed above) will put the lives of other disabled people at risk (e.g. the second and third groups above). Self-evidently, different disabled people have different views and desires. The danger is that the desires or decisions of one disabled person will have negative implications for the desires or decisions of other disabled people.

If assisted dying is made available for all people with illness or impairment, then this could imply that it is better to be dead than to be disabled. A social assumption might follow that all disabled people should prefer death. Disability becomes equivalent to a life not worth living. A message is sent that being reliant on technologies or assistance equates to a worthless or dependent life. Such assumptions, implications and meanings undermine the autonomy or self-worth of people in the second and third groups. This message could also be damaging to people who develop MS, spinal cord injury or have strokes, because it could suggest that the resultant life would not be worth living. These negative assumptions will shape the decisions of other disabled people and undermine their autonomy. 

In bioethics, this emphasis on messages sent by a social policy is the expressivist objection already mentioned, because it highlights how policies ‘express’ negative valuations and promote stereotypes which may be damaging. We do not consider the expressivist objection to have weight in all circumstances. For example, it would surely be wrong to restrict polio immunisation for fear of sending negative messages about people with polio. Prenatal diagnosis is more contentious, but few people consider the expressivist objection a strong argument it. In both these cases, the potential benefits of the medical procedure outweigh the rather indirect potential reinforcement of negative valuations of people with something like polio or Down syndrome. However, it is vital to break the strong cultural association between ‘having a significant impairment’ and ‘leading a miserable and useless life’, an association which may engender sympathy for the current litigation in some members of the public, but which would be challenged by most disabled people and indeed by empirical research.

The question then becomes an empirical one: does the risk to the many of permitting assisted dying outweigh the benefit to the few who may choose to resort to assisted death? On what grounds is it permitted to restrict autonomy?  Following Mill[footnoteRef:135], bioethicists argue that autonomy can only be restricted where its exercise would do harm to others. The disability community have consistently feared that permitting all people with significant physical impairments or illnesses to have assistance to end their lives would constitute major harm to disabled individuals who may be isolated, unsupported or psychologically vulnerable. [135:  JS Mill (1910). On Liberty, Harmondsworth: Penguin.] 


One worry is that a person newly disabled may seek to end their life, when in the bottom of the J-curve subsequent to injury or diagnosis. Over successive months or years, it is highly likely that the individual would have come to terms, adapted and moved on, enabling them to regain their previous levels of well-being. But this positive prognosis is interrupted, if the individual ends their life believing everything to be hopeless and futile[footnoteRef:136]. In particular, those new to impairment often blame themselves for their difficulties, rather than contextualising them in terms of wider social barriers and failures of services: they adopt the so-called ‘medical model’ understanding of disability, rather than the more liberating ‘social model’, in which difficulties are attributed to social and environmental factors. [136:  See for example, the case of Dan James, the young Englishman who became paralysed and persuaded family members to take him to Dignitas to end his life:  Mullock A 2009. Commentary: Prosecutors making (bad) law? Decision on prosecution – the death by suicide of Daniel James, 9 September 2008, 17290.] 


A second fear is that a disabled person, particularly someone with a newly acquired impairment, may not have access to the services and situations that can render disability liveable. For example, a disabled person usually needs an accessible home; they need access to personal assistance services which can meet personal care needs without indignity; they need to be able to find affordable accessible transport to get them from A to B; they need meaningful things to do with their life, including personal relationships and probably productive occupational role. To access all these social goods can be a struggle for a disabled person, particularly in a society where austerity predominates, or in a rural context, or in a culture where these individual rights are seen only as needs, not entitlements. Without these provisions, life for disabled people can indeed be very limited, lonely and depressing. Thus lack of access to independent living can compound any psychological issues surrounding newly diagnosed illness or acquired impairment and result in reduced quality of life. Further, there are many things that can be done for disabled people to enhance the quality of their lives.

