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ABSTRACT

Objectives Babies born with the genetic condition
albinism lack pigment in their hair, skin and eyes due to
compromised melanin production. This leads to poor vision
and the risk of early death due to skin cancer. In Uganda,
one of the least developed countries in the world, their lack
of pigmentation makes them very different in appearance
within their communities. Local explanations of albinism
include links to witchcraft and the supernatural. We aimed
to explore reactions to the birth of a baby with albinism in
Uganda.

Design Secondary analysis of birth stories derived from
qualitative interviews and focus group discussions in
sharing circles.

Setting Interviews took place in the Busoga subregion
(kingdom) in the eastern part of Uganda.

Participants Seventy-three (73) participants took part in
eight sharing circles (n=56) and 17 individual interviews.
Participants included people with albinism, parents of
people with albinism and a range of other interested
parties, including local leaders and teachers.

Results Reactions were generally those of shock and
rejection, although cases of acceptance were also
recorded. The varied explanations given to account for this
unexpected event included accounts involving witchcraft,
ghosts, animal familiars and religion, as well as genetics.
In a framework surmising that someone must possess

a dark skin to be intrinsically valued in African societies

a baby with albinism does not fulfil this requirement of
‘personhood’. The mother was often blamed for having
produced some ‘thing’ that is not a proper person.
Conclusions We argue that a biomedical explanation,
although unlikely to displace other understandings, helps
to establish a baby with albinism as a real person with a
genetic difference, and hence fosters greater acceptance.

INTRODUCTION

Uganda in East-Central Africa is one of the
least developed countries in the world' with
poor quality perinatal healthcare in rural
areas. In Uganda a single midwife delivers
350-500 babies a year.” Although discouraged
by the government, traditional birth atten-
dants (TBAs), both trained and untrained,
are still prevalent and attend around half
of all births in rural parts of the country.’
Our study took place against this backdrop,

,'? C Bradbury-Jones," Peter Ogik,® Fazira Kawuma,® Jane Betts,*

Strengths and limitations of this study

» This study provides hitherto unreported birth sto-
ries of people with albinism and the reactions and
explanations given for such births, generating new
knowledge in terms of understandings about albi-
nism in Uganda.

» Data collection took place in rural and urban settings
and was unusually large for a qualitative study, thus
capturing a range of different experiences.

» Although the unique context of the Busoga subregion
provides important insights, knowledge and practic-
es are contextual and this limits generalisability.

» While participants appeared to speak freely and
openly about their experiences, their ideas and
opinions could have been influenced by the albinism
society and its representatives.

exploring the birth stories of babies born with
albinism.

Oculocutaneous albinism in Africa
Oculocutaneous albinism (OCA) is an
inherited condition characterised by lack of
melanin pigment which affects both genders
and all populations. It is the predominant
type of albinism in sub-Saharan Africa. The
resulting hypo-pigmented (lighter) skin, hair
and eyes makes individuals with albinism
highly visible and extremely sensitive to the
harmful effects of the sun, with an increased
risk of skin cancers.! In equatorial and trop-
ical regions of Africa, they must take particular
care to avoid sun exposure, placing additional
restrictions on their daily lives. Albinism also
impacts on visual acuity, with effects such as
photophobia, strabismus and involuntary
nystagmus leading to visual impairment.’
OCA has an estimated prevalence of between
1 in 1800-5000 in sub-Saharan Africa,6
but epidemiological studies are needed to
confirm numbers and distribution.

Among populations such as in Uganda, the
appearance of pale babies with albinism born
to black parents is unusual, unexpected and
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can cause alarm among all those at the birth, including
the mother and attendants. Families may be stigmatised
or vilified for having a child with albinism and mothers
are often left to bring up multiple children on their
own.” Imafidon® has argued that people with albinism are
considered both physically and ontologically different in
Black African communities, as less than a human being.
As such, people (especially children) with albinism are
targeted in attacks to harvest body parts for use in ritual
medicine and good luck charms.” While persons with
albinism may be considered a threat while alive, they are
regarded as highly potent for ritual purposes when dead.”

