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1.    We welcome that the dialogue between disability and bioethics has been revisited. We call for a collaborative dialogue between the disability rights and bioethics communities. We reaffirm the need for these conversations to engage with other rights movements including women’s rights and sexual rights. We also need to ensure that anti rights agendas do not seek to co-opt ideologies or language in order to put forward eugenic/anti-rights/anti-choice/oppressive agendas.  
 
2.    It is critical that persons who are pregnant have access to evidence-based and unbiased information to decide whether to continue their pregnancy, regardless of what that decision might be.  Individuals must also be empowered to make their own decisions with information that is imparted from a disability rights perspective and not an ableist and eugenic bias, particularly around prenatal testing. These decisions do not occur in a vacuum and are currently taking place in highly medicalized settings. Lessons from gender and other selective abortion practices are important here. We recommend that involving families and individuals with disabilities in the re-shaping of prenatal testing and information is critical for finding empowering models to support individual choice. 
3.     Debates on bioethics and, in particular, debates on pre-natal testing and abortion must be led by persons with disabilities, and in particular women with disabilities and people who can experience pregnancy.  
 4.   We recognise the inequalities being perpetuated by this debate. The current field of bioethics is mainly led by non-disabled scholars from middle to high-income countries. We seek a bioethical discourse that embraces diversity and to find new ways of framing the bioethics debates to move towards bioethics grounded in disability and gender equality. Debates should be rooted in the lived realities, preferences and choices of persons with disabilities. 

 

5.   We express concern that much of the development in screening and testing is being pushed by for profit private sector organisations. Noninvasive prenatal testing has expanded the range of conditions than can be tested and its commercialization globally has been rapid.[2]

 

7.    Bioethics discussions cannot ignore the role of technology within healthcare and bioethics and how the technology regime impacts persons with disabilities when not designed by and for persons with disabilities, women and transgender persons with disabilities.
 

8.    These discussions must show regard to the healthcare inequalities facing women and pregnant persons with disabilities. This extends to all aspects of healthcare, and includes protection of information, privacy, consent and exclusion from clinical trials. 
9.    We recognise that the bodies and minds of persons with disabilities, women, transgender persons, racial minorities, ethnic minorities, low-income persons and other marginalized groups have been colonized by oppressive frameworks.  These systems of power have endorsed violence, segregation, deprivation of liberty, and widespread injustices [ 1], often in the name of science and medicine. The fields of bioethics and healthcare have often contributed to these inhumane acts, preventing diverse groups from exercising autonomy, choice and self-determination about their bodies and their lives.    The CRPD has advanced the human rights debate on these issues in the last decade as well as the reproductive justice and gender equality movements. Therefore, we affirm the need for legal and policy frameworks on sexual and reproductive health rights to recognize the rights of all persons to make one’s own choice, to autonomy, self-determination and the rights of all persons to equal recognition before the law in line with the CRPD General Principles outlined in Article 3 (General principles) and Article 12 (Equal recognition before the law).  

10.  We call for policy makers, academic institutions, healthcare and bioethics research institutes to establish regular and comprehensive training and awareness raising on the rights of persons with disabilities enshrined in CRPD Articles 6 (Women with disabilities), 12 (Equal recognition before the law), 14 (Liberty and security of person), 15 (Freedom from torture or cruel, inhuman or degrading treatment or punishment), 23 (Respect for home and the family) and 25 (Health).  

One example we would like to put forward are the Nairobi Principles, an activist-led initiative to explore the intersections between disability and sexual and reproductive rights with a focus on abortion rights, pre-natal testing and disability.  This initiative began in 2016 during a convening in Nairobi between women with disabilities and reproductive rights activists.   This text is meant to be a conversation starter, not a directive document setting definitive rights positions on these issues.  Instead, it is a starting point for conversations and alliance building around major rights issues. 
For more information see:  https://nairobiprinciples.creaworld.org
 


[1] Such as: forced sterilization, forced abortion, forced medical treatments, forced medical detentions, torture in the name of medical and scientific research, institutionalization, denial of legal capacity to consent, choose a family structure and sexual partners and exercise parenthood.  

[2] See:  Megan Allyse, Mollie A Minear, Melisa Berson, Shilpa Sridhar,  Margaret Rote, Anthony Hung, Subhashini Chandrasekharan, “Non-invasive prenatal testing:  a review of international implementation and challenges,” (International Journal of Women’s Health: 2015:7, 113–126) and Subhashini Chandrasekharan*, Mollie A. Minear, Anthony Hung, and Megan A. Allyse, “Noninvasive Prenatal Testing Goes Global,” (Institute for Genome Sciences & Policy, Duke University, Durham, NC: 2014). 

 