A third problem, which encompasses both the newly impaired and those with a condition of longstanding, is that a disabled person may be vulnerable to explicit or implicit pressures arising from their context. These pressures have been elaborated in much of the literature on assisted dying. For example, there may be expectations from family members, financial situations, cultural messages, or even something as dramatic as coercion in rare situations. Rather than living with a condition, coming to terms with it, and having every chance of a good and fulfilled life, the individual comes to believe that their best option is to end their life – whether to stop being a burden, to avoid using up limited family resources, because life as a disabled person is socially or personally unacceptable, or to avoid a lingering death that would be difficult for family members to cope with.

When the scope of assisted dying legislation is widened to all disabled people, this brings many more individuals into the purview of the law, and thus potentially makes many more people vulnerable to these pressures or to the temptation of ending their life. Whereas people who are in the end stage of a terminal disease, where death is ‘reasonably foreseen’, are inevitably going to die within months, those in the second or third categories have every chance of living for decades, and indeed of reaching their average life expectancy. Most people in the third group, and many people in the second group, will die from a health condition unrelated to their primary disability. Therefore, the availability of assisted dying could harm the life chances of people in the second and third groups, whereas to the people in the first group, it only brings forward an inevitable death by a matter of weeks or months. Obviously, people in the second group may eventually join the first group: rather than being at hypothetical risk of death from their degenerative illnesses, they may reach the stage of very advanced muscular dystrophy or spinal muscular atrophy or multiple sclerosis when death is reasonably foreseen. They may even bring that state of affairs nearer by their refusal of medical treatment and care, for example, ventilation, dialysis, feeding or hydration.

The danger is that making medical assistance in dying available to all disabled people, who are not otherwise dying, provides an option that may be much easier to access. Knowledge of the availability of medical assistance in dying brings comfort to people whose death is reasonably foreseen, who know they have a way out from the pains and indignities of dying. But the countervailing worry is that medical assistance in dying might appear tempting as a solution to everyday difficulties or distress for more individuals, who are already vulnerable due to their health condition and social and cultural situation, and possibly the pressures placed upon them. Death by suicide generally is not considered to be a positive option or a neutral choice.  This applies equally to disabled people as it does to nondisabled people.

By analogy, if medical assistance in dying was available to all disabled people who are not otherwise dying, this would change the experience of life considerably, and arguably not for the better. People would be aware that if things became difficult for them, they could end it all. Someone who had lost their job, or their partner, or suffered a bereavement, when life felt no longer worth living, would know they had an easy way out. There is a considerable difference between this hypothetical situation, and the current situation where death by suicide is technically possible for anyone in one of these situations – and indeed is resorted to in certain tragic cases. The point is that availability and ease of access to dying changes one’s possibilities and increases the dangers for people who may find themselves in a vulnerable situation. Medically assisted dying should only ever be a last resort, not an easy option.

In the UK, the restriction to the condition of terminal illness has also been advocated by many, but not all, scholars[footnoteRef:137] [footnoteRef:138]  who have discussed the matter. The various attempts to liberalise the law in the United Kingdom – for example the Private Members’ Bills introduced in the House of Lords by Lord Joffe, Lord Falconer and others - have all made the key distinction between end of life situations versus non-terminal stage situations of illness and impairment. The restriction to the condition of terminal illness was also the position of the UK Commission on Assisted Dying, which recommended that non-terminally ill persons with significant physical impairments should not be eligible. This distinction was made partly as a response to evidence submitted by many disabled people: [137:  T.Quill. (1996). A Midwife Through the Dying Process: stories of healing and hard choices at the end of life. Baltimore, Johns Hopkins University Press, ]  [138:  M Gunderson, DJ Majo, op cit.] 


