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Abstract
In many parts of sub-Saharan Africa, mothers impacted by the genetic condition of albi-
nism, whether as mothers of children with albinism or themselves with albinism, are dis-
proportionately impacted by a constellation of health-related stigma, social determinants 
of health (SDH), and human rights violations. In a critical ethnographic study in Tanza-
nia, we engaged with the voices of mothers impacted by albinism and key stakeholders to 
elucidate experiences of stigma. Their narratives revealed internalized subjective stigma, 
social stigma such as being ostracized by family and community, and structural stigma on 
account of lack of access to SDH. An analysis of health systems as SDH revealed stig-
matizing attitudes and behaviours of healthcare providers, especially at the time of birth; 
a lack of access to timely quality health services, in particular skin and eye care; and a 
lack of health-related education about the cause and care of albinism. Gender inequality 
as another SDH featured prominently as an amplifier of stigma. The findings pose implica-
tions for research, policy, and practice. A concrete avenue to de-stigmatization of mothers 
impacted by albinism exists by the application of principles of human rights, particularly 
equality and non-discrimination; contextual analysis of cultural dynamics including rele-
vant ontology; meaningful participation of rights-claimants, such as peer groups of moth-
ers; and accountability of governments and their obligation to ensure access to health infor-
mation as a key social determinant of the right to health.
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1   Introduction

Stigma is associated with a range of health conditions and social situations, often result-
ing in negative health and social effects. Such is the case with albinism, a relatively rare, 
non-contagious genetically inherited condition (Kromberg and Manga 2018; Kromberg 
et al. 2020) that causes a lack of melanin in the skin, hair and eyes. Albinism occurs world-
wide, at a rate of about 1 in 17,000, but the incidence rises as high as 1 in 1000 in parts 
of Africa (Gronskov et al. 2007; Hong et al. 2006). Physiological effects of albinism such 
as visual impairment, once established, and skin vulnerability to disfiguring solar dam-
age are bases of additional negative social and health consequences. On account of their 
appearance, and fueled by superstitions and beliefs about albinism, persons with albinism 
often face discrimination in the form of social ostracism (Brocco 2016; Burke 2015). In 
some regions of Africa, persons with albinism have been subjected to violent attacks, 
with their body parts sold on the black market (Brilliant 2015; International Federation of 
Red Cross and Red Crescent Societies 2009; United Nations General Assembly (UNGA) 
2017a, 2019a).

In this paper we present an analysis of mothers’ experiences of stigma, drawing on a 
critical ethnography on mothering, albinism, and human rights that is underway in Tan-
zania, and will continue in South Africa, and Ghana. We selected Tanzania as a study 
site because of its relatively high incidence of albinism and also as a region that has seen 
numerous attacks and threats against persons with albinism. Owing in large part to this his-
tory of violence, the incidence of albinism in Tanzania is believed to be largely underesti-
mated due to fears of self-identifying in a census, as well as the challenge of gathering data 
from the most rural areas of the country (de Groot et al. 2019; Lund and Roberts 2018; 
UNGA 2017a). According to the National Bureau of Statistics, in the 2012 census 16,477 
(1 in 2673) people reported albinism, which is recognized as a disability in Tanzania (The 
United Republic of Tanzania 2014, 2016). Under the Same Sun (n.d.), an albinism advo-
cacy and education organization, estimates the incidence to be much higher at 1 in 1400 
people, or over 33,000 people with albinism. Tanzania is described as a country where spir-
itualized cosmologies infuse political, economic, and private spheres of life, and where the 
religions of its colonizers—Christianity and Islam—are increasingly indigenized (Imafidon 
2018; Olupona 2014). Tanzania achieved independence in 1961 through relatively peaceful 
processes but its development is undermined by persistent poverty and sharp inequalities, 
including urban and rural differences and gender imbalances (Mtenga et al. 2016). Patriar-
chal norms suppress many women in Tanzania, especially those impacted by little-known 
disabilities such as those related to the condition of albinism (Nyangweso and Olupona 
2020; UNGA 2016). The findings of our study give insight into the interplay of health-
related stigma, lack of access to the social determinants of health (SDH), and human rights 
violations, which differentially disadvantage mothers impacted by albinism.

2  Background and Literature Review

Goffman (1963, p. 13) described stigma as “… an attribute that is deeply discrediting, and 
is socially constructed on the basis of what society regards as being different or deviant.” 
According to Goffman (1963), this attribute and social response reduces the bearer “from a 
whole and usual person to a tainted, discounted one” (p. 3). Building on Goffman’s work, 
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Link and Phelan (2001, 2006) conceptualize stigma as a process with five interrelated 
components: the social selection process determining and labelling which differences are 
deemed relevant and consequential; stereotyping whereby the labelled person is linked to 
undesirable characteristics; separating those with the labelled social difference as “other”; 
enacting discrimination and loss of status against those who are “other”; and the exercise 
of power.

2.1  Health‑Related Stigma

A rich body of scholarship exists around health-related stigma relative to disabilities and 
chronic illnesses (e.g., Clement et al. 2015; Corrigan 2014; Stangl et al. 2013). Common 
themes across these fields point to subjective, social, and structural aspects of stigma. 
Mechanisms of health-related stigma include behavior change because of feeling judged 
(e.g., avoiding help-seeking); psychosocial stress on account of feeling stigmatized; social 
network changes based on stigmatizing actions and decisions by others; and structural 
effects of stigma. Despite the extensive documentation of the health effects of stigma, pro-
gress has stalled in our collective ability to tackle stigma and its harmful consequences 
(Stangl et al. 2019). Especially in the fields of health and psychology, stigma has tended 
to be studied at the individual level with single domain interventions, even though it is 
a multi-leveled phenomenon. In the African context, such an individualistic reading may 
not align with the relational, communal worldviews that inform much of life (Imafidon 
2017). One framework that guides an expanded analytic approach is the Health Stigma 
and Discrimination Framework, developed by Stangl et al. (2019), as a crosscutting frame-
work based on research, practice and theory with demonstrated applicability to a vari-
ety of health conditions, and uptake in research, programming, and policy efforts. This 
framework makes visible how stigma operates at the individual level as a barrier to health 
seeking behaviour, engagement in care, and adherence to treatment, and importantly how 
broader social, cultural, political, and economic forces structure stigma. In this paper, we 
provide such a multi-level analysis, drawing SDH and human rights into our analysis of 
health-related stigma, with the overarching aim to address health inequalities for mothers 
impacted by albinism.

