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Executive Summary
In June 2015 the United Nations Human Rights Council appointed an Independent Expert to 

champion the protection and promotion of the human rights of persons with albinism (PWA). 

Stakeholders including governments and civil society organizations (CSOs) in countries with 

persons with albinism have since heeded the United Nations Independent Expert’s “Less talk 

and more action on albinism in Africa” call in support of safeguarding the rights of persons with 

albinism on the continent on the continent. Sierra Leone is among the countries in sub- Saharan 

Africa with a significant number of PWA, with its latest Population and Housing Census of 2015, 

reporting that 501 (0.5 %) out of a population of seven million, are PWA. The country has been part 

of the process facilitated by the United Nations Independent Expert that led to development of 

the Regional Action Plan on Albinism in Africa - 2017 to 2021, and has committed to developing 

and implementing its own National Action Plan.

The Lady Ellen Women’s Aid Foundation – Sierra Leone (LEWAF-SL) is one of the civil society 

organizations that have been working to protect and promote the human rights and welfare 

of PWA. While PWA in Sierra Leone have not experienced violent attacks on the scale as those 

reported in Tanzania, Malawi, and elsewhere, the discrimination and stigmatization they face on 

a daily basis make them vulnerable to similar forms of violence unless urgent actions are taken to 

create the necessary awareness about PWA in the country. However, raising awareness requires 

empirical data to support program design and implementation. At present, the data on PWA 

is grossly inadequate and unreliable. This study is therefore intended to contribute to filling the 

gap in the availability of data. This report is the result of a two-month study commissioned by 

LEWAF with support from the Open Society Institute for West Africa (OSIWA). The research was 

conducted by the Centre for Alternative Policy Research and Innovation (CAPRI) in two phases: 

the first phase involved  a review of the literature, and the second included an intensive field 

survey, using mixed- methods.
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The purpose of the study was to provide answers to the following research questions:

 ӓ What are the major challenges that PWA face in Sierra Leone; and what are the underlying causes of why they face 
such challenges?

 ӓ What are the human rights aspirations of PWA, and how can civil society organizations engage with them to advocate 
for the protection and promotion of their rights?

 ӓ What are the causes of the myths, attitudes and perceptions of the public about PWA, and how can these be 
addressed to foster a positive view about them?

The study was not intended to analyse the causes of albinism, or the scientific and medical explanations of its occurrence, 

but to describe and analyse the public’s perceptions and attitudes toward PWA, and present findings based on quantitative 

and qualitative data collected in all the 14 districts of the country. The report’s findings are based on quantitative field 

survey, in-depth interviews, and focus group discussions (FGDs) with relevant government agencies, international NGOs, 

law enforcement agencies, international NGOs, Civil society activists, traditional and customary leaders, persons with 

albinism, the general public, in Freetown and in the provinces.

Of the many findings presented in this report, there are three (3) overarching conclusions:

 ӓ The culture of marginalization, discrimination, and stigmatization of PWA in Sierra Leone and the lack of effective 
policies to address their socioeconomic challenges by state and non-state actors, require the urgent attention of 
policy makers and community leaders;

 ӓ Although the present challenges of PWA in Sierra Leone cannot be equated to those of their counterparts in East 
and Southern Africa, the government and civil society organizations must act now to take the necessary steps to 
avert similar occurrences in the country;

 ӓ The lack of an effective and functional network PWA in Sierra Leone has not helped their cause, leaving them 
vulnerable to exploitation by unscrupulous persons and organizations.

The study was 
not intended 
to analyse 
the causes of 
albinism, or 
the scientific 
and medical 
explanations of 
its occurrence, 
but to describe 
and analyse 
the public’s 
perceptions and 
attitudes toward 
PWA
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Research findings

This study finds that while cases of discrimination, stigmatization and abuse against PWA have not been brought to the 

fore, they continue to suffer in silence in their communities. For instance, when the public perception survey respondents 

were asked if they were aware of episodes of discrimination against PWA, 70.79% said “yes” and 25.25% indicated “no”, with 

only 3.96% saying they “don’t know”. The following are the key specific findings of the study:

Understanding the challenges of persons with albinism

 ӓ 62.83% of PWA said they had visited a health centre in the last two (2) months of the period of study;

 ӓ 48.67% of PWA noted that their communities were indifferent to their challenges;

 ӓ 53.77 of PWA reported having been ignored or shunned during conversations because of their albinism;

 ӓ 80.18 said they had been called derogatory names because of their albinism;

 ӓ 41.59% stated that they had never received any special support or attention from their communities;

 ӓ 57.29% of PWA of school-going-age said their schools did not provide the necessary support and accommodation 
to enable them access education on equal terms and other students;

 ӓ 34.95% of PWA of school-going-age noted they had been excluded from physical activities in their schools;

 ӓ 22.73% of PWA said they had interacted with justice institutions in the last 12 months of the study;

 ӓ Of those who had interacted with justice service institutions, 40% noted that they were the complainants;

 ӓ Of those who interacted with justice sector workers, 43.75% said they were treated with dignity and respect;

 ӓ Only 26.79% of PWA interviewed for the study said they were employed;

 ӓ 60.23% of PWA had never applied for a job;

 ӓ The absence of an effective and functional network of PWA has not helped their cause;

 ӓ State and non-state actors have systematically failed to protect and promote their rights;

 ӓ The Ministry of Education, Science and Technology has no coherent strategy of providing the necessary support and 
accommodation for PWA in educational institutions.

62.83%

Visited a Health 
Centre within the 

last two (2) months 
of the study

School - Going - 
Age PWA had not 

received necessary 
support 

57.29%
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Albinism Awareness: Myths, Facts and Fiction

 ӓ Of the total number of respondents that took part in the study, 69.69% of them correctly described PWA on the 
basis of their appearance;

 ӓ However, a cumulative 62% of respondents said they did not know the cause of albinism;

 ӓ 29.98% of respondents noted “having sexual intercourse during a woman’s menstrual period” as the cause of albinism;

 ӓ 54.62% said albinism cannot be inherited;

 ӓ 57.66% said albinism is not a disability;

 ӓ 86.12% noted that albinism does not have a cure;

 ӓ 76.28% of respondents said albinism is not infectious;

 ӓ 62.27% said they had seen “quite a few” PWA in their communities;

 ӓ 71% of respondents said PWA have the same abilities as persons with albinism;

 ӓ 85.17% said PWA live a full life, growing old and dying from natural causes;

 ӓ 82.98% noted that the assertion “PWA are less intelligent as persons without albinism” is false;

 ӓ 78.87% noted that PWA face stigma and discrimination in their communities;

 ӓ 90.07% of respondents said they will be interested in learning about albinism.

Albinism Awareness and Access to Services

 ӓ Of the total number of respondents that participated in the research, 84.44% noted that PWA have equal access to 
justice services;

 ӓ A cumulative 78.35% of respondents said PWA have a fair and equal access to educational services;

 ӓ 87.92% of respondents said PWA have special educational needs;

 ӓ 78.84% of respondents said PWA have a fair and equal access to health services;

Correctly describe 
PWA on basis of 

their appearance

Did not know the 
cause of Albinism

Know albinism is not 
infectious

69.69%

69.69%

69.69%

62% 
?

76.28%
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 ӓ 86.1% of respondents agreed that PWA should have the same rights as persons without albinism to contest for 
public office;

 ӓ 91.37% agreed that PWA should be bona fide members of their communities;

 ӓ 50.41% of respondents suggested that they are open to choosing PWA as life partners;

 ӓ A cumulative 91.22% said government should enact legislation to protect the rights of PWA;

 ӓ 89.2% of respondents said they were comfortable working with PWA in the same office;

 ӓ 88% said they will employ PWA if they were employers.

Access to Services: Perceptions of Service Providers

 ӓ Of the health workers surveyed, 60% noted having treated PWA in their health centres;

 ӓ 84.95% of health workers said they treated PWA normally as they did persons without albinism;

 ӓ 49.47% of health workers said they were supportive of PWA, while 25.26% said they were very supportive of them;

 ӓ 47.73% of health workers reported that patients without albinism were indifferent to PWA;

 ӓ 48.28% noted that PWA were not included in regular care seeking procedures at their facilities;

 ӓ Of the teachers surveyed, 66.36% noted that they had PWA in their schools;

 ӓ 75.76% noted that they treated PWA students the same way they would treat persons without albinism;

 ӓ Only 42.57% of teachers said they were confident that teaching staff were capable of addressing the challenges of 
PWA;

 ӓ 36.46% of teachers noted that students without albinism were indifferent to PWA students;

 ӓ Only 32.63% of teachers said PWA students were included in activities organised by their schools;

 ӓ 32.29% of teachers said PWA students were never given support when writing tests or examinations;

 ӓ 67.01% of teachers noted that their schools did not provide assistive device for PWA students;

49.47%

Health workers 
said they were 

supportive of PWA

Teachers said PWA 
students were never 
given support when 

writing tests

Are capable of 
addressing the 

challenges of PWA

32.29%

32.29%42.57%
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 ӓ 38.95% of teachers noted that PWA students had never represented their schools in inter-school competitions or 
activities;

 ӓ Of the justice sector workers surveyed, 43.31% said they had dealt with cases involving PWA;

 ӓ 47.06% of justice sector workers said common disputes constituted the most common cases involving PWA;

 ӓ 89.22% said they treated PWA as they did with all other persons accessing their services;

 ӓ 59.77% of justice sector staff said other parties to disputes treated PWA with indifference.

Recommendations

Based on the findings of the research, the report makes the following recommendations intended to help the Government 

of Sierra Leone, LEWAF, OSIWA and other stakeholders develop a strategy needed to address the challenges confronting 

PWA in Sierra Leone.

1. PWA Champion: LEWAF, OSIWA and stakeholders should work towards the identification of a PWA “Champion”, 

capable of raising their challenges and influencing policy makers in their favor.

2. A functioning and decentralized network of PWA: efforts should be made to identify all organizations claiming to be 

representing the rights and interests of PWA, followed by the establishment of a functional, unified, but decentralized 

(regional and district) network in which PWA should play the leading role, with support from stakeholders;

3. Human rights hearing: the Human Rights Commission should be encouraged to institute special sessions, to provide 

an opportunity for the human rights violations of PWA to be narrated and documented, without the fear of reprisals.

4. Public education campaign: LEWAF and stakeholders should develop a well- designed public education programme 

to raise awareness over the challenges of PWA on the one hand, and changing mind-sets and perceptions of 

communities and the wider public on the other.

5. Law protecting the rights of PWA: LEWAF/OSIWA, working with the relevant stakeholders should champion the 

enactment of a specific law protecting the rights and lives of PWA, as the Government of Tanzania has done to 

protect its PWA citizens.

PWA Champion

Human Rights 
Hearing
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6. Engagement with the NCPD: LEWAF/OSIWA should engage the 

NCPD to identify ways through which the issues affecting PWA 

could be mainstreamed in their programmes, beyond the annual 

facilitation of the “International Albinism Awareness Day”;

7. Subsidised provision of social services: LEWAF/OSIWA should 

engage key sectoral ministries such as MEST and Ministry of Health 

and Sanitation to make a case for free or subsidised provision of 

healthcare and education services for PWA.

8. Further research: additional and detailed issues/sector specific 

studies should be conducted in relation to the everyday live 

challenges of PWA in order to enhance society and policy 

maker’s understanding, and how best to address their associated 

challenges.

ResearchPublic Education 
Campaign

Subsidised provision 
of social services
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ATTITUDE:
Whilst 80.18% said 
they had been called 
derogatory names 
because of their albinism;
78.87% noted that 
PWA face stigma and 
discrimination in their 
communities. 
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Introduction

In June 2015 the United Nations Human Rights Council appointed an Independent Expert to 

champion the protection and promotion of the human rights of persons with albinism (PWA). 

Stakeholders including governments and civil society organizations (CSOs) in countries with 

persons with albinism have since heeded the United Nations Independent Expert’s “Less talk 

and more action on albinism in Africa” call in support of safeguarding the rights of persons with 

albinism on the continent on the continent. Sierra Leone is among the countries in sub- Saharan 

Africa with a significant number of PWA, with its latest Population and Housing Census of 2015, 

reporting that 501 (0.5 %) out of a population of seven million, are PWA. The country has been part 

of the process facilitated by the United Nations Independent Expert that led to development of 

the Regional Action Plan on Albinism in Africa - 2017 to 2021, and has committed to developing 

and implementing its own National Action Plan.
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In 2018, The Lady Ellen Women’s Aid Foundation-Sierra Leone (LEWAF-SL) secured funding from 

the Open Society Initiative for West Africa (OSIWA) to implement the “Promoting the Human 

Rights of Persons with Albinism in Sierra Leone Project”. To support its successful implementation, 

LEWAF-SL commissioned the Centre for Alternative Policy Research and Innovation (CAPRI) Sierra 

Leone to conduct a research on the challenges of PWA, with a view to informing both the project 

design and implementation. The overall aim of the research has been to promote a society that 

offers equal opportunities to and protection of the rights of PWA, and contribute to deepening 

knowledge on issues of albinism, as well as engage in advocacy for the promotion and protection 

of the rights of PWA in the country. The short term objective of the research is to highlight their 

challenges in the country, give them a voice and/amplify their voices to take the lead in advocating 

for their rights and welfare. It is hoped that the findings of this research would establish baseline 

evidence that could to contribute to policy dialogue and change in the rights of PWA. Thus the 

focus of the research has been on concerns and challenges (social, economic, political) faced by 

PWA, including discrimination, their access to justice, education, and employment. In doing so, 

the research also analysed the major causes of the challenges faced by persons with albinism 

within the context of Sierra Leone.

Although the challenges of PWA in Sierra Leone have not been brought to the public’s conscience 

as those in Southern and Eastern Africa, especially Tanzania, the country has a significant number 

of persons with albinism relative to the total population. Even if their challenges are not as 

pronounced as in other African countries, PWA in Sierra Leone face similar challenges in the 

realization of their rights and dealing with the myriad of unsubstantiated myths and perceptions 

about albinism. For instance during the inaugural meeting of the Sierra Leone Albino Association 

(SLAA), which was attended by over 300 people, Cecil Thompson, a 25-year-old IT specialist noted 

that ‘the government and NGOs should come in to help us build up a sensitization programme to 

educate people that we are not a bad bunch’. He further explained that ‘although our challenges 

are not as bad as in Tanzania … we still think some attention should be paid to us’.

15



To the best of the authors’ knowledge, there is no comprehensive evidence-based research or 

reports documenting the challenges of PWA in the country. Hence, there is little appreciation 

of their challenges, as well as limited activism on the part of civil society, and even among PWA 

to advocate for the promotion and protection of their rights. They have no voice compared to 

other marginalized groups such as persons with physical disabilities and women. They have been 

largely excluded from progressive efforts undertaken by government, civil society and donors – and 

their issues have not been mainstreamed within the working of government and development 

partners. Issues affecting PWA have generally gone unnoticed, leading to their stigmatization, 

exclusion and discrimination. Even though there is general empathy toward them, such empathy 

has not translated into understanding the uniqueness of their challenges toward action and the 

guarantee of their rights, wellbeing and aspirations.

It is against this backdrop that this research was conducted, as part of wider efforts to promote 

the rights and welfare of PWA in Sierra Leone. The report details the key findings of the general 

public perception, service users, the PWA surveys, interviews and focus group discussions (FGDs). 

