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ABSTRACT

There has been a marked lack of international attention toward lived experienc-
es of albinism in Sierra Leone, which is one of the poorest countries in the world.
Albinism is a relatively rare recessive genetic condition that has profound impli-
cations in a context in which access to healthcare and practical support is lim-
ited. We draw on the findings of fieldwork interviews undertaken as part of our
recent study ‘“Demystifying Albinism in Sierra Leone” to highlight the challenges
faced by people with albinism, including lack of access to education, healthcare,
and stigmatization because of the beliefs and misconceptions associated with
the condition. To counter the negativity so often associated with albinism and
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reported in scholarship and in the media, our project drew on these narratives
and photographic images of albinism to develop effective advocacy materials in
partnership with the Sierra Leone Association for People with Albinism. The
project also included a series of public engagement events to enhance under-
standing, reduce misconceptions and stigmatization, and improve access to
available healthcare provision. Here, we discuss the importance of the positive
visibility of albinism and the work of stakeholders, including albinism associations
and NGOs, in addressing the practical challenges faced by people with albinism
in Sierra Leone, underlining the need for a concerted effort at all levels of society
to ensure that people with albinism can fulfill their potential and live in security.

KEYWORDS

Albinism,Sierra Leone, Beliefs, Harmful Practices, Advocacy, Engaged Research

Nobody can side-line you if you start by accepting and appreciating your state of being (ldris).

The powerful words of Idris were captured during the fieldwork interviews for the
“Demystifying Albinism in Sierra Leone” project in 2022.! They speak to one of the
objectives of our project, which is to highlight the achievements and the potential of
people with albinism in Sierra Leone to counter the stigmatization that many face in
their daily lives. Prevalence data for sub-Saharan Africa suggests that there are an
estimated 2,000 people with albinism in Sierra Leone, although no concrete data is
available.?2 There has been little critical attention to albinism in Sierra Leone, and
national or international responses and interventions in the country have been ex-
tremely limited. Our project fieldwork, therefore, focused on better understanding
the lived experiences of people with albinism in a context in which albinism is not
well understood and where access to healthcare and practical support is limited. We
draw on the findings of our fieldwork interviews here to highlight the practical chal-
lenges faced by people with albinism, including the impact of stigmatization, but we
also celebrate the achievements of people with albinism and the important work of
albinism associations who are addressing the practical challenges faced by people
with albinism across the country. Our project used photography and a series of pub-
lic engagement activities to develop effective advocacy materials and a platform for
better communication about albinism to enhance understandings and help reduce
misconceptions, othering, and stigmatization.

1. The “Demystifying Albinism in Sierra Leone” project was funded by an award from the UK ESRC Impact
Acceleration Account. Ethical Approval was secured by the PI from Lancaster University Ethics Committee.
2. Kromberg, Flynn, and Kerr (2023) remark that “Only a small proportion of countries worldwide (26,193
[18 percent]) have produced prevalence figures for OCA (oculocutaneous albinism). The mean prevalence
from four African countries was 1 in 4264”.
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Albinism in Sierra Leone

Sierra Leone is a small country on the Atlantic coast of West Africa, neighboured by
Liberia and Guinea. Sierra Leone has a population of 8.8 million people. It has been
independent of British rule since April 1961, but the legacies of colonialism, conflict
(including a civil war from 1991 to 2002), an outbreak of Ebola (2014-2016), the
COVID-19 pandemic (2019-2020), and natural and manmade disasters, have had a
negative impact on the country’s infrastructure and its economic and social stability.
Today, Sierra Leone remains one of the poorest countries in the world, ranking 181
out of 195 on the Human Development Index, which puts the country in the low
human development category. According to the United Nations Development
Programme, approximately 60 percent of people in Sierra Leone live in poverty, and
for the majority of Sierra Leoneans, life expectancy is 55.18 years (UNDP, 2023).
However, for people with the genetic condition albinism, life expectancy is much
lower, at just 30—40 years (UN, 2015).

Oculocutaneous albinism is a relatively rare recessive genetic condition which is
characterized by a lack of the pigment melanin in the hair, skin, and eyes. This ab-
sence of pigmentation results in visual impairment and the vulnerability of skin to
sun damage and skin cancer, but it can also lead to stigmatization and social margin-
alization because of the visible difference of people with albinism, particularly in
sub-Saharan African contexts. There has been some debate as to whether people
with albinism are disabled. The Kenyan politician and disability advocate Isaac
Mwaura asserts that people with albinism are “black people with a white skin, who
are disabled, but not disabled enough” (2019). Indeed, defining albinism as a disa-
bility is not a straightforward matter. In medical terms, while the skin of people with
albinism is vulnerable to sun damage, which can lead to life-threatening skin can-
cers, measures can be taken to reduce this risk, such as limiting exposure to the sun,
applying suncream and wearing a wide-brimmed hat and long-sleeved clothing.
Equally, although people with albinism are visually impaired, their vision can be
improved with vision devices and alterations to lighting and seating position.
However, a lack of access to accurate information on albinism and limited access to
sun creams and vision devices disables people with albinism, as do the beliefs at-
tached to albinism.

