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This report was jointly prepared by Under the Same Sun (UTSS) and Fraternidade Albinista (FALB). The report is based on UTSS’s own internal research as well as FALB’s first-hand information and experience, credible media reports, as well as the report of the Independent Expert on the enjoyment of human rights by persons with albinism. 
This report centres on the issues and challenges that surround persons with albinism (PWA) in Angola.
Questions for the Government of Angola
1. What intensified efforts has the Government taken to eliminate discrimination against the most vulnerable groups of people with disabilities such as girls and children with disabilities including children with albinism?  
2. What measures has the Government taken to ensure that children with disabilities have access to inclusive early childhood care and education, early development programmes, health care and other services, and ensure such services receive adequate human, technical and financial resources?
3. It is reported that stigma and discrimination against people with albinism is still widespread due to general ignorance and myths associated with the condition, what has the Government done to develop and conduct awareness-raising activities with the aim of increasing understanding of what albinism is and changing the societal misconceptions about albinism also eliminating stigmatization in the society?  
4. What deliberate efforts has been taken to provide training for professional staff working with people with disabilities with specific reference to persons with albinism, such as teachers, medical, paramedical and related personnel and social workers, in order to understand their specific needs and accommodate their needs accordingly? 
5. How effective does the Government implement the National Development Plan 2018 - 2022 in line with the Regional Action Plan for albinism in Africa 2017 - 2021 which serves as a reference to countries for preparing national plans? 
6. What measures have the government put in place to protect persons with albinism who are vulnerable from violence which may directly and negatively impact their rights to life and security of person? 
7. What legislative measures has the government put in place to fully protect the rights of persons with albinism?
8. What measures does the Government have in place to ensure persons with albinism receive free skin cancer prevention kits or subsidize the prices for sunscreen lotion for them to be affordable, accessible and available even in rural areas?
9. What measures are in place to ensure the provision of reasonable accommodation to students with disabilities including those with albinism, by providing low-vision aids, adaptive devices and large-print materials in all schools? 
10. What deliberate efforts has been taken to conduct a situational analysis on the safety of persons with albinism, particularly those living in rural and border towns?

Situation in Angola
· Right to Life and Security of Person: Angola is considered a relatively safe country for persons with albinism. They do not face problems of physical violence or social segregation, compared to what is observed in neighbouring countries.[footnoteRef:1] No attack has been recorded on persons with albinism however, that should not mean that there is no threat against safety of persons with albinism. Adequate measures to ensure the safety of persons with albinism ought to be taken at all times.  [1:  https://actiononalbinism.org/page/b57ttbvqvgyj2tucv7vi] 

· Data and census of the persons with albinism: In Angola, there are no data on the number of people with albinism. There have been some attempts to register persons with albinism by several organizations such as the Association of Support for People with Albinism in the province of Cunene (ALPA), which was done with support from Municipal and Provincial Government. The organization conducted a count of People with Albinism in the province of Cunene and the number reached 260 people, however, they were unable to complete the census due to limited resources among other reasons. The main observation that was made during that exercise was that the age predominance of persons with albinism in Angola is of children and young people.

· Discrimination, stigma and Exclusion: persons with albinism in Angola are also faced with social segregation and discrimination because of the obvious appearance dissimilarities and the long-held superstitious beliefs on the powers that persons with albinism are perceived to possess.[footnoteRef:2] Moreover, persons with albinism are faced with harassment and stereotypes which is said to often occur in their own families and communities; therefore, it is strongly recommended to provide psychosocial support to family members. [2:  http://angolarising.blogspot.com/2011/06/angolan-albinos-living-with-health-and.html ] 

