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Standing Voice is an international NGO promoting the social inclusion of people with albinism through our 
programmes in Health, Education, Advocacy and Community. We are based in Tanzania, with our headquarters in 
the UK. 

On June 17-19 Standing Voice helped to coordinate and deliver ‘Action on Albinism in Africa’, a three-day 
consultative forum in Dar es Salaam bringing together a spectrum of actors from 26 African countries and beyond. 
Standing Voice—in collaboration with the World Bank—was responsible for coordinating Day 1, with the aim of 
generating preliminary discussions ahead of Days 2 and 3, led by the UN. Here we encapsulate the event, 
extending sincere thanks, and the invitation of future collaboration, to all key partners and stakeholders involved. 

DAY 1 

In partnership with the World Bank, Standing Voice coordinated Day 1 of ‘Action on Albinism in Africa’. On Day 1 
Standing Voice and the World Bank brought together a vast array of stakeholders to explore the challenges and 
priority actions surrounding the welfare and empowerment of persons with albinism in Africa. The purpose of this 
was twofold: first, to map the needs of this population across Tanzania and Africa more broadly, thereby yielding 
avenues of action; second, to lay the strategic foundations for a project to be implemented by Standing Voice with 
the support of a larger JSDF grant.  

Our strategy for approaching this task was to bring together a variety of stakeholder groups in the hope that their 
shared (and sometimes deeply different) experiences would help us to explore the challenges facing people with 
albinism from a number of different angles, developing a fuller, more nuanced understanding of this issue and our 
priorities for future action. After opening remarks from Ms. Chitra Massey (Senior Human Rights Advisor UN) and 
welcome notes from Andre Bald (Acting Country Director for World Bank Tanzania) and Sam Clarke 
(Communications and Fundraising Officer at Standing Voice UK), the remainder of the day was accordingly 
structured through a series of sessions, each focusing on the unique perspective of a particular stakeholder 
group: first, international NGOs; second, Tanzanian civil society organisations; third, Tanzanian service deliverers 
and National Human Rights Institutions; and finally, the Tanzanian government (Ministry of Health and Director of 
Public Prosecutions). Each session had a short presentation followed by panel discussion and open dialogue with 
the floor. Sessions were as follows: 
 
Session 1: INGOs 
 
Presentation 
Jonathan Beale (Standing Voice: Managing Director)  
 
Panel 
Jonathan Beale (Standing Voice: Managing Director)  
Terry Morton (Mennonite Church Committee (MCC) Arusha: Peacebuilding Coordinator) 
Dr Patricia Lund (Coventry University: Senior Lecturer in Genetics, Cell Biology and Microbiology) 
Doug Dubois (Asante Mariamu: Founder) 
Vicky Ntetema (Under the Same Sun Tanzania: Country Director) 
 
Discussion highlights 

 INGOs’ key challenge: addressing the disconnect between people with albinism and stakeholders in their 
society who are able to improve their well-being 

o Other challenges include: geographical vastness of Tanzania; underdeveloped in-country 
support systems; cost; limited human resources; data collection 

 INGOs’ key priority actions: facilitating locally driven change; connecting people with albinism to in-
country caregivers, networks, service deliverers and institutions; ensuring coordination between INGOs, 
minimising duplication/overlap in outputs  

o Other priority actions include: education of local communities and teachers; supporting the 
transition of persons with albinism through tertiary education; pursuing creative methods of 
advocacy (songs, dances, participatory/interactive arts; not just leaflets and one-way 
dissemination of conventional ‘educational’ literature); public awareness campaigns; placing 
people with albinism in positions of responsibility; management and effective use of funds  

 Note: ‘stigma’ identified as chief obstacle to empowerment of persons with albinism; stigma is the root 
cause of other challenges, such as violence and lack of access to education and dermatological health 
services 
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Session 2: TZ Civil Society 
 
Presentation 
Nemes Temba (Tanzania Albinism Society: Chair) 
 
Panel 
Nemes Temba (Tanzania Albinism Society: Chair) 
Sister Martha (Albino Peacemakers: Director) 
Paulina Alex (New Light Children Centre Organisation: Director) 
Abubakar Karsan (Union of Tanzania Press Clubs: Executive Director) 
Alex Magaga (Standing Voice Tanzania: Acting Operations Manager) 
Perpetua Senkoro (Under the Same Sun Tanzania: Advocacy and Human Rights Officer) 
 
Discussion highlights 

 Civil society’s key challenge: shortage of human resources and unreliable data to deliver interventions 
o Other challenges include: cost and logistical difficulty of reaching rural populations; combating 

negative media coverage surrounding people with albinism in Tanzania; debunking albinism-
related myths; institutional ignorance (and failure to raise awareness) of albinism, in schools, 
hospitals, courts, government; fear of testifying among witnesses in cases relating to attacks of 
people with albinism; repairing the moral decay that has created the conditions in which violence 
against people with albinism has become acceptable (Tanzania Albinism Society reports 15% of 
people with albinism have experienced violence); language barriers; ensuring security of CSOs’ 
staff; discouraging the use of damaging and dehumanising terminology, such as the term ‘albino’; 
perceived tendency of government to regard CSOs as ‘opposition’; lack of budgetary allocation 
from government to this issue; encouraging parents to visit their children with albinism in centres 
(‘some parents change their phone numbers to avoid being contacted’) 

 Civil society’s key priority actions: capacity building (networking, financial management, communications); 
strengthening advocacy campaigns 

o Other priority actions include: policy-shaping; delivery of psychosocial and economic support to 
people with albinism; strengthening of political will to end killings; training of journalists to 
produce positive, broader, context-sensitive and ethical coverage of this issue; lobbying African 
governments to introduce albinism-specific policies (Nigeria already has three such policies)  

 
Session 3: TZ Service Deliverers 
 
Presentation 
Dr. Daudi Mavura (Regional Dermatology Training Centre) 
 
Panel 
Dr. Daudi Mavura (Regional Dermatology Training Centre) 
Hon. Bahame Tom Nyanduga (Commission for Human Rights and Good Governance: Chairman) 
Dr. Jackson Materu (Sengerema Clinical Officer Training Centre: Principal) 
Kanuti Siara (Kilimanjaro Christian Medical Centre School of Optometry: Optometrist) 
Dr Joseph Mbatia (NCD Mental Health and Substance Abuse: Assistant Director and Head) 
Mafalda Soto Valdes (Kilimanjaro Sunscreen Production Unit: Production Manager) 
 