The social model of disability, which identifies disadvantage that stems from a
lack of accommodation of a body in its social environment, invites a sharper focus
on the ways in which people with albinism are disabled. Proposing an alternative
model, Devlieger et al. (1999) argue that a cultural model of disability regards nei-
ther disability nor impairment as clear-cut categories of classification that automat-
ically, in the form of a causal link, result in social discrimination. Critics of the
cultural model suggest that it should be balanced with other perspectives to provide
a more comprehensive approach that incorporates medical, social and cultural di-
mensions. However, in its contention that disability and ability relate to prevailing
ideas and practices that produce normality and deviance, the cultural model of
disability is particularly useful in unveiling the impact of the beliefs attached to
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albinism as one of the greatest impediments to a person with this condition taking
full part in society (Baker and Lipenga, 2024). Beliefs about albinism range from
misconceptions and stereotypes to traditional beliefs and contemporary myths.
They often sit alongside varying levels of understanding and acceptance of bio-
medical explanations for albinism. With a broader focus on disability, the work of
Kumari Campbell has paved the way for unearthing and confronting the beliefs
and practices that produce the “corporeal standard” and frame disability or differ-
ence as inherently negative and problematic, while non-disabled selves and bodies
are considered normal and desirable. These beliefs, she argues, are articulated and
perpetuated to keep disabled people in their place. The beliefs attached to albi-
nism include assumptions that albinism is contagious, fears that albinism is a curse,
and beliefs that people with albinism have magical powers or do not die (Imafidon,
2018; Baker et al., 2010).

While Sierra Leone has signed the declaration of the Convention on the Rights
of People Living with Disabilities (UN, 2006), which identifies healthcare and reha-
bilitation as human rights for people with disabilities, people with albinism remain
at higher risk of living in poverty and have poor access to a fragile healthcare system
(WHO, 2011). Disabled people also have less access to education and employment.
Against this broader picture, Conteh and Braima remark in their 2018 study that:

The challenges of people with albinism in Sierra Leone have gone unnoticed for a very long time due
to a number of complementing factors including the absence of a functional and effective network
or association of people with albinism, and the failure of state and non-state actors whose mandate
incorporates the protection of minorities and vulnerable groups, to effectively highlight their chal-

lenges and raise public awareness. (page |8)

To better understand the lived experiences of people with albinism, we under-
took qualitative fieldwork interviews with people with albinism in three locations in
Sierra Leone over a period of four months in 2022. The aim of our interviews was to
create a set of more nuanced narratives of albinism which would inform research
and advocacy. Extracts from the interviews and the project photography under-
pinned an awareness campaign to promote better understanding of albinism, re-
duce stigma, and enable individuals to take basic measures to improve their health
outcomes. Interview participants were invited to share their experiences of the re-
alities of living with albinism in Sierra Leone, with a focus not only on the challenges
they face, but also on their achievements and successes.

Methodology

Our study was co-designed with the Sierra Leone Association for People with
Albinism (SLAPWA) and aimed to foreground the voices of people with albinism
throughout, including in its outputs. As such, it provides a model for research pro-
jects that not only record and interrogate the challenges facing people with albi-
nism, as has so often been the focus of academic work in this area, but also work to
demystify albinism through positive visibility in partnership with local albinism
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associations and NGOs. The project methodology aligns with the disability rights
movement’s “Nothing About Us, Without Us”, drawing on inclusive research meth-
ods. Our approach is informed by Ernest L. Boyer’s call for engaged research that
“connect[s] the rich resources of the university to our most pressing social, civic, and
ethical problems” (Boyer, 1996, 19-20) and informed by the work of Paulo Freire
(2010/1970), particularly his understanding of critical consciousness (conscientiza-
cao) as a method of tapping into and engaging local knowledge systems toward
emancipatory practices.

Our project was designed and carried out by an international project team, who
have substantial experience in disability research and advocacy. Abs Dumbuya, a
postdoctoral researcher with lived experience of disability, undertook the fieldwork
interviews for the project, transcribed and translated them. He is an experienced
disability advocate and is the Director and Founder of the Dorothy Springer Trust,
which works to advance the rights of people with disabilities in Sierra Leone.
Mohamed Osman Kamara is the Director of the SLAPWA. SLAPWA co-designed the
project, coordinated the photography, and hosted the project advocacy events. The
organization acted as gatekeeper to the research participants, supporting their re-
cruitment in line with our inclusion criteria. Sarah Snow is Director of the NGO
Medical Assistance Sierra Leone, which works to raise awareness of the key health
and development issues facing communities in Sierra Leone and has a long-standing
partnership with SLAPWA. Medical Assistance Sierra Leone supported the project
planning and organization, including the development of advocacy materials and
events. As the project Research Assistant, Kevin Amoke undertook the initial litera-
ture review and contributed to the conceptualization of data. The Principal
Investigator and lead researcher Charlotte Baker is a Professor at Lancaster
University who has researched albinism for over 20 years. She has extensive experi-
ence in co-designing and leading collaborative research projects, and working with
international partners in research, advocacy and policy.