It concludes s by proffering recommendations informed by its findings, with a view to addressing 

the challenges faced by PWA in Sierra Leone. The report has five (5) sections. Following the 

introduction, it examines the challenges of PWA based on their stories and experiences. The 

second section analyses the challenges of PWA based on the perceptions of the public, while also 

focusing on the myths, fictions and facts of albinism. In the third section, the report looks at the 

access of PWA to services with particular reference to healthcare, education, and justice. The fourth 

section analyses the perceptions of service providers within the context under which PWA access 

their services, while the fifth section concludes the report, as well as proffering recommendations 

on how to address their challenges.

The report details 
the key findings of 
the general public 
perception, service 
users, the PWA 
surveys, interviews 
and focus group 
discussions (FGDs). 
It concludes s 
by proffering 
recommendations 
informed by its 
findings, with a 
view to addressing 
the challenges 
faced by PWA in 
Sierra Leone.
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JOB 
OPPORTUNITIES:
Whilst 89.2% of respondents 
said they were comfortable 
working with PWA in 
the same office; only 
26.79% of PWA 
interviewed for the study said 
they were employed. 
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1.1 Introduction

The challenges of PWA in Sierra Leone have gone unnoticed for the very long time due to a 

number of complementing factors including the absence of a functional and effective network or 

association of PWA, and the failure of state and non-state actors whose mandate incorporates the 

protection of minorities and vulnerable groups, to effective highlight their challenges and raise 

public awareness. Consequently, whilst PWA continue to suffer in silence, much of the actions 

taken to address their suffering have had limited or no success. This section which draws much 

of its evidence from FGD and survey data collected from PWA and key informant interviews with 

government of Sierra Leone officials including the Ministry of Social Welfare Gender and Children’s 

Affairs, Ministry of Education, the Sierra Leone Police, Human Rights Commission and Disability 

Commission, presents the everyday challenges confronting PWA, as well as the actions that have, 

and have not been taken to ameliorate them.

1. Understanding the challenges of 
Persons with Albinism
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1.2 Health and the physical wellbeing of PWA

Persons with albinism in Sierra Leone as their counterparts in other countries in Africa face a number of health complications, 

with little or no support to deal with them. During FGDs, PWA spoke about the susceptibility of their skins to sun burn, 

laceration and even cancer. This means that they have to make conscious efforts to ensure that they avoid the ultraviolent 

rays of the sun as much as possible, as they do not have customised skincare creams and gels to keep their skins protected. 

It is perhaps not surprising that 62.83% of them noted having visited the hospital/health centre in the last two (2) months, 

with 52.40% saying they had not made a visit to the same. In addition, when asked how many times they had visited a 

doctor/health centre in the last 12 months, 38.46% said “only once”; 25.64% saying “two times”, with 19.23% and 15.38% 

saying “three times” and “five times” respectively. In terms of the reasons for their visits, 22.78% indicated “itching skin” as 

the reason for their visits, with 27.85% saying they had malaria. Partial visual impairment and others accounted for 13.92% 

and 17.72% respectively. Further, of those who said they had visited health centres, 64.10% said “it was always very easy to 

see the health worker”, and 29.49% said it was “somewhat easy to see the health worker”. It was only 6.41% that said “It was 

always very difficult to see the health worker”.

Table 1: Have you visited any hospital/health centre in the last two (2) months?

Row Labels Have you visited any hospital/health centre in the last Yes2 months?

Don’t Know 1.77%

No 35.40%

Yes 62.83%

Grand Total 100.00%

Asked about how they feel having albinism, 48.67% of them noted that “I feel very comfortable and confident like any 

other human being”, while 24.78% said “I accept my challenge as it is, and life must go on”. However, 22.12% of them said 

“sometimes I feel like any other person, but at times I get discouraged about my challenges.
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Table 2: How do you feel having albinism?

Responses Percentage of Respondents

I accept my challenge as it is, and life must go on. 24.78%

I feel inferior among my community compatriots 4.42%

I feel very comfortable and confident like any other human being 48.67%

Sometimes I feel like any other person, but at times I get discouraged 

about my challenges

22.12%

Grand Total 100.00%

In addition, all the PWA that took part in the research complained about visual impairment, which affects their vision in 

many ways.2 One of them recounted his experience attending school in Freetown, and how his visual impairment was not 

only a disability, but was seen as a reason why he should not excel in school by students without albinism. He noted that:

I struggled in school. The only thing that helped me was the fact that I used to be on top of my class. Even at 
that, it was difficult for my peers to accept that. I remember once when we were given our results. As we were 
leaving school at the end of the day, some boys were saying to my classmates, you allowed that boy who can’t 
see well to top your class.  Whenever such statements were made, I felt different and excluded.3

Thanks to the lack of attention paid to them in the past, the government and other actors have not been able to provide 

the necessary support and accommodation so that PWA can access education on an equal basis with others. Even as 

successive governments continue to implement social welfare programmes such as the free healthcare designed to help 

the poor and vulnerable, PWA have been completely left out of such schemes, leaving them to deal with their health 

challenges.

2 Focus group discussion with PWA, 4 May, 2018, Freetown. 
3  Focus group discussion with PWA, Freetown 3 May, 2018, Freetown.

I accept my 
challenge as it is, 
and life must go 
on

I feel very 
comfortable and 
confident like 
any other human 
being

24.78%

48.67%

20



1.3 Community and social integration

Persons with albinism face daunting challenges in being accepted and integrated into their communities as they are often 

seen as the “other” given their appearance and the many misconceptions that have characterised people’s perceptions 

about them. While 41.59% of them noted that the attitude of people in and out of their communities towards them 

was “normal, they treat me like any other human being”, almost half of them i.e. 48.67% said the public were “a little 

indifferent toward me”, and 5.31% saying they were “not very receptive toward me”. In fact, when asked the question “have 

you personally experienced been shunned/ignored in a conversation based on the fact that you have albinism”, 53.77% said 

“yes” with 42.45% saying “no”, and 3.77% saying “don’t know”. This indicates that not even their humanity privileges them 

the full rights to be accepted in their communities and made to feel as bona fide members.

Indeed survey data with PWA show that they face difficulties trying to live as others without albinism in their communities. 

In answering the question “have you personally been called names based on the fact that you have albinism?”, 80.18% said 

“yes” while 18.92% said “no”. Further, in their response to the question “have you personally experienced someone using 

abusive languages against you based on the fact that you have albinism?”, 69.72% said “yes”, 27.52 said “no”, while 2.75% 

said “don’t know”. In addition, 40.57% of the PWA surveyed said they had faced physical abuse, while 57.55% said they had 

not faced it. The implication of these numbers is that PWA face significant levels of harassment, abuse and bullying in their 

communities.

Table 3: Have you personally been called names based on the fact that you have albinism?

Responses Percentage of Respondents

Don’t Know 0.90%

No 18.92%

Yes 80.18%

Grand Total 100.00%

When they were asked the question “did you ever/do you receive any special attention or support from authorities or 

ordinary people in your community?” 41.59% responded “no, I have never received any special attention/support from my 

community members” and 22.12% said “I seldom receive support/special attention from my community members”; with 

30.97% responding that “yes, I have always received special attention/support from my community members”.
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Figure 1: Generally, what is the attitude of people in and out of your community towards you?

One of pity/sympathy for my situation

Not very receptive toward me

Normal, they treat me like any other human being

No feeling at all

A little indifferent toward me

0.88%

5.31%

41.59%

3.54%

48.67%

1.4 Education

The challenges faced by PWA are not only limited to those that have to do with their healthcare. They also struggle to 

access education, with anecdotal accounts pointing to a high school dropout rates among those of school-going age, 

due to a myriad of factors including bullying by their peers and classmates, exclusion and isolation given their physical 

difference. In addition, the state’s failure to implement policies of inclusive education that would address both the support 

and accommodation needed, and the school culture and environment, have perhaps been the largest contributors to high 

school abandonment rates among PWA. Classrooms and lecture halls are not customised to accommodate them, and 

tutors lack the basic training on how to ensure that they access education on equal basis. All these challenges mean that 

only the exceptionally motivated can complete their primary education, go to secondary schools, colleges and universities. 

In their response to the question “does the school provide assistive device to aid learning for PWA in your school?”, 57.29% 

answered “no, they do not provide assistive devices for “PWA”, with 29.17% and 12.50% saying “yes, they sometimes do” and 

“yes, they always do”, respectively.

22



Table 4: Does the school provide assistive devices to aid learning for PWA in your school?

Responses Percentage of Respondents

No, they do not provide assistive devices for PWA 57.29%

They don’t care whether PWA learn/not 1.04%

Yes, they always do 12.50%

Yes, they sometimes do 29.17%

Grand Total 100.00%

In responding to the question “have you ever/do you receive any special attention or support from authorities in your 

school?” 52.00% of PWA said “sometimes”, with 13.00% saying “always”; and a significant 35.00% saying “never received 

special attention/support”. When they were asked the question, “what form of special attention did you receive from school 

authorities/teachers?”, 72.15% said school authorities “reserve the front row for me so that I can see the chalkboard clearly”, 

and 13.92% said they “give me extra time to copy notes/write tests and exams”, with 7.59% and 6.33% saying teachers “write 

in big bold prints to make note copying easier for me”; and “they punish pupils who say derogatory remarks against PWA” 

respectively.

Figure 2: Have you ever/do you receive any special attention or support from authorities in your school 
you attended?

Sometimes

Never received special attention/support

Always 13.00%

35.00%

52.00%

Never received 
special 
attention/
support

35%
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Have you ever/do you receive any special attention or Support from authorities in your school you attended?

In terms of their perception of the general attitude of school authorities (teachers, administrators towards PWA in their 

schools), 40.82% said “they are sometimes very receptive to PWA”, 14.29% saying “they are always receptive to PWA”. 

However, 22.45% and 8.37% said teachers or school authorities “are sometimes not very receptive to PWA”  and “are always 

not very receptive to PWA” respectively.

Figure 3: What is the general attitude of school authorities (teachers, administrators) toward students 
with albinism (SWA) in your school?

They are always 
not very receptive 

to albinos

They are always
receptive to 

albinos

They are sometimes 
not very receptive to 

albinos

They are sometimes
very receptive to

albinos

They care less 
about albinos

18.37%
14.29%

22.45%

4.08%

40.82%

Both survey and FGD data demonstrate how the mere fact of being different in school excludes them from normal activities 

and sometimes makes them victims. For instance, 34.95% noted that they have been excluded from physical/sporting and 

social activities (even when they wanted to be involved) based on the fact that they were PWA. One PWA, James (not his 

real name) explained that when he was attending Secondary School in Freetown, he was frequently punished by teachers 

whenever he overstayed in school, because he was easily identifiable, while his classmates would go free because teachers 

were unable to pinpoint them due to their appearance. Aminata (also not her real name) recalled how the Principal of her 

school had gone into their class to admonish them to study hard so that they will grow up to become useful citizens. As 

soon as he left, one of the boys stood up and said “the only girl that will go to the university here is Aminata, because she’s 

a ‘Jews’, because no man will be interested in marrying her”. Her classmate’s remark was by no means complimentary, but 

a reference to a widely held misconception that being a PWA does not make her fit to have a relationship.
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1.5 Family, relationships and marriage

For many PWA in Sierra Leone, the family represents the foundation of support for them to be able to live a productive 

life. However, in other instances being a PWA in some families can be extremely challenging. During FGDs, participants 

explained how some fathers would abandon their children because they have albinism, leaving mothers to take care of 

them. In some cases women fearing the consequences of having to raise children with albinism, would kill or and abandon 

them. Whereas many of the PWA noted that their families treated them as they would treat other members without 

albinism, they argued that some of them were discriminated against even within their families. One cited a lady who was 

disowned and abandoned by her father the moment he realised that she was a PWA. It was reported that the man later 

became a successful politician but never accepted the girl as his daughter, a fact that adversely affected her life chances. 

In rare instances women have also abandoned their PWA children as in the case of one woman in the East of Freetown, 

who left her marriage and child, attributing the cause of her child’s skin to the family of her husband.

In addition to the challenges PWA face within the families into which they are born, forming relations that lead to 

marriage and their own families become even harder, due to a deep- seated culture of discrimination fed by longstanding 

misconceptions among persons without albinism. While the PWA that participated in this research all spoke about meeting 

someone they loved and who loved them in return, they nonetheless recounted bad experiences with such relationships, 

and as one of them put it:

I’ll always meet someone that loves me wholeheartedly, but their friends and families will convince them not to 
date me. They will say are you the one dating that ‘Albino’? Do you feel free walking with him?4

Another male PWA narrated his experience of how his relationship ended two days after his girlfriend introduced him to 

her best friend who “pretended to be fine with me, as she was smiling”, but convinced her to end the relationship on the 

basis that PWA are not ordinary; they are connected to the underworld or witchcraft; and they are not born naturally. Not 

even his effort to get her to understand the fact of his skin colour saved their relationship. While male PWA often find it 

hard establishing successful love and family relations, the challenges of women are even more precarious, as they are often 

taken advantage of by unscrupulous men, who would only want to sexually exploit them, sometimes impregnating and 

abandoning them.5

4 Focus group discussion with PWA, 4 May, 2018, Freetown.
5 Focus group discussion with PWA, 4 May, 2018, Freetown.
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1.6 Safety, security and access to justice

Safety and security remain major concerns for PWA in Sierra Leone as their counterparts elsewhere on the continent. 

Although no case of premeditated physical attack or ritual murder of PWA has been reported in Sierra Leone, during FGDs 

they noted that a few cases have been reported in neighboring Guinea where a witch doctor was reported to have been 

caught with body parts of PWA.6 Nonetheless, a few unverified cases of disappearance of PWA have been reported in Sierra 

Leone. Whereas the PWA the research team interviewed for this study did not recount any instances when their lives have 

been physically threatened on account of their appearance, they expressed fear over the indirect reverberating effects 

the attacks, including the killing of PWA in Tanzania, have had on them. During FGDs, they noted that whenever there 

was a reported case of attacks in the East African country, friends and other community members would make unsavory 

and uncomplimentary statements such as, “if you’re in Tanzania or Kenya, you’ll be worth a lot of money”.7 That in itself is 

psychologically hard to accept that people would see them as commodity whose value can be monetized. They also did 

not rule out the fact that some of their numbers may have been killed without such cases reported to the police. As one 

of them put it, “if it’s happening in Guinea, it’s probably happening here, just that sometimes people might be afraid to 

report such cases, preferring to mourn in silence”. Further, for some families that have had to put up with the “shame” and 

“stigma” of having PWA as members, their disappearance becomes a means through which the “burden” is taken away 

from them.8

In terms of their interaction and contact with justice services, including police officers, only 22.73% of them said they have 

had cause to deal with the police in the last 12 months, with 76.36% saying they have had no interaction with them at all. 

Similarly, PWA were asked about their perceptions interacting with courts, both formal and informal. In relation to their 

interaction with magistrates in the last 12 months, only 8.26% said they have had any interaction with one, as 89.90% 

of them said they have not had any interaction with them. A similar percentage i.e. 89.91% said they have not had any 

interaction with a judge in the last 12 months, and only10.09% noted having interacted with a judge within the same 

period.

However, the percentage of those who had interacted with chiefs was slightly higher than magistrates and judges, as it 

was 17.43%. On the other hand, 82.57% said they had not interacted with chiefs. Two issues are important to point out 

6
 

Focus group discussion with PWA, 3 May, 2018, Freetown.
7 Focus group discussion with PWA, 3 May, 2018, Freetown.
8 Focus group discussion with PWA, 4 May, 2018, Freetown.