Discussion highlights 

 Tanzanian service deliverers’ key challenges: 
o Lack of funds; poor administration/record-keeping in the tracking of persons with albinism and 

their health over time; scarcity of preventative health education; difficulty of ensuring that 
dermatologists complete training; difficulty of relying on international funds; tendency of some 
dermatologists to overlook minor lesions, risking advancement of wounds; constitutional 
confusion about the legal parameters of practising ‘alternative medicine’; lack of skilled 
optometrists to treat the complex visual impairment arising specifically in albinism; difficulty of 
guaranteeing beneficiaries’ care and compliance in the use of vision devices and sunscreen; 
psychosocial impact of segregation 
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 Tanzanian service deliverers’ key priority actions:  
o Broadening access to and quality of education for children with albinism, so they are later able to 

compete for indoor jobs; installing appropriate security measures for people with albinism (e.g. 
locks on doors); lobbying government to ensure people with albinism are visibly advocated for on 
national and international stages; integrating albinism into medical and teacher-training curricula; 
improving access to mental healthcare and counselling (and developing/situating this discipline 
in the African context more broadly); pursuing creative forms of public engagement and 
advocacy; creating a centralised database accessible to all service providers; avoiding impulsive 
interventions and pursuing strategic action instead 

 
Session 4: TZ Government 
 
Panel 
Juliana Ntukey (Department of Welfare, Ministry of Health) 
Beatrice Mpemba (Department of Public Prosecutions) 
 
Discussion highlights 

 Government’s key challenges  
o Resource allocation; coordination with civil society and other stakeholders; unavailability of 

information about the accused and inadequate evidence to prosecute; particular reluctance of 
witnesses to testify in cases of violence against people with albinism (often the perpetrator is a 
close relative of the victim, and others may be unwilling to testify against family members) 

 Government’s key priority actions  
o Creation of a database of people with disabilities, including people with albinism; encouraging 

witnesses to come forward; prioritising prosecution cases related to attacks against people with 
albinism 

 
Conclusions 

Discussions were rich and varied, but three overarching challenges and priority actions widely articulated by 
participants were budgetary allocation from the government; local capacity-building for African civil society, 
African service deliverers and Africans with albinism themselves; and effective communication or coordination 
between stakeholders on a Pan-African scale. Our knowledge-sharing and collaboration throughout Day 1 began 
the process of alleviating these challenges, and has opened the door for future progress in these areas. 

Thank you to the World Bank for its support throughout the preparation and delivery of Day 1. Particular 
recognition must go to Senior Social Protection Specialist Muderis Mohammed, who was instrumental in planning 
the event, and Acting Country Director Andre Bald, who delivered the Welcome Note on Day 1. 

 

 

 

 

 

 

Left: Andre Bald, Acting World Bank Country Director, and Sam Clarke, Communications and Fundraising Officer at Standing Voice UK; 
Right: Muderis Mohammed, Senior Social Protection Specialist at the World Bank, Jonathan Beale, Managing Director of Standing 

Voice UK, and Amadeus Kamagenge, Director of Community Support for the Tanzania Social Action Fund  
All images credited to Imogen Freeland / Standing Voice 



	
	                                                                                                  Standing Voice 
                                                                                     www.standingvoice.org       
 
	

in partnership with 
 

4 

DAYS 2 AND 3 

Preliminary consultations on Day 1 laid essential groundwork for Days 2 and 3 (led by the UN with the facilitation 
and assistance of Standing Voice), where each stakeholder identified concrete measures or ‘commitments’ to be 
deployed in response to the attacks and discrimination faced by persons with albinism in Africa.  

 

Day 2 began with opening remarks from Alvaro Rodriguez (UN Resident Coordinator for Tanzania) and Hon. Dr. 
Abdallah Possi MP (Deputy State Minister in the Prime Minister’s Office responsible for Policy, Parliamentary 
Affairs, Labour, Employment, Youth and the Disabled). Following these was a panel to discuss best practices in 
overcoming violence and discrimination against persons with albinism in Kenya. This theme was repeated in the 
opening panel of Day 3, but with the emphasis placed instead on Tanzania. 

 

After opening panels on both days, discussions were thereafter oriented around four themes—Prevention, 
Protection, Accountability, Discrimination—and structured in ‘breakout’ format, with delegates divided into six 
subgroups and assigned a rapporteur to present their findings in subsequent plenary talks. Participants were 
asked to commit to at least one specific action in the wake of these discussions.  

 

The full minutes from the forum are available in Appendix 1. Please also see Appendix 2 for the full audio 
recording, a hard copy of which has already been received by Muderis Mohammed, Senior Social Protection 
Specialist at the World Bank. 

 

 

 

 

 

 

 

 

 

 
Left: Ikponwosa Ero, United Nations Independent Expert on the enjoyment of human rights by persons with albinism;  

Centre: Hon. Dr. Abdallah Possi MP, Deputy State Minister in the Prime Minister’s Office responsible for Policy, Parliamentary Affairs, 
Labour, Employment, Youth and the Disabled;  

Right: Mr Isaac Mwaura MP  
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SPECIFIC MEASURES 

On Days 2 and 3 participants developed specific, concrete measures to overcome violence and discrimination 
against persons with albinism in Africa. These measures were based on general recommendations made by the UN 
and AU to date; they are grouped into the four categories of Prevention, Protection, Accountability and 
Discrimination, and organised by timeframe (Short Term: 0-2 years; Medium Term: 2-5 years; Long Term: 5+ 
years). Participants’ responses have been tabulated by the UN in its own Outcomes Report and are reproduced 
below.  The full report including participants’ commitments and a video overview of the event is available on the 
website of the UN Independent Expert here: http://bit.ly/2aNqeTb.  

A. Prevention Measures 
 

i. Address the root causes of attacks and discrimination against persons with albinism, notably by 
proactively combating prejudice, superstition and stigma vis-à-vis albinism to achieve social 
change. 