From September to December 2023, Abs Dumbuya interviewed 15 participants
using purposive sampling using a question guide agreed by the whole research team.
All participants in our study were adults with albinism, aged between 18 and 61 years.
The interviews were undertaken in Sierra Leone: Freetown in the Western Region,
Bo in the Southern Region, and Makeni in the Northern Region. Interviews used an
approved semi-structured protocol, were undertaken in English, audio recorded,
and transcribed. A local photographer worked closely with the project participants
and research team to capture positive images to accompany the interviews. These
co-produced images were designed to present a more positive image of albinism, to
counter misconceptions and stereotypes that obscure the many contributions made
by people with albinism to their family, community and nation. Our sample size was
necessarily small, because of the difficulty of reaching and engaging people with al-
binism in research. This challenge was compounded by the relatively short period
in which the fieldwork had to be carried out, due to funding constraints. However,
the sample size is reasonable in relation to the size of the population of people with
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albinism in Sierra Leone. Our selection of the three locations of Freetown, Bo and
Makeni aimed to provide some regional representation in the data. However, a larg-
er study would have the potential to draw on the experiences of those in more rural
areas, including the far north, east and south of the country.

Ethical approval for the project was provided by the Lancaster University Faculty
of Arts and Social Sciences Ethics Committee. All research activities were conducted
in accordance with this approval. Participants were informed about the study’s pur-
pose and their rights, and all gave written consent to participate. Participants were
informed that while their contributions would be attributed pseudonyms, the re-
search team could not provide full anonymity due to the use of photographic
images. The majority of participants were aged between 19 and 30 years; eight were
women, and seven were men; eight participants were single, six were married, and
one was widowed; seven participants had children, and eight did not. Of those with
children, four participants had at least one child with albinism.

While it was not possible to engage the project participants in data analysis due
to the tight timeframe for the project, the interviewer Abs Dumbuya and the Director
of SLAPWA Mohamed Osman Kamara contributed to the interpretation and analy-
sis of the qualitative data gathered, allowing for a more inclusive and contextually
relevant understanding of our research findings.

Albinism and healthcare in Sierra Leone

There is very little practical support for the healthcare needs of people with albinism
in Sierra Leone, where access to healthcare is limited. Free health care was intro-
duced in 2010 for children under 5 and pregnant women, as well as for Ebola survi-
vors following the devastating effects of the 2014 outbreak (Robinson, 2019).
However, the remainder of the population pays for their expenses, and many pa-
tients use traditional medicine as a first line, often presenting late to the government
health service, while the more affluent use private healthcare, either in Sierra Leone
or overseas. The healthcare system primarily deals with communicable diseases such
as malaria, and in outpatients the predominant conditions are tuberculosis, HIV,
hepatitis, hypertension, and diabetes (Robinson, 2019). There are very few trained
medical professionals and fewer specialists in Sierra Leone, with only 1.4 doctors,
nurses and midwives for every 10,000 people, and many doctors prefer to live and
work in urban centers, resulting in health inequality across the country (Ministry of
Health and Sanitation, 2016).

As Conteh remarks, the cancer threat among those living with albinism in Sierra
Leone is compounded by poverty and a lack of medical specialists in dermatology
(2018). Access to appropriate care is costly, despite existing legislation, including
the Disability Act 2011, and interventions from organizations, family, or the com-
munity often come too late to help those with skin cancer. Several of the participants
we interviewed commented that they had only recently become aware of the impor-
tance of protecting their skin from the sun because of the advocacy of SLAPWA, but
they also highlighted the challenges of doing so. One participant, Wara, remarked
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that she was born in the provinces and there was no awareness on how to protect her
skin from the sun: “Our parents couldn’t take care of our skin, because they didn’t
know how to do so, neither did they have the required items for us to use as protec-
tion from the sun”.

Even in more urban areas, access to basic means of protection, such as sun
cream, hats and suitable clothing, and access to health care is limited due to the fi-
nancial burden on individuals and families. Therefore, as another participant re-
marked, simple measures such as avoiding the midday sun are important:

I am so concerned and keen on protecting my skin from the sun. Therefore, if | have the resources,
P'll try to stay as much as | can away from the sun. Even as it is, | send my husband to buy most of
the things | need from the market. | hardly go in the sun because if | do, it hurts my skin so much.
Sometimes, it burns like pepper (Mariama).