Safety and 
security remain 
major concerns 
for PWA in Sierra 
Leone

26



here in relation to the slightly higher proportion of PWA who had interacted with the police and 

chiefs. For the police, it could well be a case of them always being the first port of call for people 

seeking justice services in urban centres, especially with the advantage of them being able to 

effect arrests so many people might prefer going to them. The number of chiefs on the other 

hand probably has to do with their closeness to communities, especially in rural areas, as they 

become the first port of call.

When PWA were asked if they had interacted with a paralegal in the last 12 months, 89.81% said 

no, while 10.19% said yes. Also, in their response to the question “have you personally experienced 

been refused legal aid based on the fact that you have albinism”, 86.79% said “no”; while 5.66% 

said “yes”, with 7.55% opting for “don’t know”.

In addition to the frequency with which PWA have had interaction with human rights and justice 

sector officials and how they have been treated, they were also asked about the reasons for which 

they had interacted with them. Those who had “reported someone” constituted the highest 

category with 40.00%, and those who “went to serve as a witness in a case involving my relative/

friend/neighbour” accounted for 24.44%; while “others” made up 17.78%. The implication is that 

PWA were more likely to be the plaintiff than the defendants in a case.

Table 5: What was the issue that led to you interacting/coming in contact with the 
justice sector staff?

Responses Percentage of Respondents

I reported someone 40.00%

I went to seek advice on a justice issue I did not have proper 
knowledge of

8.89%

I went to serve as a witness in a case involving my relative/
friend/neighbour

24.44%

Other (please indicate) 17.78%

Someone reported me 8.89%

Grand Total 100.00% 27



When asked how they were treated within justice sector institutions, 43.75% said “I was somewhat 

treated with dignity and respect”; with 18.75% saying “I was not treated with dignity and respect”. 

However, 16.67% said “I was somewhat not treated with dignity and respect”. Participating PWA 

were again asked whether they were given preferential treatment during their interaction with 

the justice sector officials, and the responses were mixed. 33.33% said “no, I was not given any 

preferential treatment” and 27.45% said “I was somehow given preferential treatment”; while 

21.57% had not interacted with them in the last 12 months. Only 13.73% said “I always receive 

preferential treatment”, and “3.92% said “I was not treated fairly, and I was called names because 

of my skin colour”.

Table 6: How would you describe the way you were treated by the justice official 
during the different interactions you have had with them?

Responses Percentage of Respondents

I was not treated with dignity and respect 18.75%

I was somewhat not treated with dignity and respect 16.67%

I was somewhat treated with dignity and respect 6.25%

I was treated with dignity and respect 43.75%

Other (please indicate) 14.58%

Grand Total 100.00%

1.7 Employment

Employment remains one of the biggest challenges facing PWA. Even for persons without albinism, 

securing and retaining a job can be a daunting task given the high levels of unemployment 

among young people, which stands at 70%.9 With the exception of a few PWA, many of them 

remain unemployed due in large part to the general state of unemployment in the country, 

and to some extent discrimination by prospective employers. In fact, only 26.79% of those who 

participated in the study were employed as illustrated in the chart below.

9 United Nations Development Programme “About Sierra Leone”, available at http://www.sl.undp.org/content/
sierraleone/en/home/countryinfo.html; accessed 23 July 2018.28



Figure 4: Are you employed?

NO YES
73.21% 26.79%

When asked why they were unemployed, 60.23% said “I have never applied for a job”, while 22.73% said “I have written 

several job applications but I’ve never been invited for a job interview”.

Table 7: Why are you not employed?

Responses Percentage of Respondents

I fear that I will be discriminated against in the application process 4.55%

I don’t know 10.23%

I fear that I will be discriminated against in the work place 2.27%

I have never applied for a job 60.23%

I have written several job applications but I’ve never been invited for 
job interview

22.73%

Grand total 100.00%

During FGDs, employed PWA spoke of their difficulties in securing jobs, and when they did, how difficult it is to get their 

colleagues to understand that they have the same abilities as persons without albinism. One of them, an accounting 

graduate who had applied for a job at a local bank, recounted a recruitment process for marketing officers he went 

through, and which involved both tests and interviews. Out of 64 people who wrote the test, they needed two. He was 

second in both the test and interview, and based on that logic, he expected to be one of the successful candidates. 

However, when he inquired from the bank, he was told the fact that he was never contacted meant he was not successful. 

He was left with the impression that his being a PWA was the reason for his non-selection. The experience left him bitter 

and hapless, turning him to teaching instead of pursuing his ambition of becoming an accountant.
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Those who endure and are able to secure jobs, end up finding a not so welcoming and an unsupportive work environment. 

One PWA who happened to be one of the country’s most successful football commentators, spoke of the discrimination 

he faced when he first started commentating during local football matches. At one point when he had the opportunity of 

accompanying the country’s national team to Kenya, angered by their non-selection, his colleagues taunted him that he 

might not return, raising the ghastly possibility of him been killed.10

1.8 The absence of an organised network of PWA

One factor that has contributed to the persistence of the challenges faced by PWA is the absence of an effective association 

or network, as other minority groups, to promote their rights. During FGDs, participants blamed the absence of a PWA 

network on the fear of stigmatization and “because of the marginalization from society, they tend to be shy to come out”.11 

In the absence of an effective network, a number of groups have sprang up, all claiming to be championing the rights of 

PWA, which participants noted were “illegitimate”. The picture painted during FGD and interviews is one of various persons 

and organizations claiming to be representing PWA, which in itself is symptomatic of the exploitation they continue to 

experience in the hands of persons and organizations that would make use of their challenges to solicit support, only to 

personalise whatever they receive.12 As one PWA noted:

Many of the people that have been coming around claiming to want to help PWA have simply been exploiting 
us. Because many will go out there and source funding from places we don’t know, and come and pretend as 
if they’re helping, but exploiting us.13

This has made PWA very suspicious of people without albinism trying to help them. As one of them asked, “how can 

people without albinism work in an organization working with, and for PWA?” He added that, “he who feels it knows it”. In 

addition, the absence of a respected champion either within government or in civil society, who can bring the challenges 

of PWA to the public consciousness, has not helped their cause.

10 Focus group discussion with PWA, 4 May 2018, Freetown.
11 Focus group discussion with PWA, 4 May 2018, Freetown.
12 Interviews with Director of Special Needs, Ministry of Education Science and Technology, 26 May 2018, Freetown; Programme Officer, National 

Commission for Persons with Disability, 25 May 2018, Freetown.
13 Focus group discussion with PWA, 3 May 2018, Freetown. 30



1.9 What has been the response of the state and non-state actors to the 
challenges of PWA?

Interviews with officials of state institutions and non-state human rights organizations established and expected to 

promote and protect the rights of minorities and vulnerable communities such as PWA, reveal the persistent failure of the 

organizations to protect them, and the extent of their neglect, akin to the abdication of responsibility and the shifting of 

blame to the PWA themselves for their challenges.

1.9.1 The Ministry of Education Science and Technology

The Ministry of Education Science and Technology (MEST) is the lead government agency responsible for education in the 

country. Although the MEST through its Special Needs Directorate categorises PWA as persons with disability, it lacks the 

capability to provide the enabling environment in schools and colleges for them to attain their full educational potentials. 

Instead of providing an enabling environment of support for all PWA, it has been reacting to their needs on an individual 

and hoc basis. As the Director of Special Needs noted:

Since I have been in this office, only one PWA has come to ask for educational assistance from all the way Port 
Loko. He was given Sierra Leone Government’s grant-in-aid, and he went to university. He himself has not come 
to this office since the grant-in-aid was given to him.14

In what is clearly a strategy of shifting the blame of the MEST’s inability to provide the necessary support and accommodation 

for PWA, the Director added that:

The biggest challenge with the PWA community.., especially in the western area is that they are fragmented. 
There are different types of PWA groups, mostly organized by individuals who do not have albinism…As a ministry, 
we know that PWA need special care but they themselves do not recognize the fact that they need special 
care, or if they do, they have not been so vocal about it. They need to come out and let the public know about 
their challenges; they need to accept that they have a unique challenge that deserves the public attention. 
Until that is done, they will continue to face discrimination, stigmatization, and isolation in their communities, 
work places, schools and so on.15

14  Interview, Director of Special Needs, Ministry of Education, Science and Technology, 26 May 2018, Freetown.
15 Interview, Director of Special Needs, Ministry of Education, Science and Technology, 26 May 2018, Freetown. 31



1.9.2 State and non-state justice, human rights and social welfare agencies

The research team also interviewed officials of the Ministry of Social welfare, Gender and Children’s 

Affairs (MSWGCA), National Commission for Persons with Disability (NCPD), Human Rights 

Commission (HRC) and Amnesty International. As with the MEST, the picture that emerged is 

one of dereliction of responsibility and institutional omission in recognizing the difficulties PWA 

face on a daily basis. For instance the Chief Social Welfare Officer noted that his ministry had not 

done much for PWA, and that they missed an opportunity when drafting the Disability Act of 

2011, to adequately capture issues affecting them, and that plans to revise the Act to include PWA 

issues, were underway.16 He further explained the factors that would normally attract the ministry 

and other policy makers’ attention to the challenges of vulnerable and minority groups, including 

the following:

1. Number of persons affected by the issue;

2. Sensitivity of the issues they raise;

3. Ability to mobilize for collective action.

On the basis of the officials’ threshold of policy attraction, it becomes difficult for PWA to attract 

the authorities’ attention, because whereas the issues relating to them are sensitive, their numbers 

are relatively small, and their ability to mobilize for collective action is severely weakened by the 

many challenges already outlined above. Other groups such as the Ebola Survivors’ Association 

have been able to put their issues in the public domain on the basis of soft and hard advocacy 

strategies including persistent demonstrations, sometimes even at State House. In addition, their 

numbers are significant. For reasons already discussed, this is something PWA have not been able 

to do. The Network of Persons Living with Aids has also carried out a successful campaign that has 

led to their recognition locally and internationally.

As with the MEST and MSWGCA, the NCPD which was established by the Disability Act of 2011, 

has not been entirely different in its dealing with the challenges of PWA, except for the facilitation 

of the annual commemoration of the “International Albinism Awareness Day”, during which they 
16 Interview, Chief Social Welfare Officer, MSWGCA, Freetown, 4 May 2018.32



“bring together persons with albinism and organize programs to solidarize with them just the same way the commission 

does for the International Day of Disability”.17 The NCPD also attributed its lack of any organised or structured response to 

the challenges of the PWA to the fact that:

There are various PWA groups all over the place each doing something different from what the other group is 
doing. So it is difficult for the commission to cover all of them because of that disunity among them.18

The NCPD and other agencies were also of the view that PWA do not consider themselves persons with disability because 

for them:

A disabled person is one who is either wheelchair-user or whose limb is amputated and walks with a crutch, 
or a blind man who walks with a white cane, and things like that. So there needs to be awareness raising on 
albinism as a form of disability, because only when those who live with albinism recognize that their skin is not 
the same as everyone else, that they’ll begin to do something to improve their welfare.19

The local Amnesty International chapter in Sierra Leone had attempted to mobilize PWA but was unsuccessful in 

championing their cause, as the organisation has done in East Africa, due to the unavailability of funding.20 The Sierra 

Leone Police on the other hand has adopted a rather technical and legalistic approach to dealing with PWA, in that they 

regard them as ordinary citizens, whether they are complainants or plaintiff in civil or criminal cases involving them. This 

means that no special privilege is offered to their cases.21 In relation to PWA within the Police Force, the Head of Media and 

Public Affairs noted that:

What we have experienced with persons with albinism in the police force is that criminals do not have respect 
for them even though they are police officers. Criminals do not accord the same respect they give to police 
officers who do not have albinism.

He gave the example of instances in which criminals have threatened police officers with albinism saying, “udat dae cam 
lef sidon jus cam arrest am” – meaning, who is going to allow a PWA to arrest him. This illustrates the occupational hazards 

with which PWA have to contend even when they have been able to secure gainful employment.

17 Interview with Program Officer, National Commission for Persons with Disability, 25 May 2018, Freetown.
18 Interview with Program Officer, National Commission for Persons with Disability, 25 May 2018, Freetown.
19 Interview with Program Officer, National Commission for Persons with Disability, 25 May 2018, Freetown.
20 Interview with Spokes Person Sierra Leone Police, 27 May 2018, Freetown.
21 Interview with Head of Media and Public Affairs, Sierra Leone Police, 26 May, Freetown.

It becomes 
difficult for 
PWA to attract 
the authorities’ 
attention, 
because 
whereas the 
issues relating 
to them are 
sensitive, their 
numbers are 
relatively small
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EDUCATIONAL 
OPPORTUNITIES:
Whilst 87.92% of respondents said 
PWA have special educational 
needs; 57.29% of PWA of 
school-going-age said 
their schools did not provide 
the necessary support and 
accommodation 
to enable them access education 
on equal terms as other students 
without Albinism. 

*CHALLENGES PERSONS WITH ALBINISM FACE
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2. Albinism Awareness: Myths, 
Facts and Fiction

2.1 Introduction

Generally part of the challenges PWA face in their quest to live productive lives as other citizens, 

stems from the prevalence of misconceptions within societies in relation to the cause of their skin 

colour, a fact that invariably affects their socio-economic and political chances. This section of the 

report presents the results of the public’s perception of albinism, covering issues ranging from the 

public’s understanding of the phenomenon, to more cultural misconceptions.
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2.2 What is albinism?

In order to gauge the extent of the public’s understanding of albinism, respondents were asked 

the question what is albinism, with three options given to them as potential answers. Their 

responses and results were as follows:

1. Don’t know 1.65%;

2. People with albinism have a white skin, blonde or reddish, brown hair and grey 

eyes 69.69%;

3. Their skin is lighter than the skin of other family or community members 28.67%.

Their responses indicated that more than two-thirds (69.69%) of the surveyed public had a 

reasonably clear understanding of the manifestation of albinism and can identify a PWA. In 

addition, even for those who did not indicate the survey’s answer (which is (b)) partly due to a 

slightly confused understanding of the cause of albinism, a significant proportion of them went 

close to describing it with 28.67% saying PWA “skin is lighter than the skin of other family or 

community members”.

2.3 Do you know what causes albinism?

In addition to establishing respondents’ understanding of the manifestation of albinism, the 

research also sought to determine the extent to which the public understands its causes, turning 

out a disturbing trend. While a total of 33.60% of the respondents surveyed noted that the lack of 

melanin in the skin causes albinism, a significantly high proportion (31.13%) said they did not know 

the cause. In addition, 29.98% of respondents noted “having sexual intercourse during a woman’s 

menstrual period”, as the cause of albinism. While less than  1% of respondents attributed the 

cause of albinism to witchcraft (which tends to be higher in surveys in East Africa), the fact that a 

cumulative 62% of all survey respondents did not know the causes albinism is worrisome.
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Figure 5: Do you know what causes albinism?

2.4 Is albinism inherited?

In addition to establishing the extent of the knowledge of respondents in relation to the causes of albinism, they 

were asked to answer a more technically based health question as to  whether it can be inherited. The table below 

shows their responses, with “no” being the highest with 54.62%, and “yes” accounting for 33.50%. It is important to note 

that while parents with particular albinism related gene types have good chances of passing them to  their offspring 

making it possible for them to be born with it, there is still significantly high probability for them to be born without 

albinism. During FGDs with PWA, two (a female and a male) who identified themselves as parents, said they had 12 

and four (4) year old children respectively, who were born without it.
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Table 8: Is albinism inherited?

Respondents Percentage of Respondents

Don’t Know 11.88%

No 54.62%

Yes 33.50%

Grand Total 100.00%

2.5 Do you think albinism is a disability?

On the question of whether albinism is a disability, respondents were asked to choose their answers from three options: 

a) don’t know (b) no and (c) yes. More than half - 57.66% of them said albinism is not a disability, with 36.41% saying it is 

a disability. Those who did not know whether or not it is a disability constituted 5.93%. For many people, answering the 

question of whether or not albinism is a disability is not a straightforward matter as a lot of considerations come into play. 