Actors  Measures 
 
Government, 
NGO, 
Academia, 
Media 
 

Short term: 
• Research in situ, involving local, traditional and religious leaders on albinism, as well 

as training with them on root causes of violence 
• Continuous research on the root causes of attacks at all levels, including academic  
• Continuous advocacy and sensitization on the scientific aspects of albinism 
• Combat witchcraft practice, a root cause of attacks:  

o Legislation should not validate or give legal character to the phenomena of 
witchcraft 

o Laws banning witchcraft accusations should be upheld in this intent 
o Criminal Law should expand provisions of murder, abduction, kidnapping, grave 

robberies and other relevant crimes to include built-in aggravating factors such as 
the intent to use a victim’s body parts for witchcraft purposes where the facts 
support such intent 

o Traditional medicine should be delineated and regulated under a separate 
legislative instrument. Practitioners should be registered; government overweight 
should be enabled through monitoring mechanisms such as revocable licenses, 
periodic inspection of work and self-regulation boards accountable to national law 

o Thorough and sustained awareness-raising on the social harm caused by witchcraft 
should be undertaken 

o Research on the use of body parts of persons with albinism should be conducted, 
including understanding of the underlying myths or reasons, the regions where such 
myths are widespread, and the origin and spreading pattern of such myths 

o Undertake investigative research to find root causes of attacks, locate markets for 
body parts including cross-border trade as well as perpetrators and end-users of 
body parts of persons with albinism 

• Address poverty by ensuring access to services for communities at local level 
 

 
Government, 
NGO 
 
 

Medium term: 
• Continuous advocacy and sensitization; 
• Sensitization of traditional and religious leaders on the impact of certain beliefs and 

practices 
• Legal support for persons with albinism  
• Address poverty using the principles of the UN sustainable development goals (SDGs) 

which aims to “end poverty in all its forms everywhere” by the year 2030. 
 
Government 
 

Long term: 
• Insert information on albinism into the school curricula from the very early stages e.g. 

primary school 
• Address poverty by ensuring access to services for communities at local level 
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ii. Demystify albinism: educate the public on the medical condition of albinism 

Actors Measures 
Government, 
NGOs, 
Academics, 
Intergovernmental 
Organizations 
and International 
Community 

 

Short term: 
• Education of persons with albinism, their family, parents and the community to 

understand and accept the condition 
• Develop information, education and communication material to educate the public 

at large on albinism, spread biological and scientific information on the genetic origins 
of albinism 

• Showcase successful persons with albinism as role models, involve champions 
including celebrities and successful people with albinism 

• Educate and use traditional leaders and local practitioners to transmit information 
on albinism  

• Specific education and information on health aspects (including visual symptoms 
of skin cancer) 

• Counselling of parents of persons with albinism and dissemination of simple 
information on the genetic and medical condition of albinism (such as a ten points fact 
sheet) 

• Continuing and clear information on the results of research on the root causes of 
the attacks 

• Importance of using language easy to understand and channel the message 
through persons of the community (peer-to-peer education) 

• Mobilisation of resources at all levels, including local level 
• Debunk myths and misbeliefs on the condition through innovative yet accessible 

means that work in all communities particularly the rural including radio and 
community theatre and arts 

• Use television advertisements to educate 
• Ensure that explanations and material also address the gender dimension of attacks 
• Represent/ensure the participation people of albinism in all methods of 

awareness-raising  
• All activities should target family members of people with albinism, rural 

communities and other communities on the border  
• Engage successful business persons and trade associations in public awareness 

campaigns  
• Encourage continuous symbolic gestures from public officials: statements, 

press releases and other forms of mass media 
• Government should consider the appointment of a person with albinism to a 

senior and visible position in government. 
• Regulate Nollywood more effectively to avoid the spreading of detrimental 

stereotypes regarding witchcraft and persons with albinism 
Government and 
NGO 

Medium term: 
• Decentralisation of celebrations of International Albinism Awareness Day to 

reach all parts of the country 
• Use of faith-based organisations, local leaders as well as traditional healers 

 Long term: 
• Develop curriculum to be used in education system to educate on the condition of 

albinism 
• Using prominent leaders and successful persons with albinism as role models 
• Adapt the curriculum of nurses and midwifes to educate the parents of children 

with albinism 
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iii. Strengthen awareness-raising campaigns  

Actors Measures 
Journalists, 
police, Ministry of 
Health, nursing 
schools, hospital 
administration, 
medical schools, 
ministry of 
education, 
teacher training, 
local human 
rights 
associations 

Short term: 
• Sustain awareness-raising campaigns for a minimum of 2 years with no gaps 

between programmes  
• Develop strategies to work with persons with albinism, their families, and 

communities and ensure engagement of community members at all levels 
• Use creative awareness methodologies and new ways of presenting 

information including through drama, novels, pop stars’ songs, Mr and Ms 
Albinism contests etc. 

• Use social media and technology: Facebook, Whatsapp, as well as other 
applications, features and SMS to promote awareness 

• Use radio and TV programmes popular at community level to promote 
awareness 

• Work closely with the Ministry of Education to develop new creative ways of 
presenting albinism and to review the curricula to insert concrete 
information on albinism for teachers, nurses, hospital administration, health 
care professions, lawyers, journalism. Similarly, specific booklets should be 
developed for each of these professionals 

• Ensure that specific material is developed. Such material developed should 
have a strong human rights-based approach 

• Appoint special needs educators (trained on albinism) to mainstream 
inclusive education in primary and secondary schools progressively 

• Ensure that the community is an actor of the awareness raising, not just 
the recipient, promote peer education throughout the country 

• Ensure that persons with albinism are familiar with their rights and are 
empowered and have the means to demand for their human rights (including 
regarding healthcare). Persons with albinism should be at the heart of all these 
measures 

• Provide counselling to persons with albinism  to boost self-esteem and 
psychological support as  needed 

• Ensure accessibility of health treatment by allocating resources and ensure 
free quality health services to persons with albinism  

• Promote networks of volunteers to come to school to deliver speeches in 
schools (motivational speakers) 

• Avoid stereotypes in media, including television programmes and reporting on 
persons with albinism  

• Involve faith-based organisations  
 
 

iv. Promote community involvement and the creative use of the media  

Actors Measures 
Government, 
NGO,  
Media 

Short term: 
• Identify the information already exists, and what should be stressed/enhanced, 

and select specific and adequate information to send using: 
o Radio, Drama 
o Social media 
o Moonlight story telling sessions 
o Text messages, mobile networks 
o Town crier, village speaker (identified through traditional leaders) 
o Community champions 
o Leaders, etc. 

