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EXECUTIVE SUMMARY 

 

Background and Content:  

 

Albinism
1
 is a genetic condition characterized by minimal or total absence of melanin in 

the skin, hair and eyes. It leaves the person with albinism (PWA) remarkably pale 

especially when compared to members of their biological family and community. Aside 

from their appearance, PWA are vulnerable to skin cancer, and are, in most cases, legally 

blind. 

 

PWA have historically been referred to as “albino.”  These days, groups advocating for 

persons living with the condition prefer the term “person with albinism” (PWA) because 

unlike the word albino, which equates the person to their condition, the phrase, PWA, puts 

the person ahead of their condition.
2
 PWA is also a means to end the often derogatory 

context in which the word albino has been used historically. 

 

Albinism, while a relatively rare condition, occurs in all races of the world. This means 

that the condition is often known, but not understood. The result is that PWA have often 

been deeply misunderstood, mystified and consequently stigmatized. Nearly all 

misunderstanding, mystification and stigma are traceable to the most visible aspect, which 

is their appearance. Nowhere is this clearer than in the common names used for PWA 

worldwide such as, “goddess of the waters,” “pig,” “ape,” “unripe banana,” “monkey” and 

“money.”
3
  As aptly stated by Kelly Allen, “society defines what it means to be human, 

and when a group is defined as anything less than human, acts of discrimination become 

acceptable.”
4
 

 

Further, PWA worldwide have been victimized by being viewed as a mystically odd group 

that do not belong to the mainstream.
5
 This undesirable status has resulted in very 

                                                           
1
 See Appendix I for some pictures of PWA worldwide, “Albinism Worldwide,” photo credit: Rick Guidotti, 

Positive Exposure, www.positiveexposure.org. 
2
 For more information, see UTSS. “Albino” vs “Person With Albinism (PWA),” UTSS Resources, accessed 

February 15, 2014, http://www.underthesamesun.com/sites/default/files/WHY-WE-PREFER-THE-TERM-

PERSON-WITH-ALBINISM_0.pdf. 
3
 See Appendix II for a sampling of names used for PWA worldwide. For a complete list see UTSS, “Names 

Used for PWA,” UTSS Resources, accessed February 19, 2014, www.underthesamesun.com/resources.  

Note that in this catalogue, over 70% of the names used to identify PWA worldwide are derogatory in nature. 

The remaining 30% are neutral at best.  
4
 Kelly Allen, “Oppression Through Omission: The Human Rights Case of Persons with Albinism in 

Uganda,”  Development Studies: Kampala, Uganda (Spring 2010) at p.10. 
5
 See “Persons With Albinism: A Specific and Unique People Group,” UTSS Resources, accessed February 

15, 2014, 

http://www.underthesamesun.com/sites/default/files/Why%20should%20PWA%20be%20considered%20a%

20specific%20group.pdf.  Also see the following documentary in which stigma in PWA was 

comprehensively chronicled: Garth Mullins and Lisa Hale, “The Imaginary Albino,” first aired on CBC 

Radio: Ideas, February 18, 2013,  CBC Radio, accessed February 15, 2014,  

http://www.cbc.ca/ideas/episodes/2013/02/18/the-imaginary-albino/ 
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unfortunate stigma-based attention from their fellow citizens and culture. Most of the 

stigma-based attention visited upon PWA is maintained by, often unspoken, societal rules 

which has resulted in endemic and structural discrimination against them.
6
 

 

Some of the most serious human rights abuses faced by PWA to date are physical attacks. 

These are namely death, dismemberment, sexual assault and mutilation. To date, we have a 

record of 305 such attacks in 23 countries - and these are recorded cases only. Most 

physical attacks against PWA go unreported because they tend to occur in the secrecy of 

cultural infanticide. They also tend to be shrouded in the “code of silence” of witchcraft 

practices. Some of these practices encourage the murder of PWA based on the belief that 

they are ghosts and not humans; and that their body parts can be used in potions to bring 

wealth and good luck to the end user.   

 

This tragedy has recently gained the attention of the international community. It has 

resulted in several resolutions at the United Nations and African Union levels. It has also 

received support via mention in declarations and statements of international and regional 

bodies.
7
  What remains is how to deal with this issue with the goal of answering the 

question:  how should PWA be protected using legal mechanisms? 

 

Purpose of Paper: Classifying PWA  

 

This paper focuses on addressing the issue of classification or categorization as a first step 

in protecting PWA. In essence its premise is that classifying them into cognizable or 

appropriate categories for international recognition would give PWA a legal identity. That 

identity will in turn become a vehicle through which positive change and above all, 

protection can be ushered in.  