2.2  Stigma and Social Determinants of Health

As structural aspects of stigma have become more widely understood, the links between 
stigma and health inequalities are being recognized (Hatzenbuehler 2016). The semi-
nal 2008 report by the WHO Commission on the Social Determinants of Health (CSDH) 
describes how the SDH should have health equity1 as their priority. Stated simply, SDH 
address avoidable inequities in health arising because of where people live, work, grow, 

1 Equity as defined by the WHO (2020): “is the absence of avoidable or remediable differences among 
groups of people, whether those groups are defined socially, economically, demographically, or geographi-
cally. Health inequities therefore involve more than inequality with respect to health determinants, access to 
the resources needed to improve and maintain health or health outcomes. They also entail a failure to avoid 
or overcome inequalities that infringe on fairness and human rights norms (para. 1). As related to equality, 
equity is generally understood as a process focused on fairness, whereby particular attention is paid to those 
at greatest risk of poor health, whereas equality is understood as an indicator of sameness or the degree to 
which people achieve similar health and social outcomes (Blanchet Garneau et al. 2019).
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and age, and the systems put in place to handle illness (WHO CSDH 2008). Key SDH 
that influence persons with albinism are gender, income and social status, education, health 
systems, and access to services (WHO CSDH 2008). Stigma can rob people labeled “ill” 
of their right to equal opportunities relative to health care, housing, employment, friends, 
faith-based communities, and legal protections (Corrigan 2014). As a result, the health out-
comes of a person and population are related to the structural determinants and conditions 
of daily life that comprise the SDH and are responsible for the majority of health inequities 
between and within countries (UN Economic and Social Council (UNECOSOC) 2000).

Mtenga et  al. (2016) studied how strengthening SDH was important for addressing 
health inequities in Tanzania, as there are significant discrepancies within urban and rural 
areas with a direct impact on access to health care. They found that the majority of research 
in Tanzania fails to consider the context-specific structural determinants of health and ineq-
uities that provide a broader understanding of existing vulnerabilities. As a result, they con-
cluded that establishing a system that promotes collaboration amongst sectors and strength-
ens collective capacities for institutions and individuals researching SDH are important to 
better inform intersectoral polices and SDH research initiatives.

In 2000, the United Nations (UN) introduced the Millennium Development Goals 
(MDGs) which improved the lives of many. Despite this progress, the inequalities between 
countries widened (UNGA 2015). This widening gap led to the adoption of the Sustain-
able Development Goals (SDGs) in 2015, with a focus on health equity and the SDH to 
address the inequalities between nations, and within nations (UNGA 2015). The SDGs 
currently govern the global development agenda and seek to realize human rights for all 
including the right to health (UNGA 2015). Goal number 3 of the SDGs addresses health 
as a central place for the promotion of well-being for everyone, “leaving no one behind” 
(UN 2015). Inequities arise when certain persons or populations receive advantages and 
others do not. Therefore, when one person or population is unreasonably advantaged over 
another, other mechanisms are required to be put in place, such as a human rights frame-
work that holds governments accountable for harmful SDH (Stronks et al.  2016). Stronks 
et  al. (2016) argue that “given the moral arguments for the injustice of health inequali-
ties, human rights might invite and encourage governments to take action to tackle health 
inequalities” (p. 11). Furthermore, the intersection of SDH and human rights enable one 
to better respond and understand the depth of power differentials and structural disparities 
that impact health (Kenyon et al. 2018).

2.3  Stigma and Albinism in African Contexts

A range of stigmatizing beliefs and practices related to albinism have been reported in 
Africa. Persons with albinism may face labelling and name-calling (Baker et al. 2010; 
Brocco 2015,   2016; Cruz-Inigo et al.   2011; Possi 1998), for example, being referred 
to as “white goats” (mbuliwmelu), “ghosts” (zeru zeru) or “white people” (mzungu). 
Stigma can extend to social avoidance and exclusion, and being treated disrespectfully 
when accessing education, health, or social services. A scoping review on albinism, 
spiritual and cultural practices, and human rights (Reimer-Kirkham et al.   2019) noted 
that mental health concerns (including loss of self-esteem, depression, isolation, sui-
cide; see Attama et  al. 2015; Mutasa 2013; Phatoli et  al.  2015) occur as a result of 
stigma and discrimination associated with this condition. Also reported is how stigma 
results in difficulty in access to social and health services (Mutasa 2013; Salewi 2011). 
Persons with albinism possess feelings of being stigmatized and easily identified, and so 
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did not access, for example, antiretroviral treatments that they require (Aluko-Olokun 
et al. 2016; Okoro 1975). These cumulative effects of stigma reduce overall quality of 
life (Affram et al. 2019; Attama et al. 2015; Kiprono et al.  2012). In addition, the impact 
of stigma has been studied in various countries and population groups, such as children 
and young people with albinism in Uganda, (Bradbury-Jones et al.  2018; Brocco 2015; 
Franklin et al. 2018; Kromberg et al. 2020), but only one study foregrounded as primary 
sample mothers impacted by albinism (Kromberg et al. 1987). Stigmatizing beliefs have 
also played a role in fueling violent attacks, mutilations, and murders of persons with 
albinism where it is thought that their body parts, organs, hair, and nails hold supernatu-
ral powers when used to make charms by diviners or witchdoctors for those willing to 
buy (Aquaron et al. 2009; Brocco 2015; Cruz-Inigo et al. 2011; Imafidon 2017). Women 
and children are disproportionately subject to such violent attacks (Ojilere and Saleh 
2019; UNGA 2019a).