• Encourage Media to publish articles that are balanced: including attacks and at 
the same time showcasing humanized persons with albinism 

• Train media on investigative reporting to avoid inadvertent fuelling of attacks 
• Train media on accurate reporting on albinism (including the right use of terms, 

scientific information on albinism, etc.) 



	
	                                                                                                  Standing Voice 
                                                                                     www.standingvoice.org       
 
	

 
 

in partnership with 
 

8 

• Stop negative reporting alone: Celebrate positives as well / humanize PWA 
(people with albinism), avoiding mentioning amounts body parts are related to. 

• Objective and responsible reporting of the media on attacks in a way that deters 
attacks (no reference to amount or value of body parts) 

Government, 
community 
and civil 
society 

Medium term: 
• Mainstreaming all the issues identified, using the Government and CSO, and ensure 

that communities, leaders at local, regional, and national level, take ownership 

Government, 
NGO, UN, 
AU 

Long term: 
• Impact study 
• Continental reach 

 
 

v. Evaluate and address the needs of persons with albinism 

Actors Measures 
Government Short term: 

• Needs assessment and studies regarding the situation of people with albinism in 
the country should inform policies 

• Consultation and close cooperation – on an ongoing basis - with people with 
albinism is necessary throughout the process 

• Strengthen civil society, in particular victim and women groups and other 
stakeholders through engagement and consultations  

• Allocate funds to this issue 
• Health programmes through local hospitals and dispensaries to provide sunscreen 

and protective clothing 
• Need for data to develop new programmes and if needed legislation 
• Education of persons with albinism and mothers of children with albinism on self-

care, etc. 
• Promote essential health packages to be included as an essential drug 
• Access to education and literacy classes for persons with albinism 
• Ensure that persons with albinism are included in state-led welfare programmes 

 
Government, 
civil society 

Medium term: 
• Importance of allocating funds to this issue 

 Long term: 
• Train dermatologists and ensure proper allocations to institutions to meet the needs 

of persons with albinism 
• Conduct national census gathering data on persons with albinism 

 
 

vi. Data collection on the people and the issues  

Actors Measures 
 
 
 
 
 
All users of 
data on 
albinism, all 
'owners' of 
data 
collection 
systems,  
data 
researchers 
and trainers 

Short term: 
• Review and learn lessons from previous national censuses and make 

recommendations to promote effective and accurate collection of data on albinism in 
future national censuses across Africa 

• Review and learn lessons from other data collections and data collection 
methodologies relevant to albinism held/conducted by government and non-
governmental agencies 

• Analyse existing data; make recommendations for future data collection 
• Establish national and international mechanisms for coordinating albinism data 

collection, analysis and dissemination 
Medium term: 

• Develop a comprehensive and sustainable mechanism for collecting a wide 
range of albinism data which is independent from and complements national 
censuses. This mechanism should to be conducted locally, and make use of digital 
data collection technologies 
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from both 
government 
and NGO, 
community 
groups 
 

• Build capacity within institutions and society for collecting, understanding and 
using data on albinism 

• Conduct research into the data that is needed to better understand and guide 
interventions in areas such as vision, dermatology, security, social acceptance, etc. 
develop specific data collection tools for these areas. 

• Conduct confidential census of people with albinism including amassing 
disaggregated data based on sex, age, status, location, amongst others 

• Data must be stored securely and not easily availed or accessible to prevent 
misuse by potential perpetrators 

Long term: 
• Develop a holistic data reporting and publishing system that includes individual, 

systemic and media aspects 
• Collect data on specific aspects including vision, health, education, employment in 

the public sector, poverty or other social aspects 
• Promote the integration of albinism data collection, analysis and use into all 

appropriate official routine data collection systems 
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B. Protection Measures 
 

i. Adopt specific measures, strategies and actions plans promoting the rights to life, to security 
of person and not to be subject to torture or ill-treatment  

Actors Measures 
Government, 
NGOs 

Short term: 
 
Protection measures: 

• Actualisation and accessibility (including language used) of all attack reports 
(including building networks to gather the information) 

• Visible policing and other measures to ensure the security and protection of 
persons with albinism 

• Conduct safety and security assessments of children taking into account home 
security, community support, and family support structure and on that basis take 
measures to ensure secure accommodations for PWA and their families, and in 
extreme cases consider moving children or families with their consent to a safer 
area within their community 

• Establish community task forces and watch committees at community level to 
ensure the protection of persons with albinism 

• Build strong graves, and ensure that houses of PWA are equipped with doors, 
locks, iron bars on windows, etc. 

• Hotline toll free, and broadcast knowledge on albinism through an accessible 
mobile phone hotline  

• Appoint early intervention focal point at clinics, hospitals, midwives, community 
nurses and traditional leaders.  

• Carryout periodic visits to assess the situation of children and their families 
(social services)  

 
Schools 

• Build fences around school parameters 
• Increased watch over children with albinism 
• Train teachers on the special needs of children with albinism, including for 

protection measures 
• Encourage pupils and students to have friends with albinism and training on peer 

support and protection 
 
Policing 

• Enhance and facilitate mechanism to report case 
• Sharing best practices systematically 
• Hotline toll free to report suspected criminal activity (with witness protection 

measures) 
• Training and deployment of police officers in criminal investigation and use of 

modern technology for information gathering 
• Improve public perception of the police to increase cooperation 

 
Cross border strategies 

• Immigration department to work with police and systematic check of 
passengers travelling with PWA 

• Train border patrol on the issue and how to use existing structures such as 
roadblocks and questioning as a protection measure 

• Put alert systems and response plans in place across borders 
• Develop a cross-border cooperation to ensure collaboration among 

governments across borders 
• Work closely with Interpol  
• Enhance mutual legal assistance in the broadest terms regarding 

investigations, prosecutions and judicial proceedings regarding attacks against 
persons with albinism  