On the one hand, apart from the challenge relating to the laceration of their skin which makes it susceptible to other 

health challenges such as skin cancer, they are equally as capable as other persons in the general population. On the other 

hand, the very essence of their skin colour leaves them severely challenged with their skin and vision, requiring them to 

stay away from the sun; and for those attending educational institutions, the necessary support and accommodation has 

to be provided for them to effectively participate in proceedings.

Figure 6: Do you think albinism is a disability?

DON'T KNOW

5.93%

NO

57.66%

YES

36.41%
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2.6 Does albinism have a cure?

When asked whether albinism has a cure, 86.12% of respondents said “no”; while 6.45% and 7.44% said “yes” and “don’t know” 

respectively. It is interesting that while close to two- thirds of respondents did not correctly state the cause of albinism, the 

vast majority of them correctly stated that albinism does not have a cure, even if its attendant health challenges can be 

effectively managed.

Figure 7: Does albinism have a cure?

2.7 Is albinism infectious?

Linked to the question of whether albinism is curable, is the question of its transferability from one person to another. 

Respondents’ answers show a strong awareness on this issue with 76.28% of them saying it is not infectious, while 16.64% 

said it can be infectious. 7.08% said they don’t know.

DON'T KNOW

7.44%

NO

86.12%

YES

6.45%
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Table 9: Is albinism an infectious?

Responses Percentage of Respondents

Don’t Know 7.08%

No 76.28%

Yes 16.64%

Grand Total 100.00%

How many persons with albinism do you know/normally see in your community?

Although it was not within the remit of this research to establish the number of PWA in the country, something which the 

most recent census of 2015 put at 501 persons, it nonetheless sought to establish the frequency with which respondents 

can relate to seeing them in their communities. Of the five options available to them as indicated in the table below, 62.27% 

of respondents chose the third option “quite a few”, to indicate the frequency of PWA in their communities. The second 

option “none at all” was second with 25.70%. Thus, while the research has not been able to establish the number of PWA 

in the country since the 2015 census, what comes out from the responses is that a significant proportion of respondents 

(62.27%) have seen at least one PWA in their community.

Table 10: How many persons with albinism do you know/normally see in your community?

No Response/Answer Percentage of Respondents

1. Don’t Know 1.65%

2. None at all 25.70%

3. Quite a few 62.27%

4. Quite a lot 4.45%

5. Very Many 5.93%

Grand Total 100.00%

Responded that 
they saw very 
few PWA in their 
communities

62.27%
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2.8 Do you think that people with albinism have the same abilities as those 
without it?

In order to determine the public’s perception of the abilities of PWA, survey respondents were asked if “people with 

albinism have the same abilities as those without it”. The results show that an impressive 71% of them agreed that PWA 

have the same abilities as people without it. A total of 24% disagreed, while 5% stated not having any clear view on the 

question. Although respondents were not asked to state why they disagreed with the assertion, interview and FGD data 

show that misconceptions about PWA generally shape the public’s views on their capacities.

Figure 8: Do you think that persons with albinism have the same abilities as those without it?

DON'T KNOW NO YES

71%

24%

5%

In a bid to determine the percentage of respondents who had disabilities, and direct or indirect relations to PWA, 65.18% of 

them said they had no relative or loved one with albinism; and 34.32% said they had a PWA as a relative or loved one. Of the 

total number of respondents, 89.72% said they did not have a child with disability, while 7.79% said they had a child with 

disability, though not necessarily having albinism. In addition, 79.03% of respondents said they had no form of disability; 

16.97% said they were PWA and 3.99% indicated that they had other forms of disability.
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2.9 Do persons with albinism live a full life (grow old and 
die of natural causes)?

The manner in which the lives of PWA end has been the subject of much speculation with some 

believing that they never die, but disappear.22 It is probable however that this misconception is 

the result of their limited number in society, such that when they die, few people know about 

their deaths. Respondents were therefore asked if PWA live a full life to the point of growing old 

and dying of natural causes. In this regard, a significant 85.17% said PWA live a full life, growing old 

and dying, while 7.92% said “no”, with 6.92% indicating they “don’t know”.

Table 11: Do persons with albinism live a full life (grow to old age and die of natural 
causes)?

Response Percentage of Respondents

Don’t Know 6.92%

No 7.91%

Yes 85.17%

(Blank) 0.00%

Grand Total 100.00%

A similar question was asked in relation to the intelligence of PWA, whether they are less intelligent 

than people without albinism. An impressive 82.98% of respondents noted that it  is false that 

they are less intelligent, while 10.91% noted that it is true, and 6.12% indicating that they “don’t 

know”.

22 Focus group discussion with PWA, 4 May 2018, Freetown.
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2.10 Are you aware of the challenges of persons with albinism in other parts 
of Africa?

To link the local perceptions of the public with the context of the challenges of PWA globally, respondents were asked if 

they were aware of their challenges in other parts on the continent of Africa, especially East Africa. More than two-thirds 

or 68.15% of them said they were aware of the challenges of PWA elsewhere, while 23.76% said they were unaware, as 

indicated in the table below.

Table 12: Awareness of the challenges of people with albinism in other parts of Africa

Responses Percentage of respondents

Don’t Know 8.09%

No 23.76%

Yes 68.15%

Grand Total 100.00%

2.11 What challenges do PWA in Africa face?

In order to establish the basis and extent of respondents’ understanding of the challenges PWA in Africa face and how 

such challenges might, or might not have manifested themselves in Sierra Leone, they were asked to choose the most 

serious challenge they face from a prepared list of options, as illustrated below. Of the total number of respondents, 44.79% 

identified disowning of PWA by their parents and close relatives as the most serious challenge they face. This was followed 

by 20.85% of respondents who saw the curtailment of their freedom as a challenge, and 14.22% who considered general 

insecurity and threat to life as a serious challenge to the wellbeing of PWA. Only 7.11% of respondents identified the option 

“killed for ritual purposes” as the most serious challenge faced by PWA in the country.
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Table 13: What challenges do PWA in Africa face?

No Responses Percentage of respondents

1. PWA children sold for cash like commodities 0.71%

2. Chased out of their communities 2.61%

3. Chased out of their communities, insecurity and threat to life 0.24%

4. Curtailment of freedom 20.85%

5. Disowned by their parents and close relatives 44.79%

6. Disowned by their parents and close relatives and Curtailment of freedom 0.71%

7. Disowned by their parents and close relatives and insecurity and threat to life 5.45%

8. Disowned by their parents and close relatives, killed for ritual purposes 0.24%

9. Disowned by their parents and close relatives and killed for ritual purposes 

insecurity and threat to life

0.24%

10 Insecurity and threat to life 14.22%

11 Insecurity and threat to life curtailment of freedom 2.61%

12 Killed for ritual purposes 7.11%

13 Killed for ritual purposes Insecurity and threat to life 0.24%

Grand Total 100.00%

44.79%

44.79%

44.79%

Disowned by their 
parents and close 

relatives

Curtailment of 
freedom

Insecurity and 
threat to life

20.85%

20.85%20.85%
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2.12 Do you think PWA in Sierra Leone might be subjected to one or more of 
the conditions mentioned above if something is not urgently done?

Once they had identified the most serious challenges PWA face in Africa, they were then asked to state whether in their 

view PWA in Sierra Leone might be subjected to one or more of the conditions mentioned above if something was not 

urgently done. In this regard, 25% of respondents said it was highly possible, while 25.68% indicated that it was somewhat 

possible that they will be subjected to similar conditions as their counterparts in other parts of Africa, if something was not 

urgently done. Together, the two proximate options accounted for 50.68% of all respondents. The respondents who did 

not know about the possibility of PWA in Sierra Leone being subjected to similar fate as their counterparts in other parts 

of Africa accounted for a slightly significant 28.25%; and those who thought it was highly impossible and impossible that 

they will experience such challenges accounted for 5.82% and 15.24% respectively. 

Figure 9: Do you think PWA in Sierra Leone might be subjected to one or more of the conditions 
mentioned above if something is not urgently done?

Don't Know It is highly
impossible that they
will be subjected to

those conditions

It is highly possible
that they will be

subjected to those
conditions

It is impossible that
they will be

subjected to those
conditions

It is somehow
possible that they

will be subjected to
those condition

28.25% 5.82%

25.00%

15.24%

25.68%
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2.13 PWA in Sierra Leone face discrimination and stigmatization in all 
spheres of life

In terms of integration, respondents were asked about the extent of discrimination and stigmatization PWA face on a daily 

basis. 35.64% strongly agreed that they face discrimination and stigmatization, while 43.23% agreed with the statement. 

Cumulatively, the two options consisted of 78.87% of respondents. Neutral respondents accounted for 12.38%, while those 

who disagreed and strongly disagreed made up 5.61% and 3.14% respectively.

Figure 10: PWA in Sierra Leone face discrimination and stigmatization in all spheres of life

Worryingly, when respondents were asked if they were aware of episodes of discrimination against PWA, 70.79% said 

“yes” and 25.25% indicated “no”, with only 3.96% saying they “don’t know”. This therefore indicates that while cases of 

discrimination, stigmatization and abuse against PWA have not been brought to the fore, they continue to suffer in silence 

in their communities.

Agree Disagree Neutral Strongly Agree Strongly Disagree

43.23%

12.38%

5.61%

35.64%

3.14%

Agreed that 
they face 
discrimination 
and 
stigmatization

Were aware 
of episodes of 
discrimination 
against PWA

43.23%

70.79%
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Table 14: Are you aware of episodes of discrimination against persons with albinism?

Responses Percentage of Respondents

Don’t Know 3.96%

No 25.25%

Yes 70.79%

Grand Total 100.00%

2.14 Would you be interested in participating in events to learn more about 
albinism and to promote the integration of persons with albinism into 
the national development programs?

In a view to gauge the willingness of respondents to collaborate and support the promotion of the rights of PWA in Sierra 

Leone, they were asked if they would be interested in participating in events to learn more about albinism and to promote 

the integration of PWA in national development programmes. The responses open a window of opportunity to work 

with civil society in expanding the rights of PWA as well as their access to services, in that 90.07% of respondents noted 

that they would be interested in participating in events organised to learn more about albinism and to promote their 

integration in national development programmes, as indicated in the table below.

Table 15: Willingness to participate in events to learn more about albinism and promote the integration of 
PWA

Responses Percentage of Respondents

Don’t Know 4.80%

No 5.13%

Yes 90.07%

Grand Total 100.00%
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HEALTH CARE:
Whilst 62.83% of PWA said 
they had visited a health 
centre in the last two (2) 
months of the period of study; 
48.28% of health workers 
noted that PWA were not 
included in regular care 
seeking procedures at their 
facilities. 

*CHALLENGES PERSONS WITH ALBINISM FACE
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3. Albinism Awareness and 
Access to Services

3.1 Introduction

A major aspect of this research has been the examination of the public’s perceptions in relation 

to PWA’s access to social services. Unlike other persons within the general population, they often 

face many challenges in their quest to do so, partly due to unsubstantiated perceptions held by 

the public about albinism, and also because many service providers are not trained to deal with 

them or generally lack the capacities to meet their social service needs. This section of the report 

presents the public’s perception of the rights of PWA to access services ranging from health and 

education to justice.
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3.2 Access to Justice Services

3.2.1 To what extent do you agree with the statement that persons with albinism, no matter their 
circumstance, have equal and fair access to the Sierra Leone Justice system?

As a starting point, the research focused on trying to establish whether in the view of respondents, PWA have equal, if not 

equitable access to justice services. Slightly more than half of respondents – 51.99% of them agreed with the statement, 

while 32.45% strongly agreed with it, cumulatively making up an impressive 84.44% of the surveyed population. However, 

one should be cautious in interpreting the importance of this figure, as while in theory various legal instruments and 

documents such as the country’s 1991 Constitution guarantee the rights of all citizens to accessing justice services, such 

provisions are seldom upheld; and in a country where even persons without albinism struggle to access justice services 

on a normal day, it becomes more daunting for PWA to do so. It is thus advisable that these responses are viewed from an 

ideational or theoretical standpoint.

Figure 11: To what extent do you agree with the statement that persons with albinism, no matter their 
circumstance, have equal and fair access to the Sierra Leone Justice system?

Agree Disagree Neutral Strongly Agree Strongly Disagree

51.99%

10.26%
3.15%

32.45%

2.15%
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3.2.2 To what extent do you agree with the statement that persons with albinism have the ability 
to access legal services whenever they need it?

Following on the previous question, respondents were asked if PWA have the ability to access legal services whenever 

they need them. On this question, the responses were similar to the previous one, with 50.41% of them agreeing with 

the statement, and 36.53% strongly agreeing. However, the cumulative percentage of respondents agreeing and strongly 

agreeing with the statement was slightly higher than in the previous question, as it was 86.94%. Again as with the previous 

question, respondents’ answers may have been influenced by a number of assumptions including the fact that nothing 

should preclude PWA from accessing justice services under normal circumstances, persons without albinism in the 

population, if they wanted to do so.

Table 16: To what extent do you agree with the statement that persons with albinism have the ability to 
access legal services whenever they need it?

Responses Percentage of Respondents

Agree 50.41%

Disagree 2.15%

Neutral 9.42%

Strongly Agree 36.53%

Strongly Disagree 1.49%

Grand Total 100.00%

3.3 Access to Educational Services

3.3.1 To what extent do you agree with the statement that persons with albinism have a fair and 
equal access to educational services?

In addition to access to justice services, the research sought to aggregate the public’s perceptions in relation to PWA’s 

access to educational services. 45.62% of respondents agreed, while 32.73% strongly agreed with the statement that PWA 

have a fair and equal access to educational services. Cumulatively the responses for the two options accounted for 78.35%. 

Also, respondents were asked if they agreed that PWA had special needs that should be considered when providing a 
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supportive and enabling educational environment for them. 47.19% of respondents agreed, while 40.73% said they strongly 

agreed, together forming 87.92% of the respondents. Further 55.56% of respondents “strongly agreed” that PWA should be 

offered scholarships by the government to pursue their education, whereas 38.97% said they “agreed”.

Figure 12: To what extent do you agree with the statement that persons with albinism have a fair and 
equal access to educational services?

Agree Disagree Neutral Strongly Agree Strongly Disagree

45.62%

13.55%

6.28%

32.73%

1.82%

3.4 Access to Health Services

3.4.1 To what extent do you agree with the statement that persons with albinism have a fair and 
equal access to health services?

The healthcare needs of PWA are perhaps the most important of all their needs, given that their skins are very sensitive, 

making them vulnerable to the ultraviolent rays of the sun. The nature of their skins also makes them susceptible to 

lacerations, and in extreme cases skin cancer. Many of them also have to put up with visual impairment challenges. This 

therefore makes it imperative that they have access to quality healthcare when they need it. Respondents were thus asked 

to agree or disagree with the statement that PWA have a fair and equal access to health services. 43.14% agreed, while 

35.70% strongly agreed with the statement, and together constituted 78.84% of respondents.
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Table 17: To what extent do you agree with the statement that persons with 
albinism have a fair and equal access to health services?

Responses Percentage of Respondents

Agree 43.14%

Disagree 5.45%

Neutral 13.39%

Strongly Agree 35.70%

Strongly Disagree 2.31%

Grand Total 100.00%

3.5 Integration, Socio-political and Legal Rights

3.5.1 To what extent do you agree that persons with albinism should have 
the same right as persons without albinism to contest for public/
political offices in Sierra Leone?

