Statement to the Committee of the CRPD  

By 
the UN Independent Expert on Enjoyment of Human Rights by Persons with Albinism,    22 March 2017
Madam / Mister Chair,

Distinguished members of the Committee,

My regrets that I could not make this statement in person but I am grateful for this opportunity to have the statement read out to you.
I wish to update you on three key things: First, an overview of this mandate and the key priorities that I have identified; secondly, achievements to date and thirdly outstanding issues. Before touching on these three areas, I wish to express gratitude for all your work on persons with albinism particularly in your concluding observations on Kenya, Uganda, and most recently, Ethiopia.
First, the mandate and key priorities
As you already know, the mandate was created primarily in response to the attacks and gross violations faced by persons with albinism. To date, I have received information on over 600 cases of attacks and violations across 27 countries over the last decade. They include murder, mutilation and grave robbery. These are reported cases alone. Most stakeholders believe numbers are likely higher. The attacks are fuelled by beliefs that the body parts of persons with albinism have magical properties that can be used in witchcraft rituals, potions and amulets to give wealth and good luck to the end user. 
It is apparent that persons with albinism have been targeted for several key reasons. These include their hypervisibility in their communities due to their colouring, a historical lack of awareness about the condition, and culturally entrenched but erroneous knowledge about albinism including myths that persons with albinism are not human beings but ghosts, that they do not die but suddenly disappear or that their body parts, - probably because albinism is relatively rare - is valuable for witchcraft practices. 
Since these issues came to the full attention of the international community in 2013, several resolutions have condemned  attacks and discrimination against persons with albinism at the human rights council, at the general assembly, at the African commission on human and peoples ‘rights as well as the African committee of experts on the rights and welfare of the child. Finally, this mandate was created in 2015 as a follow up to a recommendation made by the advisory committee to the human rights council.  
2. Achievements to date

First, research: As information on albinism and human rights violations is rare, reporting on the issue is a huge contribution to the fight against these violations. To that end I have produced three thematic reports: on my vision for the mandate, on a preliminary overview of root causes of attacks and discrimination against persons with albinism and most recently, on the impact of witchcraft on the human rights of persons with albinism.  
Second, establishing an intersectional approach: In researching albinism and in engagement with multiple stakeholders, it has become clear that the issues concerning persons with albinism and their experiences is at the intersection of two key issues, namely, disability and colour. To this end it is important that not only you – the CRPD committee – continue to make statements on the issue where opportunities arise, but also to recognize the work that your colleagues in the Committee on the Elimination of Racial Discrimination (CERD) have done on the issue. Of note are the CERD s comments on the issue during its review of South Africa last year. According to their interpretation of the CERD (and here I paraphrase) `racial discrimination` includes discrimination based on colour faced by persons with albinism. The intersectionality of both of these issues of colour and disability is key in adequately representing the experience of persons with albinism, and has the potential to inspire robust measures in response. 
Country Visits: The mandate visited Malawi and Mozambique last year, and has been invited this year to Tanzania, Kenya and Fiji. 
Addressing attacks: To address attacks against persons with albinism, I am, with various stakeholders at the Africa level, developing a regional Action Plan. It is based on existing recommendations made by human rights bodies across the world including those made by your committee. These recommendations have, been distilled into concrete and specific measures of the nature envisioned by article 5 of the CRPD.

Also, in addressing the issue of witchcraft as a root cause of attacks, my mandate is planning an expert meeting in Geneva later this year, in conjunction with other mandate holders including the SR on disabilities, the SR on violence against women, the SR on freedom of religion or belief and the SR on summary executions as well as regional experts from Africa and Asia, in order to recognize all victims of this phenomenon and to chart out the best human-rights-based response to it.
3. Outstanding Issues
First, attacks against persons with albinism continue. This year alone, three countries have reported attacks with the most recent only a week ago. Countries with particularly high records of attacks tend to build national response plans which are often immediately threatened by lack of sufficient resources allocated to them. There is therefore a dire need to seek assistance for states facing this crisis 

Health is also a particular outstanding concern.
One of the most serious health implications of albinism is the vulnerability to skin cancer. Statistics on the issue are mostly from Africa and some reports indicate that most persons with albinism in the region are likely to die from skin cancer between the ages of 30 and 40 years. A recent sampling of 77 persons with albinism from 29 different African countries seemed to support this statistic. Of the 77 persons assessed, 43 had 239 pre-cancerous lesions and 3 required immediate surgical attention. Your Committee has raised this issue alongside other committees, by recommending the inclusion of persons with albinism in Uganda’s cancer policy and access to affordable skin-care protection. I look forward to future references to it.
Another key outstanding issue is Discrimination.
Information on discrimination against persons with albinism has been received from around the world. This is discrimination mainly based on both their appearance and their vision impairment among other factors. However, the expression and severity of the discrimination faced by persons with albinism varies from region to region.

