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Madam Chair, 
We recognise that there may be potential benefits to any new technology, but merely exploring the benefits doesn’t require the attention of the Human Rights Council, except for reflecting on the parameters of the right to participate and enjoy the benefits of scientific progress. In this regard we note General Comment No. 25 of the Committee on Economic Cultural and Social rights, and the attention paid to how  “Persons with disabilities have suffered deep discrimination in the enjoyment of the right to participate in and to enjoy the benefits of scientific progress and its applications, either because of severe physical, communication and information obstacles to access basic and higher scientific education and careers, or because the products of scientific progress do not take into account their specificities and particular needs”. On the science, need to consult with the World Health Organization, rather than giving undue prominence to a select group of certain kind of experts.
I would like to remind everyone of the history of lobotomies, under which tens of thousands of such operations were carried out on the basis of medical advice, disproportionately on women and children. One doctor even received a Nobel Prize for his work in this area in 1949. We know understand these to be extremely grave human rights violations. It would be naïve to think that that we are free from such risks today. The same underlying ableist ideas, of the need to “fix people” underlies much of modern neurotechnology. We note that draft WHO-OHCHR guidance suggests a need to have an outright ban on irreversible psychosurgery.
Other speakers have articulated well the need for extreme caution in this area that relates so closely to matters of the self and identity. The main task is to consider ways in which the power of the State, of the private sectors, of society, is misused against individuals. Human rights exist for the protection of individuals, and that should be the primary focus of this Advisory committee. Discussion of ‘informed consent’ is critical but must be meaningful and genuine. Looking at the history of other medical practices, often this is not genuine, and various loopholes and forms of coercion are used, in a way profoundly violating of human rights, while still using the language of rights. The task ahead is to develop appropriate regulation/legal frameworks at the domestic level, on this basis of existing international human rights treaties which are fully capable and mandated to consider the impact of new technology.
IDA's primary concern is that the paradigm shift of the Convention on the Rights of Persons with Disabilities, social model of disability, and the work of CRPD (principles, standards, or the text itself) is fully reflected in the work of the Advisory Committee. This is always a concern when considering medical technology, with all the risks entailed by the outdated and inappropriate medical model of disability and ableism. It would be essential to integrate a CRPD-perspective on medical technology, as articulated by the Special Rapporteur on the rights of persons with disabilities in her report A/HRC/43/41. We are deeply concerned that ableist ways of thinking, reinforced by the medical model of disability, have historically privileged prevention and cure over all other responses to disability, leaving persons with disabilities with limited opportunities to be included and participate in society.
On this basis, we wish to make the following 4 points: 
i. Society must embrace disability as a positive aspect of humanity the cultural and societal challenges posed by ableism, and accelerating a cultural transformation of the way society relates to the difference of disability
ii. It is critical to actively involve and consult with persons with disabilities and their representative organizations in all decision-making processes related to medical and scientific practice concerning them, including law reform, policy development and research. National bioethics committees must consult and include persons with disabilities in their work;
iii. Note the challenges that arise from power imbalance with medical and large research or private sector organizations, with particular steps must be taken to address this imbalance. There is a need to think carefully about what is counted as ‘expertise’, recognising the priority that should be given to lived experience from a human rights-based approach 
iv. Stressing the importance of awareness-raising in tackling deeply rooted stereotypes, negative attitudes and stigma, which can lead to discrimination against persons with disabilities