Explanations
A recent scoping review highlights the multiple cultural
and spiritual meanings that run alongside biomedical
explanations attached to albinism.'” The umbrella terms
‘witchcraft and sorcery’ encompass beliefs and practices
around supernatural powers'' that are integral to daily
living in many regions'*:
In Uganda, the belief in witchcraft and ‘black’ magic
is very strong ... evoking fear ... Very often people at-
tribute death, diseases or any misfortune to witchcraft
... People hate or react violently to anybody suspect-
ed of using occult powers to harm or destroy."”

Witchcraft cannot be understood within binary dimen-
sions such as good and evil—these practices and beliefs
do not always lead to harm'' and can coexist with primary
affiliations to world religions of Christianity and Islam.'*

Birth stories

Stories of children’s early experiences are important in
children’s growing sense of self and as a way of intro-
ducing them to their space in wider family communi-
ties."” It is also important for women, as recounting birth
stories allow the opportunity to share significant events,
fears and concerns.'® The birth stories of children with
albinism, in a context where there are strong beliefs in
witchcraft, have not previously been explored.

Research questions

The analysis here is derived from a larger study across

both Uganda and Tanzania that explored the impact

of stigma and fear on education and life opportunities

for people with albinism. We interrogated the Ugandan

interview data to answer the following questions relating

to those in attendance at the birth of a baby with albinism

or, for those with albinism, who had been told the stories

by their parents:

1. What were their birth stories, including reactions to
the birth?

2. How was the birth of a child with albinism explained?

Theoretical framework

Imafidon'” has argued cogently that it is possible to talk
about an African philosophy because of a shared under-
standing across the continent of a broad African under-
standing of personhood. The study was located within this

Afrocentric worldview. Working in partnership with local
albinism advocates was essential to these reconstructions
and interpretations, so participants knew and trusted the
local researchers and as interviews were conducted in
vernacular languages.

METHODS

Setting

The study was undertaken in the Busoga subregion
(kingdom) in the eastern part of Uganda, around Lake
Victoria, with Jinja as the industrial and economic hub.
Mostof Busogais very rural and marked by chronic poverty,
with heavy reliance on fishing, subsistence farming and
roadside trade. Christian and Islamic religions are main-
stream, but parallel African beliefs and practices inform
rites at birth, marriage and death. Almost 800 persons
with albinism are registered with the local association,
Source of the Nile Union of Persons with Albinism
(SNUPA). SNUPA’s strong advocacy roots, government
connections and wide networks along with a keenness to
increase their evidence base made Busoga an ideal setting
for conducting this research. There is scant information
about albinism in the region and SNUPA is at the fore-
front of working with child protection and human rights
organisations to debunk myths and persuade the govern-
ment to take action.

Study design and coproduction

This study is a secondary analysis of qualitative data based
on interviews and focus groups undertaken during 2017.
Full details of the primary study are described elsewhere.'®
A team of four local, Lusoga-speaking data collectors, with
extensive experience in sensitive interviewing, undertook
all data collection. The study adhered to Consolidated
Criteria for Reporting Qualitative research guidance. The
research was fully coproduced with people with albinism
and their supporters from inception through to comple-
tion. SNUPA were essential partners, supported by the
charity Advantage Africa.

Study population, sampling and recruitment

Participants were recruited through albinism groups in
the Busoga subregion, through SNUPA’s networks and
by word of mouth in order to expand sample selection
as much as possible.'” Seventy-three participants were
recruited to eight sharing circles (n=56) and individual
interviews (n=17). Sharing circles™ took place in local
community spaces such as classrooms or under trees.
Participants were self-selecting and included parents of
children with albinism, people with albinism and a range
of other interested parties, including TBAs, nurses or
midwives and teachers.

Data collection

One-to-one interviews were conducted in a person-
centred interviewing style. In the sharing circles, individ-
uals took it in turn to tell their stories while the rest of the
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group listened respectfully.'® Interviews were conducted
in the local language (Lusonga), recorded, translated
into English and transcribed simultaneously by the inter-
viewing team.