People with albinism also have poor visual acuity due to the lack of pigmentation
in their eyes, and our participants commented on the discomfort they experience
and the measures they take. As Daniela remarks, “When I am in the sun, the rays
from the sun always affect my eyesight [...] It affects the way I move, see things, work
and so on. I would have to first cover myself or bend my head to evade the sun”.
Mariama also commented on the discomfort caused by exposure to the sun and
bright light, and told us how it affects her professional life:

As a teacher, | have to see what | write on the board. The challenge | have with my eyesight requires me
to move very close to the blackboard in order to answer a question that may be asked by any of the
children in the class.Also, to be able to mark the exam scripts of my pupils, | have to find a place that
is very clear and sometimes move the paper very close to my eyes to be able to see what is written on
it. So that can make the job very challenging for me.

Our study found that these additional challenges are often not understood or
acknowledged by other community members, even though they can have a pro-
found impact on the lives of people with albinism.

Lack of inclusion in educational settings

In common with many countries in sub-Saharan Africa and globally, the government
of Sierra Leone has made a commitment to address the requirements of ensuring
universal primary education (Education for All), as required by the Sustainable
Development Goals (UN, 2015). According to Rose et al. (2019), the free primary
education policy, introduced in Sierra Leone in 2000, led to rapid progress in terms
of access to schooling. However, research conducted in 27 schools and reported by
Nishimuko (2007) indicates that the quality of the education provided was compro-
mised due to a failure to plan for and adequately resource the rapid increase in the
number of children enrolled in school. High pupil-teacher ratios, shortages of
teaching and learning materials, inadequate school buildings and furniture, and low
motivation on the part of teachers were seen as pervasive (Nishimuko, 2007, cited in
Rose, 2019). Equally, issues of stigma, discrimination and marginalization have been
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identified as significant factors in the denial of educational opportunities to chil-
dren with disabilities in other parts of West Africa (Baffoe, 2013). Many of these is-
sues were raised by our study participants. Eight of our participants reported stigma
and discrimination in the family, and all participants reported stigma and discrimi-
nation in the community.

Michael, a married man in his thirties who is a pastor and teaches in a private
school, reflects on the difficulties he faced at school. He remarks on a common chal-
lenge facing people with albinism in educational settings: “Seeing the blackboard
from where I was placed was difficult because I had low vision”. However, he recalls
that it was also at secondary school that he faced the challenge of discrimination and
mockery from his peers:

Some would provoke you, others will bully you [...] At the school that | attended, | was once asked
by someone: What is the essence of you coming to school? Why do you even bother yourself? My
answer was: Because | wanted to achieve something. So that question was really disturbing.

Many children and young people with albinism drop out of education because of
the challenges they face. As Idris told us, “My younger brother had to drop out of
school because of the relentless stigma that he went through”.

Our interview with 70-year-old Miriam revealed that these are long-standing chal-
lenges faced by people with albinism. She reflects on her childhood, recalling that:

In school during those days, they called us names. In Temne, it was “omula”;? in Limba, it was
“pempu”. Also, | couldn’t see the blackboard. So, | made friends because | was very generous. When
we went home to do our studies, | would then copy from my friends who had written in class. What
| also did was to take jottings while the teacher was explaining in class. Sometimes, | had to stand up
to try to see what was written on the board. Nevertheless, | was the brilliant one. During exams, | still
beat them in class.

Franklin et al. (2018) observe that simple measures can facilitate the accommo-
dation of students with albinism in the classroom. These include minor adaptations
to classroom layouts, but “perhaps more fundamentally requires a change in atti-
tudes amongst teaching staff and other pupils” (Franklin et al., 2018, 6). Some
teachers can fear working with pupils with albinism because a lack of education and
correct information about the condition in the local community increases the prob-
ability of teachers drawing on local beliefs in their approach to young people with
albinism (Baker et al., 2010; Lynch et al., 2014).

Access to appropriate educational support, including teachers with the knowl-
edge of how to assist children with albinism, has been recognized as important in
enhancing their self-esteem, promoting personal development, and creating a sense
of belonging (Pooe-Moneymore et al., 2012). Among our participants, one success
story demonstrates the importance of the role of teachers in supporting learners
with albinism. Joseph is a 50-year-old man who is a senior figure in education in his

3. The term “omula” or “ormulath” means “a person with albinism” in Sierra Leonean creole, or Krio.
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district. He progressed through school before going on to Makeni Teacher’s College,
which is now the Ernest Bai Koroma University, and then taught for two years in a
secondary school. He pursued his education with a degree in Educational
Administration and a Master’s degree, before becoming a Principal for ten years. As
Joseph reflects, “Education is the key. It is what can make you what you are. If you see
me in this position today, it’s because of education and nothing else”. However, he
recalls that this was only possible because of the support he received from teachers
throughout his education.

We had teachers and lecturers that had the greatest concern for such things. In my primary school
days, | was always provided with a front seat. Secondary, it was the same. Even when | went to the
university, | am always at the front. Even during exams. Until 2010, when | was doing my Master’s, it
was like that.