Stigmatizing beliefs and practices related to albinism in African communities, espe-
cially where counter-narratives have not been well established, are deeply-rooted into 
the fabric of society and justified by the understanding of being or reality, or by the 
ontology operational in such communities or societies (Imafidon 2017; Imafidon 2019). 
Generally, African ontology can be understood as the African theory of being, of what 
is and what is not, which includes the theory of the being of a person (that is what a per-
son should be composed of). Within this theory of being, certain categories of human 
beings are excluded from being human; the list of such beings may vary from place to 
place but includes persons with kyphosis, persons with dwarfism, twins, persons with 
albinism, and other forms of the composition of the human being that go beyond the 
norm. When understood as not being human, persons with albinism are unable to enjoy 
the same rights and privileges that persons who fit within the ontological norm of being 
human enjoy, and these predominantly are the melanin-privileged Africans. If persons 
with albinism are considered to be white goats, ghosts, apes, or beings that simply var-
nish and do not die (Muromi 2014), then it can seem justified or acceptable within this 
ontological framework that such beings are not treated as human and, by implication, 
are stigmatized.

2.4  Human Rights, Albinism, and Stigma

Parker (2012) notes that a human rights focus applied to stigma and its resultant human 
suffering is a relatively new approach. This approach to stigma occurs in the context 
of HIV and AIDS in which human rights are often violated in the enactment of stigma 
(Maluwa et al. 2002). These human rights abuses can originate from governments, pri-
vate organizations, and institutions, as well as from communities, families, and indi-
viduals. Maluwa et  al. (2002) explain that freedom from discrimination is in and of 
itself a human right, “which brings into play an existing framework of responsibility 
and accountability for state action” (p. 9). A human rights framework provides access to 
existing procedural, institutional, and other monitoring mechanisms that should not only 
enforce the rights of people living with HIV and AIDS (similarly for the case of persons 
with albinism), but should also counteract and redress discriminatory action. A signifi-
cant gap in the literature exists, however, as little research applies these vital, interlock-
ing concepts to albinism, and especially so for mothers. In this paper, we undertake a 
multidisciplinary analysis to begin to address this gap.
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3  Describing the Study

The purpose of this critical ethnographic study is to explore through a human rights lens 
the resilience of mothers impacted by albinism, at the intersection of gender and religion 
(SSHRC #435-2019-1120, 2019–2023). Extending ethnography’s study of people and 
cultures, critical ethnography as method gives particular attention to “raising conscious-
ness and aiding emancipatory goals in the hope of affecting social change” (Polit and Beck 
2017, p. 480). The study objectives are to:

1 Examine the everyday lives of mothers impacted by albinism relation to residence, 
security and well-being, and parenting and provision for their families.

2 Describe how mothers and their children impacted by albinism access community ser-
vices, such as social and health services, education, and employment.

3 Explore social constructions of gender and colourism in relation to albinism in the 
contexts of Tanzania, and their impact on the experience of mothering.

4 Analyze how the spiritual/cultural beliefs and practices impact on the experience of 
mothering and albinism.

5 Articulate recommendations for the protection and promotion of the human rights of 
these mothers and their children.

The study involves participatory fieldwork in Tanzania, South Africa, and Ghana. The 
Canadian Coalition for Global Health Research (2015) principles for global health research 
guide the partnering process between the research sites and researchers in this study. 
Research ethics clearance was obtained from the researchers’ university in Canada; in Tan-
zania from the National Institute of Medical Research (NIMR) and COSTECH (Tanzania 
Commission for Science and Technology).

We recruited participants through convenience and purposeful sampling by collaborat-
ing with a local nongovernmental organization (NGO); and other local and international 
key informants from Dar es Salaam and the Mwanza region in Tanzania, representing both 
urban and rural experiences. During two field visits, lasting six and four weeks respec-
tively, we interviewed 62 participants (36 key informants and 26 mothers), either individu-
ally or in sharing circles. Key informants included four participants with albinism (three 
female and one male) and 32 without albinism, 19 females and 17 males, and aged between 
21 and 60. This sub-sample included a social worker, a journalist, a policy maker, a school 
matron, two researchers, four NGO staff, four teachers, four nurses, and 18 faith lead-
ers. The sub-sample of mothers included those with albinism themselves (n = 9), as well 
as those who have children with albinism (n = 17). Mothers were aged between 21 and 
80 years old with the majority (n = 10) between 31 and 40. A variety of ages were repre-
sented by their children with albinism from six-months old to over 30. Twelve mothers 
lived in an urban location while 14 lived in more rural settings. Nineteen mothers identified 
as Christian, and seven as Muslim; none self-identified as affiliated with African Tradi-
tional Religion, although some described beliefs and practices typically associated with 
this tradition, suggesting hybrid spiritual identities.

Ethnographic data collection consisted of sharing circles (akin to focus groups), in-
depth semi-structured interviews (lasting 1 to 2 hours), and participant observation. Shar-
ing circles and interviews were conducted in Kiswahili with a cultural liaison who inter-
preted between Kiswahili and English, and were digitally recorded. Each recording was 
transcribed, in English, by a transcriptionist with data stored on a password protected 
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computer to ensure confidentiality and data integrity. Ethnographic data also included 
extensive field notes and reflexive journaling.

We employed qualitative methods of data analysis, with multiple readings of the data 
accompanied by ethnographic writing. Facilitated by NVivo™, we generated a codebook 
through line-by-line coding, followed by clustering categories into themes for increasing 
levels of abstraction into a final coherent analytic narrative. The Canadian and Tanzanian 
team members joined in a data analysis intensive to validate and extend the preliminary 
findings through consultation and interpretation. This same consultation process was con-
ducted with mothers who participated in the study.

