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Economic Social and Cultural Rights of Persons with Albinism in the Republic of South Africa
· This report is respectfully submitted by NGO Under the Same Sun in regard to the concluding observations prior to reporting for the committee on economic, social and cultural rights on the Republic of South Africa.

· Under The Same Sun (UTSS) is a civil society organization committed to ending the often-deadly discrimination against people with albinism. UTSS promotes, via advocacy and education, the wellbeing of persons with albinism who are misunderstood, marginalized, and even attacked and killed because of their genetic condition. While UTSS acts globally, much of our focus has been on the crisis faced by people with albinism in Tanzania.  
What is Albinism? 
· Albinism is a relatively rare, non-contagious, genetically inherited condition characterized by a lack of pigmentation in the hair, skin and eyes. It occurs regardless of ethnicity or gender. Both parents must carry the gene for it to be passed on, even if neither have albinism themselves. In Africa, estimates on the incidence of albinism range from 1 in 5,000 to 1 in every 15,000. In some populations in the region, it may be as high as 1 in 1,000.
 There are no up-to-date reliable statistics on the number of persons with albinism 

· Almost everyone with albinism is visually impaired. The majority are “legally blind” and very sensitive to light. Eyeglasses can only partially correct this impairment. While most can read large print and do not require Braille, they often cannot see the blackboard in a regular classroom setup. In most cases, structural barriers prevent full participation in society on an equal basis with others in a manner proscribed by the CRPD. 

· With no melanin or pigment for protection, their skin burns immediately in the sun. Most Africans including South Africans with albinism have severely sun-damaged skin, often acquiring dramatic, visible skin damage at an early age.
 Fatal skin cancer will ravage and claim the vast majority by the age of 40. There is little awareness of the need for sun protection and sunscreen is not commonly available or affordable in most African countries.
Persons with albinism in International Human Rights Mechanism

· Until recently, international human rights mechanisms were silent about the rights of persons with albinism. But in 2013 and 2014 that changed. The United Nations Human Rights Council passed several resolutions on albinism (23/13, 24/33 and 26/10) and so did the General assembly, including Resolution 69/170 which proclaimed the 13th of June as international albinism awareness day. The African Commission on Human and Peoples’ Rights did the same, passing resolutions 263 and 373 demanding an end to attacks and discrimination against people with albinism and establishing the regional action plan to end attacks and related human rights violations against persons with albinism. The Regional Action Plan is a five-year plan (2017-2021) which lays out specific measures for addressing attacks and discrimination against persons with albinism through prevention, protection, accountability as well as equality and non-discrimination measures.
Albinism in South Africa
· In South Africa, like in most sub-Saharan African countries, persons with albinism often suffer discrimination, stigma, stigmatization, exclusion, persecution including bullying, and worse, ritual attacks including killings.
· South Africans living with albinism are among the most marginalized and vulnerable of the country's citizens, yet very little attention is given to protecting them from human rights violations, threats and violent crime. Although the extent of violent crimes targeting South Africans with this condition has not reached the levels encountered in other African countries, new evidence indicates a surge in violent crimes against persons with albinism.

· Nombuso Cele, a 24-year-old financial management student from Durban, South Africa, describes the challenges that people with albinism endure in their day-to-day lives:

“As much as some family members accepted me from birth, it took my parents some time to truly accept me. It affected me because I needed them at that time, and I didn't have their support.
But I couldn't blame them because they didn't understand what was going on with me. I have experienced a lot of discrimination from our society and people who are uninformed about albinism.
When I was in primary school, other kids stayed away from me because I was different from them and it affected my self-esteem. I was called different names; some would call me "white spooky", and others would always tease me and call me ugly.”

Right to Life (Freedom from fear and a precondition for enjoyment of economic, social and cultural rights)
· In South Africa, there have been at least seven
 ritual attacks recorded, two of which were killings. Two South Africans with albinism survived the attack and two others are reported missing. One grave of a person with albinism was desecrated and robbed.
 This is part of a wider pattern of murders and attacks across Africa. Since 2000 there have been 562 reports of violence against people with albinism across 28 countries, including 204 killings, 358 abductions, mutilations, rapes and grave violations.
  These are reported cases only. Most are believed to go unreported due to the complicity of family members in perpetrating the attack as well as the secrecy that often shrouds witchcraft related harmful practices such as these. Children are often primary victims as they often cannot fend off attackers and due to the misbelief that their body parts have more potency.
· This is fueled by a demand for the body parts for witchcraft related rituals. As such a corpse can be worth up to $75,000 US. These are reported cases only. The actual incidence of attacks is predicted to be much higher, given that there are no robust mechanisms of monitoring and the fact that ritual attacks are often shrouded in secrecy, and sometimes involve family members. 
· Since May 1, 2011 Sibusiso Nhatave, a 14- year-old boy with albinism has been missing. He was a grade 8 pupil from the north coast of KwaZulu-Natal - witchcraft feared.