 

                                                           
6
 See note 4 & 5. Quote: “Code of silence” is from Simon Fellows, “Trafficking Body Parts in Mozambique 

and South Africa (2008),” Human Rights League, Mozambique, 

http://www.scribd.com/doc/23729111/Trafficking-Body-Parts-in-Mozambique-and-South-Africa-

Mozambique-Human-Rights-League , accessed August 3, 2010.  

 source. Also see “Killed for Muti,” UTSS Resources, accessed February 15, 2014,  

http://www.press.uchicago.edu/books/turabian/turabian_citationguide.html. 
7
 Resolution 23/13, “Attacks and Discrimination Against Persons with Albinism,” 23

rd
  Session of the United 

Nations Human Rights Council, June 2013 [“Resolution 23/13”];  Resolution 24/33, “Technical Cooperation 

for the Prevention of Attacks Against Persons With Albinism,” 24
th 

 Session of the United Nations Human 

Rights Council, September, 2013 [“Resolution 24/33”]; African Committee of Experts on the Rights and 

Welfare of the Child(ACERWC); Resolution 263, “Resolution on the Prevention of Attacks and 

Discrimination Against Persons With Albinism,” African Commission on Human and Peoples’ Rights, 

Banjul, Gambia, 05, November 2013; The Addis Ababa Declaration on Ending Discrimination and Violence 

Against Girls in Africa, Addis Ababa, Ethiopia, 05 November 2013. Also see joint press statement issued on 

4 May 2013, “Not ghosts, but human beings … persons with albinism,” accessed February 15, 2014, 

www.ohchr.org/EN/NewsEvents/Pages/DisplayNews.aspx?NewsID=13294&LangID=E. [“Joint Press 

Release by UN Rapporteurs”].  Specific mention has also been made in concluding observations of the 

Human Rights Committee, the Committee on Economic, Social and Cultural Rights, the Committee on the 

Rights of the Child and the Committee on the Elimination of Discrimination against Women (see UN 

Preliminary Report, at note  Error! Bookmark not defined. below, at  para 61 ). 
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The Main Classification of PWA 

 

Under The Same Sun proposes, (through the course of its work and research, and from 

informal consultation with PWA) that PWA have one main identity and that is: 

 

• A specific people group with particular needs that must be given special 

attention in IHRL (“specific people group”) 
 

This classification of albinism is not only broadly prospective in terms of preventing future 

human rights violations, seen and unforeseen, but one that is also retrospective in terms of 

creating room for correcting past errors of understanding about the condition. This is 

because “specific people group” provides room for a crucial part of their experience and 

that is the unique issue of global stigma stemming from the mystification of their genetic 

condition.
8
 

 

To better understand this unique aspect of albinism, it is important to note that today PWA 

are stigmatized not only because they have pale skin and low vision issues, but also 

because of false beliefs and mystification of the totality of their albinistic appearance. 

These beliefs and mystification are centuries-old but continue to thrive. They are present in 

cultural attitudes and practices around the world. From countries in Africa to Asia to North 

America, albinism conjures a mystical icon in the minds of people – a “blank slate” upon 

which fallacies inspired by culture and religions are projected.
9
 A growing number of 

recent reports indicate that these beliefs and myths, which manifest as stigma and 

discrimination, are key to understanding the reasons behind the murder of PWA in certain 

areas and their marginalization in almost all regions of the world. It is this mystical reality 

and its impact on the lives of PWA that must be given specific attention.  

 

Sub-Classififcations of PWA 

 

Within this key and overall classification of  “specific people group” as summarized 

above, PWA have further sub-classifications or aspects, some of which include the 

following in IHRL: 

 

• a “particular social group” that ought to find protection under the Refugee 

Convention;  

                                                           
8
 This was one of the two key recommendations for classification in the conclusion of Kelly Allen’s research 

in Uganda on the issue. The other being the classification of persons with disabilities. See Allen, at note 4. 
9
 Quote from Emily Urquhart, “The Meaning of White,” April, 2013, at p.9, The Walrus, accessed February 

15, 2014, http://thewalrus.ca/the-meaning-of-white/. 
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• a “visible minority”  group based on the idea of 

albinism as a new category of “colour. ” 

Therefore, PWA ought to find protection under 

the Durban Declaration; and the International 

Convention on the Elimination of all Forms of 

Racial Discrimination,
10

 and 

• a people with disabilities that ought to find 

protection through the Convention on the Rights 

of Persons with Disabilities. 

 

Like the sub-parts of a three-legged stool, not one of 

these three sub-classifications is adequate enough to 

render the others redundant.  Further, to choose only 

one of these sub-identities as the key classificaton of 

PWA is not only inadequate but would also be 

disrespectful, reflecting a deep lack of awarneness of the PWA’s condition. Above all, it 

would be reductionistic: reducing a complex phenomena such as living with albinism into 

over simplified terms.
11

 The problems with such  reductionism is that it will not lead to a 

comprehensive plan of protection for PWA. At best, it will lead to a situations of partial, 

adhoc and inadequate responses - which is no different from the situation today. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

                                                           
10

 The phrase “New category of ‘colour’” is inspired by the title of Sara Scott’s work cited at note Error! 

Bookmark not defined. below. 
11

“Reductionism,” Merriam-Webster Dictionary, accessed February 15, 2014,  http://www.merriam-

webster.com/dictionary/reductionism. 