Lincoln and Guba’s (1985) five criteria for developing trustworthiness were employed. 
Through prolonged engagement and immersion in the field, ongoing member checking, 
researcher reflexivity (Jootun et al. 2009), and knowledge exchange with our partners, cred-
ibility was achieved. An audit trail to track ongoing decision in the research process, and 
theoretical and data triangulation achieved the criteria of dependability. Confirmability was 
achieved by ongoing dialogue with local research partners, and by follow-up sharing cir-
cles for validation during the second fieldwork visit. Transferability of the findings was 
accomplished through thick description to facilitate the transfer of findings to other regions 
in sub-Saharan Africa. Finally, authenticity was achieved by using verbatim quotes, rich 
description from field notes, and ensuring the voices of participants remain central to each 
phase of analysis and writing.

4  Findings

The findings of this study reveal the disproportionate effect of health-related stigma on 
mothers impacted by albinism (whether themselves persons with albinism, or as mothers of 
children with albinism) as an overarching theme. We describe the everyday experience of 
this stigma by drawing on firsthand accounts of mothers and various stakeholders who add 
detail and perspective. The data revealed deepened lines of income and health inequities as 
a result of stigma, exacerbated by weak SDH and human rights violations. For the moth-
ers in our study, targeted interventions such as peer groups of mothers (known as mamas’ 
groups) and rural health education mitigated the effects of stigma and SDH, and offered 
protection against violent attacks.

4.1  Learning About Everyday Stigma from Mothers Impacted by Albinism

Serving as entry point to our presentation of findings, Tishala (pseudonym), a Tanzanian 
mother of children with albinism from a rural setting, shared with us her daily experience 
of stigma, co-occurring at several levels. Her experiences were echoed by other moth-
ers and stakeholders in the study. In the description of findings that follow, we show how 
stigma was particularly pronounced at the time of birth, in the contexts of family and com-
munity relations, and could be mitigated by mamas’ groups.

4.1.1  Expressions of Stigma by Healthcare Providers at the Time of Birth

Tishala and her husband were about to have their first child. As her baby emerged, 
she could hear the nurses chattering amongst themselves: “What is this?”; “What has 
she delivered?”; “Why is your baby so light?” He had white hair and white skin, but 



726 S. Reimer-Kirkham et al.

1 3

was crying vigorously and otherwise looked healthy. Even the nurse did not know 
why he was so light: “Maybe he will turn colour after a while.”

 This reaction from healthcare providers upon delivery of a child with albinism was com-
monplace amongst participants. Of 17 mothers without albinism themselves, only two 
spoke of positive experiences at the time of delivery. Mothers recalled hearing nurses whis-
per, express shock and fear, run away or even scream in alarm. For example, Amana (pseu-
donym) described the accusations she faced by nurses in the delivery room: “‘Are you sure 
you didn’t sleep with a white man?’… I was seen as very evil and promiscuous.” Similarly, 
Asha’s (pseudonym) described stigmatization by nurses in the delivery room who refused 
to touch, weigh, dress, or carry her baby. She was abandoned, left to manage on her own. 
Based on this, Asha added, “I didn’t ask anything from them anymore,” a sentiment shared 
by other mothers describing their interactions with healthcare providers following delivery.

In a subsequent interview with nurses from a rural hospital, we learned that they had 
recently received education from a local albinism society. Sakina (pseudonym), explained: 
“The awareness training that we had last week was very good. People with albinism were 
doing the teaching. So you see, it was them saying ‘Treat us this way.’” Sakina’s comments 
affirm the effectiveness of albinism education delivered by those who themselves have albi-
nism in breaking down stigma. This education that enabled healthcare providers to under-
stand albinism facilitated a process of de-stigmatization in which healthcare providers were 
better equipped to provide ethical care to patients who are impacted by albinism. Sakina 
described an initiative to ensure mothers and their families are taught about albinism, 

As nurses, we ask them first if this is their first baby with albinism and if it is, we go 
deeper to explain what albinism is to the mother. If she has a spouse, they call [him] 
and do the basic albinism awareness and … eventually you also engage the relatives 
who are in hospital so that they understand that this child can be born to me or any 
other person or even you.

The education described by Sakina is what Tishala noted as missing in her own experience. 
This gap was echoed by all 17 of the mothers without albinism we interviewed; not a single 
woman reported leaving the hospital equipped with the key information about albinism and 
how to care for her child(ren). This finding points to the need for urgent expansion of edu-
cation for healthcare providers.

4.1.2  Experiences of Stigma in the Context of Family and Community

Returning to Tishala’s narrative, she was discharged home with no education or informa-
tion about why her child’s colour was different from that of his parents.

Her husband was perplexed, “What is this you have delivered?” He hoped that, as 
the nurse said, after some time, “he would turn colour.” His mother-in-law told him 
that Tishala had been very light when she was born, “don’t worry, he will become 
darker.” But when Tishala’s mother came to see her grandchild: “Ah, no. Her light-
ness was not like this. This must be a zeru zeru.” They struggled to figure out “which 
side” this coloring came from, but neither could identify any persons with albinism 
in their lineage.

Over time, Tishala noticed that when her son with albinism was in the sun for too 
long, he would develop sores on his skin. She started to apply lotion and oils—
boiling the cooking oil first, letting it cool, and then applying it to his skin. She 
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felt this helped, but still did not understand her son’s condition. It was not until 
six years later that a team of people (Tishala was not able to recall where they 
were from, likely an NGO CSO) came to her village, a meeting was called, and the 
community was taught about albinism. She was told about sunscreen and where 
she could get some in the nearby town.

 A lack of knowledge about albinism, its genetic cause, and the required skin and vision 
care is evident in Tishala’s story. Notably, the lapse in time from delivery of Tishala’s 
child with albinism to receiving health information on albinism was echoed by several 
mothers, as was the trial and error approach to caring for their child’s particular needs. 
As illustrated in the responses of Tishala’s family, lack of knowledge on albinism was 
common in her region, and resulted in other stigmatizing knowledges coming into play.