· Between 2010 and 2012 the grave of a person with albinism has been violated and robbed 2 times according to his family. They found human bones and pieces of a coffin next to the grave. Sipho Gordon Lolwane was a PWA from Modimola village outside Mahikeng, South Africa where he died in June of 2002 after a brief illness.
  
· On February 22, 2013, a 6 -year -old girl with albinism by the name of Ntandane Kgomotso went missing at Sandy River near Hazyview in Mpumalanga, South Africa. She was abducted while playing in the yard on Friday afternoon. The community pulled together and combed the bushes and after hours of searching, found Ntandane unhurt in the bushes. She was tired and hungry, and her mother fears the kidnapper may try again. The incident was reported to the police.

· On August 5, 2015, Ms. Thandazile Sqongwani Mpunzi, a 20-year-old woman with albinism who was also a Grade 6 student at Sibongiseni Primary School, went missing in Phelandaba in Kwa-Zulu Natal, South Africa. On August 16, 2015, her remains were found in a shallow grave with most of the body parts and her skin missing. On the day of Thandazile’s disappearance, she had received a call from one of the suspects to meet at Phelandaba, and by that evening she was not reachable on her cell phone. The family reported her missing on two occasions to the local police, but they were ignored both times. Thandazile’s mother than reported the matter to the local chief and ward council and a search was launched. They worked closely with the community and the police forum and were taken to a house where the community thought the murder might have taken place. A woman who lived there indicated that she had slaughtered a goat and not killed anyone, but with further interrogation the community found some clothing which was identified by the victim’s mother. Several young men also present at the house then revealed a shallow grave where they had buried Thandazile’s remains. Four suspects have been arrested; Mr. Siyabonga Gwala 18, Mr. Lindokuhle Khumalo 19, Mr. Mandla Mabuza 19 and the archbishop of New Star Church in Zion, Mr. Bhekukufa Gumede, who is the alleged mastermind behind the killing. Khumalo and Mabuza have already been jailed for 20 years after confessing to their part in the murder. Gumede and Gwala are still on trial as of January 30, 2016.

· On June 21, 2016, a 4-year-old boy with albinism by the name of Maneliswa Ntombela, also known as Mlungu, was kidnapped and is still missing from Port Dunford near Richards Bay, Mkhoboza at eSikhaleni, outside eMpangeni in the north of the KwaZulu-Natal province in South Africa. The family says that Mlungu was playing with his cousin at a church several meters from his home. The victim’s cousin told Mlungu’s mother, Qhaphi Ntombela, that two men abducted him, and they also referred to him by name. On Friday police arrested a 28-year-old woman in Emanguzi while looking for Mlungu saying their investigation revealed the woman had been arranging to sell another child with albinism in the area for R100 000 to a local traditional healer. They suspect she may also be involved with Mlungu’s disappearance. His mother is pleased with the latest development in the case saying "I hadn't heard of the arrest from police. I've no words to describe how I feel about the arrest but I haven't lost hope and I won't ever lose hope”. As of July 27, 2016, police are still busy following leads but little Mlungu is still missing. The Albinism Society of South Africa is also monitoring this case and we will keep UTSS informed.

· On June 28, 2016, a 12-year-old boy with albinism went missing but days later was found and survived an attempted sale for ritual purposes in the little town of eManguzi in the northern province of KwaZulu-Natal, South Africa, just 15 kilometers from the Mozambique border. On July 6, 2016, SABC NEWS reported that Provincial police spokesperson Nqobile Gwala said the suspect, a 28-year-old woman, was arrested last week at eManguzi after attempting to sell a 12-year old boy with albinism for R 100 000. The arrest resulted after the traditional healer she was trying to sell the child to, James Mthembu, alerted the police and a trap was set. Mthembu said that when the woman offered him the children, he played along, before going to the Child Protection and Sexual Offences Investigations Unit at Jozini, which set up a sting operation with detectives from Richards Bay. Mthembu is known for his stance against the killing of albinos for muti purposes and has led marches to the magistrate's courts. The suspect’s attempts for bail have been denied in Ubombo Magistrate’s Court, and she is still in custody. The little boy has been reunited with his family and is receiving counselling.

· On January 28, 2018, a 14-year-old girl with albinism by the name of Gabisile Simphiwe Shabani was abducted and later killed in Hlalanikahle Township -Witbank Mpumalanga, South Africa. The family woke up to the sound of commotion made by three men breaking a window and entering at gun point to abduct Gabisile. They also took her 15-month old nephew, Nkosikhona Ngwenya‚ who did not have albinism but was allegedly mistaken for another child from the same household who also has albinism. Gabisile’s young body was found 3 weeks later on February 21. The remains indicated that she had been decapitated, with her arms and private parts removed. The shallow grave was discovered in Cullinan Pretoria which is about 81 km way from her home. The infant was discovered on the N4 highway with exact location not disclosed. On February 20, 2018, Thokozani Msibi (32), a traditional healer from Swaziland living in South Africa, was arrested after police found a human head and other human body parts at his home. He confessed to the brutal killing of the two children and identified the location of the shallow grave. He appeared in Witbank Magistrate’s Court at which time he was also applying for bail which Magistrate Darleen Venter denied. The first court appearance was on February 21, 2018, where he was remanded in custody with the second court appearance on February 27, 2018. The next court date was on the 6th of March 2018, with investigations still ongoing since the other two suspects have not been apprehended.