· There is still a knowledge gap in understanding albinism in rural Angolan communities due to again prevailing false myths and beliefs which eventually promulgate exclusion of persons with albinism from enjoyment of human rights in the society and also deny them opportunities to develop holistically in all spheres of life. 
· Psychological and social vulnerability: People with albinism are vulnerable to mental wellness as a result of the tragic culmination of stigma, discrimination, rejection, exclusion and abandonment by family. All these have the most impact on children and in some incidents make some of the children with albinism feel inadequate as human beings and the only justification for the challenges faced is placed entirely on their condition. With little or no emotional/ psychosocial support system, most children struggle with esteem issues and emotional pain that leads to mental unwellness and may result in isolation, depression, suicidal thoughts or cases of drug abuse. 
· In Angola, the lack of availability of adequate health care services, the difficulties accessing education and employment, and social marginalisation, pushes persons with albinism to self-neglect, with little or no care to their skin or sight, which exacerbate the condition.   In the rural areas of Angola, persons with albinism live in destitution with very few options for employment or healthcare.
· Civil society initiatives: Angolan civil society organizations decided to unite and strategize on social advocacy for the National Action Plan for Albinism in Angola, in line with the National Development Plan 2018 - 2022 to ensure that they are all aligned with the Regional Action Plan for albinism in Africa 2017 - 2021 which serves as a reference to countries for preparing national plans. The Plan is also guided by the 2030 Agenda for sustainable development (SDGs) and linked to the principle that no one should be left behind, starting with those who are further behind.

COMPLIANCE WITH THE PROVISIONS OF THE CONVENTION ON THE RIGHTS OF PERSONS WITH DISABILITIES 
Article 10: Right to Life
· Persons with albinism in the region generally have a lower life expectancy owing to multiple factors including skin cancer, HIV/AIDs, due to the myth that intercourse with persons with albinism can cure the disease; and harmful practices related to the manifestation of belief in witchcraft.[footnoteRef:3] The persistent beliefs and misconceptions that persons with albinism are a potential source of misfortune, in some communities often result in tragic instances of infanticide.  [3: Albinism worldwide, the report of the Independent Expert on the enjoyment of human rights by persons with albinism, https://undocs.org/A/74/190   para 15] 

· In Angola infanticide practices have been reported in some villages or regions which calls for more investigation in the matter. At the same time, it is said that the practice of infanticide was more common in the past, however the practice is reducing as the society is becoming increasingly literate as well as due to the influence of religion mainly Christianity. 
Article 25: Right to health
· The biggest challenge faced by people with albinism in Angola is being predisposed to skin cancer. The skin of persons with albinism is vulnerable and susceptible to skin damage whereby cumulative skin damage by the UV rays often leads to skin cancer which could be fatal. Children with albinism are the most vulnerable to sun damage if caregivers are not sensitive to the skin vulnerability issue. 
· The severity of the effect of UV rays depends on the geographical areas, for instance, in semi-arid and arid areas where the sun rays are stronger, with water scarcity and the livelihoods of people depend on cattle grazing. This is more prominent in areas of southwest Angola, such as Huíla, Namibe and Cunene, where the risk of getting skin cancer is greater than the rest of the country and it is on exceptional circumstance that a person with albinism attains adulthood or old age, since most lives are claimed by skin cancer.[footnoteRef:4]   [4:  Joel Tchombosi, Founder, Fratenidade Albinista and the spokesperson of the Pro-Albino Movement of Angola] 

· Observation was made in 2019 by Dr. Carolina Maçon, dermatologist and leader of the Pro Albino Project at Divina Providência Hospital in São Paulo, Brazil who visited Angola and worked for the children with albinism in Nhussi village, Bié Province, Municipality of Kuito which has a large number of people with albinism. She observed skin cancer to be among the leading causes of premature death for people with albinism. Noting that persons with albinism start being exposed to sun rays at a young age, causing them to have advanced tumours at very early age. She gave an example of a 3-year-old child whom she attended having a squamous cell carcinoma, a type of skin tumour that usually occurs after 60 years of age. She also noted many other young people with extremely severe skin damage. It has been reported by albinism groups that more than 90% of people with the condition in Africa die before they reach 40-years-old.[footnoteRef:5] [5:  https://www.bbc.com/future/article/20170425-the-silent-killer-of-africas-albinos] 

· There are still challenges in accessing free sunscreen lotion for people with albinism and more so for the caregivers of children with albinism from rural areas. Sunscreen is labelled as luxurious products which are purchased in private pharmacies at a very high price. The government does not provide free sunscreen lotions which has become very challenging for people with albinism. 
Recommendations to the Government of Angola
1. Policy: 
1.1. [bookmark: _heading=h.gjdgxs]Angola in consultation and cooperation with relevant stakeholders, should implement the National Action Plan for Albinism and to also ascribe a particular budget for it. All measures contained in the national action plan should meet the standard in the regional action plan developed by the African Union.[footnoteRef:6]   [6: https://actiononalbinism.org/uploaded_documents/1532674430509telzfn73q65pbaawydld0wwmi.pdf] 