Most mothers who birthed children with albinism spoke of being accused of having 
an affair or conceiving during menstruation (something that invites misfortune within 
this context). They reported denial of paternity, violence, and abandonment. To illus-
trate, Imara (pseudonym), a single mother of six girls, three with albinism, spoke of 
the immediate accusations by her husband: “What is this you have delivered? Did you 
sleep with an albino?” These accusations developed into physical abuse by her husband 
upon the delivery of her next daughter with albinism and cemented her position as sole 
caregiver and provider.

When attacks against persons with albinism in surrounding areas were on the rise, 
Tishala brought her son to a government holding centre, a 4 hour bus-ride away, to 
ensure his safety. At this time she was pregnant with their second child. Upon delivery 
of another son with albinism, Tishala said:

But now the father, he was the saddest man. When he went back home and his 
family asked what baby has been born he said, “Ah, the same type of kids that she 
delivers.” It started the back and forth of family meetings, trying to excommuni-
cate me because I’m not a woman enough and they can’t continue keeping me, I’m 
defiling their lineage. I can’t deliver proper kids. Eventually they took me back to 
my parents’ home.

Without support from her husband, resisting the internalized stigma of “not being woman 
enough”, and living within the context of poverty, Tishala collected fruit and sold it at 
roadside markets to support her family—all while trying to keep her young son with albi-
nism safe from attackers. She had to take him everywhere with her. With minimal educa-
tion herself and a community believing her children were cursed because of something that 
she had done wrong, she experienced the effects of social stigma in her everyday including 
being isolated from her community and the support of her nuclear and extended family.

Women with albinism themselves (n = 9) also described profoundly stigmatized expe-
riences. Zahara (pseudonym) told of the social stigma experienced when community 
members asserted that those with albinism are not capable of anything, with comments 
such as: “you can’t do this, you can’t do that…‛you can’t cook,’ ‘this one cannot even 
give birth.’” Highlighting the gendered stigma she experienced daily, she explained how 
men are curious: “how is she to sleep with? So they will try getting into a relationship 
with you…and you accept that. They will sleep with you [and] go tell others.” Zahara 
articulated the visceral impact to dignity she experienced as gossip infiltrated her small 
community: “you see from the beginning they were just coming to see how you are…So 
even as you walk, people know how you are—your dignity is shattered.” Facing devas-
tating circumstances, she was left to support her family.



728 S. Reimer-Kirkham et al.

1 3

Mothers in this study acknowledged the vast differences generally experienced between 
mothers and fathers in Tanzania, even apart from albinism. Participants noted that women 
are the key figures in any household, bearing the burden of childbearing, childrearing, and 
maintaining the overall household. When asked what the differences are between how mothers 
and fathers of children with albinism are viewed and how this impacts raising their children, 
Tishala stated:

There’s a big, big difference. You see, most of the fathers are absent fathers. Look at 
my case. We are no longer together with that man. If I am not empowered to be able to 
stretch myself to meet the needs of my child then it is my child who will suffer. Even 
when I get married to another family I go with my child even when I know clearly that 
child might not be accepted here.

Thus, in a patriarchal society where women already carry household and childrearing respon-
sibilities, mothers impacted by albinism were made even more vulnerable through the impact 
of stigma.

4.1.3  Mamas’ Groups as Mitigating Stigma

Important to these narratives of stigma were those community resources that mitigated the 
impacts of stigma. Tishala noted that the support she received through a mamas’ group facili-
tated by NGOs made a substantial difference. She explained that it was a place where she 
related with other women, learned various skills (e.g., making candles and beeswax wraps, 
and managing finances, business operations and customer service), and earned a more consist-
ent income, adding, “If you empower women, you’ve empowered the household.” The other 
20 mothers who participated in such groups described them as the singular space where they 
feel fully accepted and empowered, a reprieve from social stigma in their day to day. In a shar-
ing circle, one mother said, “The things we’ve been doing as a group have earned us respect 
in our society because this group is a classic example that if you empower us, we are capable” 
(Sharing Circle 3, Participant). NGOs and stakeholders whom we interviewed explained that 
although the majority of their time and resources were going to children with albinism, they 
had come to recognize the plight of women and mothers impacted by albinism. They identi-
fied that mothers, who experienced such stigma in their everyday, needed a place of accept-
ance, support, and championing. In one site they found Sarah (pseudonym) to facilitate a 
mamas’ group. Sarah recognized the mamas’ potential and fostered the development of a com-
munity of women impacted by albinism who learnt a profitable trade, experiencing sisterhood 
and the acceptance that comes with that.

These narratives provide ample evidence of the everyday experience of stigma by moth-
ers impacted by albinism. The experiences of Tishala and others like her situate this stigma 
in what are already constrained life circumstances, and show how targeted interventions such 
as health education and mamas’ groups can mitigate stigma and its effects. In the following 
discussion, we examine how these experiences of stigma can be better understood through the 
analytic lenses of SDH and human rights.
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5  Discussion: Stigma, Social Determinants of Health and Human 
Rights

5.1  Stigma and the Social Determinants of Health

The experiences of mothers impacted by albinism in Tanzania draw attention to the SDH 
as the stage where stigma plays out. Particularly stark are intersections of stigma with the 
SDH of health systems and gender inequality. The data suggest that for mothers impacted 
by albinism, stigma acts as an accelerator or amplifier of these SDH already at play. There-
fore, their individual experiences of stigma must be understood in the context of structur-
ing forces such as the social determinants of health.

5.1.1  Health Systems as a Social Determinant of Health

Analysis of our findings showed health systems (including access to health education and 
services) as a critical site where stigma was manifest and, indeed, where stigma was exac-
erbated on account of weak health systems. For mothers impacted by albinism, stigma was 
operationalized through health systems—whether by the stigmatizing attitudes and behav-
iours of healthcare providers, a lack of access to timely and quality health services, or a 
lack of health-related education and information about the cause and care of albinism.