“The intention of the Commission is to… establish a clear delineation between the application of assisted suicide for people who are terminally ill and others with long-term conditions or impairments. The adoption of this distinction in any future legislation would send a clear message that disabled people’s lives are valued equally.”[footnoteRef:139] [139:  Report of the Commission on Assisted Dying, p. 27. https://www.demos.co.uk/project/the-commission-on-assisted-dying/   (Consulted 28 April 2017).  See also: http://www.commissiononassisteddying.co.uk/] 


Internationally, majority public opinion in countries as disparate as India, Togo and France has been found to support medical assistance in dying, sometimes depending on the circumstances of the situation[footnoteRef:140].   Autonomy arguments predominate in developed countries, but are less relevant in developing countries.  Physicians are generally opposed, which is understandable given that their vocation is to preserve life, not to end it.   However, in UK physicians organisations are moving to a position of neutrality, rather than opposition, reflecting overall public opinion in favour of limited rights to assisted dying. [140:  L Kpanake, SK Dassa, PC Sorum, E Mullet  et al. (2014) Togolese lay people’s and health professionals’ views about the acceptability of physician-assisted suicide, Journal of Medical Ethics 40: 621-624
] 


The perennial difficulty with medical assistance in dying legislation is to find a workable compromise. The only entirely clear and consistent positions are either to ban all medical assistance in dying, or to permit all medical assistance in dying. Most jurisdictions currently adopt the former position. There has been an anxiety that if medical assistance in dying was permitted for people in a narrow category of cases – terminal illness – it would inexorably be widened to cover more and more people, threatening long and deeply held principles of the sanctity of life and opening up the situation for potential abuses. The same, understandable, sympathy with those suffering pain or restrictions that led to the medical assistance in dying legislation leads legislators or judges subsequently to widen eligibility criteria.   

Empirically, the USA states which have permitted medical assistance in dying – Oregon, Washington and several others – have not widened criteria.  By contrast, Belgium and Netherlands have seen a widening of criteria over recent years, and indeed people who are weary of life, rather than suffering from any accepted physical or mental illness have on some occasions been assisted to die.  Currently Canada has permitted medical assistance in dying where death is ‘reasonably foreseen’, but the law has been challenged by people with disabilities who claim that there is an injustice, in that they are suffering unbearably, but death in their case is not reasonably foreseen, and so they cannot access assistance.  There is always a danger, in extending medical assistance in dying beyond those who are terminally ill – and will die anyway soon – to people who are unhappy or suffering, then there is more scope for abuse, pressure, or cultural messaging.   If assisted dying legislation is permitted, there are strong arguments that it should be limited to people who are at the end of life, who are able to make their own choices free of outside pressure, and who are not suffering from depression or other illness that might cloud their judgement. However, libertarians, and some disability rights activists, might disagree on grounds of autonomy or of equality.


6. Disability bioethics in a global context 
The bioethics of disability is played out in very different ways according to location, for two main reasons. Bioethics arose in response to new ethical issues posed by the development of high-tech medicine in the HIC of the global north. The bias towards engagement with this highly technologized type of ethical issue rather than more mundane, persistent problems of social and global injustice remains in all areas of bioethics, including disability bioethics.  At several points this report has highlighted the enormous variation that exists across the world in health and social care provision, and research into disability and disabling conditions. This is affected by the wealth of the country but also by political decisions about provision of health and social care. The 2011 World Report on Disability produced by the World Health Organization and World Bank noted that people with disabilities across the world share generally poorer health outcomes, lower education achievements, less economic participation and higher rates of poverty than nondisabled people, but that these difficulties are exacerbated in less advantaged communities[footnoteRef:141]. Disability is a complex multidimensional experience and poses several challenges for measurement. Particular types of disability are often defined using only one aspect, such as impairments – sensory, physical, mental, intellectual – and may conflate chronic health conditions with disability.  [141:  World Health Organization/World Bank (2011). World Report on Disability, Geneva: WHO.] 


Furthermore, as a field bioethics has long had a strong bias towards high-technology interventions, and hence the health systems of HIC, rather than more mundane interventions and issues of relevance to low income settings.  This discrepancy has not been a central area of concern, even though justice is one of the famous ‘four principles’ enunciated by Beauchamp and Childress in their influential Principles of Biomedical Ethics.