Data analysis

Discussion was held between the Ugandan and the UK
researchers to check the parameters of the analysis. The
analytic meetings were held in Jinja face-to-face in August
2018 and followed up by WhatsApp and email discussions.
Data analysis followed an emergent and inductive analytic
coding process. To enhance trustworthiness of the study,
two researchers (JT, PL) undertook the analysis inde-
pendently then met to agree coding trees and emergent
themes. Two more analysts (CB-], PO) ‘sense’ checked
the themes and helped refine them. Analytic discussions
informed the final interpretations and narrative.

Patient and public involvement

The SNUPA team included people with albinism, disabled
people and Ugandan volunteers. SNUPA was central from
inception, including developing the research questions
and design, undertaking data collection and assisting in
the analysis. People with albinism were recruited through
SNUPA’s networks and were invited to a stakeholder event
to discuss and refine the findings at the end of the study.
Educational and advocacy materials were distributed to
all participants and the findings used by both SNUPA and
their partner non-governmental organisation (NGO)
Advantage Africa.

RESULTS

In total 46 informants gave separate accounts of birth
stories from the wider sample, including reactions to the
birth of a child with albinism and the explanation prof-
fered for the phenomenon. There were three dominant,
although overlapping themes: (1) reactions to the birth
of a child with albinism; (2) spiritual beliefs, including
those related to witchcraft, religion and animal familiars;
(8) retribution and blame.

Reactions: initial shock leading to gradual acceptance

Mostly there was acceptance and support from the mother
at the birth of a baby with albinism, but some participants
reported maternal rejection and a lack of care at birth,
for example, a young woman with albinism said:

I think my mom wanted me to die ... she aborted the
following pregnancy saying she didn’t want to give
birth to another child like me.

However, initial shock often gave way to gradual
acceptance.

It was a big shock to my parents, giving birth to a pale
child. In fact, they feared, but with time they strength-
ened themselves. (man, 20s).

Immediate reactions to the birth included expressions
of shock by immediate family members.

My husband’s relatives started complaining, “What
has she produced” Some said I produced misfor-
tunes. (woman, 20s)

Reactions from villagers and community members rein-
forced the sense of fear and rejection, but there was also
curiosity about the birth of a child with albinism. People
wanted to see with their own eyes.

. many people came to see what I have produced
and they had a shock .... to find out that it was an
albino child. (woman, 30s)

Mom told me, when people heard she has given birth
to something not a human being but something ....
she said she had never seen a person living with al-
binism. So she was also scared because most people
were coming and seeing which kind of thing she has
given birth to. (woman, 40s)

In the community after my birth most of their (par-
ent’s) friends distanced themselves .... People my
Dad did business with, they stopped fishing with him.
Even some relatives of my mum stopped coming to
our family and stopped inviting her (with me) to visit
them. (man, 20s)

However, these reactions were sometimes countered by
courageous answers where mothers asserted their accept-
ance of the child:

When it comes to places like hospitals where woman
gather, your fellow woman will have to ask you “do
you breast feed even that child who is albino”? With
confidence I answer her, that yes, I must breastfeed,
after all it is my baby. (woman 30s)

People who came to see me scared me a lot; asking
me why I gave birth to such a child; but I kept on
telling them that it’s only God who knows .... (woman
40s)

A woman with albinism recounts the general accept-
ance by both her parents and the community at her birth,
attributing this to God’s will:

When I was born, my parents didn’t take it in bad
faith and on the community, most of the children
were my friends ... That’s the child that God just gives
you and he is a person like any other. (woman, 20s)

Another young woman with albinism suggests her fami-
ly’s understanding of albinism genetics was essential:

Fortunately ... I was born from literate parents who
very well knew about albinism. They are both teach-
ers but having medical personnel in their family; they
well knew about albinism ... My great grandmother
had albinism. Actually, I was named after her. .... they
told us that these are genes that are inherited. So I
was accepted. (woman, 40s)
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Unusually, one man thought his wife may have given
birth to a baby with albinism due to his friendship with
a man with albinism, an explanation that others in his
community seemed to accept:

I thought my closeness with [friend] could have con-
tributed to my wife producing a child with albinism
... When I took the child home, everyone confirmed
that it was because of my closeness with [friend].
(man, 40s)

Occasionally the birth was not only accepted, but posi-
tively welcomed:

People were surprised to see an albino and gathered,
they were very many at the hospital. They didn’t
abuse him. They only gave him gifts, some gave him
money. (woman 50s)

However this was a more unusual occurrence, not
expressed by the majority.