The commonly mentioned first experience of stigma occurred as healthcare workers 
stigmatized the mother giving birth to a child with albinism, with judgmental comments, 
whispering and breaches of confidentiality, and even abandonment, as reflected in the nar-
ratives of Tishala, Amana, and Asha. A lesser standard of care was based on the stigmatiz-
ing beliefs these service providers held about albinism, and their resultant practices fur-
ther stigmatized the mothers impacted by albinism. Stigmatizing attitudes and practices by 
healthcare providers against persons with albinism have been described by others (Baker 
et al. 2010; Imafidon 2017). Evidence on SDH reveals that such manifestations of stigma 
carry consequences for access to and quality of care, through pathways such as delays in 
future help-seeking, patient safety concerns, and poorer quality care (Knaak et al. 2017), 
all of which were evident for the mothers in our study. Stigma experienced within health 
facilities is described as “particularly egregious, negatively affecting people seeking health 
services at a time when they are most vulnerable” (Nyblade et al. 2019, p. 2).

A second way in which health systems differentially impacted these mothers and their 
children was in a lack of direct access to the health services required by persons with albi-
nism that leads to health inequities (Mtenga et al. 2016). Decreased access, particularly to 
skin and vision clinics, was pronounced in rural settings and for those living in poverty. In 
our study, mothers in urban settings were more likely to have ongoing, regular access to a 
government-funded skin care clinic, compared to mothers in rural settings who were reliant 
on mobile outreach clinics delivered by NGOs.

A third way in which health systems as a SDH were particularly relevant for this popula-
tion had to do with the lack of health information about the genetic causes of albinism, and 
the corresponding and appropriate care for children with albinism to prevent skin cancer 
and visual impairment. This vacuum was understandably filled by superstitions and myths, 
rooted in African ontology, which served as explanatory frames. To illustrate, the typical 
African person, especially in a rural community, understands a person with albinism as an 
other-than-human-being. The nature of such otherness may vary from one place to another, 
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but what is clear is that such understanding of the being of persons with albinism (e.g., such 
as being a ghost, a white goat, a person who simply vanishes, and the like) obfuscates fac-
tual knowledge and accurate information about their being (Imafidon 2017). As recounted 
by Tishala, it was not until community-based education was offered in her village that she 
understood the genetic cause of albinism sufficiently to resist the stigma that was attached 
to the condition, and that community members began to view her differently, such that she 
moved from social exclusion to social inclusion. Similarly, de Groot et al. (2019) found that 
contact intervention, where people with albinism themselves are spokespersons educating 
communities about the condition, is an effective approach in stigma reduction. Access to 
health-related education and information are included as underlying determinants of health 
by the Committee on Economic, Social and Cultural Rights (UNECOSOC 2000; Chap-
man 2009). The findings of our study suggest that health-related education is urgently 
required to counter the stigma experienced by mothers impacted by albinism, as a pathway 
to thereby ensure their health and that of their children.

5.1.2  Gender as a Social Determinant of Health

Sen and Östlin (2007), in their Report on inequality to the World Health Organization 
Commission on Social Determinants of Health, conclude that gender relations of power 
constitute the root causes of gender inequality and are among the most influential SDH. 
Gender (and gender inequality) operated in complex ways in the everyday life for mothers 
impacted by albinism, and was sustained by deeply entrenched ontology.

First, problematic constructions of masculinity and femininity in the family context 
were interlaced with stigmatizing beliefs and practices. As evident in the preceding narra-
tives, women were disproportionately blamed for the birth of a child with albinism as gen-
dered speculations (accusation) about causation spring into effect (Reimer-Kirkham et al. 
2019). Quickly following upon these speculations were concerns about family lineage and 
how its honour was stained by the birth of a child with albinism. Family is widely under-
stood as a key site where gender is constructed and enacted (Helman and Ratele 2016) and 
for mothers impacted by albinism in Tanzania, this reality is crucial in understanding the 
health inequities that result. For the women in our study, their perceived worth plummeted 
upon birthing a child with albinism, and the internalized stigma that resulted is seen in 
Tishala’s comment about not being “woman enough”.

Taking a closer look at underpinning worldviews and ontology or theory of being that 
sustain such stigma, mothers with albinism are perceived to lack some ontological quali-
ties necessary to be a full human person. An African “person” is often (especially in rural 
areas) thought to be caused into being through the rebirth of an ancestor, or the action of a 
supernatural benevolent force, such as a father or a mother or gifting from God. A mother 
or a person with albinism is thought to be ontologically caused into being due to some 
wrongdoing of the bearer of the child (which is always a woman) such as infidelity, or 
because of the punitive measures meted out on a lineage or a person by supernatural forces 
due to past deeds. Hence, a mother with albinism is ontologically excluded from enjoying 
the rights and privileges other persons enjoy for lacking the qualities that others have, qual-
ities that are culturally entrenched and imposed. Beyond this, mothers with albinism face 
peculiar challenges in recent times based on the claim by witchdoctors that sexual relations 
with a girl or woman with albinism could cure HIV and AIDS (Imafidon 2019). Such a 
hideous claim merely emphasizes the fact that women with albinism are seen more as tools 
for some teleological purposes rather than as full human persons deserving to be treated 
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as such. Moreover, mothers of children with albinism suffer from an ontology of exclusion 
because they are seen as failing to fulfil their ontologically imposed duty of giving birth to 
a full human person in the African context.

