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Madam Chairperson, 
Distinguished members of the Committee,
Dear colleagues and participants, 

I am privileged to be here today to be part of the opening of the 30th session of this honourable Committee. 

Almost three years ago, I took up my functions as the second UN Independent Expert on the enjoyment of human rights by persons with albinism. Last year, I had the privilege of bringing civil society organization representatives with albinism, to attend your March session, and to present to this Committee on human rights issues related to albinism. The work of this Committee is thus imperative to the work of my mandate, and I hope that my participation today is one of many more engagements that can connect the work that we do and that we can mutually benefit from. 

Dear Committee members, 

Albinism is very much a profoundly misunderstood condition - both socially and medically. An integral part of my functions as Independent Expert is to raise awareness in whatever platform I have, about the human rights situation and challenges of persons with albinism and the need to effectively address these. 

To clarify for those who are not aware, albinism is a rare, non-contagious, genetically inherited condition which affects an estimated 1 in 14,000 to 1 in 17,000 worldwide, regardless of ethnicity and gender. In some countries such as Panama which I recently visited, the occurrence of albinism among the indigenous Kuna population can be as common as 1: 167. 

Albinism is a condition which commonly results in a lack of melanin pigmentation in the hair, skin, and eyes – also known as oculocutaneous albinism. This results in visual impairment and vulnerability to sun exposure which can lead to skin cancer if the skin is unprotected. As this committee stated in Z v. Tanzania, it is for these two primary reasons – visual impairment and extreme susceptibility to skin cancer - that persons with albinism are also considered persons with disabilities. 

At this point, I would like to reiterate that albinism occurs in all countries, races, and gender. It is not just a condition that is unique to Africa or those of African descent. It is also important to understand that, while the killings of those with albinism have only been reported in some African countries, persons with albinism all over the world suffer a range of human rights violations and are victims of intersectional discrimination, mainly on the grounds of colour and disability. This discrimination is compounded by additional factors including gender and socio-economic status. In some countries that I have visited, the challenges of persons with albinism are exacerbated as they are often living in impoverished situations, their progress and prospects severely hindered by a lack of access to adequate standards of health, education, and employment opportunities, mainly due to their albinism. 

Upon this backdrop, I wish to raise a few issues that are pertinent to the good work of this Committee. 

Firstly, to date, my mandate has covered various thematic issues in its reports to the Human Rights Council and the General Assembly and in all these reports, persons with albinism are clearly stated as constituents of the disability rights movement. My reports rely heavily on the protections and safeguards provided by the CRPD among other international human rights legal frameworks, particularly with regard to the need to ensure reasonable accommodation and in relation to the rights to health, education and employment which are consistently among the most challenging rights to realize for persons with albinism. 

I have consistently underscored in my reports the fundamental need to include persons with albinism in the policies and discussions affecting persons with disabilities, which to be honest, in many instances, I have found persons with albinism to be absent or excluded from. In the past years however, I have had the privilege of engaging not only with this Committee but also with the mandate of the Special Rapporteur on persons with disabilities, and with various regional and national mechanisms focused on the rights of persons with disabilities. 

Dear members, 

Allow me to briefly outline some of the most pressing challenges that I face in advocating for the rights of persons with albinism, and where the assistance of this esteemed Committee would be appreciated. 

· Lack of data 

There is a severe lack of data on persons with albinism globally. This is seen in all the country visits that my mandate has been engaged in, as well as the call for inputs for thematic reports.  As you are all well aware – we need concrete disaggregated data in order to tailor and enhance policies that affect constituents, in this case persons with albinism as persons with disabilities. Accessing data is further hindered by the fact that the Washington Group set of questions does not distinguish between those with visual impairments and those with visual impairments and albinism. In particular, the questions do not recognise the lack of melanin and vulnerability to skin cancer as a disability.

· A lack of understanding of reasonable accommodation needs of persons with albinism and the increased susceptibility to skin cancer as falling within the framework of the CRPD

Persons with albinism are severely hampered by a lack or absence of reasonable accommodation in places of learning, workplace settings, and other public and private settings. In some cases, the reasonable accommodations provided only cater to low vision, but not other visual impairments or vulnerability to skin damage from the sun. I have consistently advocated for reasonable accommodation to be provided in these contexts, and in the report I will be presenting this week, I raise the importance of ensuring that reasonable accommodation covers both visual and dermatological concerns. The report further emphasises that such accommodation must be adapted to the particular geographic and socio-economic setting of a state, and that States must ensure progressive realisation of this right. 

There is still a lack of basic understanding about albinism, among health care providers, educators, employees, social workers, and other professionals.  Such lack of understanding often leads to a violation of rights, including failure to provide reasonable accommodations and the perpetuation of stigma and discrimination,  For example, in some cases, the inability to explain what albinism is to parents of a new born child with albinism can lead to unwarranted misunderstanding which can result in a father abandoning the mother and child under the mistaken belief that the child does not belong to the father. 

There is thus a fundamental need to continue educating and promoting  awareness, on albinism to ensure that the discrimination and human rights violations they experience are addressed through direct measures that provide reasonable accommodation and also social protection benefits. This in turn assists in persons with albinism accessing the appropriate health care and educational services they require. I have seen in some countries a specific quota for the employment of persons with disabilities in the work force - which can also benefit persons with albinism in attaining better employment opportunities. 

In terms of the high mortality related to skin cancer – I am deeply invested in advocating for better access to quality sunscreen products for persons with albinism globally, particularly in countries that have tropical climates with harsh sunlight, but also in other parts of the globe given the climate change crisis. My 2023 report to the General Assembly focused on climate change and its impact on persons with albinism and laid out recommendations on mitigating the impact of climate related crises, including harsh exposure to sunlight, for persons with albinism. I have also made a submission to the WHO to reinsert sunscreen into its list of essential medicines. I will continue to advocate for the recognition that what many consider as a cosmetic product is in reality, a life-saving product that can essentially reduce mortality for many persons with albinism. 

Dear members,
	
I would like to personally commend your work in regularly including persons with albinism in your recommendations for particular countries under review. These recommendations are critical as they further spotlight the plight of persons with albinism and increase awareness on the need to effectively address the challenges they face.  

I would like to take this opportunity to also propose that the issues affecting persons with albinism be mainstreamed into your work on issues affecting persons with disabilities in general, and not only when countries are under review. I propose this as I see the critical role your work can play in highlighting the challenges I have mentioned and also in obtaining much needed information and data on persons with albinism. Information is critical to combatting the lack of understanding that is rampant vis-à-vis albinism, and your work can truly make a difference in ensuring persons with albinism are not left behind in  discussions and initiatives that can truly make positive changes and impact in their lives. 

Dear members, 

I am aware that you have a full and intense program ahead of you for this session, and I extend my best wishes to all of you for a successful and productive session. 

I look forward to our continuous co-operation and I thank you for your attention.
____________
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