In a global context, data on all aspects of disability and contextual factors are important for constructing a complete picture of disability and functioning. As we have noted, people with the same impairment can experience very different types and degrees of disabling restriction, depending on the context. There are significant differences between countries and communities in terms of access to healthcare, social supports, and environmental and attitudinal barriers to participation. For example, many children drop out of school in Brazil because of a lack of reading glasses, widely available in most high-income countries. Cultural stigma attached to impairments also varies very widely. Exposure to poor sanitation, malnutrition, and a lack of access to health care (such as for immunization) are all highly variable around the world, often associated with other social problems such as poverty, which also represents a risk for disability. Major environmental changes, such as those caused by natural disasters or conflict situations, will also affect the prevalence of disability not only by generating new impairments but also by creating unprecedented barriers in the physical environment, while campaigns to change negative attitudes towards persons with disabilities and largescale changes to improve accessibility in public transport or other public infrastructure can dramatically affect barriers to activities and participation for many persons with disabilities. 

7. Disabled people as a vulnerable group 
Areas as diverse as bioethics, research ethics and public health policy have found it useful to consider people with disabilities as a vulnerable group.  The idea of a vulnerable group is meant to indicate that disabled people, by virtue of having an impairment, are disproportionately likely to experience possible harms. The nature of the harms varies from, for example, greater risk of becoming ill and of being more severely affected by infectious disease, to possible exploitation of people with disabilities in recruitment into research studies, and to increased likelihood of injury or death in situations of disaster and emergency. Research ethics approval procedures are frequently designed so that the involvement of disabled people triggers extra ethical scrutiny. 

What tends to be forgotten is that the relationship between vulnerability and disability is bidirectional, since disability itself disproportionately affects populations that are already vulnerable for other reasons. There is a higher prevalence of disability in lower income countries than in higher income countries. People with low incomes, and other disadvantaged groups such as women, older people, or people with minimal education have a higher prevalence of disability. Data from several countries show that children from poorer households or from ethnic minority groups are at significantly higher risk of disability than other children.

How exactly does disability produce vulnerability? Vulnerabilities can develop for significantly different reasons even if the cause (disability) appears to be the same.  Some vulnerabilities are inherent to the impairment itself and are health-related, such as long-term degenerative processes or fatigue. Genetic syndromes can entail multiple impairments, some of which may be health related. Other vulnerabilities may be inherent to the impairment but are not directly health related, such as a learning disability leading to poor reading skills and hence inability to access important information[footnoteRef:142].  [142:  Jackie Leach Scully. (2013). In:  Catriona Mackenzie, Wendy Rogers, Susan Dodds, eds. Vulnerability: New Essays in Ethics and Feminist Philosophy. Oxford; Oxford University Press, 204-221.
] 


Social-relational models suggest that the other vulnerabilities of people with disabilities are secondary to social or environmental factors. So the vulnerabilities of a learning disabled person could be reduced if essential information were made available in forms that do not demand such a high level of reading comprehension. The vulnerabilities that result from disabled people being disproportionately more likely to live in poverty or be unemployed, or to receive poor education and health care, are neither natural nor inevitable consequences of the impairment: they occur because of inequalities in the way that material, cultural and social resources are distributed. Although the presence of an impairment plays a role, the major harmful impact occurs through social relations and institutions.

Disaster and humanitarian bioethics: 
How people with disability are categorised as vulnerable, and how vulnerability is understood, are particularly relevant in what has become known as ‘disaster bioethics’. These are the ethical issues that arise during humanitarian responses to situations of disaster, conflict and global health emergency (GHE). Over the last 20 years, the humanitarian response community has become more aware than before that disabled people are disproportionately affected by GHEs. There are disturbing statistics and individual horrifying stories: 

“A quadriplegic woman in New Orleans …kept telling me she had been calling for a ride to the Superdome [after Hurricane Katrina] since Saturday, but despite promises, no one came…I was on the phone with her that afternoon when she told me, with panic in her voice, “the water is rushing in” …We learned five days later that she had been found in her apartment, dead, floating next to her wheelchair.”[footnoteRef:143] [143:  US National Council on Disability (2006). Impact of Hurricanes Katrina and Rita  on People with Disabilities:  A Look  Back  and Remaining  Challenges.  NCD.] 