In order to assess the public’s perception in relation to the extent to which they consider PWA 

having a right to contest for public/political offices, respondents were asked the question, to what 

extent do you agree that PWA should have the same right as persons without albinism to contest 

for public/political offices in Sierra Leone? Generally the responses showed a strong tolerance for, 

and acceptance of the participation of PWA in public affairs in the form of them contesting for 

public offices, with 47.19% agreeing, while 38.91% strongly agreed with the statement.
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Figure 13: Right of persons with albinism to contest for public/political office

Agree Disagree Neutral Strongly Agree Strongly Disagree

47.19%

10.10%

1.82%

38.91%

1.99%

3.5.2 If a person with albinism were to contest to be your Councilor/MP would you vote for him/
her?

In a bid to probe deeper into the perceptions of respondents’ tolerance for PWA to hold public office and generally take 

part in the political affairs of their communities, they were asked the following hypothetical, but practical question: “if a 

person with albinism were to contest to be your Councilor/MP would you vote for him/her?”. The responses elicited were 

very different from many of the other questions as those who answered yes accounted for 86%, with 9% saying “don’t 

know” and 5% said “no”. While the 86% positive response is impressive, and indicating that the majority of Sierra Leoneans 

would willingly vote for a PWA as their local councilor or Member of Parliament, if they contested, it is important to note 

that previously marginalised groups have had difficulties in making a breakthrough in politics, given the deep-seated 

prejudices certain sections of society may harbor against them. It is probable that respondents tried to fit into the 

researchers’ expectations of them, thus portraying themselves as modern and tolerant. On the other hand, it could be a 

genuine reflection of their views as far as the question is concerned, except that perhaps given the limited number of PWA, 

it has been difficult for them to contest for elective positions.
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Figure 14: If a person with albinism were to contest to be your Councilor/MP would you vote for him/her?

3.5.3 Do you agree with those who think that persons with albinism should be part of your 
community?

Community integration, a process of making PWA feel part of their communities as much as persons without albinism, is a 

serious challenge for many of them. During FGDs, they recounted difficult relations they have had with families, friends and 

wider community members. It was therefore appropriate that the perceptions of the public were gauged to determine 

the extent of their willingness to accept PWA as bona fide members of their communities. In response to the question “do 

you agree with those who think that persons with albinism should be part of your community?”, 44.94% indicated that they 

agreed, while 46.43% said they strongly agreed with the statement. Cumulatively, the respondents that indicated that they 

agreed and strongly agreed with the statement, accounted for 91.37% of  all those that answered it. In addition, 94.87% of 

respondents noted that they were comfortable sharing the same class or lecture room in an educational institution with 

PWA; while 95.03% said they were willing and disposed to sharing the same compound with them. This probably explains 

why despite some of the socio-economic challenges faced by PWA, they have not experienced the forms of human rights 

violations such as ritual murders, faced by their counterparts in countries in East Africa, given the higher level of community 

acceptance.

DON'T KNOW NO YES

5%9%

86%
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Table 18: Do you agree with those who think that persons with albinism should be 
part of your community?

Response Percentage of Respondents

Agree 44.94%

Disagree 1.33%

Neutral 5.80%

Strongly Agree 46.43%

Strongly Disagree 1.49%

Grand Total 100.00%

3.5.4 Will you choose a person with albinism for a lifetime partner (in 
marriage)?

One of the most serious challenges PWA face is that of securing a lifetime partner and forming 

a family given that while people may accept them as part of their communities on the basis of 

friendship, neighbors and colleagues, many cannot do so on the basis of marriage.23 Respondents 

were therefore asked the following question: “will you choose someone with albinism for a lifetime 

partner (in marriage)?” The responses were very mixed with 50.41% answering “yes”, and 30.41% 

saying “no”. 19.17% of respondents said they “don’t know”. Thus, whereas 91.37% of them agreed 

that PWA should be part of their community, their level of acceptance and tolerance in the form 

of marriage, was far lower than general community acceptance.

23
  Baker, Charlotte, Lund, Patricia , Nyathi, Richard and Taylor, Julie (2010: 169) ‘The myths surrounding people with 

albinism in South Africa and Zimbabwe’, Journal of African Cultural Studies, 22: 2, 169 — 181.56



Table 19: Will you choose a person with albinism for a lifetime partner (in marriage)?

Responses Percentage of Respondents

Don’t Know 19.17%

No 30.41%

Yes 50.41%

Grand Total 100.00%

3.5.5 The government through the parliament should enact laws that 
promote and protect the welfare of persons with albinism in Sierra 
Leone.

To the best of the knowledge of the researchers, there is no specific law in Sierra Leone dedicated 

to the protection of the rights of PWA, and given the experience in other parts of the continent 

(in particular Tanzania, where the Government had enacted a law that specifically protects the 

rights of PWA), respondents were also asked about their perceptions on the need for a specific 

law(s) in the country by agreeing or disagreeing with the following statement: “the government 

through the parliament should enact laws that promote and protect the welfare of persons with 

albinism in Sierra Leone”. This statement elicited a strong positive reaction from respondents 

with 45.36% saying they strongly agreed, and 45.86% indicating they agreed with the statement, 

cumulatively comprising 91.22%. Reassuringly, those who “strongly disagreed” and “disagreed” with 

the statement collectively constituted 0.5%, indicating a strong preference for the promulgation 

of laws that will protect the rights and lives of PWA.
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Figure 15: The government through the parliament should enact laws that promote and protect the 
welfare of persons with albinism in Sierra Leone

3.5.6 Persons with albinism have the same opportunity to employment as those without it?

In order to understand the extent of the employment prospects of PWA, respondents were asked whether they have 

the same opportunity to employment as those without albinism. The responses to this question were mixed, with 

13.06% “strongly agreeing”, and 35.21% “agreeing”. However, 13.06% indicated that they “strongly disagreed”, with 18.35% 

“disagreeing”. Significantly, 20.33% of respondents could not say whether they “agreed” or “disagreed” with the statement. 

It would appear that the issue of PWA’s equal access to employment opportunities is one that is less clear as far as survey 

respondents were concerned.

Figure 16: Persons with albinism have the same opportunity to employment persons without albinism?
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When the statement “PWA do not seek employment because they lack the skills required by employers” was put to 

respondents, the responses were moderately positive with 27.65% “strongly disagreeing”, while 29.80% indicated that they 

disagreed with the statement, collectively representing 57.45%. However, 11.92% and 5.13% of respondents indicated that 

they “agreed” and “strongly agreed” with the statement respectively, and 25.50% indicated that they were “neutral”.

Table 20: PWA do not seek employment because they lack the skills required by employers

Responses Percentage of Respondents

Agree 11.92%

Disagree 29.80%

Neutral 25.50%

Strongly Agree 5.13%

Strongly Disagree 27.65%

Grand Total 100.00%

3.5.7 Are you comfortable working in the same office, organization or affiliate institution with 
PWA?

Whereas the responses of respondents in relation to PWA’s equal opportunity to employment were mixed, their views on 

whether they will be comfortable working in the same office, organization or affiliate institution with PWA, were generally 

positive. An impressive 89.2% of them answered “yes” to the question, and only 6.95% said “no”.

Table 21: Are you comfortable working in the same office, organization or affiliate institution with PWA?

Responses Percentage of Respondents

Don’t Know 3.81%

No 6.95%

Yes 89.24%

Disagree that 
PWA do not seek 
employment 
because they 
lack the skills 
required by 
employers

29.80%
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Grand Total 100.00%

When respondents were posed the question “assuming you are an employer, would you employ 

a person with albinism”, 88% of said “yes” and 6.95% indicated “no”, with only 3% saying they 

“don’t know”. Given that some of the respondents would have been employers themselves, this is 

an encouraging result, as it is largely reflective and consistent with the responses to the previous 

question.

Figure 17: Assuming you are an employer, would you employ a person with 
albinism?
In order to probe respondents’ reasons behind their answers to the previous question, they were 

also asked “why would you employ a PWA to work in your organization?” 49.8% of them said they 

will employ them on the basis of their competence, and 38.43% said they will do so on the basis 

of their humanity. However, in order to elicit a counterfactual reaction from respondents, they 

were asked the question “why would you not employ persons with albinism in your organization?” 

32.30% of respondents were unable to provide a reason why they should not employ a PWA, but 

24.84% noted the fear that other employees might not like to work alongside them, as a reason 

why they would not employ them. 17.39% said they will not employ them because they are not 

competent.

DON'T KNOW NO YES

9%

88%

3%
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Figure 18: Why would you employ a person with albinism to work in your organization?

Because of 
competence and 

commitment to work

Because they are 
human beings like 

anyone else

Don't know Out of sympathy for 
their condition

49.82%

3.02%

38.43%

8.72%

3.5.8 In your opinion, do Sierra Leoneans normally interact with people with disability as they do 
with people without the disability?

Finally, respondents were asked whether in their opinions Sierra Leoneans normally interact with persons with disabilities 

(including PWA) as they do with those without disability and albinism. The responses were very much mixed, with 48.93% 

saying “yes” and 41.32% saying “no”. As a closing question which might warrant respondents to generally reflect on how 

society treats persons with disability, including albinism, as well as on all of their previous answers, this result raises some 

concerns about the general perceptions of people and the place of the vulnerable in Sierra Leone.
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Table 22: In your opinion, do Sierra Leoneans normally interact with people with disability as they do with 
people without the disability?

Don’t Know 9.75%

No 41.32%

Yes 48.93%

Grand Total 100.00%
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 BELIEFS:
Whilst 71% of respondents 
said PWA have the same 
abilities as persons without 
albinism; 82.98% noted 
that the assertion “PWA are 
less intelligent than persons 
without albinism” is false.

*CHALLENGES PERSONS WITH ALBINISM FACE
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4. Access to Services: Perceptions 
of Service Providers

4.1 Introduction

Having captured the perceptions of PWA, agencies and institutions mandated to support them, 

as well as gauging those of the general public, the research team sought to shed light on the 

perceptions of service providers such as health workers, teachers and the police, in relation to 

their interaction with PWA as they seek to access their services. This section presents the analyses 

of their perceptions, and provides a basis for understanding how they serve them, the reaction of 

other service users, as perceived by those who provide the services.

64



4.2 Health Workers

4.2.1 Visit of PWA to Health Centres

In order to establish the frequency with which PWA have attended health centres, health workers were asked to respond 

to the following question: do persons with albinism visit your health facility? 60% of them said “yes”, while 37.39% said “no”, 

with 2.61% saying they “don’t know”. This implies that a substantial number of health workers had at one point in their work 

at the particular health centres, treated or dealt with a PWA accessing their services.

Figure 19: Do persons with albinism visit your health facility?

DON'T KNOW NO YES

37.39%

60%

2.61%
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4.2.2 The number of PWA visiting health centres in the last 90 days

The health workers were then asked the question “how many persons with albinism have you seen at this facility in the 

last 90 days?” For this question, four optional ranges were available to them as illustrated in the table below. Those health 

workers who reported to have seen 1 to 2 PWA, accounted for 78.22%; while those who had seen 3 to 5; 6 to 9 and more 

than 10 PWA, accounted for 13%, 0.99% and 6.93% respectively. This tends to corroborate the perceptions among the 

sample population that they can access health centres if they want to do so, even if they end up not receiving the required 

attention, partly due to the unavailability of medical inputs, or the lack of expertise on the part of health workers to address 

their health needs.

Table 23: How many persons with albinism have you seen at this facility in the last 90 days?

3 to 5 people 13.86%

6 to 9 people 0.99%

More than 10 people 6.93%

1 to 2 People 78.22%

Grand Total 100.00%

4.2.3 Health workers’ general attitude towards PWA?

In addition, health workers were asked about their general attitude towards PWA who were their patients, with 84.95% 

reporting to be treating them normally as they would treat other patients accessing their services; while 7.5% said they 

treat them with pity/sympathy.

Health workers 
who reported to 
have seen 1 to 2 
PWA

Health workers 
said they treat 
them with pity/
sympathy.

78.22%

7.5%
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Figure 20: General attitude towards patients with albinism

A little indifferent
towards them

No feeling at all Normal, treat them
just like any other

human being

One of
pity/sympathy for

their situation

4.30%

84.95%

3.23%
7.53%

4.2.4 How supportive do you think health workers are towards PWA patients?

Having answered the more personalised questions, health workers were then asked to reflect on how supportive they were 

as a collective, towards PWA, which revealed a much nuanced picture with 49.47% saying they were “supportive”, 25.26% 

saying they were “very supportive”, and 3.16% said they were “somewhat not supportive”, with a reasonably significant 

22.11% not expressing any views, opting instead for “neutral”.
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Table 24 How supportive do you think health workers are towards PWA patients?

Responses Percentage of Respondents

Neutral 22.11%

Somewhat not supportive 3.16%

Supportive 49.47%

Very Supportive 25.26%

Grand Total 100.00%

General attitude of other patients towards PWA

In order to understand the way persons without albinism who access health centres behave 

towards PWA, health workers were asked about their attitudes, for which 47.73% of them noted 

that other patients were “a little indifferent towards them”; 40.91% said they related towards them 

“like any other human beings”, with 6.82% saying they displayed “very bad attitude” towards them. 

The 47.73% of respondents who said persons without albinism treated PWA with indifference is 

statistically significant, and provides a basis for health workers and authorities to be concerned 

and act to make all those who access their services feel accepted, so that they can prevent them 

from exiting the formal health system in favour of traditional medicine and quack doctors who 

have the potential of exacerbating their health challenges.
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Figure 21 General attitude of other patients towards PWA

Are PWA usually included in regular care seeking procedures at your facility?

In relation to specialised care especially for pregnant and lactating women accessing health services, the research team 

probed further to determine the extent to which they are normally included in care seeking processes such ante natal care 

(ANC), for which 48.28% said they were “always included”; and 29.89% and 21.84% said they were “sometimes included” 

and “never included” respectively.

Figure 22: Are PWA included in regular care seeking procedures at your facility?

A little indifferent
towards them

No feeling at all Normal, treat them
just like any other

human being

Very bad attitude

47.73%
40.91%

4.55% 6.82%

Always included Never included Sometimes included

48.28%

29.89%

21.84%
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4.2.5 Are PWA given any special support/assistance when they visit your health centre?

In relation to the question above, a follow on statement was put to health workers to determine whether PWA received 

any special privileges or dispensation when they visited the health centres. Those who “agreed” with the above statement 

were 24%, “strongly agreed” were 16.85% and “disagreed” accounted for 12.36%. However, health workers not  expressing 

any preference made up 32.20% of those sampled. When they were asked of their view on whether the facility provided an 

ideal environment for PWA, 35% said their facilities were “extremely ideal”, while 54%.37% noted that they were provided 

an “ideal” environment.

Table 25: Are PWA given any special support/assistance when they visit your health centre?

Agree 24.72%

Disagree 12.36%

Neutral 38.20%

Strongly Agree 16.85%

Strongly Disagree 7.87%

Grand Total 100.00%

4.3 Teachers

4.3.1 Teachers’ knowledge of PWA attending school

The research also sought to establish the way teachers and other pupils/students interact within the school system, as 

teachers were asked of their perceptions or knowledge of PWA attending their schools, as well as their challenges. Of the 

teachers who responded to the question “do you have persons with albinism attending the school that you teach?”, 66.36% 

said “yes” and 33.64% said “no”. This number is statistically significant and reinforces the debate over the actual numbers of 

PWA in the country. However, when teachers were asked “are persons with albinism in any of the classes that you teach” 

47.22% said “yes” and 49.07% said “no”, with 3.70% answering “don’t know”.