The Right to enjoy the highest attainable standard of health
· The right to access to health care and health care services is pivotal to persons with albinism who are victims of severe eye and skin problems. In this regard, the nature of the right to access health care services as interpreted by South African courts is imperative.

· Civil society are fighting to have sunscreen on the essential drug list. Thus, to ensure that every person with albinism has sunscreen from the government clinics or hospitals.

·  Although there is no policy in South Africa, sunscreen is provided free of charge by the government’s health care facilities. But they are often not accessible to those who have to pay expensive transportation costs from the remote areas to get to the clinics dispensing them.

The Right to Education
· Due to the visual impairment, persistent bullying and teasing as well as lack of awareness on how to reasonably accommodate persons with albinism in schools, a special school for persons who are differently abled is often the primary choice of learners with albinism. At these schools, they are often accommodated and including protection from the harmful effects of the sun which often leads to skin cancer and early death.
 
· The limited capacity of special schools, particularly in rural areas, has resulted in most learners from these areas being excluded from educational opportunities altogether, as the environment in regular schools does not facilitate integration.

· The South African Department of Basic Education recently indicated that it is

estimated that 489,036 children with disabilities of school-going age are presently not attending school. This naturally results in illiteracy and low skills amongst adults with disabilities, contributing significantly to high levels of unemployment. The right of children with albinism to education, with special focus on special needs education, requires more attention.

Right to Decent work 

· For persons with albinism their limited prospects in respect of education, training and employment compound their exposure to poverty and poor living conditions.

· For this reason, several adults and children with albinism need access to a regular form of income to compensate for the loss of income, as well as the extra costs resulting from their medical condition.

· Whilst every effort has been made in South Africa to incorporate persons with albinism under the Social Security Act, a question arises as to whether people with albinism qualify for social security grants based on their condition or because of the disability associated with their condition.

· Employment remains a challenge for persons with albinism. According to the Employment Equity Act reasonable­ accommodation can be defined as “any modification or adjustment to a job or to the working environment that will enable a person from a designated group to have access to or participate or advance in employment”. All too often people with albinism are not provided with reasonable accommodation for their visual impairment.

Questions for the Government of South Africa
· What measures have you put in place to prevent attacks on persons with albinism?
· What measures have you put in place to ensure access to sun screen and skin cancer prevention treatment to persons with albinism generally and in the rural areas where there is a cost to accessing centralized care?
· What measures have you put in place to sensitize teachers in mainstream schools about the reasonable accommodation needs of persons with albinism?
· What measures have you put in place to ensure that persons with albinism, who are especially vulnerable to poverty have access to social security grants without having to demonstrate disability?
Recommendations
Right to Life
· The Government of South Africa should take concrete steps to prevent and protect persons with albinism from ritual attacks and other harmful practices related to witchcraft. 

· The Government of South Africa should implement the regional action plan to end attacks and related violations against persons with albinism as endorsed by the African Commission on Human and Peoples’ Rights through Resolution 373. That resolution calls on all member States of the African Union to adapt and implement the measures in the regional action plan.

· The government of South Africa should investigate reported cases by working with civil society and the South African human rights commission (SAHRC) to promote monitoring and reporting of cases including seeing them through the various national mechanisms for juridical remedies.

· The Government of South Africa should support all local organizations raising awareness about the condition.

· The concept of a door to door campaign initiated by Albinism Society of South Africa should be encouraged, promoted, supported and funded. This concept is most effective as it targets individuals in their comfort zone and target households thus increasing the number of individuals that you interact with.

· The government should promote persons with albinism to high government positions to help eliminate stereotypes.

· Focus awareness-raising at border cities and villages. The illegal trade for body parts of persons with albinism operates at regional, national and international levels. Arrests and prosecution are complex because the illegal cross border trade is highly secretive and controlled by wealthy and influential buyers.

· Raise awareness to remove from local customs and traditions the ones that nurture the myths and erroneous beliefs around albinism. This should include completing the process of reviewing laws related to muti or harmful practices related to witchcraft.
Employment and Social Protection
· The government should extend the social benefit paid to persons with disabilities to persons with albinism without them having to demonstrate their disability (low vision and skin issues) which is inherent to the lack of melanin. This social allocation will help persons with albinism afford sunscreen lotions and other sun protective gear.

Health
· Ease the access to free sunscreen lotions and other sun protective gear to persons with albinism living in remote areas. Local governments can work with remote communities to make this feasible.

Education
· Focus more on the academic achievements of persons with albinism which clearly impact their right to adequate employment. 

· Conduct understanding albinism seminars in both special and mainstream schools to promote understanding of albinism and encourage teacher-supply of reasonable accommodation. This will help reinforce teachers and educators’ knowledge about albinism for the sake of learners with albinism.
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