Second, these constructions of gendered stigma carry real consequences. Gender-based 
violence and abandonment were experienced by many of the mothers in our study. Gen-
der inequality meant that for many they were without resources, power, and control, while 
being burdened with full responsibility for the welfare of their children. This finding is 
well documented (Heymann et al. 2019). Often abandoned by their partners, in-laws, and 
communities, the mothers in our study faced high levels of food insecurity and poverty, 
while vigilant to protect their children from attacks. Again, a contextualized, ontological 
understanding is necessary to appreciate the gravity of the social stigma experienced. In 
communal societies such as Tanzania, to be shunted away by a husband and one’s in-laws 
means one is ostracized and devalued in the very community in which one’s identity and 
being were knitted (Imafidon 2017). A degree of patriarchal opportunism was evident, as a 
deeply-rooted norm in African (particularly rural) communities, which implies,

… taking advantage of, and exploiting, the inherent quality of, or ability to, care, 
the maternal tenderness and affection of African women by African men. Patriarchal 
opportunism…begins with the recognition of African women as the pillar of care 
and wellbeing of the African community and then proceeds for several reasons to the 
exploitation of this ontological fact about African women in a manner that is drain-
ing, demeaning and abusive to African women. (Imafidon 2018, pp. 173–174)

Therefore, everyday living in a typical African community reveals that many African men 
are patriarchal opportunists who refuse to assist their wives, sisters and mothers in, for 
instance, home chores, and physically/emotionally nurturing and caring for the children. 
As a result, the husband or partner of a woman who gave birth to a child with albinism is 
a patriarchal opportunist if he shifts all the blame of bearing a child with albinism simply 
because it is the woman that nurtures the child in her body (womb) and nurtures and cares 
for the child in her post-womb stage of life.

Third, for many mothers in our study, mamas’ groups became a lifeline to social inclu-
sion and subsistence. Through the lens of gender as a SDH, the success of these groups 
can be seen as sites of resistance and agency, where mothers impacted by albinism came 
to recognize the stigma placed on them and, through finding common experience and new 
knowledges, grew  to resist this stigma. Gaining means to support themselves and their 
children resulted in agency, that sense of empowerment and an ability to incrementally 
challenge structural barriers. This finding is supported by evidence of empowerment when 
comparing pre and post engagement with women’s self-help groups (Hay et  al. 2019; 
Sarania 2015), and research that has shown women’s economic empowerment as one fac-
tor in the shift of attitudes toward greater gender equality (Heymann et al. (2019). Multi-
level strategies to challenge gender inequality are needed, including support to women’s 
organizations.

5.2  Stigma and a Human Rights Approach

The human rights approach to the situation of persons with albinism has increased in the 
last decade (UNGA 2019b). In context of women impacted by albinism, the approach has 
been eminent in recent academic scholarship and in several international and regional 
responses to the situation (African Committee of Experts on the Rights and Welfare of 
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the Child (ACERWC) 2016; Ojilere and Saleh 2019; UN Committee on the Elimination 
of Discrimination against Women (CEDAW) 2014, 2015, 2016a, b; UN Committee on the 
Rights of Persons with Disabilities (CRPD) 2015, 2016a, b; UNGA 2017b). It is reason-
able to deduce the growing human rights response is a reaction to the physical attacks and 
their root causes including stigma. The human rights approach has strong accountability 
principles, laying the principal duty of protection of persons on the State (UNGA 1998) 
who ought to intervene, in the wake of human rights violation, including through legisla-
tion, policy and specific measures particular to the violations in question. The human rights 
approach sets norms, standards and prohibitions. It also recognizes the interdependence of 
rights. Therefore, the lack of health information and abandonment experienced by moth-
ers in this study is highly likely to leave them and their children vulnerable to poverty 
and physical violence. The human rights approach is built on the principle of universal-
ity, such that all rights recognized in the Universal Declaration of Human Rights (UDHR) 
(UNGA 1948) transcend cultural norms and ontologies where these appear to be in conflict 
with human rights. The approach also gives principal place to the right to participation 
of beneficiaries of interventions (UN Office of the High Commissioner for Human Rights 
(OHCHR) 2011) and in all interventions, prioritizes understanding the context where the 
violations have occurred and the human right is being applied, including understanding 
structural dynamics, cultural norms, and customs. Finally, and perhaps most central to the 
human rights approach and this study, is the principle of, and the right to equality and 
non-discrimination.

The principle of equality and non-discrimination is a primordial human rights tool for 
addressing and intervening in the face of inequalities, inequities and stigma such as experi-
enced by these mothers. The principle is grounded in the UDHR and threads through other 
international human rights law notably the Convention on the Elimination of all forms of 
Discrimination against Women (CEDAW) (UNGA 1978) and in particular, the Conven-
tion on the Rights of Persons with Disabilities (CRPD) (UNGA 2007). The latter provides 
a broader basis for applying the human rights approach to the situation of these mothers 
because their experience is triggered and sustained by the condition of albinism. More-
over, the CRPD’s broad integration of the rights of people with disabilities their family 
members, gender in the context of multiple and intersecting discrimination as seen in the 
above cases, makes it the most thorough instrument for assessing the situation of women 
impacted by albinism.

The violation of the right to equality and non-discrimination is not only a violation of 
a fundamental right, but also negatively impacts the reality and perception of their dignity 
(Ojilere and Saleh 2019). In addition, the negative stereotyping, and stigmatization as well 
as prejudices they encountered are also harmful to the perception of their being equal in 
rights among others in the community (UNCRPD 2018, para. 7).

All the women in this study experienced human rights violations centred on the absence 
of the enjoyment of the right to equality and non-discrimination. These include the right to 
not be discriminated against on the basis of gender, and the right to not be discriminated 
against on the basis of impairment (“disability”). They, and their children, also face various 
barriers to enjoyment of the right to health due to uninformed and unresponsive health pro-
fessionals. All were stigmatized in the absence of specific measures to prevent and remedy 
the foregoing violations.

Since Tanzania has ratified the CRPD and engages the treaty in the context of persons 
with albinism, and the government of Tanzania has a duty to prohibit all discrimination 
(UNCRPD 2018, Article 5 (2)), the question is why mothers impacted by albinism experi-
ence multiple and intersecting inequality and discrimination? It is proposed that the reason 
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lies in a failure to implement formal equality in tandem with a failure to carry out measures 
to drive substantive equality which are particularly necessary in the context of a patriarchy 
steeped in culturally entrenched systems that run contrary to human rights standards.