Health workers 
were neutral 
in regard to 
giving PWA 
special support/
assistance when 
they visit their 
health centre

38.20%
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Figure 23: Do you have persons with albinism attending the school that you teach?

NO YES
33.64% 66.36%

4.3.2 General attitude of teachers towards PWA you have in your school/community?

When teachers were asked about their general attitude towards PWA, 75.76% said they “treat them same way as other 

pupils”, less than the percentage response of health workers for the same question, which was 84.95%. However, the 

response of those who said their attitude is “one of pity/sympathy” was 14.14%, slightly higher than the percentage of 

respondents among health workers for the same question which was 7.53%. In addition, when asked about the attitude of 

their colleagues to PWA, their responses were almost the same with 75.45% saying their colleagues “treat them the same 

as the other pupils”

Table 26: General attitude of teachers towards persons with albinism you have in your school/community

Responses Percentage of Respondents

A little indifferent towards them 2.02%

Don’t just like to be where they are 6.06%

No feeling at all 2.02%

Treat them same way as other pupils 75.76%

One of pity/sympathy 14.14%

Grand Total 100.00%

Teachers say 
that they treat 
PWA same way 
as other pupils

75.76%
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4.3.3 How confident are you that staff will be able to address problems (be it social or academic) 
faced by persons with albinism in your school?

Given the educational challenges of PWA, teachers were asked about the rate of confidence in relation to the ability 

of teaching staff to address their challenges in school, for which 42.57% said they were “confident”; and 24.75% “very 

confident”. Whereas the percentages of those who were not “confident at all” and “somewhat confident” were insignificant, 

the percentage of those who chose the option “neutral”, was slightly worrying, at 25.74%. This reinforces a trend that runs 

throughout this research and indeed the report, in which questions that seek to elicit perceptions that reflect personal 

views, tend to get cumulatively somewhat positive responses than those that seek to get respondents to reflect on the 

general perceptions of a particular group or category – such as how society treats PWA or persons with disability generally. 

It can also be the effect of the “fear” of speaking for “others”. A similar trend can  be observed when respondents were asked 

the question “how supportive do you think teachers in your school are towards persons with albinism?”, with 53% saying 

they are “supportive”, 20% “very supportive” and 23% opting for “neutral”.

Figure 24: How confident are you that staff will be able to address challenges (be it social or academic) 
faced by persons with albinism in your school?

Confident Neutral Not at all confident Somewhat not
confident

Very confident

42.57%

2.97%

25.74%

3.96%

24.75%

“How supportive 
do you think 
teachers in 
your school 
are towards 
persons with 
albinism?”, with 
53% saying they 
are “supportive”, 
20% “very 
supportive” and 
23% opting for 
“neutral”
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4.3.4 General attitude of the student population towards the persons with albinism in your class

The teachers were also asked about their perceptions of the attitudes of students to their classmates with albinism, for 

which the responses were mixed. Those who felt that students without albinism were indifferent to PWA made up 36.46% 

and those who reckoned they related to them “like any other human beings” accounted for 37.50%, with a slightly significant 

15.63% saying they were “not very receptive toward them”. This, if added to the 36.46% of those who thought students 

were indifferent, would make for a worrying reading for the school authorities and everyone concerned about the rights 

and wellbeing of students with albinism. Further, those teachers who had a “neutral” view of the extent of the supportive 

posture of the pupils without albinism to their PWA class mates accounted for 36.08% and those who said they were 

supportive were 32.99%, with “not at all supportive” and “very supportive” accounting for 11.34% and 10.31% respectively.

Table 27: General attitude of the student population towards the persons with albinism in your class

Responses Percentage of Respondents

A little indifferent towards them 36.46%

No feeling at all 6.25%

Like any other human being 37.50%

Not very receptive toward them 15.63%

One of pity/sympathy 4.17%

Grand Total 100.00%

4.3.5 Are persons with albinism usually included in social activities in this school?

The question of the participation or involvement of PWA in activities organised by the school elicited rather mixed 
responses from the teachers. While 32.63% said they were “always included”, 21.05% said they were “never included”, 
with 46.32% saying they were sometimes included. In sporting activities the figures get even more discouraging, as 
those who said they were “never included” accounted for 34.74%; “sometimes included” 30.53% and “always included” 
accounting for 34.74%. The responses suggest that school authorities, with support from other organizations need to do 
more to integrate PWA in their establishments through sports.

Those who felt 
that students 
without albinism 
were indifferent 
to PWA made 
up 36.46% 
and those who 
reckoned they 
related to them 
“like any other 
human beings” 
accounted 
for 37.50%, 
with a slightly 
significant 
15.63% saying 
they were “not 
very receptive 
toward them”.
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Table 28: Are persons with albinism usually included in social activities in this school?

Responses Percentage of Respondents

Always included 32.63%

Never included 21.05%

Sometimes included 46.32%

Grand Total 100.00%

4.3.6 Are persons with albinism given any special support/assistance to take examinations?

To determine the extent to which PWA are given support in class work or examination, teachers were asked the following 

question: are persons with albinism given any special support/assistance to write examinations? 26.04% said “always”; 

32.29% said “never” and 41.67% noted “sometimes”.

Table 29: Are persons with albinism given any special support/assistance to take examinations?

Responses Percentage of Respondents

Always 26.04%

Never 32.29%

Sometimes 41.67%

Grand Total 100.00%

4.3.7 Does the school provide assistive devices to aid learning for persons with albinism in your 
school

On the question of whether schools were providing assistive devices to aid learning for PWA in their schools, the responses 

were perhaps not surprising and they reflected the views of the Director of Special Needs at the MEST, who as noted in the 

second section of the report, acknowledged that they had not done much in ameliorating the educational challenges of 

PWA. 67.01% of teachers said “no, does not provide assistive devices”, and only 17.53%; and 15.46% said “yes, always provide 

assistive devices” and “yes, seldom provides assistive devices” respectively.

Say teachers 
give PWA 
special support/
assistance 
to write 
examinations

41.67%
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Figure 25: Does the school provide assistive devices to aid learning for persons with albinism in your 
school

NO, DOES NOT 
PROVIDE 
ASSISTIVE 
DEVICES

YES, ALWAYS 
PROVIDE ASSISTIVE 

DEVICES

YES, SELDOM 
PROVIDES 

ASSISTIVE DEVICES

67.01%

15.46%17.53%

4.3.8 Are persons with albinism given opportunity to represent your school in public forums, like 
school debating competitions, quiz competitions, variety shows, etc.?

In terms of the representation of schools by PWA in activities such as school debating competitions, quiz competitions 

and variety shows, the responses again turned out a mixed and unsettling trend as 38.95% said “never”; 31.58% noting 

“sometimes”, and 29.47% indicating “always”.
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Figure 26: Are persons with albinism given opportunity to represent your school in public forums, like 
school debating competitions, quiz competitions, variety shows, etc.?

Sometimes Never Always

31.58% 29.47%

38.95%

4.4 Justice sector workers

4.4.1 Have you ever handled a case involving a PWA?

In addition to health workers and teachers, the perceptions of justice sector workers – including the police, local courts 

and those practicing general law were gauged, in order to understand how PWA were treated and interacted with their 

institutions when they accesses their services. Collectively, when asked if they had dealt with, or handled any case involving 

PWA, 56.69% said “no”, while 43.31% said “yes”. A follow on question was asked in relation to the range of cases each of them 

had handled, with those who had dealt with “1 to 2 people” accounting for 86.73%; “3 to 5 people”, 8.16% and “more than 

10 people” 5.10%.
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Table 30: Have you ever handled a case involving a PWA?

Responses Percentage of Respondents

No 56.69%

Yes 43.31%

Grand Total 100.00%

4.4.2 What is the most frequent type of cases involving persons with albinism you have handled?

In a bid to understand the frequency of the types of cases for which PWA seek justice, or are required to go through 

the justice system, service providers were asked the question “what is the most frequent type of cases involving persons 

with albinism you have handled?” Common disputes accounted for the highest frequency of cases representing 47.06%, 

followed by “physical abuse”, “other” and “domestic dispute” with 16.18%, 16.18% and 10.29% respectively. The rest including 

fraud, sexual abuse and theft accounted for 10.29%.

Table 31: The most frequent type of cases involving persons with albinism you have handled

Responses Percentage of Respondents

Common dispute 47.06%

Debt 2.94%

Domestic dispute 10.29%

Fraud 1.47%

Other 16.18%

Physical abuse 16.18%

Sexual abuse 4.41%

Theft/larceny 1.47%

Grand Total 100.00%

Common 
disputes 
accounted for 
the highest 
frequency 
of cases 
representing 
47.06%, 
followed by 
“physical 
abuse”, “other” 
and “domestic 
dispute” with 
16.18%, 16.18% 
and 10.29% 
respectively. The 
rest including 
fraud, sexual 
abuse and theft 
accounted for 
10.29%.

77



4.4.3 General attitude of justice sector workers

Justice sector workers were also asked about their general attitude towards persons with albinism who interacted with the 

justice system. A significant 89.22% of them chose the option “treat them just like any other human being”, while 4.90% 

and 3.92% chose “a little indifferent towards them” and “no feeling at all” respectively. When the same question was put to 

them in relation to the general attitude of other staff within the justice delivery system, there was only a slight reduction 

in the percentage of respondents who chose “treat them just like any other human being”, falling from 89.22% to 84.69%; 

while those who chose “a little indifferent represented 6.12%, with “no feeling at all” accounting for 7.14%.

Figure 27: General attitude of justice sector workers

A little indifferent
towards them

No feeling at all Normal, treat
them just like any

other human being

3.92%

89.22%

4.90%

One of
pity/sympathy for

their situation

1.96%

4.4.4 The general attitude of the other parties to a case towards PWA

In terms of the attitude of other parties to a case involving PWA, 48.28% of the respondents noted that other parties “treat 

them just like any other human being”, while 39.08% said they are “a little indifferent towards them”.
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Table 32: The general attitude of the other parties to a case towards PWA

Responses Percentage of Respondents

A little indifferent towards them 39.08%

Don’t like to touch their skin 1.15%

No feeling at all 9.20%

Treat them just like any other human being 48.28%

One of pity/sympathy 2.30%

Grand Total 100.00%

4.4.5 How supportive do you think the police are towards persons with albinism who interact with 
the justice system?

Justice sector workers were also asked about how supportive their colleagues were toward PWA seeking their services. In 

terms of the perceptions of the police, 24.55% noted that they were “very supportive”, 57.27% “supportive”, while 15.45% had 

a neutral view  of the extent to which the police are supportive of them.

Figure 28: How supportive do you think the police are towards persons with albinism who interact with 
the justice system?

Very Supportive

Supportive

Somewhat not supportive

Not at all supportive

Neutral

24.55%

57.27%

0.91%

1.82%

15.45%
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4.4.6 How supportive do you think the chiefs are towards persons with albinism who interact with 
the justice system?

In terms of chiefs, when the same question was put to justice sector workers, 38.89% said chiefs were “supportive”, 23.15% 

noted that they were “very supportive”. However, a significant 35.19% of respondents took a neutral view of the supportive or 

otherwise nature of chiefs which is two times higher than the percentage of respondents for the same question in relation 

to the police.

Table 33: How supportive do you think the chiefs are towards persons with albinism who interact with the 
justice system?

Responses Percentage of Respondents

Neutral 35.19%

Not at all supportive 1.85%

Somewhat not supportive 0.93%

Supportive 38.89%

Very Supportive 23.15%

Grand Total 100.00%

4.4.7 How supportive do you think the formal court officials are (Judges, lawyers, magistrates) 
towards persons with albinism who interact with the justice system?

As with the police and chiefs, the perceptions of the justice sector workers were gauged in relation to the extent to which 

personnel of the judiciary were supportive or otherwise towards PWA. 43.93% said they were “supportive”, 19.63% “very 

supportive” and 34.58% could not say how supportive they were. On the whole levels of support for PWA across all the three 

justice sector institutions surveyed were relatively similar.

In relation to 
the extent to 
which personnel 
of the judiciary 
were supportive 
or otherwise 
towards PWA 
43.93% said 
they were 
“supportive”, 
19.63% “very 
supportive” and 
34.58% could 
not say how 
supportive they 
were
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Table 34: How supportive do you think the formal court officials are (Judges, lawyers, magistrates) 
towards persons with albinism who interact with the justice system?

Responses Percentage of Responses

Neutral 34.58%

Not at all supportive 1.87%

Supportive 43.93%

Very Supportive 19.63%

Grand Total 100.00%

4.4.8 The general attitude of the other parties in a case towards persons with albinism

As in the case of the interaction of PWA and other service users in education and health, the research sought to understand 

how other service users in the justice system relate to them – in this case, either as complainants or defendants. Significantly, 

the percentage of respondents who noted that the general attitude of other service users was “a little indifferent towards 

them” was 59.77%, which is higher than any other category of service users across the research. Inversely, the respondents 

who said other service users within the justice system related to PWA as “normal, treat them just like any other human 

being”, was the lowest across all categories of services at 25.29%. A possible explanation for this trend could be the result 

of the impact of disputes or conflicts on the social relations of parties, and in the case when one of them is a PWA, the 

preconceived ideas persons without albinism hold against PWA, can be hardly suppressed or concealed.

Figure 29: The general attitude of the other parties in a case towards persons with albinism
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4.4.9 Generally can you confidently say that persons with albinism have a fair chance of getting 
justice?

Finally, the justice sector workers were asked if they can confidently say PWA had a fair chance of getting justice. 41.23% 

of them said it was “extremely ideal” that they can get justice, while 49.12% said it was “ideal” that they could get justice.

Table 35: Generally, can you confidently say that persons with albinism have a fair chance of getting 
justice?

Respondents Percentage of Respondents

Extremely Ideal 41.23%

Ideal 49.12%

Neutral 5.26%

Not at all ideal 0.88%

Somewhat ideal 3.51%

Grand Total 100.00%
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PROTECTION:
A cumulative 
91.22% said 
government should 
enact legislation to 
protect the rights of 
PWA. 
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5. Conclusion and 
Recommendation

This work is the first comprehensive study carried out in Sierra Leone on PWA, examining their 

health, economic and socio-political prospects and challenges, as well as the response, or 

otherwise of state and non-state agencies with a mandate to protect their rights, and those of 

other minorities and vulnerable communities in the country. While it has not been the  remit of 

this study to determine the numbers of PWA in the country, the report notes in particular the 

sensitivities surrounding the 2015 census result which puts their number at 501 or 0.5% of the 

population. Given that the number of persons affected by long standing forms of subtle and 

overt forms of discrimination and exclusion, often affect the extent to which they can attract the 

attention of policy makers, and those who can take action to address their challenges, it would be 

necessary to establish the actual number of PWA, as well as where they are, so as to aid planning 

processes to address their challenges.
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Although it would be a gross exaggeration to equate the challenges of PWA in Sierra Leone with those of their counterparts in 

Eastern and Southern Africa, generally this study finds a disturbing state of affairs as far as the welfare of PWA are concerned, 

as they continue to face a myriad of challenges ranging from those that have to do with their healthcare; problems of 

community integration, which have made them susceptible to persistent bullying, harassment and provocation in their 

communities; ill equipped educational institutions not customised to accommodate their educational needs; to actual 

fears for the lives. Their challenges might be made worst if something is not urgently done to bring their issues to the 

public’s consciousness. They find it hard to live fulfilling lives because they are seen as the different in their communities 

– in some instances, family members, who are mostly likely to protect them can be resentful because of the shame and 

stigma attached to albinism. In school, they are often bullied and shamed by their peers, affecting their completion rates, 

which invariably contributes to high dropout rates among them. In a country with a very high unemployment rate, and 

where even persons without albinism struggle to secure jobs, PWA find it even harder, as employers find it difficult to select 

and justify their employment regardless of their qualifications and competencies.

