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KEY POINTS

Similar to populations with oculocutaneous albinism (OCA) in other regions, our cohort in Botswana
faced difficulties obtaining equal rights to physical, psychosocial, and environmental health,
contributing to lower quality of life (QOL).

Skin health and visual impairment concerns, along with limited access to health care, created phys-
ical barriers to health for people with albinism (PWA) in Botswana.

Psychosocial health was impacted by pervasive stigma and discrimination, along with myths and
superstitions about albinism; these impeded social interactions and psychological functioning
with negative emotions and thought/behavior patterns.

Barriers to the successful personal development of education and employment, fears for safety,
financial insecurity, and disability rights concerns created barriers to environmental health for PWA.
PWA need disability rights protections to guarantee access to skin and visual health, equal oppor-
tunity for personal development, access to governmental support programs, and social inclusion to
improve their overall QOL.

INTRODUCTION

Oculocutaneous albinism (OCA) is an autosomal-
recessive disorder characterized by lack of
melanin production in the skin, hair, and eyes.”™
Melanin is a pigment that absorbs ultraviolet light;
hence people living with albinism (PWA) lack pho-
toprotection and are more vulnerable to photo-
damage and skin cancers.">*%° Because
melanin-producing cells are critical for visual

pathway development, all PWA have some level
of visual dysfunction, which commonly includes
nystagmus, strabismus, photophobia, and
reduced visual acuity.'®

The worldwide prevalence of the disease is
approximately 1 in 17,000 births, with about 1
out of every 70 people carrying a gene for
OCA."*# However, OCA is more common in Af-
rica, with prevalence rates of 1 in every 1000 births
in some areas.®®%'? The risk of squamous cell
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carcinoma (SCC) has been reported as high as
1000 times greater in PWA in Africa than in the
general population, and PWA are often diagnosed
at advanced stages.*'' Reports have indicated
that various social factors, such as poverty, low
health care access, and limited knowledge about
albinism, leave PWA vulnerable to higher rates of
skin cancer and poorer outcomes.>™ 711714 Addi-
tionally, PWA in Africa face deeply embedded
stigma, discrimination, and social marginalization,
which can compound their health risks and affect
quality of life (QOL).2"'%'¢ A challenge unique
to PWA in Africa is the widespread myths/supersti-
tions that can drive persecution and murder of
PWA for their body parts, which are used as talis-
mans in African traditional medicine.**

QOL is defined as an individual's perception of
their life in the context of their culture and value
systems.””'® The World Health Organization
(WHO) has emphasized the importance of QOL
by defining health as the absence of disease along
with a positive QOL.'” QOL is strongly influenced
by factors in an individual's physical, psychologi-
cal, and sociocultural environments.”* "9 Assess-
ing QOL is important for measuring the impact of
disease on daily life to inform patient management
and policy decisions. '®'%2° Few studies have spe-
cifically investigated QOL for PWA, and thus far,
poor health and social stigma are reported to detri-
mentally affect PWA in South Africa, Zimbabwe,
Tanzania, Nigeria, and Brazil.>" 10151821 Tg the
authors’ knowledge, this is the first study to inves-
tigate OCA in Botswana, where epidemiologic
data are lacking and local support programs for
PWA are limited. By exploring the concerns with
physical, psychosocial, and environmental health
facing PWA throughout life, we aim to provide a
baseline of information on the factors affecting
QOL of PWA in Botswana, to illuminate strategies
that can be undertaken to improve overall QOL in
this population.

METHODS

We conducted qualitative semistructured inter-
views of PWA in Botswana. Participants were
selected by convenience sampling from a larger
cohort of 50 PWA older than 18 years old who
were recruited from dermatology and eye clinics
at Princess Marina Hospital or Tshimologo Albi-
nism Association meetings in Gaborone,
Botswana.

After informed consent, trained research assis-
tants conducted interviews in participants’ lan-
guage of preference (Setswana or English) in a
private room. A semistructured interview guide
was used to explore issues of concern with life

experiences across physical and mental health,
education, employment, social interactions, and
stigma/discrimination. Pertinent topics were
decided based on literature review and author
VLW's experiences working with OCA patients.
Two pilot interviews (not analyzed in the results)
were conducted to focus the interview guide.
Additional interviews were conducted until satura-
tion of themes was achieved. Interviews were
recorded with consent and transcribed verbatim
by research assistants.

QOL is complex and difficult to define, thus we
chose to use a single framework outlined by the
WHO for organizational structure.”” The WHO
breaks down QOL analysis into domains: physical,
psychological, social interactions, and environ-
mental health.?® We combined social and psycho-
logical into one category because of the
overlapping nature of topics covered.

Data were analyzed using the principles of the-
matic analysis.”® Interview transcripts were
uploaded onto MaxQDA software.”® VLW read
and reread the transcribed interviews and induc-
tively developed codes from the data. EEA inde-
pendently reviewed the data and developed
codes. After rereading, both researchers agreed
on final codes. Using the code family function,
similar codes were grouped into categories based
on identified relationships. VLW and EEA further
interrogated the descriptive categories in the theo-
retic context of the WHO QOL domains and then
agreed on overall categories to describe the data
codes. Further interpretation and analysis of the
categories led to the development of subcate-
gories with themes to further describe the data
that emerged from interview codes.

