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Polly Meeks[footnoteRef:1] [1:  I am currently Deputy Director of Policy and Influencing at ADD International. Views in this submission are my own, based on my professional experience working in disability rights, international development, and public administration; and in particular a stint as a pro bono advisor to the Source of the Nile Union of Persons with Albinism in Eastern Uganda.
] 

Thank you for the opportunity to provide input to this Comment. 
My submission concerns the specific threats to the right to life facing persons with albinism. The submission addresses the following items on the list of issues for consideration: 5 (a) (II) – relationship to other international human rights instruments (specifically, the UN Convention on the Rights of Persons with Disabilities); 6 (a) – meaning of “protected by law”; and 15 (l) – protection afforded to persons with disabilities.[footnoteRef:2] [2:  Whether persons with albinism have a disability is contested – and this is a further factor contributing to their marginalisation. In this submission I treat albinism as a disability issue due not only to the difficulties that persons with albinism have in seeing and in skin protection; but also due to the social stigma associated with the condition (using the social model of disability). This approach is in line with that of human rights bodies in numerous countries, from Disability Rights UK to the National Union of Disabled Persons of Uganda.
] 

Context
Persons with albinism face two particularly acute threats to their right to life.
The first is the prevalence of erroneous beliefs and myths resulting in extreme violence towards persons with albinism. This includes mutilation and murder, based on the false belief that the body parts of persons with albinism bring good luck; exposure to HIV/AIDs, based on the false belief that sexual intercourse with a person with albinism provides a cure; and infanticide, based on the false belief that persons with albinism are cursed. The frequency of such violence is extremely hard to measure. As at January 2015, the UN Human Rights Advisory Council Committee had seen documentation of some 138 killings, but this figure is likely to be a significant under-estimate, due to the secrecy, fear and discrimination surrounding the attacks.[footnoteRef:3]  [3:  Report of the Human Rights Council Advisory Committee on the study on the situation of human rights of persons living with albinism, A/HRC/28/75, February 2015
] 

It is very rare for those responsible for crimes against persons with albinism to be sentenced: between 2000 and 2013, there had been 72 documented killings in the United Republic of Tanzania, but only five successful prosecutions.[footnoteRef:4] Even during a short stay with a group of persons with albinism in just one region of Eastern Uganda, I heard numerous anecdotal accounts of rape cases where the perpetrator had escaped with impunity.  [4:  Persons with Albinism – Report of the Office of the High Commissioner for Human Rights, A/HRC/24/57, September 2013] 

[bookmark: _GoBack]The second threat to the right to life of persons with albinism is vulnerability to skin cancer. Persons with albinism are unable to produce melanin. Access to preventative products such as sunscreen, and to curative dermatology services, is extremely scarce in regions such as sub-Saharan Africa. The problem is exacerbated by discrimination in access to education and employment, which means persons with albinism are disproportionately likely to be undertaking manual labour outdoors, in full exposure to the sun. It is estimated that the vast majority of persons with albinism in Africa die from skin cancer before the age of 40.[footnoteRef:5] [5:  Preliminary Study on the Situation of Human Rights of Persons Living with Albinism, A/HRC/AC/13/CRP.1, July 2014] 

Recommendations for the General Comment
In light of these specific threats to persons with albinism, it is recommended that the General Comment include the following points. All three recommendations reinforce the relationship between ICCPR Article 6 and the UN Convention on the Rights of Persons with Disabilities (in particular Articles 10, 13 and 25).
1. Explicit reference to the extreme risks facing persons with albinism, in recognition of the fact that these risks need specific attention if States are to fulfil their obligations under Article 6. 
2. Clarification of the duty to investigate and prosecute violations of the right to life (as also recommended by Amnesty International, among others).
3. Reaffirmation that Article 6 includes a positive duty to provide healthcare, where failure to provide adequate health care resources may put lives at risk, and in particular where this risk disproportionately affects a particular group. Provision of preventative and curative care to persons with albinism is one concrete manifestation of this duty. (This aligns with recommendations made by Amnesty International, and Kaleidoscope Human Rights Foundation, among others).