People with disabilities are more exposed to harm during GHEs and are therefore often categorized within disaster preparation or response guidelines as a ‘vulnerable group’. However, these guidelines can lack specificity about the adjustments to the humanitarian response that should be made in view of this. There is also a general lack of awareness that this vulnerable may be directly connected to their impairment, but not always: societal and environmental factors are important too.  People with disabilities are globally more likely to be poor, unemployed, socially excluded, and have little or no access to transport or communications -- all factors separate from the impairment, but that increase their vulnerability.  In the course of a GHE disabled people may be unable to access information or warnings, or to reach shelters or camps. Assistive devices may be lost or damaged. The community or family networks, including assistive animals, that provide everyday support are likely to be disrupted. Furthermore, during a GHE the humanitarian response often focuses on acute impairments caused by new trauma or illness rather than less obvious, longstanding disabilities. 

According to Article 11 of the 2006 United Nations Convention on the Rights of Persons with Disabilities, “State Parties shall take…all necessary measures to ensure the protection and safety of persons with disabilities in situations of risk, including situations of armed conflict, humanitarian emergencies and the occurrence of natural disasters.”  Following this, humanitarian response guidance now generally emphasises rights-based approaches and acknowledges the particular needs of disabled people [footnoteRef:144]. But there is less evidence that ideas about inclusion and accessibility have been incorporated into practice. Humanitarian actors still tend to be more familiar with medical and charitable models of disability than the social and rights-based model of the CRPD. Cultural prejudices about disability (including those held by humanitarian workers) are hard to shift and generate attitudinal barriers with severe practical consequences[footnoteRef:145]. For example, GHEs and disasters commonly raise acute questions of prioritization and allocation of scarce resources, and underlying attitudes that disabled people are of less value or are burdensome to the community can lead to significant differences in distributive outcomes. [144:  The Sphere Project. (2011). Humanitarian Charter and Minimum Standards in Humanitarian Response.]  [145:  Women’s Refugee Commission. (2017). Vulnerability- and resilience-based approaches in response to the Syrian crisis: Implications for women, children and youth with disabilities.] 


Discriminatory attitudes also lead to the injustice of people with disabilities being excluded from humanitarian planning, preparation and management. Although they are often best placed to identify both needs and solutions, disabled people “are more often seen as a problem than a resource.”[footnoteRef:146]. The UN Office for Disaster Risk Reduction’s 2014 report Living with Disability and Disasters states that “The key reason why a disproportionate number of disabled persons suffer and die in disasters is because their needs are ignored and neglected by the official planning process in the majority of situations.” [footnoteRef:147] [146:  Women’s Commission for Refugee Women and Children.2008. Disabilities among Refugees and conflict-affected populations, p.2]  [147:  United Nations Office for Disaster Risk Reduction. (2014). Living with Disability and Disaster. https://www.unisdr.org/2014/iddr/documents/2013DisabilitySurveryReport_030714.pdf] 



8. Law, policy and regulation
As this background document has already noted, bioethics has concerned itself primarily with high-tech, innovative biomedical developments. In many parts of the world, these clinical and public health innovations are highly regulated for ethical as well as economic and political reasons. Regulation within national borders is essential to ensure that as far as possible, permitted practices reflect accepted cultural norms and mores. At the same time, many bioethical issues clearly have effects that extend beyond borders and have global repercussions. There is therefore a growing network of international or ‘universal’ guidelines, declarations and regulation relating to biomedical practices that attempt to reflect and shape shared values. One example is provided by the Council of Europe’s Convention on Human Rights and Biomedicine (Oviedo Convention), currently the only legally binding international instrument in this area [footnoteRef:148]. Similarly, since it was founded in 1993 UNESCO’s Bioethics Programme has produced guiding international Declarations on the human genome and human rights, human genetic data, and bioethics and human rights. While efforts at harmonisation continue it is important to note that countries differ markedly in their approaches and capacity. As the background to the Universal Declaration on Bioethics and Human Rights notes, “States have a special responsibility not only with respect to bioethical reflection but also in the drafting of any legislation that may follow…[but] whilst many States have framed laws and regulations aimed at protecting human dignity and human rights and freedoms, many other countries wish to establish benchmarks and sometimes lack the means to do so.”[footnoteRef:149]  [148:  http://portal.unesco.org/en/ev.php-URL_ID=31058&URL_DO=DO_TOPIC&URL_SECTION=201.html]  [149:  http://portal.unesco.org/en/ev.php-URL_ID=31058&URL_DO=DO_TOPIC&URL_SECTION=201.html] 