1.2. Put in place Policies relating to ending any form of discrimination thereby eliminating myths and beliefs which threaten the safety and that violate the rights to life and security for persons with albinism.
1.3. To adopt policies that will prohibit any form crimes or acts of violence against persons with albinism, primarily the government should:
1.3.1. Conduct a situational analysis on the security situation faced by persons with albinism including children.
1.3.2. Strengthen the legal response to continue to assure security of persons with albinism in Angola.

2. Education: 
2.1. Massive implementation of inclusive education including provision of reasonable accommodation for children with albinism in mainstream schools, as well as incorporating disability training for teachers in their curriculum.
2.2. Ensure that resources are at the disposal of all mainstream schools to meet the specifications needed of children with albinism, notably by providing textbooks and exams with larger fonts and assistive devices for low vision to read the blackboard.

3. Public Awareness: 
3.1. The Government should embark on an intense long-term (not ad hoc) nationwide public awareness raising campaign to debunk false myths about albinism, and educate its citizens about its nature, challenges faced by persons with albinism and possible solutions. 

4. Protection: 
4.1. To conduct more in-depth studies to better understand the reality of people with albinism in Angola, for example in the context of stigma, prejudice, challenges faced by children with albinism at school as well as in the labour market.
4.2. Develop national institutional mechanisms for the protection and promotion of rights of persons with albinism, including by ensuring that national human rights institutions effectively address the human rights situation of persons with albinism.
4.3. Local authorities should increase security for persons with albinism residing within their jurisdiction areas. Communities should be sensitized on raising alarm and immediately reporting attacks to the police. The police should also ensure the security and anonymity of whistle-blowers.
4.4. Strengthen international, regional and bilateral cooperation for the prevention of cross-border crimes affecting persons with albinism, notably trafficking in persons, child trafficking and as well trafficking in persons and body parts.

5. Healthcare: 
5.1. Implement National Wide Program within the scope of chronic non-communicable diseases such as skin cancer to create awareness with primary focus on preventive measures by deploying diverse initiatives including cooperation with private stakeholders to end the devastating effect of skin cancer on people with albinism in Angola. 
5.2. Ensure that surgical treatment for skin is consistently accessible and available to all persons with albinism, particularly children, including those in rural areas.
5.3. Continue to facilitate access to skin cancer treatment, including chemotherapy and radiotherapy, by reducing indirect costs such as transportation and accommodation at the specific hospitals, or, where necessary, by providing financial support to ensure prompt access to treatment. 
5.4. Nurses and midwives should be trained on albinism and provision of counseling to parents when babies with albinism are born, in order to avoid the risk of rejection and abandonment of mothers of children with albinism by their spouses and/or families. 
5.5. Ensure free provision or provision at subsidised costs, sunscreen lotion to all persons with albinism and ensure they have access to dermatological and ophthalmological services regularly and acquire prescription glasses at subsidized or no cost.
6. Data:
6.1. There is an urgent need to conduct a census on persons with albinism in Angola to determine their number, identify their specific needs and understand the condition of albinism. This is essential to ensure that policy and support efforts are informed by evidence and that they are deliberately targeted to the ones in desperate need. 
6.2. To establish more centres where social registers can be placed to cover the whole country; currently there is only a single register approved by the government which is not sufficient to collect all the information on albinism within the country. 
7. Support to the persons with albinism
7.1. The Government should provide support to civil societies or their networks working in the areas of the rights of people with albinism in Angola.

8. Cooperate with international organizations and Special Procedures: 
8.1. The Government should continue to cooperate with The United Nations Independent Expert on the Enjoyment of Rights of people with albinism by consulting and updating her on issues pertaining to human rights of persons with albinism.
8.2. That the government should continue the dialogue with organizations and specialized agencies of the United Nations especially UNESCO. 
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