• Develop strategy of integrated border management including through basic 
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Memoranda of Agreement on the issue between national police to facilitate 
investigation 

• Involve organisations of persons with albinism throughout the protection process  
Government, 
NGOs, UN, 
AU, 
International 
community 

Medium term: 
• Establish community watch centres (at village level) 
• Provide adequate schooling for children with albinism (with necessary protection 

measures) and improve school security 
• Educate staff of schools, border forces, police and other relevant actors on 

albinism and safety and security of children 
• Systematic use of Interpol mechanism throughout the region 

 Long term: 
• Include the needs of persons with albinism in the action plan of social services 

(as there is a direct link between poverty and protection) 
• Involve UN actors, as well as NGOs, including with regards to health programmes 

 
 

ii. Adopt specific measures to end trafficking in body parts  

Actors Measures 
 
Government, 
NGO, UN, 
AU, 
International 
community 

Short term: 
• Identify applicable national, regional and international legislation 
• Review existing legislations on organised crime, trafficking, organ trafficking, to 

ensure there are no loopholes 
• Train police, and border guards  
• Strengthen investigation to gather proof, including regarding organised crime 
• Ensure the specific sentences for body parts trafficking are enacted 
• Involve Interpol and facilitate police cooperation at local level 

Government, 
NGO, UN, 
AU, 
International 
community 

Medium term: 
• Develop regional instruments targeting specifically these practices 
• Establish a database to understand with certainty where the body parts are  found 
• Train law enforcement and analysts in the use DNA to enhance investigation and 

evidence gathering  
• On the basis of elements collected, study the routes and tendencies in body parts 

trafficking, as well as networks involved 
 Long term: 

 
 

 
iii. Adopt specific measures aimed at protecting women and children 

Actors Measures 
Government, 
Civil society, 
international 
community 

Short term: 
• Acceptance-based security strategy, ensuring that persons with albinism are 

welcome in their communities, well embedded, understood and that the community 
trusts them and understands the risk they face 

• Localised training for communities  
• Risk assessment carried out at local level twice a year 
• Ensure that peer support is organised, for example to ensure that children with 

albinism do not travel alone if the risk is high, to avoid quiet roads, to establish a 
“buddy system” for school, inform people on their whereabouts, etc. As children with 
albinism cannot be watched by their parents all the time, such peer support needs to 
be planned and coordinated 

• Community vigilance with clear alert systems, including whistles for persons with 
albinism, mobile phones and emergency lines (with number on speed dial), as 
perpetrators are often relatives or members of the local communities 

• Importance of strengthening and working closely with community police, mobilising 
community support from all (e.g. community elders could help as gatekeepers) 

• Ensure that the community, schools, etc. understand the unique vulnerability of 
persons with albinism 
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Government, 
Civil society, 
international 
community 

Medium term: 
• Strengthen women’s groups in the community to share concerns and support each 

other 
• Ensure the promotion of women’s rights in the communities and empower women 

with albinism 
 
 

iv. Support the protective role of the family 

Actors Measures 
Parents, 
family, 
community, 
caregivers, 
social 
welfare, 
educators, 
religious 
leaders, 
COB, 
Health 

Short term: 
• Empowerment of health care workers and midwives to pass the right messages 

to the family from the birth of a child with albinism onwards, including relevant 
information on health, information and other protection information 

• Legal/social aid for persons with albinism and their families to understand the 
reporting procedures and to access welfare programmes etc.  

• Economic empowerment programmes for persons with  albinism  and family 
members 

• Strengthening the social workers’ involvement  
• Involve traditional leaders to support the families of persons with albinism (ensure 

that education and information is provided) 
• Adequate and accessible care; families close to the community can take care of 

the victims and their families  
• Importance of ensuring that both fathers and mothers are involved in the process 
• Consider adoption, foster care or guardians if the parents reject their child with 

albinism  
• Ensure access to social services and welfare programmes for families of persons 

with albinism to ensure that they are not seen as a burden by their families 
Same as 
short term 

Medium term: 
• Empowerment of health care workers (ensuring that they are aware of the specific 

situation of persons with albinism, and the implication it has on their situation at all 
levels, including economic) 

• Inclusive education for persons with albinism throughout the country (so that 
children with albinism can stay with their families) 

•  
Same as 
short term 

Long term: 
• Review the policies adopted and processes and gather best practices to adapt the 

measures taken 
 
 

v. Empower people with albinism to prevent and address incidents of violence 

Actors Measures 
Government, 
NGO 

Short term: 
• Better information on existing frameworks and legislation (such as the disability 

act) to access services 
• Provide mobile phones to people with albinism and their families containing contacts 

for police among others 
• Reinforce weak housing structures, build secure doors, windows, fences and 

cement gravesites 
• Develop programmes consisting of ring of protection consisting of trusted relatives 

and friends who can walk a person with albinism when there is a risk, who can take 
care of the crops/business of a person with albinism if an urgent measure is 
necessary at a time where the person with albinism cannot leave his or her house 
safely, etc. 

• Permit employees to have schedules that avoid their walking to work in the dark 
• Equip persons with albinism, including children with albinism with toolkits of torches 

and whistles to ensure their safety 
• Develop affirmative action programme in the public sector to advance employment 
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prospects and inclusiveness 
• Recognise the link between poverty and vulnerability and link protection to welfare 

processes and economic empowerment 
 

Government, 
CSO, NHRI, 
Media 

Medium term: 
• Legal framework awareness, training of judges and law enforcement agencies, 

health workers as well as of persons with albinism 
• Ensure legal assistance for cases of attacks  to involve persons with albinism in 

the whole legal process 
• Strengthen legal framework, and standardize laws relating to albinism to ensure 

that they are clear, that the adequately protect persons with albinism,  
• Dissemination of information on legal framework by media 