The role of the community in helping parents accept
their child came through strongly:

I am told that when my mother gave birth of me, she
told my father and grandmother that she has deliv-
ered but it is an albino, they disliked the message ...
but the community members advised them [to] ac-
cept whatever God gave them. (man, teens)

A man with albinism recounts what he had heard
about the community response to his birth, indicating
acceptance in a community with previous experience of
albinism:

they said “these children existed in the family long
ago”. At home they love me a lot. The community
also love me. (man, 40s)

Reactions from birth attendants (doctors, nurses and
TBAs) were particularly interesting. Some reinforced the
fear and shock.

When I was producing that child, the nurse saw the
child coming out and shouted, “What’s this lady pro-
ducing”, I almost ran off the bed but decided to be
strong. (woman, 30s)

Positive and explanatory information at birth and soon
after was seen as extremely helpful and supportive.

[The midwife] comforted me that she knows other
children who are like mine and that I should have no
fear at all. (man 30s)

When the husband came to pick us from the hospi-
tal, he was called by the nurses for counselling and
he started caring and supporting the child. (woman,
20s)

After getting him, I took him to hospital, the doc-
tors told me the child has no problem but his genes
brought that colour. (man, 40s)

Reactions to the birth of a baby with albinism were
evocatively described by the participants, mostly referring
to initial shock, humiliation and maternal disbelief. The
birth was often described in terms of immediate rejection
by the family and community, but in time for many this
was replaced by a gradual acceptance. Most heartening
were those stories where mothers courageously chal-
lenged negative reactions.

Spiritual beliefs

Our analysis unearthed over 50 accounts of beliefs
about albinism associated with supernatural powers and
witchcraft.

The family members lamented; “The child [mother]
has brought a ghost”, how can you leave town and
bring a ghost to us.... Even the parent of the boy [fa-
ther] ran away. (man, 50s)

Usually each village has a shrine where traditional
healers centre their work and where villagers can make
sacrificial offerings to their ancestors and other spirits.

There are some traditional beliefs that if a person with
albinism passes next to African traditional shrine; the
shrines can’t function that day. They believe that per-
sons with albinism have super spiritual powers which
are stronger than the ghosts in the shrines. (man,
30s)

Many people started saying “you see, she had gone
to meet fellow albinos to get spiritual power to give
birth” so there are many false beliefs attached to us
by the community members. (man, 40s)

Although there was fear of the ancestral spirits, they
were not always seen as malevolent.

... it was from the ancestral powers, spirits that made
my Mom and Dad manage to give birth to me. (man,
20s).

Perceptions and explanations for the birth were often
negative, with stories about spiritual beings or power that
could cause harm or were a curse.

I produced her, many people started to talk about my
family that I have produced [a] demon (Mujjini) and
they hated my home. (man, 30s)

There were parallel, often conflicting beliefs in some
communities.

Actually I was the first person to be born with albi-
nism in the community ... some people thought it
was from demonic powers, others thought God’s ar-
rangement. So worlds were colliding. (man, 50s)

Mainstream religious beliefs were strong and belief that
a child with albinism was a gift from God, promoted a
positive welcome.

My husband was supportive and always said my child
was a gift from God. (woman, 30s)
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When we got him, we didn’t lament because we knew
it was God’s making. (woman, 20s)

Others may have turned to religion as a way of coping
with their conditions.

For me when I grew up I accepted in God and I knew
that I was born by God’s grace who knew my coming
on earth. (man, 40s)

A particularly strong feature of the narratives was
concerned with animal familiars, where snakes, leopards
and other creatures were associated with the birth.