Other participants spoke about the importance of self-advocacy. Fatmata, a mar-
ried woman in her forties, reflects on the challenges she faced, such as lack of access
to suitable materials and bullying, which led to her having to repeat years in school,
but also mentioned how self-advocacy enabled her to be successful as she moved
through her schooling:

We are people with low vision, and that is our main problem. Nobody understood then that | needed
to bring a paper or book or go very close to the blackboard for me to be able to see the text. | had
to repeat my classes on several occasions. However, | managed to push through onto secondary level.
It was there that | began fighting for myself because | knew sitting at the back of the classroom would
prevent me from seeing clearly (Fatmata).

An important finding of our study is that technology is now making educational
resources more accessible to students in higher education in Sierra Leone. Several
of our interview participants remarked on the value of built-in accessibility tools on
mobile phones that enable them to enlarge font or adjust contrast. Mariatu told us
that thanks to having an Android phone during her tertiary education, she was able
to make audio recordings and could zoom in and take pictures of the board or of
texts to then recopy them.

The Stigmatization of People with Albinism

in Sierra Leone

When asked about the biggest challenge they face, our participants responded em-
phatically that the beliefs attached to albinism are the most problematic because
they result in what study participant Vincent describes as “challenges of provocation,
discrimination, stigma, and so on”. Indeed, many of our participants reported that
they had experienced stigmatization, bullying, or verbal aggression. Wara com-
ments, for example, that:

The biggest challenge we face as people with albinism is stigmatization. When you are stigmatized,
you feel excluded [...] We are prevented from participating in decision-making processes in our
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communities, simply because we are albinos. People tease, provoke and call us all sorts of names,
including devils. It is everywhere!

Others describe specific instances of bullying, mockery or discrimination, in-
cluding this incident experienced by Vincent:

People discriminated against me because of my albinism; they didn’t want to see me. | can still
remember when my dad went to drop me at boarding-school. Inmediately he turned the car, those
who were senior to me instantly began asking me why was my color different than theirs? So, they
brought charcoal and rubbed it all over my body and told me not to wash for three days.

Our findings are supported by Conteh and Braima’s 2018 study, in which 48.67
percent of the people with albinism that their research team interviewed in Sierra
Leone noted that their communities were indifferent to their challenges, 53.77
percent reported having been ignored or shunned during conversations because
they have albinism, and 80.18 percent said they had been called derogatory names
(Conteh and Braima, 2018).

Name-calling was frequently reported by our interview participants, including
Daniella, who remarked that:

[In Banjul], they have a name that they call people with albinism, which is “tubabs”.* Wherever | go,
people call me by that name, which was really uncomfortable. Coming back to Sierra Leone with the
hope that things will be different, but it’s still the same. Here also they have a name which they call
us, and that name is “Jews”.

As Brocco remarks in his study of language and discourse surrounding albinism
in Tanzania, the labels and terms relate to albinism are “a way in which stigma and
deviance (Devlieger et al., 2003) — or conversely, attitudes of acceptance and
inclusion — are articulated by other members of the community and are thus an ex-
pression of the general ideas circulating [...] about albinism” (2015). The Krio slang
term “Jews” points to an “outsider” status, and to a shared past and present under-
standing of albinism and whiteness. Whiteness as difference carries meaning in tra-
ditional African thought. It underpins associations of albinism with the supernatural
and the spirit world (Baker et al., 2010; Imafidon, 2018). However, it also points to
the role of white people in the exploitative colonial and postcolonial history of Sierra
Leone, and sub-Saharan Africa more generally, where whiteness has for so long been
associated with wealth and power, and the ability to take these away (Fairhead, 2014).

This context is important when understanding the idea of contagion associated
with albinism, which is due to lack of health literacy in society, but also cultural and
religious understandings of albinism. This also explains the stigmatization of people
with albinism, especially in a context of poverty and inequality. As well as name-
calling, there are many references in the scholarship to particular behaviors in the
presence of people with albinism. One of the most common misconceptions about

4. The term “toubab” is the generic name for a white person in West and Central Africa.
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albinism is that the condition is contagious and can be caught. Therefore, people
will cross the road to avoid walking near a person with albinism (Baker et al., 2010;
Wan, 2003). Some people refuse to shake hands with people with albinism, and oth-
ers refuse to sit next to them on a bus or train and do not like to share taxis. The
same belief is prevalent in Sierra Leone. Mariatu sums this up when she says that
“Stigma comes mainly from the community. Some people keep far away from you,
don’t want to touch or eat with you because they feel you are not a human being but
a devil”, a comment that is supported by another participant, who remarked:

I have observed that people do not want to eat any food that was prepared by you. Sometimes, even
when a person touches you, another person would not want to touch the individual who had touched
you.They would push away from the person who came in contact with you (Mariama).