UN, AU, 
NHRI, 
Government, 
CSO 

Long term: 
• Awareness for persons with albinism on processes, and ensure they are involved 

in the evaluation process and report on the implementation of measures 
• Create a strong framework and platform for information-sharing between key 

actors  
• Work on a regional level with NHRIs and organisations of persons with albinism to 

influence regional regulatory framework 
 
 

vi. Increase monitoring and reporting of attacks against persons with albinism  

Actors Measures 
 
Community 
leaders and 
communities 

Short term: 
• Community leaders should be empowered to report any incident, threat or attack 

against persons with albinism in their communities 
• Information sheet on reporting available at all levels 
• Visible policing in all communities 
• Work closely with migration officers to ensure they are aware of the possible traffic 

in persons with albinism  
• Considering the use of plea bargaining to get information on where the demand 

comes from 
• Training police on collection of evidence, including through DNA and advanced 

techniques 
• Increase community awareness on legal processes (including the importance of 

witnesses and evidence) 
• Continuously monitor and evaluate the impact of the implementation (or lack 

thereof) of the specific measures to ensure the protection of persons with albinism 
• Clear indicators should be used in order to guide the process of monitoring and 

evaluation in tracking progress in short, medium and long terms as follows:  
o Number of reported cases of attacks  
o Number of cases appealed and proper sentences delivered 
o Number of cases that have been handled by courts vis-à-vis cases at hand 
o Number of arrests of perpetrators made 
o Number studies undertaken on the situation 
o Number of trainings and sensitization meetings and campaigns undertaken 
o Number of people, communities and districts reached 
o Number of community policing structures strengthened and working 
o Number and types of information, education and communication materials 

produced and disseminated 
 
Government, 
police, 
community 

Medium term: 
• Education to law enforcement agencies on albinism issues to ensure they properly 

handle reports and attacks against persons with albinism  
• Resource allocation by governments to promptly coordinate and prosecute and 

follow up on reports of incidents of attacks 
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C. Accountability measures 
 

i. There is a need for a comprehensive strategy to guarantee the protection of persons with 
albinism and address discrimination against persons with albinism  

Actors Measures 
 
Local 
authorities 

Short term: 
• Treat the issue of attacks and violence against persons with albinism as an urgency  
• Adopting a multi-sectoral approach consisting of all relevant sectors including 

health, education, disability, justice, social affairs, police, DPP, and groups including 
religious leaders, traditional authorities, traditional healers, organisations serving 
persons with albinism  

• Use of existing structures and mechanisms at local, community, regional and 
national levels in carrying out specific measures against these attacks and for the 
provision of health care 

• Translate protection measures for persons with albinism in all national languages 
and use accessible language  

• Create vigilance cells / focal points in all communities 
• Ensure the systematic prosecution of all cases of attacks and discrimination 

against persons with albinism 
 
Government 
and 
international 
organisations 

Medium term: 
• Adopting a multi-sectoral action plan/strategy involving all relevant sectors including 

health, education, disability, justice, social affairs, police, DPP, and groups including 
religious leaders, traditional authorities, traditional healers, organisations serving 
persons with albinism 

 
Government 
and 
international 
organisations  

Long term: 
• Create a position of representative of persons with albinism at the regional 

level to oversee the establishment of a regional strategy 

 
 

ii. Take the necessary legislative measures to criminalize harmful practices  

Actors Measures 
Government  Short term: 

• Analyse current legislation to see whether existing provisions cover adequately the 
specificities of crimes against persons with albinism 

• Consider reviewing criminal legislation to define and properly address these types 
of crimes and harmful practices. Consider expanding relevant provisions on murder, 
abduction and other relevant crimes with built-in aggravating factors in the provision 
such as: 

o When the victim is a child 
o When there is intent to harvest of body parts 
o When there is intent to use body parts for “witchcraft" (muti and juju), and 

where the facts support such intent 
• Amendment of witchcraft laws and traditional healers legislations to regulate the 

profession and ensure an oversight 
Department 
of Public 
prosecution 

Medium term: 
• Empowerment of persons with albinism and their families to establish and 

understand these legislations and the steps necessary to implement them  
• African countries to coordinate and promote mechanisms and guidelines at 

regional level 
 Long term: 

• Legal framework protecting specifically the rights of persons with albinism inserted in 
Constitution 
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iii. Adopt measures to fight impunity for attacks against persons with albinism, including 
investigation and prosecution 

Actors Measures 
Police, 
community, 
Justice, 
NGO, 
Media, DPP 

Short term: 
• Build capacity of human rights organisations and organisations of persons with 

albinism at local level to monitor violations  
• In-depth investigations, including through special investigation techniques to 

establish the whole chain that led to the attack, including those at the origin of the 
demand 

• Ensure the implementation of  witnesses protection programmes in cases of 
attacks 

• Increase the capacity of law enforcement, and prosecution providing them with the 
right kind of tools/equipment to complete the investigation (including with regards to 
DNA, etc.) 

• Immediately investigate, prosecute and take other necessary action where bribery or 
corruption is suspected 

• Train law enforcement on using  law effectively e.g. multiple charges to 
compensate for weak sentencing of single charge 

• Strengthen community policing initiatives  
• Prioritisation of cases against persons with albinism 
• Ensure that measures are taken at regional level to facilitate extradition and law 

enforcement cooperation initiatives. Ratify extradition protocols and mutual legal 
assistance agreements 

• Appointment of Special Prosecutors specifically for attacks against PWA, who 
should be: 

o well-resourced 
o focused exclusively on cases of attacks (with a team if necessary to support 

him or her) 
• Fair trial principles must be applied for all parties accused and defence 
• Provide regular information to the family on the investigation  
• Keep complete and accurate records of cases of attacks against people with 

albinism and corollary crimes 
• Ratification of relevant treaties, conventions and protocols including those concerning 

human rights, international organised crimes, corruption, and trafficking 
• Ensure access to forensic medicine (both training and means) to be able to have 

enough evidence, including through DNA analysis 
 

 NGO, 
Government 

Medium term: 
• In consultation with civil society and international agencies, states should develop 

appropriate long-term protection policies, programmes and mechanisms to ensure 
the safety and security of persons with albinism  

• Children with albinism protection register, database with information on offenders 
(taking into account the human rights of all parties) 

• Monitor media and challenge hate speech and derogatory terms against persons 
with albinism  