At the heart of the causes of these challenges are misconceptions among the public in relation to albinism, informed by 

myths and half-truths that are not based on any evidence, such as the association of albinism to witchcraft. Changing 

mind-sets would require a well-developed strategy, including public education, implemented over a reasonable period 

across the country. Also, the absence of an effective network work of PWA has largely contributed to their challenges. 

In fact, the existing void has been abused by unscrupulous persons, who have constantly seen them as a group though 

deserving of support, could also become exploitable. Identifying these mushrooming and exploitative organizations, 

abusing the challenges of PWA to attract funding that never benefits them, should constitute part of the strategy of 

bringing their challenges to the public’s attention.

Further, the evidence generated by this research reveals systematic failings, and in some cases, near abdication of 

responsibility among state and non-state actors whose mandates incorporate the protection of PWA. Whereas they all 

pointed out that PWA continue to suffer in silence, they also accepted that they have failed, in that they have not done 

much to  address their problems. They have all systematically failed to perform their responsibilities, resorting instead to 

blaming PWA for their challenges, due to their lack of an umbrella organisation.

This work 
is the first 
comprehensive 
study carried 
out in Sierra 
Leone on PWA, 
examining 
their health, 
economic and 
socio-political 
prospects and 
challenges, 
as well as the 
response, or 
otherwise of 
state and non-
state agencies 
with a mandate 
to protect their 
rights
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In addition, the public perception and service provider data reveal interesting findings, giving us aggregated views of how 

the two broad categories regard the issues affecting PWA. While in some cases the image painted is mixed and less clear, 

in others it is very clear. An interesting trend that is worth noting is that survey respondents were to some extent reflected 

as tolerant, accepting and supportive of PWA in many of the questions. However, the data has not painted a positive 

picture when it involved respondents’ reflection on the attitudes of others (e.g. colleagues or communities) towards PWA 

generally. This therefore raises questions in relation to how seriously one can read into such responses, especially when 

such a trend suggests that the Hawthorne Effect might have influenced their responses. Other than that, the authors have 

no reason to doubt respondents’ sincerity in answering the questions.

Finally, although the challenges of PWA in Sierra Leone are not as pronounced as those of their counterparts elsewhere 

in Africa, it is absolutely important for strategic steps to be taken to prevent and ameliorate them. The high levels of 

ignorance surrounding albinism, the influence of technology, which can easily facilitate the rapid spread of news around 

the world about how PWA are treated elsewhere, and the ritual-based nature of traditional Nollywood movies, which have 

had an influence in Sierra Leone, make it imperative for the country to put the issues affecting them in the public domain. 

As one of them noted during FGD, “if it’s happening in Guinea, it’s probably happening here, just that sometimes people 

might be afraid to report such cases, preferring to mourn in silence”.

Recommendations
Based on the findings of the research, the report makes the following recommendations intended to help LEWAF, OSIWA 

and other stakeholders develop a strategy needed to address the challenges confronting PWA in Sierra Leone.

1. PWA Champion: LEWAF, OSIWA and stakeholders should work towards the identification of a PWA 

“Champion”, capable of raising their challenges and influencing policy makers in their favour. This can be done 

either through a senior Government of Sierra Leone official, a PWA who has achieved relative success in 

society, in or out of Sierra Leone, or a person without albinism that is passionate in championing the causes of 

minorities and the vulnerable groups;24

24 For example Weah Bangurah, a Sierra Leonean/Australia based Model.

PWA Champion
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2. A functioning and decentralized network of PWA: efforts should be made to identify all organizations 

claiming to be representing the rights and interests of PWA, followed by the establishment of a unified, but 

decentralized (regional and district) structure in which PWA should play the leading role, with support from 

stakeholders;

3. Human rights hearing: the Human Rights Commission should be encouraged to institute special hearing 

to provide an opportunity for the human rights violations of PWA to be narrated and documented, without the 

fear of reprisals. This will allow for the collection of detailed accounts and narratives of the everyday challenges 

of PWA in the country, in order to inform strategies intended to address their challenges;

4. Public education campaign: LEWAF and stakeholders should develop a well- designed public education 

programme to raise awareness over the challenges of PWA on the one hand, and changing mind-sets and 

perceptions of communities and the wider public on the other. This can be done through innovative multi-

media channels of information dissemination, including radio, television, and social media;

5. Law protecting the rights of PWA: working with the relevant stakeholders, LEWAF/OSIWA should champion 

the enactment of a specific law protecting the rights and lives of PWA, as the Government of Tanzania has 

done to protect its PWA citizens. This can be done directly through the government’s legislative programme, 

or a private member’s bill.

6. Engagement with the NCPD: LEWAF/OSIWA should engage the NCPD to identify ways through which 

the issues affecting PWA could be mainstreamed in their programmes, beyond the annual facilitation of the 

“International Albinism Awareness Day”;

7. Subsidised provision of social services: LEWAF/OSIWA should engage key sectoral ministries such as 

MEST and Ministry of Health and Sanitation, to make a case for free or subsidised provision of healthcare 

and education services for PWA. Relatedly, PWA should be recognised as having special needs of education 

support, which would require school authorities to provide extra support beyond what is currently available;

8. Further research: additional and detailed issues/sector specific studies should be conducted in relation to 

the everyday challenges of PWA in order to enhance  society’s understanding of their conduction, and how 

best to address their associated challenges.

Human rights 
hearing

Public education 
campaign
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provision of 
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Appendix - 1
Research Methodology

5.1 Introduction

Given the nature of the research which required a holistic analysis of the challenges of PWA, 

including the causes of their socio-economic challenges, a mixed research methodological 

approach was deemed to have the advantages of meeting the objectives set out in the call for 

research proposals. The first approach involved the conduct of a desk research, which included the 

review of key documents including academic and grey literature - articles, reports and strategic 

papers on albinism rights issues in Africa, with particular focus on the challenges, advocacy 

strategies and success stories. The review itself has been included in the report as an appendix. 

The second approach involved the collection of primary data through the use of a field survey/

public perception survey on the treatment of persons with albinism  in Sierra Leone. The primary 

data collection was largely participatory, using a mixed-method approach. For the quantitative 

data collection, the team used structured electronics and paper- based questionnaire to interview 

selected sample of respondents, whereas for the qualitative data collection the team used semi-

structured key informant interviews and FGD guides to collect data, in order to complement the 

quantitative data approach.

In relation to FGDs and key informant interviews, the research targeted, among others the 

following key stakeholders: relevant authorities in the Ministry of Social Welfare, Gender and 

Children’s Affairs (MSWGCA), Ministry of Health and Sanitation, Ministry of Education, Human 

Rights Commission, Ministry of Education, selected heads of primary, secondary and tertiary 
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educational institutions, primary and secondary healthcare workers, law enforcement agencies and PWA.

5.2 Field Survey/Public Perception Survey

5.2.1 Study Population and Sample Size

The study population for this research was primarily the Sierra Leonean population aged 18 and above who were mostly in 

position to express informed perceptions of the issues under study (concept, relevance, effect on society, etc). The sampled 

population profile considered a broad cross-section of society including but not limited to sex, age, and socioeconomic 

background. The survey utilized a probability-based sample design of 600 male and female respondents (in equal number) 

over the age of 18 spanning the five regions of Sierra Leone. The approach enabled the survey to capture the heterogeneous 

nature of the Sierra Leonean population and the diverse shades of opinions on the subject under investigation, a strategy 

that maximized the probability for all facets and nuances of the target population, irrespective of ethnic/socioeconomic 

backgrounds, to be represented. In total, 98 persons with albinism took part in the study. The table below shows the actual 

numbers of respondent by districts.

Table 36: Geographical Distribution of respondents

Region Total Number of Respondents Percentage of Respondents

Bo District 126 20.76

Bombali District 129 21.25

Kenema District 140 23.06

Western Rural 112 18.45

Western Urban 100 16.47

Total 607 100
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5.2.2 Development of Research Instruments

The consultants developed three different research instruments for data collection: (i) a structured electronics and paper-

based25 questionnaire for the public perception survey (quantitative data) (ii) key informant interview guide (iii) and focus 

group discussion guide for qualitative data collection. All the research instruments were pre-tested with 12 individuals 

who were selected using convenient sampling. The goal was to evaluate the understanding of the questions as a basis for 

eliminating any ambiguities. The pre-testing exercise ensured the following:

•	 A clear understanding on the use of the tool;

•	 Established the average time to administer one questionnaire;

•	 Provided an opportunity for the appropriate use of language;

•	 Ensured a logical flow of the questions;

•	 Incorporated comments of respondents Feedback from the process informed the finalized tools.

5.2.3 Data Collection

The field data collection was conducted within a period of 15 days. Ten enumerators and two field supervisors administered 

607 electronics and paper-based questionnaires in the four regions of the country, seven (7) more than initially planned. 

This was concurrently done with the key informant interviews and FGDs. As already noted above, respondents for the 

quantitative data were randomly selected from the recent National Electoral Commission Voter Register, while respondents 

from the qualitative data were selected based on convenient sampling from among the stakeholders mentioned earlier.

25  The paper based questionnaire was used mainly as a backup to the electronics questionnaire as a mitigation strategy in the event there were 
technical problems.
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5.2.4 Quality Control Mechanisms

For the purpose of data quality control, the following measures were considered crucial and undertaken:

•	 Recruitment of skilled enumerators and supervisors

•	 Training of enumerators and supervisors

•	 Pilot testing of the survey questionnaire

•	 Signing of codes of conduct by data collection and processing teams

•	 Approval of the draft report by the LEWAF-SL and OSIWA

•	 Approval of research methodology by the LEWAF–SL and OSIWA

•	 Supervision of data collection activity

•	 Overall coordination of the field  work

•	 Use of SPSS software for data analysis

•	 Data cleaning prior to analysis

5.2.5 Data Analysis

Data collection was followed by inputting into a bespoke data base for analysis including information from the desk review. 

Once data from the quantitative survey had been collated and cleaned, the team carried out analysis using the Special 

Package for Social Scientists (SPSS) software. Alongside the analysis of quantitative data, notes from the key informant 

interviews and FGDs were coded for analysis.
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5.3 Demographic Characteristics of Respondents

The demographic spread of research participants was diverse in terms of the socio-economic backgrounds as illustrated 

in this subsection.

5.3.1 Gender Distribution

Of the total number of survey respondents 246 were women, representing 40.53% and men were 361 representing 59.47%, 

indicating that the majority of household captured in the research sample were either headed by men, or were the ones 

most likely to be interview on behalf of their households.

Figure 30: Gender distribution of respondents

59%
MALE

41%
FEMALE
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5.3.2 Age Distribution of Respondents

Although the age distribution of respondents was very diverse, the age range 25 – 34 was the most represented in the 

research sample with 35.09%. The other age ranges had the following representations: 18 – 24 with 13.01%; 35 – 44 having 

31.30%; 45 – 54 making up 14.50%; with age ranges 55 – 60 and 60+ representing 4.45% and 1.65% respectively.

Figure 31: Age distribution of respondents
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5.3.3 Occupational Distribution of Respondents

As with the age distribution of survey respondents, their occupational distribution was even more diverse. Health care 

workers consisted of the largest occupational group with 18.61%; followed by teachers and uniformed personnel representing 

17.79% and 15.32% respectively. Together, the three (3) categories represented 51.72. Students were the fourth largest group 

representing 8.07%, with the others including civil servants, petty traders, NGO workers, farmers and construction workers 

making up 40.21% of respondents. The disproportionate representation of health workers and teachers in the research is 

largely due to the fact that the team wanted to capture much of their views given the centrality of their services in relation 

to the welfare and social progression of PWA.
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Table 37: Occupational distribution of respondents

Occupation % of respondents

Health workers 18.61%

Teachers 17.79%

Uniformed personnel 15.32%

Students 8.07%

Others 40.21%

Grand total 100.00%

5.3.4 Distribution of Respondents by Religion

The religious spread of survey respondents was almost split equally between the country’s two religions, with Christians 

accounting for 49.91% and Muslims representing 50.08%.

5.3.5 Marital Status of Respondents

In terms of the marital status of survey respondents, of the total number 59.97% were married, while 35.58% were single. 

Those divorced and separated represented 2.31% and 2.14% respectively, as illustrated in the pie chart below.

Figure 32: Marital status of respondents
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5.3.6 Ethnic Distribution of Respondents

In terms of the ethnic composition of survey respondents, 40.53% were from the Mende ethnic group; 21.42% were Temne; 

10.53% Limba. Together they made up 72.48. The others, including Krio, Susu, Kono, Sherbro, Loko, and Fullah represented 

27.52%.

Table 38: Ethnic distribution of respondents

Ethnicity % of respondents

Limba 10.53%

Mende 40.53%

Temne 21.42%

Others 27.52%

5.3.7 Educational Qualification of Respondents

As with the ethnic and occupational composition of survey respondents, their educational qualifications were also 

diverse. 26.57% of respondents had university degrees; those who completed Senior Secondary School were 25.91%; and 

respondents who completed  Technical and Vocational education made up 23.27%. Together, the three (3) categories 

constituted 75.75%, with the others, including those who completed primary School, and postgraduates forming 24.25%.

Figure 33: Educational qualifications of respondents
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Appendix - 2
 Literature Review

5.4 Introduction

The challenges of people with Albinism (PWA) in Sierra Leone have gone largely unnoticed by policy makers for a very 

long time. While the challenges facing PWA have not been as serious as those of their counterparts in other parts of Africa, 

who have had to grapple with extreme human right violations including deaths, they nonetheless continue to suffer in 

silence. However, the challenges of their counterparts in other parts of Africa has provided an opportunity for human 

rights organisations working in the country to help bring their predicament to the public’s consciousness, as part of a 

pre-emptive strategy of preventing a further deterioration in the failure of the state and other duty bearers to protect their 

rights. This is in line with a 2013 United Nations report which calls on countries to “adopt specific measures to protect 

and preserve the rights to life, and security of persons with albinism, as well as their right not to be subject to torture and 

ill-treatment, and ensure their access to adequate health care, employment, education and justice”26 This review of the 

literature on Albinism Africa is therefore intended to provide a context within which the baseline study of the challenges 

of PWA in Sierra Leone is conducted.

The term “albinism” is used to refer “to a group of related inherited conditions which are the result of mutated genes 

that cause a deficiency in melanin production”27. Although there are different types of Albinism, the most common 

is Oculocutaneous Albinism (OCA), which “is an autosomal recessive condition resulting in reduced melanin levels in 

the hair, skin and eyes”28. The most prevalent form of Albinism found in sub-Saharan Africa is OCA2, which produces “a 

distinctive phenotype with sandy-coloured hair, blue to hazel eyes and chalk- coloured skin”29. In many ways, the physical 

differences in appearance of PWA from those of the general population are what have fuelled the misconceptions and 

26 United Nations (2013) “Persons with Albinism: Report of the Office of the United Nations High Commissioner for Human Rights”. New York: 
United Nations.

27  Baker, Charlotte, Lund, Patricia , Nyathi, Richard and Taylor, Julie (2010: 169) ‘The myths surrounding people with albinism in South Africa and 
Zimbabwe’, Journal of African Cultural Studies, 22: 2, 169 — 181.

28 P. M. Lund (2005: 168) Oculocutaneous albinism in southern Africa: Population structure, health and genetic care, Annals of Human Biology, 
32:2, 168-173, DOI: 10.1080/03014460500075423.