The study was approved by the institutional re-
view boards of the University of Pennsylvania, Uni-
versity of Botswana, Princess Marina Hospital,
and Ministry of Health and Wellness of Botswana.

RESULTS
Demographic Factors

Twenty-seven participants were interviewed with a
male/female ratio of 1:1.6. The mean age was 37.9
(standard deviation, 14.7) with a range of 21 to
75 years old. All participants identified their
ethnicity as Batswana.

Physical Health Factors

Skin health concerns

Every participant emphasized skin health as one of
their greatest priorities in life, and many indicated a
good understanding of the effects OCA had on
their health: “My skin easily gets burnt by the sun.
If I do not protect myself | can get sores.”
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(Participant [pt] 26). There was an understanding
that engaging in sun protection was important to
prevent the development of skin cancer: “[Sun
protection] is important because it prevents me
from being killed by skin cancer.” (pt 36). Even
more importantly, many participants understood
the benefits of preventative measures in maintain-
ing their health: “/t’s very important to avoid sun-
burn. It is better to prevent than cure.” (pt 14).

Despite knowing the importance of sun protec-
tion, the degree to which participants understood
how or were able to successfully protect them-
selves from the sun varied. Common methods for
sun protection included clothing, shade struc-
tures, or staying indoors. However, a majority
expressed difficulty in obtaining protective
clothing because of finances or lack of availability
in shops. Many felt helpless to avoid the sun
because their activities of daily life, especially
accessing transport and employment duties,
required them to be outside: “...I honestly think
there is nothing | can do to improve sun-
protection practices because | can’t change the
type of work | do, and | got other stuff to do for
my life.” (pt 6). The lack of indoor employment op-
portunities created an internal struggle to balance
their health needs with the need to earn money to
support themselves: “My jobs often require me to
work outside, and | have no choice but to do it
because | have to find some way to make money.”
(pt 5).

Second to sun avoidance, sunscreen was
described as the most important tool for sun pro-
tection and a central focus of participants’ lives:
“I cannot live without sunscreen.” (pt 32).

“[Sunscreen] is a medication for us. It is life-
saving, and we need it just like people need their
blood pressure medications.” (pt 8). However,
nearly all participants faced challenges in obtain-
ing an adequate supply of sunscreen including
limited availability in pharmacies/shops, inability
to reach places where it was available, inability
to afford purchase, or dislike for the available sun-
screen options.

Eye health concerns

One of the most common visual impairments
associated with OCA is poor visual acuity and/or
low vision, which can be significantly improved
or corrected with appropriate treatment.’22¢
Participants universally indicated challenges in
accessing refractive eye examinations and/or sub-
sequently obtaining prescription eyeglasses.
Although eye care and eyeglasses are covered
through the public health care system in
Botswana, rarely were participants able to obtain
them. Health care system barriers included few

Quality of Life Factors for Albinism

clinicians performing refractive examinations, one
location with the equipment to make refractive
lenses, and lack of supplies and/or technicians to
produce eyeglasses. Nearly all participants lacked
the finances to purchase eyeglasses or vision aids,
and as a result, most had lived with some level of
impaired vision.

Visual dysfunction had far-reaching conse-
quences throughout participants’ lives. Nearly
all emphasized the direct effect visual impair-
ment had on their education, indicating various
barriers to successful learning summarized in
Table 1. Participants lamented that low vision
was the direct cause of their poor performance
in school: “If | had good vision | would not
have failed like | did at school.” (pt 9). Addition-
ally, low vision vastly narrowed employment op-
portunities, which were already limited by lack of
education: “Vision challenges really affect me
because some jobs require a person with good
vision, so | have no chance at these. Because
of my poor vision | stay at home. | can't find
work.” (pt 29). Navigating what would commonly
be considered simple activities of daily life were
fraught with challenges: “getting around is a
huge struggle. People don't realize how much
of our society is set up against people with vi-
sual impairment. Why does there have fo be
glass doors? Why does there have to be shiny
metallic windows or glass that reflects in all di-
rections making it impossible for me to see
without pain?” (pt 7). Low vision often precluded
participants from engaging in social activities,
such as dancing, sports, or games that “require
one to have normal vision and play at a partic-
ular pace which I couldn’t keep up because of
my vision.” (pt 6).

The positive impact of successfully obtaining
treatment to correct visual impairments was sig-
nificant, resulting in some participants feeling
their visual challenges were completely solved:
“l had problems with my vision when | did not
have spectacles. When | had them, it was
ckay.” (pt 28).