Baker et al. (2010) remark on other behaviors in response to people with albi-
nism, which are associated with the notion that albinism is contagious. They give the
example of how, in the Venda region of South Africa, “spitting inside your shirt is
suggested as a way of warding off contagion, as is holding your hair and turning away
from the person with albinism” (Baker et al., 2010). Spitting in this way was also re-
ported by our participants to be a reaction to people with albinism in Sierra Leone.
Baturu, a man in his thirties from Kenema, told us: “There are certain people, when
you go around them, they superstitiously spit on their chest, which is one thing I
don’t understand”.

The immediate consequence of such beliefs and behaviors is the social isolation
of people with albinism. However, these beliefs can have more profound implica-
tions. In many countries in sub-Saharan Africa, they have been manipulated for eco-
nomic gain, and people with albinism have been attacked or killed for their body
parts for use in rituals that are alleged to bring wealth or success (Baker et al., 2010;
Cruz-Inigo et al., 2011; UNHRC, 2017; Imafidon, 2018). To date, over 700 attacks
and killings of people with albinism have been recorded in 27 countries in sub-
Saharan Africa by the NGO Under the Same Sun (UTSS, 2023). However, the for-
mer UN Independent Expert for the enjoyment of human rights by people with
albinism, Ikponwosa Ero, signaled in her report to the Human Rights Council in
January 2019 that a greater number of attacks against people with albinism take
place than are formally recorded due to fear related to witchcraft beliefs, a code of
silence surrounding such crimes, and the location of such attacks in often-remote
settings (A/HRC/40/62). Many people with albinism in sub-Saharan Africa live in
fear for their lives and are forced to take measures to protect themselves or to rely
on their families and communities for their safety. Some have been forced to flee
their homes or have been relocated for their own protection, while others have been
obliged to seek exile to avoid attack. As Conteh and Braima (2018, 7) warn:

Although the present challenges of people with albinism in Sierra Leone cannot be equated to those
of their counterparts in East and Southern Africa, government and civil society organizations must act
now to take the necessary steps to avert similar occurrences in the country (Conteh and Braima,
2018,7).
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Six years on from the publication of their findings, there are no records of kill-
ings of people with albinism in Sierra Leone, but some attacks have been reported
to NGOs working in the country.

The Importance of Advocacy

While different models of advocacy exist, in all its forms it seeks to ensure that all
people, particularly the most vulnerable in society, can have their voices heard.
Advocacy aims, broadly, to empower, challenging inequality, promoting social jus-
tice, and supporting people to challenge inequity and unfairness. To this end, advo-
cates often work in partnership with the people they support or take their side to
promote social inclusion and social justice. In their study “Albinism and Social
Marginalization”, Clarke and Beale (2018, 29) note that advocacy plays an important
role in countering the stigmatization of people with albinism in Africa. They define
albinism advocacy as the promotion of “awareness of albinism [involving] campaigns
and community sensitization to educate the public and stress the equality of all citi-
zens before the law”). The cultural model of disability seeks to shift the perspective
of disability as a problem and to reframe it as a valuable and vital part of human di-
versity. Devlieger et al. (2003) develop a cultural model of disability that can be un-
derstood as operating across the individual, the social, and the level of broader
cultural worldviews.

Advocacy should therefore highlight the need for inclusive and equitable prac-
tices, emphasizing the social construction of disability and the importance of cul-
tural identity and belonging for people with disabilities.

Albinism advocacy takes many different forms and operates at different levels. It
includes the work of individuals, albinism associations and civil society groups, na-
tional and international non-governmental organizations, academics, policy mak-
ers and international organizations, sometimes working collaboratively, but more
often independently, toward a common goal — to bring about better understand-
ings of albinism and to improve the situation of people with albinism. In recent
years, albinism associations and NGOs have increasingly moved toward self-
advocacy, which is less paternalistic than preceding models. This move has been
accompanied by increased self-representation on the part of people with albinism,
who have increasingly become the protagonists of their own life stories (Baker,
2022).

The role of the international community has been crucial to bringing interna-
tional attention to albinism and leveraging action on the part of governments. In June
2015, the United Nations Human Rights Council appointed Ikponwosa Ero as the first
Independent Expert on the enjoyment of human rights by people with albinism. In
her first two reports to the UN Human Rights Council, the former Independent
Expert, herself a person with albinism, expressed the need for coordinated national
and international level efforts to address discrimination against people with albinism,
and to ensure their access to health and social services. The mandate includes
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engagement with states, UN agencies, programs and funds, and national human rights
institutions to identify, exchange and promote good practices relating to the realiza-
tion of the human rights of people with albinism and their participation as equal
members of society. It also involves the gathering and exchange of information on vio-
lations of the rights of people with albinism, the support of national efforts for the ef-
fective realization of their rights, and the raising of awareness on the rights of people
with albinism to combat stereotypes, prejudices and harmful practices. The visibility of
albinism internationally as a result of these commitments by the UN, as well as media
attention to the attacks on people with albinism, has led to a flurry of critical attention
and advocacy in recent years.