Formal equality seeks to combat direct discrimination by treating persons in a simi-
lar situation similarly. It may help to combat negative stereotyping and prejudices, 
but it cannot offer solutions for the “dilemma of difference”, as it does not consider 
and embrace differences among human beings. Substantive equality, by contrast, 
also seeks to address structural and indirect discrimination and takes into account 
power relations. It acknowledges that the “dilemma of difference” entails both ignor-
ing and acknowledging differences among human beings in order to achieve equality. 
(UNCRPD 2018, para. 10)

For formal and substantive equality to penetrate parallel systems that appear to run coun-
ter to human rights principles, they must be accompanied by formal measures such as 
“effective legal remedies and sanctions in relation to intersectional discrimination in civil, 
administrative and criminal proceedings” (UNCRPD 2018, para. 22), including protection 
from any acts of discrimination carried out by private entities, but also “specific measures” 
(UNCRPD 2018, para. 28). These measures accelerate equality and provide advantages to 
a certain underrepresented or marginalized group. While they are usually temporary, they 
can also be permanent “depending on context and circumstances, including by virtue of a 
particular impairment or the structural barriers of society” (UNCRPD 2018, para. 28).

The most prevalent specific measures recommended to Tanzania by human rights mech-
anisms have included public education and awareness-raising, broadly stated, and there-
fore reasonably inclusive of health education information. This recommendation has been 
repeatedly made to Tanzania in various human rights review and accountability mecha-
nisms such as the Universal Periodic Review (UPR), a peer-review mechanism established 
by the UN Human Rights Council as well as mechanisms and systems at the international 
(UNGA 2013; UNCRPD 2017) and regional levels (ACERWC 2016; African Commis-
sion on Human and Peoples’ Rights (ACHPR) 2013; Pan-African Parliament (PAP) 2019). 
Tanzania has undergone two UPR cycles to date (UNGA 2011, 2016) during which rec-
ommendations made to and supported or noted by Tanzania (using the keyword *albin in 
UPR-Info database), showed repeated recommendations on awareness-raising and public 
education made by various Member States worldwide, including Botswana, Canada, Ger-
many, Haiti, Honduras, Sierra Leone, and Uganda (UNGA 2011, 2016). It is evident, in the 
face of stigmatizing ontologies on the condition of albinism and persons directly impacted, 
that such measures are necessary. The strategy of effective implementation of such public 
education, often absent in most of these recommendations, could be informed with the par-
ticular findings of this study.

6  Implications

The implication for both government and NGOs intervening on the situation of persons 
with albinism is the strategic prioritization of women impacted by albinism, and their 
family members in public education and awareness raising. Health workers, midwives 
in particular, ought to be simultaneously and regularly targeted for health education on 
albinism, either through stand-alone initiatives or as part of larger modules on disabil-
ity and gender. Where the society is fundamentally patriarchal and stigma is fostered 
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by cultural ontologies, health education and information on albinism should also target 
key custodians of culture in the community where the child with albinism is born. The 
absence of health information when a child with albinism is born puts mother and child 
at high risk of stigma resulting in multiple and intersecting discrimination. Access to 
health information can protect them and their children, their livelihood and prevent pov-
erty. It can also protect their children from vulnerability to attack. It can inject empow-
erment and resilience in the mother of children with albinism, and foster social inclu-
sion among her family members and her community.

The findings of this study point to the need for increased effort and support to repli-
cate and enrich peer groups of mothers impacted by albinism. These groups are reser-
voirs of resilience for such mothers, as well as a focal point for meaningful consulta-
tion and participation regarding relevant measures and interventions. Apart from NGOs, 
governments who are ultimate duty bearers in the right to health should invest in these 
programs through targeted, concrete measures. The particular impairment of albinism 
warrants specific, permanent measures to effectively and sustainably transform cultural 
norms and structures to bear universal human rights standards.

The study also carries implications for future scholarship, especially in regard to 
what community responses, interventions such as peer-support groups, and govern-
ment policies and resources are most effective in mitigating the detrimental effects of 
stigma on mothers impacted by albinism. Future research is also needed to understand 
the experiences of fathers and siblings impacted by albinism and stigma. Our analysis 
exemplifies the deepened insights afforded by approaches, such as the Health Stigma 
and Discrimination Framework, which emphasize broader social, cultural, political and 
economic forces that structure stigma (Stangl et al. 2019).

7  Conclusion

In summary, the daily lives of mothers impacted by albinism were riddled with subjec-
tive, social, and structural stigma, which was exacerbated by weak SDH. The cumu-
lative effects of these intersections led to deeper poverty and unstable incomes, food 
insecurity, unstable housing and shelter, and social exclusion. On top of the precarity of 
day-to-day survival, mothers were faced with the near impossible imperative of height-
ened vigilance to protect their children from stigma, discrimination, and attacks. Moth-
ers in this study were disproportionately impacted by health-related stigma, resulting 
in drastically reduced quality of life, heightened morbidity (mental health challenges, 
skin cancer, chronic conditions), and deepened deprivation. The pervasive undermin-
ing of the humanity of mothers impacted by albinism, and their experience of stigma 
based on albinism, gender, with the social and economic consequences (Sen and Östlin 
2007) point to the urgent need for a comprehensive framework of response which can be 
found in the human rights approach. A concrete avenue to de-stigmatization of mothers 
impacted by albinism exists by the application of principles of human rights, particu-
larly equality and non-discrimination; contextual analysis of cultural dynamics includ-
ing relevant ontology; meaningful participation of rights-claimants, such as peer groups 
of mothers; and accountability of governments and their obligation to ensure access to 
health information as a key social determinant of the right to health.
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