29 P. M. Lund (2005: 168).96



myths relating to their skin colour, thus causing a myriad of challenges for them, including those 

of social acceptance,30 leading to stigmatization, discrimination and even deaths. As Blankenberg 

has noted:

The issue with [PWA]31 is with their humanness. Their visible difference is translated 
into a lack of ‘humanity’, as normal people, or rather, normal … Without this indication 

of their normality – the [PWA] is seen to be Other, and Other is seen to be not quite 

human.32

The occurrence of albinism in Africa is relatively high, with some estimates suggesting that it is 10 

times that of the world figure33, with prevalence ranging from 1 in 5,000 to 1 in 15, 00034. Generally, 

PWA face many practical problems including being vulnerable to sunburn, long-term skin damage 

and having an increased risk of developing skin cancer.35 In addition to the health challenges 

they face, “an enduring problem encountered by people with albinism is the stigmatization and 

ostracism they face as a result of the web of myths surrounding the condition”.36 Anthropologically, 

in many places of the world, myths function to explain phenomena that are normally out of 

the ordinary, or which cannot be understood in everyday terms; and in Africa where people still 

hold on to questionable cultural practices, their explanation of albinism becomes even more 

problematic.

The impacts of this situation on the human rights of persons with albinism have been deplorable, 

and sometimes even deadly. Reports show that in the past decade, there have  been frequent 

attacks on persons with albinism in different countries in Africa – and these are just the reported 

30 Lund P, Maluleke TG, Gaigher I, Gaigher R ( 2003) Variations in the frequency of albinism among clans in the 
Venda region of South Africa. J Med Genet 40:S39.

31Lund P, Maluleke TG, Gaigher I, Gaigher R ( 2003) Variations in the frequency of albinism among clans in the 
Venda region of South Africa. J Med Genet 40:S39.

32 Ngaire Blankenberg (2000) “That rare and random tribe: Albino identity in South Africa”, Critical Arts, 14:2, 6-48, 
DOI: 10.1080/02560040085310081

33 Baker, Charlotte, Lund, Patricia , Nyathi, Richard and Taylor, Julie (2010: 169).
34 Hong, E., H. Zeeb, and M. Repacholi (2006) Albinism in Africa as a public health issue. BMC Public Health 6: 

210–16; Burke, J (2013) “Media Framing of Violence Against Tanzanians with Albinism in the Great Lakes Region: 
A Matter of Culture, Crime, Poverty and Human Rights”, ARAS Vol.34 No.2.

35 Aquaron, R (1990) ‘Oculocutaneous albinism in Cameroon@. Opthalmic Paediatrics and Genetics 11: 155–263.
36 Baker, Charlotte et al, 2008, p 170. 97



cases. Many instances go unreported due to the secrecy of witchcraft practices or the involvement of the victims’ family, 

among other factors. For example, in “Tanzania alone, 151 killings and attacks on people with albinism have been recorded 

by the NGO ‘Under the Same Sun’ since 2006”37. When they are not killed, they are targeted for their body parts used for rituals 

with the belief that they bring wealth. According to the British Broadcasting Corporation, “a family of a young girl with 

albinism had to flee their home twice, in 2011 and 2012, when unidentified men attacked them, saying that they were sent 

by the father of the home, a fisherman, to get the girls’ hair”.38

Much of this review on the challenges of PWA therefore focuses on the aspects that affect their daily lives including health, 

education, employment, marriage and social integration, as well as shedding light on some of the strategies countries are 

adopting to ameliorate their challenges to ensure that they live as other citizens in the wider population.

37 Baker, C (n.d.) ‘Albinism in Africa’, Lancashire: University or Lancashire. Available at https://www.lancaster.ac.uk/news/blogs/charlotte-baker/
albinism-in-africa/.

38 British Broadcasting Corporation (2014) “Tanzania›s albino community: ‹Killed like animals›’. Available at http://www.bbc.co.uk/news/world-
africa-30394260.
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Health

The immediate challenge which PWA face is that of dealing with dysfunctions in their health, 

with visual impairment and the ultraviolent rays of the sun which can damage their sensitive 

skin, posing the most obvious health problems39. This is because Melanin - the protective pigment 

which serves as the skin’s defense from the harmful rays of the sun, is absent in the bodies of PWA. 

This fact therefore exposes them to varying degrees of skin injuries  including cancer. The tropical 

climate of most of sub-Saharan Africa makes their challenges worst40; and it has been estimated 

that the risk of PWAs developing lacerations on their bodies, is 1 to 1000, compare to person 

in the general population without albinism41. Although with the relevant health education, eye 

care and the provision of skin protection creams, albinism can be effectively managed42, care 

can be “prohibitively expensive”43, thus most health interventions have been focused mainly on 

avoidance of the ultraviolent rays of the sun at a very early age44.

Education

The educational pursuit of PWA is not as straightforward as those without albinism and the 

general population. In many ways “the segregation of people with albinism begins early in their 

lives, as they are not always allowed to attend  school”45. Children with Albinism (CWA) are often 

disadvantaged and are vulnerable to many forms of cruelty and discrimination. As they experience 

the educational system, practices of their peers subjecting them to name-calling and bullying, 

result in high chances of them dropping out of school and missing out on other educational 

39 P. M. Lund (2005) Oculocutaneous albinism in southern Africa: Population structure, health and genetic care, 
Annals of Human Biology, 32:2, 168-173, DOI:10.1080/03014460500075423.

40 Kromberg JGR, Castle D, Zwane EM, Jenkins T. 1989. “Albinism and skin cancer in Southern Africa”. Clin Genet 
36:43–52.

41 Iverson U., Iverson O.H. (1973) ‘Tumours of the skin’ in Tumours in a Tropical Country. A survey of Uganda, 1964-68. 
Templeton AC Edition, New York: Springer Verlag 180-199.

42 Baker, Charlotte, Lund, Patricia , Nyathi, Richard and Taylor, Julie (2010: 170)
43 P. M. Lund (2005: 169)
44 P. M. Lund (2005).
45 Baker, Charlotte, Lund, Patricia , Nyathi, Richard and Taylor, Julie (2010: 174) 
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opportunities, which invariably leaves them in misery, economic and social isolation46. In addition, the unfounded myths 

and prevailing cultural perceptions surrounding PWA, often force parents not to send their children to school, fearing unsafe 

and hostile learning environments. For instance, it has been reported in Zimbabwe that, “Parents leave their children with 

albinism at home alone, trying to hide them”,47 instead of sending them to school. Where they are determined to send 

them to school, they are often confronted with impediments relating to distance, as many of the special needs schools 

are located in urban centres, as rural areas remain underserved48. In addition, challenges relating to their eyesight affect 

their education as demonstrated in one study in Tanzania, where researchers found out that the educational performance 

of majority of 99.95% PWA was affected by poor eyesight49.

Despite these difficulties, in some countries in Southern Africa, attempts have been made to ensure that the minimum 

conducive environment is provided for them to be educated. For example, in South Africa, a Special Needs School has 

provided educational services for PWA since 1950, not just for those in the country, but also for their counterparts in the 

neighboring countries, with the aim of “guiding them to an independent and responsible adulthood, and empowering 

them to enter mainstream secondary education with confidence”50

Employment

The challenges of PWA are ever present, and do not stop at the educational level. In fact for those who are able to go through 

the hassle of schooling, they are suddenly confronted with the harsh realities of a job matter that is not friendly to them. 

Once PWA leave school and want to seek employment, they suddenly realize that not even their educational qualifications 

are enough to help them gain acceptance in the workplace, thanks to employers whose employment policies are as 

uninformed of their challenges, as those of the rest of society. This is because “physical appearance and visual impairment 

influence the ways in which employers regard people with albinism”, despite the fact that people with albinism  are  as  

capable  when they are qualified, as those without it. The challenge they face is that most employers would stress their 

46 Olagunju, O.S. (2012) “Towards a Biblical Response to Myth and Discrimination against the Human Right of Albinos in Yorubaland”, Journal of 
Studies in Social Sciences 1(1).

47 Quoted in Baker, Charlotte et al, 2008, p 175..
48 Bines, H. and P. Lei (2011) ‹Disability and Education: The Longest Road to Inclusion›, International Journal of Educational Development 31(5): 

419-424.
49 Kiprono SK, Joseph LN, Naafs B, Chaula BM (2012) Quality of Life and People with Albinism in Tanzania: More than Only A Loss of Pigment. 

Available at: https://www.omicsonline.org/scientific-reports/srep283.php, accessed 14 May 2018.
50 Baker, Charlotte, Lund, Patricia , Nyathi, Richard and Taylor, Julie (2010: 175).
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limitations over and above their capabilities, leaving them severely disadvantaged.

Sub-Saharan African countries are generally faced with a high rate of unemployment, and where those without disabilities 

and stigma attached them struggle to find and retain gainful employment, the employment prospects of PWA becomes 

even more daunting. For example in Tanzania, the study previously referenced, found that, 85.9% of research participants 

who were eligible for employment were unemployed, while 46.6% of the unemployed respondents “reported discrimination 

for employment because of their skin”51. Outside the formal sector, in rural areas the attempt by PWA to be self-employed 

is also affected by the fact that work on farms is often done in the open and under the sun, which has the disadvantage of 

exposing them to the ultraviolent rays of the sun, leading to lesions and even skin cancer52.

Marriage

Marriage, love and child bearing are among the biggest challenges facing PWA, given the emotions attached to them. 

Marriage in particular is said to be the greatest test of the tolerance of communities in that, while people may extend 

acceptance to them on the basis of friendship and colleagues, many cannot do so in relation to marriage53. In their study of 

the challenges of PWA in Tanzania, Kiprono et al discovered that of their sample of research participants who were eligible 

for marriage, 52.2% were single, 28.3% were married, while 13.0% were either divorced or separated54. Further, 51.3% of the 

married respondents had experienced difficulties with their partners directly because of their skin, and 50% of divorced 

or separated respondents indicated that their skin was the key reason for their status55. The challenges of PWA seeking 

marriage is complicated by the multiple layers of approval and acceptance they have to navigate, as “they must not just 

be accepted by their partners, but also by their partner’s family”56. This is because even for Africans unaffected by Albinism, 

finding partners is difficult, given the many complex family attachments they have to deal with. This therefore leaves PWA 

little room for them to find partners as they are normally forced to remain single given that people generally do not want 

to marry them57.

51 Kiprono SK, Joseph LN, Naafs B, Chaula BM (2012).
52 Kiprono SK, Joseph LN, Naafs B, Chaula BM (2012).
53 Baker, Charlotte, Lund, Patricia , Nyathi, Richard and Taylor, Julie (2010:176); Ngaire Blankenberg (2000).
54 Kiprono SK, Joseph LN, Naafs B, Chaula BM (2012). 
55 Kiprono SK, Joseph LN, Naafs B, Chaula BM (2012).
56 Baker, Charlotte, Lund, Patricia , Nyathi, Richard and Taylor, Julie (2010).
57 Blankenberg N. (2000).
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Addressing the challenges of PWA

A number of countries, especially those that have had to deal with some of the worst forms of human rights violations 

perpetuated against PWA, have been making efforts to help ameliorate their challenges with varying degrees of success. 

Some of the actions have been symbolic, while others substantial. For instance in Tanzania, in a bid to demonstrate that 

PWA are equally competent and capable as other citizens, former President Jakaya Kikwete appointed a PWA as member 

of parliament to “express solidarity with the [PWA] community”58. He also signed the Persons with Disabilities Act (PDA) 

under which PWAs have been classified as persons with disabilities, thus making them entitled to the benefits  that the 

law ensures for other persons with disabilities59. Given the dire situation in which PWAs find themselves in the country, the 

government has had to employ very serious security measures to protect them, including police officers gathering “lists of 

PWAs to keep tabs on them and have begun escorting PWAs who are children to school”.60

In addition to the enactment of laws and security measures employed by states, soft approaches including targeted 

education can be key to dispelling myths and misconceptions relating to PWA as well as creating an environment where 

they can realise their full potential. It has been established that, “the education of people with albinism, their families 

and health- workers who come into contact with them is essential if the web of misconceptions surrounding albinism 

is to be overcome and proper healthcare provided for them”61. Further, a more flexible approach to the appearance of 

children with Albinism in schools, for instance, can help them adjust to what can be difficult learning environments. In 

particular, very cost effective and context specific interventions such as “allowing children with albinism to wear their 

hats inside, sit in the middle at the front of the class, have their own book even if others are sharing”, can contribute to 

increasing the chances of them finishing school. In addition, solidarity groups including NGOs and local associations 

which can provide a basis for support and advocacy can be helpful as we have seen in southern and eastern Africa. An 

example is the organization – Under the Same Sun (UTSS) which works to “change attitudes and behaviors towards 

people with albinism”62 focusing first on Tanzania, with an aim to spreading its support to PWA in other countries on the 

continent.

58  Engstrand-Neacsu, A and Wynter, A (2009:8) “Through albino eyes The plight of albino people in Africa’s Great Lakes region and a Red Cross: 
Advocacy Report”. Geneva: International Federation of Red Cross and Red Crescent Societies
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Emory International Law Review, Vol. Is. 1 pp.115 -144.

60  Larson, S (2011) Magic, Mutilation, and Murder: A Case for Granting Asylum to Tanzanian Nationals with Albinism, 2 Pace International Review. 
Online Companion 1, 2.
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Inclusive Education and Human Rights, pp. 183 – 185.
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Although the challenges of persons with albinism in Sierra Leone has not been brought to the public’s conscience as 

those in southern and eastern Africa, especially Tanzania, the country has a significant number of persons with albinism 

relative to the total population. The 2015 Population and Housing Census (PHC) put the country’s population at 7, 092,113, 

of which 501, representing 0.5 percent are persons with albinism. It is fair to note that societies where the rights of a 

specific group of people with a common identity are consistently violated face not just moral/ethical problems, but also 

stand accused of being complicit in their suffering. Even if the challenge is not as pronounced as in other African countries, 

persons with albinism in Sierra Leone face similar challenges in the realization of their rights and dealing with the myths 

and perceptions about albinism. For instance during the inaugural meeting of the Sierra Leone Albino Association (SLAA), 

which was attended by over 300 people, a 25- year-old PWA IT specialist noted that ‘the government and NGOs should 

come in to help us build up a sensitisation programme to educate people that we are not a bad bunch’. He  further 

explained that ‘although our challenges are not as bad as in Tanzania … we still think some attention should be paid to us’.

Currently there is little or no evidence-based research or reports documenting the challenges of PWA in the country. 

Hence, there is little appreciation of the public on them, as well as limited activism on the part of civil society and even 

among people with albinism to advocate for the promotion and protection of their rights. They have no voice compared 

to other marginalized groups such as persons with physical disabilities and women. They have been largely excluded from 

progressive efforts undertaken by government, civil society and donors

– and their issues are not mainstreamed within the working of government and development partners. Issues affecting 

persons with albinism have generally gone unnoticed, and it has resulted to deep engraved stigma, exclusion and 

discrimination against them. Even though there is general empathy toward them, such empathy has not translated 

into understanding the uniqueness of their challenges toward action and the guarantee of their rights, wellbeing and 

aspirations.

They must not 
just be accepted 
by their partners, 
but also by their 
partner’s family

103



104



105





48B Sanda Street-Lower Mayenkineh,
Bottle-field, Calaba Town-Freetown, Sierra Leone. 

Freetown, Western Region, Sierra Leone 
Tel: +232 (0) 76 971 418, (0) 30 196 011 

 
Email: lewafsl.org@gmail.com