NGO, 
Government 

Long term: 
• Educate and empower persons with albinism on their rights and the relevant 

laws 
 
 

iv. Strengthening the legal response to crimes affecting persons with albinism  

Actors Measures 
 
 
Community, 
Police, 
DPP, 

Short term: 
• Enforcement of DNA Acts (where relevant) 
• Community legal education to explain evidence gathering processes as well as 

different stages of a trial 
• Legal counselling for victims 
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Parliament, 
Judiciary 

• Witness protection laws and adoption of witness protection programmes at 
community levels 

• Transfer of technology to facilitate investigations, and enhance the police 
investigation skills 

• Prioritise investigation of cases of attacks against persons with albinism  
• Sensitize legal enforcement agencies, the judiciary and human rights of persons 

with albinism  
• Issue Sentencing Guidelines to the judiciary to clarify context and recommend 

factors to consider 
 
Police, DPP 

Medium term: 
• Establish capacity at the police and DPP to work on cases of persons with albinism  

(e.g. specific units for Gender and Vulnerable groups) 
 
 

v. Ensure redress and the reintegration of victims 

Actors Measures 
 
Government, 
families, 
NGO 

Short term: 
• Centres for victims and displaced should only welcome them for a maximum of 6 

months, and only on an emergency basis 
• Engage families through counselling of families and reunion programmes in 

preparation for their members in the centres (involve organisations such as the Red 
Cross in these programmes) 

• Undertake follow-up visits with families and children that have been reunited with 
their families 

• Psychological support to persons with albinism who request it (victims of attacks or 
others), for redress but also to increase their self-esteem 

• Cover all cost of medical treatment including surgery both immediately after attack 
and over lifetime 

• Cover costs for functioning prostheses and associated physiotherapy over lifetime  
• Ensure victim has access to legal support to be adequately represented in Court  
• Establish appropriate procedures to provide access to compensation and 

restitution for victims  
• Enable views and concerns of victims to be presented and considered at 

appropriate stages of criminal proceedings against offenders in a manner not 
prejudicial to the rights of the defence. 

• Establish victims support funds to cover the eventual costs of medical, 
psychological assistance as well as relocation of the victim if necessary 

• Ensure economic tools and programmes to empower persons with albinism, 
including after attacks 

 Medium term: 
• Put in place transitional mechanisms or exit strategies in centres such as: 

o Vocational skills training programmes in the centres 
o Psychosocial support to victims  
o Foster parenting programmes 
o Tracing the families and communities of the children at the centre to promote 

family reunification 
o Economic empowerment of victims and their families 
o Incentivize teachers to reduce staff turnover rates 

• Frequently provide reports on the situation of centres in terms of staffing and 
enrolment 

• Formalise measures of tracing the children in the centres 
• Strengthen legal provisions to ensure they address issues of persons with albinism 

 Long term: 
• Abolish the centres for the displaced (only keep them as an emergency measure 

where PWA would stay for a maximum of 6 months) 
• Countries to use and report on the use of relevant regional and international 

instruments  
• Consider having an African Decade of Persons with Albinism 
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D. Discrimination 
 

i. Address the all forms of discrimination and social stigma affecting persons with albinism, 
including by ensuring they have adequate access to health care, social services, employment 
and education (encouraging inclusive education) 

Actors Measures 
 
Government, 
NGO 

Short term: 
• Awareness and training at all levels on the rights of persons with albinism  
• Adapt the educational system to be fully inclusive 
• Include basic information on albinism in the primary school curricula, as well as 

more advanced information for health care services, social welfare services, 
teachers, etc.  

• Ensure access of PWA to social services (recognising the link between poverty, 
discrimination and vulnerability to attacks) 

• Ensure access to employment including through affirmative action measures 
• Ensure the full inclusion of persons with albinism  in persons with disabilities 

policies 
• States and stakeholders should conduct needs assessment of albinism as a lesser 

known disability and integrate findings in its disability initiatives and inclusive 
education policies  

• Quotas in public service and promotion of employment of persons with albinism 
• Public appointments and promotion for political positions of persons with albinism 
• Train health professionals on cancer intervention and especially equip hospitals 

with equipment for cancer intervention 
 

Government  
NGO 

Medium term: 
• Include albinism in all sectoral policies (transversal measures) 
• Ensure free and accessible health and social care for persons with albinism close 

to their communities 
• Ensure access of persons with albinism to social programmes (including social 

housing) 
• Review legislation on social protection as well as criteria used to ensure that 

social protection and disability polices include specifically the needs of persons with 
albinism 

• Develop scholarship programmes for children with albinism 
• Strengthen the organisations of persons with albinism including the Pan 

Albinism organisation  
• Mentorship for the parental empowerment of persons with albinism  

 
Government, 
NGO 

Long term: 
• Adopt and implement national legislations and national action plans to protect 

persons with albinism from discrimination 
• Ensure that organisations of persons with albinism can take part as third 

parties to legal proceedings in case of attacks 
• Equip government hospitals to provide adequate ophthalmological and 

dermatological services to persons with albinism  
 
 

ii. Address intersecting forms of discrimination faced by women and children with albinism 

Actors Measures 
Government, 
NGO 

Short term: 
• Education for persons with albinism on their rights, and on gender equality 
• Ensuring the participation of women with albinism in all processes 
• Particularly for women with albinism and mothers of children with albinism: measures 

to increase acceptance in the community and family, and fight against self-
discrimination, family discrimination, discrimination in the framework of marriage, 
school, workplace, community, etc. 

• Parents are key to building the self-confidence of children 
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• Recognise multiple forms of discrimination for persons with albinism and take 
adequate measures  

• Take measure to address child bullying 
• Educate teachers and caregivers about persons with albinism 

Government, 
NGO 

Medium term: 
• Modifying cultural beliefs and ensuring that they are positively encompassing the 

rights of persons with albinism including women with albinism 
• Participation in community gathering to understand, include and protect persons 

with albinism 
• Empower women to ensure independent living  
• Create support groups for women and children with albinism  
• Social programmes and socio-economic protection programmes should include 

specific needs of women with albinism 
• Ensure representation of women at policy level 
• Involving traditional leaders and faith-based organisations in this process 
• Dialogue between institutions 

Government, 
NGO 

Long term: 
• Enhance childcare systems at all levels 

 
 

iii. Integrate the situation of persons with albinism into human rights national action plans or 
action plans to combat discrimination 