In Western countries for example, discrimination often takes the form of mockery or bullying of school-age children.  
In Sub Saharan Africa and south Asia however, discrimination against persons with albinism can take more extreme forms. Information received stresses that it can lead to family abandonment, both for the child with albinism, and for his mother, or even infanticide. Isolation and exclusion are also reported, in particular in an environment where having albinism is regarded as a curse and where it is believed that albinism can be contracted like a contagious disease. In the words of a person with albinism, “some people will not touch what I touch. In the bus no one wants to sit next to me. People don’t want to shake hands with me, share utensils, touch me or come near.” The SR on disabilities also noted in her report on her visit to Zambia that persons with albinism were sometimes denied renting houses for fear that they would disappear one day or escape attack and never pay their rent. 
A key aspect of the human rights violations faced by persons with albinism, is linked to the lack of reasonable accommodation for their vision impairment. The lack of melanin in the eyes of persons with albinism often results in high sensitivity to bright light and significant vision impairment. The level of severity varies from one person to another. This vision impairment often cannot be completely corrected with glasses or other medical intervention. Therefore, in some countries, PwA have been categorized as legally blind. 
Lack of reasonable accommodation can be a matter of life and death for a many persons with albinism. When a PwA does not attain sufficient education – and this is often the case as many drop out due to bullying as well as the lack of RA for their vision impairment, they are forced to work outdoors for income. This in turn exposes them to skin cancer and an early death. 
Access to employment has also been a source of discrimination as reported by organisations of persons with albinism throughout the world, including in India and Spain where discrimination focused on their colouring and their vision impairment respectively.
Another Key Issue is weak Civil Society
Most organizations serving persons with albinism are young. Most of them started in the wake of reports of physical attacks in an attempt to defend themselves and to speak out about their condition which had received minimal attention prior. In fact, one of the key organizations which engages treaty bodies like yours, Under The Same Sun, is barely ten years old.

I am looking forward to collaborative efforts to provide training to all of these groups so that they can better engage with you and all relevant human rights mechanisms for the full enjoyment of their rights.

Conclusion

In conclusion, it is important for me to reiterate the genius of the CRPD. For persons with albinism, it was their first official step into human rights discourses. The open ended approach to disability in the Convention meant that persons with albinism no longer were in the grey area of the “almost but not quite disabled.” While some persons with albinism still hold this position, the beauty of the fact is that the Convention is open to whoever wishes or is able to use it. To that end, persons with albinism who need reasonable accommodation and other similar protection have a solid normative framework.
Another forward-looking quality of the CRPD includes the idea of intersectionality. In this regard, the Convention also provides a strong entry point for issues of colour discrimination so that the multiple and intersecting factors that aim to derogate from the rights of persons with albinism could be better understood and responded to by the reading of the CRPD in tandem with the CERD.
Since the SDGs promised to leave no one behind and added that there will be an endeavour to start with the furthest behind first, I believe persons with albinism are one of those furthest behind.  I am encouraged by ongoing work on the issue from your Committee and I look forward to continued efforts together. 
Thank you

Ms. Ikponwosa (“I.K.”) Ero

UN IE on the Enjoyment of Human Rights by Persons with Albinism
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APPENDIX

For further information. Does not have to be read out loud

What is Albinism?

Albinism is relatively rare genetically inherited condition that is non-contagious, and affects people worldwide regardless of ethnicity or gender. It results from a significant deficit in the production of melanin and is characterized by the partial or complete absence of pigment in any of the skin, hair and eyes. The absence of normal quantities of melanin means that most persons with albinism are vulnerable to bright light, skin cancer and have various degrees of vision impairment.
In order for a person to be affected by albinism, both parents must carry the gene and, in that case, there is a 25 per cent chance that a child will be born with albinism at each pregnancy. The proportion of persons affected by albinism in the world differs from region to region. For example, in North America and Europe, it is estimated that 1 in 17,000 to 20,000 people have the condition. In sub-Saharan Africa, 1 in 5,000 to 15,000 could be affected with various tribes and sub-groups showing rates as high as 1 in 1,000. While all reports of physical attacks to date have come from the Africa region, reports of gross stigmatisation and exclusion have been reported from nearly all other regions of the world.
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