I thought I was giving birth to a snake. My husband
was supportive but his relatives were hard on me.
(woman, 40s)

Later they gave birth to me, they produced [gave
birth to] me together with a leopard. They actually
didn’t produce me with a leopard but when Mom
gave birth to me, the leopard used to come and sleep
near our house. They told me it came every morning
until my umbilical cord fell off. (man, 30s)

Also those children are born/accompanied with
some animals ... [although] I know they’re children
just like others and I have never seen an animal at
their birth. (woman, 30s)

Although participants described spirits, ghosts, demons,
sorcery and witchcraft, with many references to supersti-
tion, some of the accounts countered this by describing
having a baby with albinism as a gift from God.

Blame and retribution

The general reaction to the birth was one of blame and
accusation as to how a baby so different in appearance
from the rest of the community, could be born. Almost
uniformly it was seen as the woman'’s fault, usually based
on the belief that she had been unfaithful.

My Dad thought that maybe my Mom wasn’t faithful
to him that may be she went outside and conceived it
from outside. (man, 30s)

I used to trust my wife but many people came to me
saying that may be your wife committed adultery with
another man. (man, 40s)

Even a grandmother was complicit in the blame:

In fact they rose against her thinking that maybe she
might have gone out with a white man ... I also asked
myself maybe she might have committed adultery.
(woman, 60s)

Other reasons were proffered, still generally attributing
blame to the mother.

They thought that may be my mother laughed at
an albino somewhere in a certain society; it was
God punishing her because she laughed .... Others
thought they did something bad and God punished
them. (man, 30s)

Men usually say that if you remain with the lady after
producing a child with albinism, she could sacrifice
you; you no longer have money ... men are advised to
run from the family. (man, 40s)

As a consequence, women could be abandoned, chased
from home and village.

The next morning he told his son to chase me .... He
told them, “I didn’t call you for anything else, but that
one should leave my home. If she wants, let her go
with her husband but she won’t breastfeed that child
in my home”. (woman, 50s)

Although less common, there were accounts where
men stayed with the woman and offered their support.

Friends to my husband told him “how dare do you
stay with such a woman?, why don’t you send her
away?”, but he would say “why to send her away and
for what reason?She is my wife who produced my
child”. (woman, 40s)

Overwhelmingly initial reactions to the birth of a baby
with albinism were negative, seeking to blame someone
or something to account for this birth. Numerous causes
were proffered, with accounts invariably pointed to a
gendered attribution of blame and frequent abandon-
ment of women.

DISCUSSION
The birth stories of people with albinism recorded in
Busoga, Uganda were powerful, evocative, emotive and
diverse. In contrast to an earlier study in South Africa
showing initial maternal emotional upset and delayed
attachment, followed over time by increasing accep-
tance” this Ugandan study included examples of early
acceptance by mothers, although fatalistic. Initial reac-
tions by family and community members to the birth were
invariably those of shock, and in some cases TBAs reacted
similarly, with women chiefly targeted as the miscreants
responsible for the unusual birth. Explanations largely
revolved around supernatural beliefs although some
offered genetic reasons. Despite many African commu-
nities viewing albinism as a social and cultural abnor-
mality, not to be welcomed,8 we found many stories of
gradual acceptance of people with albinism. The focus
on maternal ‘fault’ is largely linked to gender roles in
Uganda, where patriarchy is the norm.?! Studies in other
sub-Saharan countries have been similarly challenged by
patriarchal attitudes and cultural taboos (eg, intimate
partner violence in Zimbabwe?%; HIV in South Africa®).
There has long been acknowledgement that cultural
beliefs and norms around pregnancy practices have a
powerful role in maternal health.” Where birth attendants
in this study were able to offer factual information about
why a child had been born with albinism, this had a clear
supportive and comforting impact on both mothers and
fathers, to the extent that fathers especially could begin to
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accept the child. Although participants did not distinguish
between a nurse, midwife, TBA or doctor as the birth atten-
dant(s), the reactions of whoever helped with the birth were
paramount. Kromberg and Manga® stress the importance
of all those attendant at the birth, or consulted after the
birth (such as traditional healers) being well informed, so
that appropriate counselling can be offered. Information
based on genetics offers an effective alternative explanation
to counter potentially damaging beliefs based on supersti-
tion,?® although it is unlikely to completely displace such
deep rooted beliefs. All family members can benefit from
specific genetic counselling services as has been reported
in South Africa.”’” Women in Uganda have reported reluc-
tance to seek formal postnatal care® and there are scarce
opportunities for this in any case, thus the information
provided at birth is crucial. Educational programmes and
locally relevant information may help protect babies born
with albinism and their mothers from abandonment and
exclusion.”*