In 2018, Conteh and Braima remarked on the “absence of a functional and effec-
tive network or association of people with albinism” (p 18). Since then, the SLAPWA
has become well-established and partnered with us on our project. However, it is
not the only albinism association in the country, with others including the Sierra
Leone Albinism Foundation and the Albinism Royal Foundation. SLAPWA is posi-
tively impacting the lives of people with albinism, with the support of the UK-based
NGO Medical Assistance Sierra Leone. Currently led by Mohammed Osman
Kamara, the organization is advocating for change in the face of discrimination,
educating communities and supporting its members who are living with albinism.
Of the 150 people with albinism seen by SLAPWA in 2022 who completed their
questionnaire, 145 people learned about the organization through friends, family
and community members or by direct contact with the SLAPWA team, and five
people found the organization via its Facebook page. Of these 150 respondents,
only 14 were aged over 40 and two were aged over 50. Of these adults, 33 were par-
ents of a child with albinism, and one was the adoptive parent of a child with the
condition. Most of those interviewed have received sunscreen, umbrellas or cloth-
ing to protect their skin. Some have received financial or educational support, a
few have participated in training, and four mention having received healthcare
support or surgery.

Our study found that the practical interventions made by SLAPWA were val-
ued by our participants. For example, Idris commented that SLAPWA has pro-
vided him with sunglasses, sun cream and testing for skin cancer by a specialist
medical doctor. Michael, a young man with albinism from Bombali district, also
remarks on the value of the advice and equipment he has received from the or-
ganization:

I've been using the teachings | got from SLAPWA by covering my body with long sleeves, using hats
to prevent my skin from skin cancer; | also apply the cream every morning. I've also been using the
lenses provided for me by SLAPWA to use during my WASSCE exams [...] After joining them, | then
knew about my rights from the teachings they gave to us.

A strong albinism association like SLAPWA not only provides practical support
but also gives a voice to people with albinism through its advocacy work and provides
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an important social network. As the songwriter and musician Vincent remarked in
our interview with him,

Whenever | have an event, they support me. Though it'’s not compulsory, everybody supports and
shows love to the brother. All of them would buy tickets for my shows.Then if anyone among us has
a problem, we support each other.

Despite the benefits of a strong albinism association, in their analysis of the inter-
nal dynamics of the disability movement in Sierra Leone, Van den Brink et al. (2021)
find that the community of people with disabilities in Sierra Leone is fragmented
along three “centrifugal” forces, namely, resource scarcity, impairment-specific in-
terests and capacity differences between impairment types. Their informants stressed
the struggle of the movement to formulate a unified position and to act collectively
due to a tendency for organizations to pursue their own interests. The challenge in
the coming years will be to build relationships between disability organizations, in-
cluding albinism associations in Sierra Leone and regionally in West Africa, so that
they can work together to achieve shared goals, while ensuring the visibility of differ-
ent impairment types. The benefits of such collaboration are many, but one of the
most important is articulated by Mohammed Kamara, Director of SLAPWA, who
took part in an exchange between the directors of albinism associations in Sierra
Leone, Ghana and Liberia as part of a research project in 2023. Reflecting on the
experience, he remarked that, as a result of this exchange, “We realize we are not an
island”.5 Collaboration between albinism associations, NGOs and other internation-
al organizations can provide stronger strategic direction and valuable funding
streams for their work, while integrating them into a wider network of partners and
expertise.

Positive Visibility

As well as capturing a snapshot of the contemporary lived experiences of people
with albinism in Sierra Leone, our project set out to tell the positive stories of their
successes and achievements as a means by which to challenge stigmatization, false
beliefs and harmful practices. In his seminal work on stigma, Goffman (1963) argues
that stigma can be defined as socially undesired differences that can separate and
discredit individuals in the larger society. This is effected, for example, through la-
beling, stereotyping, status loss, discrimination, social exclusion and negative emo-
tional responses (Link, et al., 2004). As a result of stigmatization associated with
physical, sensory or cognitive differences, people with disabilities often have to man-
age what Goffman terms a “spoiled” social identity (1963). Yet, as Meekosha and
Shuttleworth remind us, the impact of stigmatization on an individual’s experience
of the self differs across sociocultural contexts that vary in general responses to dis-
abilities, expectations regarding the contributions of people living with disabilities

5. This project was funded by Lancaster University Catalyst Fund.
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to society, and how individuals are positioned within cultural groups. An individual’s
experiences of disability and stigmatization can be exacerbated or alleviated by cer-
tain intersectional issues such as socioeconomic status, gender, and ethnicity
(Meekosha and Shuttleworth, 2009). With this in mind, the focus of our project was
not only on identifying the challenges faced by people with albinism in Sierra Leone,
but on highlighting their successes and achievements as a means by which to demy-
thologize albinism.