Actors Measures 
Government, 
NGO 

Short term: 
• Mainstream albinism throughout national human rights action plans (reviewing 

national action plans if necessary) 
• Engage National Human Rights Institutions to address explicitly and directly 

issues of persons with albinism (including through specific programmes) and to 
monitor the specific actions of the government (including budgetary allocation) in this 
regard 

• Reintroducing albinism to the community working on the rights of persons with 
disabilities 

• Adopt a rights-based approach 
• Ensure that there is a specific focal point for persons with albinism in National 

Human Rights Institutions to follow up on this issue 
• Analysis of existing legislations and policies to mainstream rights of persons with 

albinism 
Government, 
NGO 

Medium term: 
• Civic education to increase respect for persons with albinism 
• Document best practices to ensure the full integration of persons with albinism in 

various countries 
• Ensure that albinism is seen as a cross-cutting issue and insert it into existing 

frameworks 
• Continuing monitoring and evaluation of work done to ensure the full integration of 

persons with albinism 
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Following closing remarks by the Hon. Augustine Mahiga MP, Minister of Foreign Affairs in Tanzania, the event 
concluded with the election of 23 delegates to a new UN think-tank, which over the next 18 months will carry forth 
and implement recommendations made at the forum. Jonathan Beale and Sam Clarke, Standing Voice UK’s 
Managing Director and Communications and Fundraising Officer respectively, were both elected to join this think-
tank.  

 

 

 

 

 
Left: Conference delegates;  

Right: Jonathan Beale; Alex Magaga, Operations Manager of Standing Voice Tanzania; Vicky Ntetema, Executive Director of Under the 
Same Sun; Sam Clarke 

 
 
 
 
 

DAY 4 

Following the official closing of the forum on Day 3, a press conference was held on the morning of June 20 to 
share the outcomes of the event before members of local, national and international press. Panellists included 
Sam Clarke, Communications and Fundraising Officer at Standing Voice UK; IK Ero, the UN Independent Expert 
on the enjoyment of human rights by persons with albinism; Alvaro Rodriguez, UN Resident Coordinator for 
Tanzania; Hon. Bahame Tom Nyanduga, Chairman of the Tanzanian Commission for Human Rights and Good 
Governance; and Vicky Ntetema, Executive Director of Under the Same Sun. The World Bank’s vital contribution to 
this event was strongly highlighted during the press conference. 

 

 

 

 

 

 

Left: Conference audience; Right: ‘Break-out’ seminar group 
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IMPACT 

The significance of the event for all stakeholders cannot be overestimated. From civil society organisations to 
international NGOs, from academics and researchers to national human rights institutions, dermatologists and 
optometrists, mental health professionals, specialists in education and disability rights, government: for the first 
time, an entire spectrum of albinism experts were brought together, in one place. The result was an 
unprecedented opportunity for 26 African countries to connect and learn from one another as they respond to this 
issue, exploring challenges and priority actions in the Tanzanian and broader African context. In this respect 
Standing Voice is delighted to have been a connecting force between these stakeholders, and a catalyst for 
African action. This achievement belongs equally to the World Bank, with whom we are proud to be working hand-
in-hand. Together, our unprecedented gathering of so many albinism experts from a multiplicity of fields has 
paved the way for coordinated action and shifted the landscape of interventions around this issue. 
 
 

 

Conference delegates 

Statement of the UN Independent Expert on Albinism: 

The Independent Expert, Ms. Ikponwosa Ero, served as independent consultant in the execution of the Standing 
Voice and World Bank forum on Day 1. 
“The recently concluded forum for Action on Albinism in Africa was a turning point in strategy for dealing with the 
multiple and intersecting human rights issues faced by persons with albinism in Sub-Saharan Africa. These 
include physical attacks, health issues, discrimination and stigma.  The forum was a historical event because it 
brought together, for the first time, 150 representatives working on the issue in 26 countries across the continent. 
The forum laid the foundation for strategic action on albinism in Africa by giving space for stakeholders to re-think, 
re-strategize and synergize their common goals around the advancement and unhindered enjoyment of human 
rights of persons with albinism.  Specific action was identified in the areas of protection, prevention, discrimination 
and accountability for the short, medium and long terms.  These are practical, mostly affordable, concrete, 
effective and are also workable in the context of developing African countries.  Further, some of these measures 
have had a proven record of success in some countries and therefore constitute best practices, while others 
consist of innovative approaches yet to be implemented. All specific action identified were human rights-centred 
and consensus-based. They will serve as a road map for continental action on the issue going forward.   Further, 
they will also be a rich source of information for strategic planning for states as well as agencies and organizations 
seeking to support persons with albinism. I look forward to enhancing all such partnerships including those 
developed during this forum, with Standing Voice and their partners such as the World Bank.”
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Jonathan Beale; Hon. Dr. Abdallah Possi MP; Alshaymaa Kwegyir, former Tanzanian MP; Sam Clarke 

THANKS 

Thank you to our colleagues at the World Bank Tanzania office: Andre Bald, Acting Country Director, and Muderis 
Mohammed, Senior Social Protection Specialist. Thank you to Ikponwosa Ero, the UN Independent Expert on the 

enjoyment of human rights by persons with albinism; to the UN Country Team; to the Commission of Human Rights 
and Good Governance; and to the Tanzanian government, who showed great receptivity and openness during the 
forum. Additional thanks to Standing Voice’s partners and other albinism experts who contributed their experience 
and expertise. Thanks to all who helped to make this forum a resounding success. Long may such collaboration 

continue! 
 

 
 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

 

Dr Daudi Mavura, Principal of the Regional Dermatology Training Centre; Jonathan Beale



	
	 	
	

 

 

 

 

 

 
 

 
 

 
Other contributors include: 

The UN Independent Expert on the enjoyment of human rights by persons with Albinism, the Government of 
Tanzania: Prime Minister’s Office, the UN Country Team in Tanzania, the Tanzania Commission of Human Rights 

and Good Governance (CHRAGG), the Office of the High Commissioner for Human Rights, Under The Same Sun, 
the Embassies of Norway, Ireland and the USA in Tanzania, and the Canadian High Commission in Tanzania 

 
 
 

 
 

 
 

 
 

 
 

 
 

 

 
 