Results of our study support previous work indicating
that negative community reactions and attitudes impact
on the social and mental well-being of the whole family,
which can lead to rejection by and detachment from the
community, whereas positive reactions were supportive at
the crucial time when the parents were coming to terms
with the birth of a baby with albinism.”’ Our findings
resonate with previous analyses highlighting the key role
of grandmothers in African communities where group
rather than individual decision-making prevails.”" Elders
hold positions of great respect and grandmothers in
particular can sway opinions regarding causal factors of a
physiological condition, offering support and influencing
the wider community.

Many of the varied explanations offered in our study to
account for this ‘unknown’ phenomenon® focused on the
supernatural. There are numerous accounts of people with
albinism being known as ghosts (eg, see references’™°).
While inspired by pale features, the terminology and under-
standing around ghosts is more complex than colour alone
and is much feared. Kromberg®' has suggested that those
with albinism in Africa may be seen as spirits (or the rein-
carnation of spirits) as they are ‘white’ whereas ‘real’ people
in African societies are black and this may be linked to the
sighting of animal familiars also. Our findings in Uganda
are supported by investigations of the impact on the family
of the birth of a baby with albinism in South Africa, where
genetic explanations resided alongside superstition.”
Transmission or acquisition of clinical conditions as a result
of supernatural powers has been similarly found in other
studies in Uganda.”

Evidence from Africa over the last few hundred years has
shown no sign that witchcraft narratives are losing any plau-
sibility.”” For people with albinism, the perception of being
in a ‘magical’ world, capable of doing good or evil, leads to
a life of ambiguity.”* * Within some African communities,
those who lack the expected features of personhood (eg, by
forms of disability, mental ill health, albinism) are denied
the intrinsic worth of being a person.” This can lead to an

‘intersubjective’ experience where persons with albinism
navigate social stigma and violence."'

In some countries government and NGOs provide
targeted interventions for people with albinism (mobile
clinics, free surgery, education and advocacy), but provi-
sion is patchy and evidence of effectiveness unknown.'”
Innovative public awareness interventions in neigh-
bouring Tanzania have led to more positivity about
albinism* as knowledge in the hands of religious and
community leaders can shift an entire village’s thinking.*
Such interventions need to be holistic and interactionist,
rooted in local values and beliefs.**

A strength of this qualitative study is that it provides
hitherto unreported birth stories and the reactions and
explanations surrounding them. To that end, it has
generated new knowledge in terms of understandings
about albinism in Uganda. Until now, such insights have
remained within the spheres of local communities. The
sample size was unusually large for a qualitative study,
which gives us confidence that a range of experiences
have been captured. However, there were some chal-
lenges. Although the unique context of the Busoga subre-
gion provides important insights as already stated, we
recognise that knowledge and practices are contextual
and that this limits generalisability.

CONCLUSIONS

Lack of understanding and misunderstandings about the
nature of albinism support the ingrained stigma, prejudice
and discrimination experienced by families after the birth
of baby with albinism. Genetic accounts offer an alterna-
tive interpretation, helping to counter the myriad alternate
explanations that surround the condition. In collectivist
African communities all members of the community need to
be informed, so that babies born with albinism, where the
stakes are so high, are more readily accepted and valued."”

Twitter Julie Taylor @bulawayojulie
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