Current international bioethics declarations make little specific reference to disability, except in the context of people who lack capacity to consent to medical treatment or research (eg Article 6 of the Oviedo Convention). Article 24 (3) of the UNESCO Universal Declaration of Bioethics and Human Rights notes that states should have “special regard for those rendered vulnerable by disease or disability or other personal, societal or environmental conditions”.  By contrast the UN Declaration on the Rights of Persons with Disabilities contains a number of stipulations that directly or indirectly relate to bioethical issues, including the right to life (Art 10), right not to be subjected to medical experimentation without consent (Art 15), respect for physical and mental integrity (Art 17), and respect for home and the family (Art 23). Moreover there is a general obligation of States to take into account the protection and promotion of the human rights of persons with disabilities in all policies and programmes (Art 4).[footnoteRef:150] [150:  https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html] 


It is beyond the scope of this background report to detail the role of the state or international bodies in upholding the bioethical rights of people with disabilities. However, it is clear that much more needs to be done to encourage the better integration both of disability issues into bioethical regulation and guidance, and of bioethics awareness into policy affecting disabled people. In addition, there is currently a lack of disabled people’s representation in the development of bioethics law, regulation and governance at both national and international levels.

9. Conclusions, recommendations and questions for consideration
In another context, the bioethicist Professor Jonathan Glover famously discussed an image of a house, where the people on the top floor were arguing about what wallpaper to hang, and the people on the bottom floor were drowning because of rising floodwaters.  We think this image is resonant for the state of international bioethics, where the dominant voices are probably discussing concerns – non-invasive prenatal diagnosis, gene editing, assisted dying – which are currently most relevant for high income countries, or for the richest people in low and middle income settings.

In this report we have highlighted bioethics’ importance for people living with disability today.   Bioethics helps societies decide which sorts of interventions into and supports for disability are morally good. But we also note that disability is important for bioethics, in that the diversity of human bodies that can exist is a central focus of biomedicine’s, and therefore bioethics’, attention. Moreover, over the last decades bioethical debate has become an integral part of public discourse about health and technology. The field of bioethics therefore not only reflects to a large extent the prevailing cultural beliefs about disability, but also has the power to shape attitudes towards people with disabilities. This is becoming increasingly important as advances in knowledge and technology increase the ways in which people with disabilities are affected by medical or technological interventions.  It is vital that bioethics acknowledges the limitations of its approach to disability, and that efforts are made to encourage more disability-inclusive bioethical work.