Recognizing that success and achievement have many faces, we asked open
questions that would encourage participants to think broadly and asked for con-
crete examples. For some of the people with albinism in our study, success was
being in a stable relationship or being a parent, while others shared achievements
in education or their professional life. One of our participants is a police sergeant,
and he remarked on his pride at having been employed by the Sierra Leone Police
Force:

When | applied, there was so much pessimism. Many said that | won’t make it into the police force
because of my color. But by the grace of God, | made it through (...), for which | am very proud. Being
in the police with albinism sends a very important message out there. In fact, it has resulted in
another individual with albinism, who happens to be a lady, to also be employed by the police, and |

know there are more to come (ldris).

The positive visibility of people with albinism in public roles is very powerful in
demonstrating their abilities and contributions to society, and this visibility can be
extremely influential in changing attitudes. Baturu is a nurse, and he told us that he
is respected in his workplace.

At my ward, in fact, they always call me when there is a difficult case, even when | am at home. I have
never had a situation in which a patient says they would rather have someone else treat them instead

of me. It has never happened to me.

Visible role models for people with albinism in sub-Saharan Africa have emerged
in the international public sphere in recent years. They include musicians such as
Salif Keita in Mali, John Chiti in Zambia and Lazarus in Malawi, who use their music
to advocate for people with albinism, and politicians and policy makers, including
Isaac Mwaura in Kenya, Overstone Kondowe in Malawi, Salum Barwani in Tanzania,
and the UN Independent Expert on the Rights of People with albinism, Ikponwosa
Ero. The world of fashion has also become a platform for positive role models with
albinism, including the South African models Thando Hopa and Refilwe Modiselle,
and many albinism associations now organize an annual Mr and Miss Albinism pag-
eant. These positive role models are inspirational to people with albinism interna-
tionally. Among our participants, 23-year-old Vincent, a songwriter and musician,
told us that he aspires “to become a superstar in the society that everybody will ad-
mire”. Another participant, Daniela, is a fashion model. When asked how it makes
her feel to be a person with albinism who is a model and how this helps her to pro-
ject a positive image, she replied, “It makes me feel fulfilled and important, because
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I am creating a difference. I have never seen a model with albinism in Sierra Leone.
So, being able to break that barrier makes me feel very important”. In our interview
with her, Daniela went on to share her dream of becoming a cabin crew member, but
also spoke of the difficulty in doing this, adding that there was no training available
within Sierra Leone that would be accessible to a person with albinism. She re-
marked that

We need the support of everyone, including able-bodied individuals, to help us raise the awareness
that we are not cursed people; we are not devils but rather normal people like every other. We need
to be given all the support and space in the society to prove our worth and abilities.

To celebrate the achievements and successes of the people with albinism who
participated in our study, we worked with a local photographer to capture a series
of positive portraits of our project participants in their communities, homes or
workplaces for use in an advocacy campaign. Each image was then accompanied
by a short quotation extracted from the interview material. Using these images, we
developed a series of posters, banners, and radio jingles to enhance understand-
ings of albinism and highlight basic self-care measures such as avoiding sun expo-
sure and wearing a hat for use in advocacy and awareness campaigns by SLAPWA,
who used them to mark the UN International Day of People with Disabilities 2022
and International Albinism Awareness Day 2023. In a series of “Town Hall” meet-
ings in three areas, SLAPWA invited representatives from the Ministry of Social
Affairs and the Ministry of Health, local community members, political leaders
and the press to listen to albinism advocates discussing issues around health care
and stigma. SLAPWA have also used social media to convey the awareness cam-
paign messages to thousands of people across Sierra Leone and beyond. The cam-
paign aims to inspire greater awareness of albinism in Sierra Leone, a reduction in
the social exclusion of people with albinism and their families, improved provision
of basic health messages, and to increase numbers coming forward for support
and resources available.

Conclusion

The co-designed study presented here was conducted across three districts in Sierra
Leone and documents the contemporary lived experiences of people with albinism
through interviews and photography. It found that there is a widespread culture of
discrimination, stigmatization and marginalization toward people with albinism in
Sierra Leone and that the experiences of people with albinism in the three locations
of Freetown, Bo and Makeni were very similar. We have argued here that attitudes can
be changed by highlighting positive role models to challenge harmful ideas that peo-
ple with albinism are not like other people or able to make a meaningful contribu-
tion to society. Our findings and photographic images have been translated into
advocacy materials, which are being used for advocacy by SLAPWA. The cultural
model of disability is particularly useful in unveiling the impact of the beliefs attached
to albinism as one of the greatest impediments to a person with this condition taking
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full part in society (Baker and Lipenga, 2024), and also in highlighting that through
effective advocacy and positive visibility, barriers can be broken down and positive
perceptions of people with albinism can be created. However, considerable efforts
are still needed to enhance the inclusion of people with albinism in Sierra Leone.
Conteh and Braima (2018, 7) remark that “The culture of marginalization, discrimi-
nation, and stigmatization of people with albinism 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”. Action
is needed at all levels to better support the inclusion and security of people with albi-
nism in Sierra Leone, to ensure that they are provided with adequate healthcare and
the necessary support and opportunities to develop their talents through education
and employment.
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