We have identified the key difficulties in bioethics’ response to disability, and make some recommendations in response:
1. Acceptance of a medicalised conceptualization of disability, as a medical problem with only medical solutions. Bioethics should consider disability as a complex socio-medical phenomenon, an intrinsic part of the human condition, and recognise that it is possible to have a flourishing life with disability if the right social and medical supports are available.  
2. Ignorance of the realities of disabled experience, leading to a vague, abstract and undifferentiated picture of ‘disability’ being used in bioethical debates. Bioethics needs to be better grounded in empirical knowledge of disability, and more open to diversity: the diversity of disability, of the contexts in which people with disabilities around the world live, and of the ways in which it is possible to lead good lives.
3. Exclusion of disabled voices from discussion of bioethics, regulation and governance. Bioethicists should be encouraged to remember that the field has its roots within mid-twentieth century patient rights movements. More direct engagement with the people with the health conditions that bioethics is considered with is in line with this history.  The voices and experiences of disabled people should be essential parts of bioethical debates.
4. A focus on the healthcare problems of the global North at the expense of the different profile of issues of particular concern to the global South. In particular, there is scant literature on developing world bioethics and disability. Little is known of the ethical attitudes of developing country populations as a whole towards disability, let alone the views of persons with disabilities in those settings.  Because of the great disparity between healthcare available to the poorest and the richest people in the world, there will be problems in ensuring disability equality is upheld in resource-constrained settings.  Social media and the internationalisation of research make it even less excusable that scholars from the global North continue to ignore issues relevant in the South.  Support should be given to scholars from the global South, in particular disabled scholars, to become published and funded bioethics researchers. 
5. A narrow focus on the most technologically sophisticated responses to illness and impairment. The emphasis within bioethics on the more heroic, technologically sophisticated response to illness and impairment seems unbalanced, given that the majority of the world’s population subsist on $1/day healthcare, and will never access even ordinary pharmaceuticals, let alone high-tech innovations. Moreover, there is inequality and suffering within countries as well as between countries, as evidenced by the disability rights community argument about the impact of austerity policies on health outcomes within the UK. There needs to be more bioethical debate about these inequalities and how they affect the possibility of flourishing for persons with disabilities and their families.  Such broad questions of social justice have traditionally been seen as falling outside bioethics’ key remit, but we argue that they should be made central to bioethical debates in the future. 

As well as these points about bioethics as an intellectual activity, there is a set of considerations arising from the ethical dimensions of healthcare. We have not set these out as recommendations, but rather as questions for consideration that are more appropriate to the highly contextualized nature of disability worldwide.

First, there are questions about voice and decision-making, thinking about individual healthcare dilemmas as well as about collective governance.  

· What provision is made for the inclusion of disabled people in decision-making and public debate – both at an individual and collective level?   
· Are individuals with disabilities able to self-determine (as far as is appropriate given local cultural norms), or do others speak and decide for them?  Medical ethicists translate this into the question of whether informed consent is respected in treatment and decision-making about screening, for example, such as whether people are supported to reject, as well as adopt, screening and selective termination (where relevant).   
· Is informed consent of disabled people respected in participation in medical research?

Second, there is a set of questions about justice and equality.  For example:
· Do people with disabilities get access to reproductive technologies on an equal basis to others? 
· Is social justice evident in access to healthcare technologies?  
· Where biomedical provision is regulated, do the regulations apply to everyone, or are people able to circumvent prohibitions?  Does ability to pay always determine access to healthcare?
· Is palliative care available for everyone, including persons with disabilities?   Do people with degenerative or terminal health conditions have access to analgesia?  Where medical assistance in dying is provided for people at end of life, is disability perceived as a sufficient reason for offering assistance in dying?  
· In humanitarian situations, do persons with disabilities receive fair consideration?  Does disaster preparedness take into account particular healthcare and communication and access needs of people with disabilities, particularly chronic conditions?

Third, there is a set of questions about inclusion and about the appropriate responses to impairment and disability:
· Are efforts to prevent illness and impairment balanced with efforts to include individuals and families affected by illness and impairment within any particular society?  
· Is there an assumption that ‘cure’ is the appropriate response to illness and impairment, rather than support and inclusion?
· Is there an appreciation of social and environmental factors in disability, or is disability reduced to genetic factors?   
· Are children and adults with disabilities exposed to unproven or non-evidence-based medical interventions because of their impairments? 

We are at a critical junction at the moment, for a number of reasons. Biomedical interventions that both support and potentially challenge people with disabilities are multiplying in high income settings, sometimes in tension with the growth of disability identity and disability politics.   At the same time, the divide between high income and low/middle income countries in terms of medical and social care for disabled people is becoming more acute.  The mechanisms of compliance with the UN Convention on the Rights of Persons with Disabilities challenge states to consider ethical as well as political and economic concerns.  Moreover, in an internationalising world, with increasingly mobile populations, questions cannot be resolved within one state alone: people and problems can often cross borders, and information and communication connect communities and concerns across the world. We believe that bioethics, as a way of thinking and as a route to informing policy-making, can make an essential contribution to upholding the rights of and respect for disabled people globally; but to do this bioethicists must work more closely with disabled people and disabled people’s organizations.



1