Health care access challenges

Health care access is a complex and multidimen-
sional topic that has been described to rely on
the interconnected components of availability,
accessibility, affordability, adequacy, and accept-
ability.”” Although Botswana offers universal
coverage to its citizens,”® a unifying theme was
that, despite attempts, participants faced difficulty
in successful acquisition of health care. Barriers
faced because of various health care access com-
ponents are detailed in Table 2. One patient
poignantly summarized her difficulty navigating
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Table 1

Factors contributing to educational environments of people living with albinism in Botswana

Categories

Specific Factors

Representative Quotations (Participant Number)

Health-
related
barriers
to
learning

Emotional
barriers
to
learning

Vision- related Challenges
o Difficulty seeing the board

o Difficulty writing on the board

» Difficulty reading (font size,
color of fonts/background)
o Difficulty using computers

o Lack of materials for self-study

e Time required to transcribe
notes impeded time to learn

o Not allowed extra time to
complete assignments/tests

 Distracting eye pain (from
straining, photophobia)

¢ Unable to access eyeglasses to
correct low vision

Skin- related Challenges

 Distracting skin pain (from
sunburns)

» Lack of confidence in
their own intelligence

« Shame for not understanding
their own educational needs

e Emotional distress from stigma-
based bullying

"1 wouldn’t see well, but if | come closer to the
board, | was told that | distracted the other
students...even though | understood Maths, |
won't be able to see how the Math problems
are solved to learn more and do well in the
subject.” (pt 35)

“...itwas hard to write tests on the board with
poor vision.” (pt 10}

*...reading small black letters on a white page
was very difficult.” (pt 26)

"l didn’t continue with my studies because at
tertiary...the types of computers were just not
big enough for me to see and they would just
tire my eyes.” (pt 32)

"1 had to wait for others to finish and borrow
their books to write [notes]...sometimes they
would refuse” (pt 10)

"It made me to be behind with my school work
because instead of revising | would be writing
notes making me grasp little.” (pt 10)

"It was just hell. | was submitting my assign-
ments late, | was finishing my tests late....
Teachers did not allow this so | was always in
trouble.” (pt 7)

”...when things were written on the board. |
had bad eyesight...it would be painful.” (pt
37)

"_..there would be too much light into my
eyes...and that would be painful.” (pt 37)
"My parents knew | was short sighted but we
were [too] poor for them to buy me specta-
cles.” (pt 45)

“For sure if the sun has really hit me, | cannot
be able to go to school or to work.” (pt 7)

“Ah! | was not smart enough that was the only
challenge... | would have desire to learn but |
would understand slowly.” (pt 28)

"1 couldn’t tell my teachers that | can't see well
because | was a kid and didn't really under-
stand what was wrong. So | would write funny
things and then later left school without giv-
ing reasons why because | was embarrassed.”
(pt3)

"So, | had to drop from school because of the
teacher who was not treating me well. | would
try to ask them to let me sit closer or make
adjustments so | could learn better and the
other kids would start teasing me. The teacher
would tease me and start yelling.” (pt 32)

(continued on next page)
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Table 1
(continued)

Categories

Specific Factors

Representative Quotations (Participant Number)

Discriminatory
barriers
to
learning

Resource
limitations
to
learning
environment

e Given lower priority in
classrooms

e Teachers fear PWA

« Teachers lack knowledge
on needs of PWA

« Teachers ignore bullying of
other students

« Teachers shaming/punishing
for special needs

» Educational opportunities
are held back

e Overcrowded classrooms

« Teachers not trained for special
needs of PWA

« Limited or no access to special
education programs

s "Teachers did not give us the same opportunity
as other kids. Even when we were better than
them, they always got first priority. | think
because they didn’'t want to deal with us and
our poor vision..." (pt 33)

"Some of the teachers were still afraid of us
with albinism and so they were not making
adjustments.” (pt 13)

"The teachers often have no knowledge about
albinism or how to talk to the children, how to
treat them, what they need, what visual
problems they have..." (pt 32)

"Some kids did not treat us well... | don't think
teachers paid attention... | also did report to
teachers, but they did nothing.” (pt 45)

s "_.they would be spitting at me...it affected
my ability to learn and to listen in class. Even if |
would try to tell the teacher, she would be just
ignoring this.” (pt 21)

"...even if | would ask the teacher to move
forward they would say, ‘No, no, no!" and they
would scream at you and make you not have
interest in going to school.” (pt 32)

"Every time [l used the special needs bus
transport], | would be like 20 or 40 min late and
they [my teachers] would try to beat me [for
being late to my class].” (pt 7)

"My parents did not want to take me to school
because they believed | would not see written
letters...Right now my age mates have
achieved so much more in their life because of
their education.” (pt 14)

"There were too many [students] in class and
the teacher was not able to give me the
attention and help | needed.” (pt 31)

"Some teachers were not trained to assist all
students according to their need.” (pt 10)

"There was no special education, | was taught
just like any other child who doesn't have
albinism." (pt 5)

"I was going to a public primary school in Lo-
batse and they actually had a special needs
department but | was not part of that. | tried to
ask to be a part of that program, but they
refused. They didn't see me as different from
other people.” (pt 7)

(continued on next page)
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Table 1
(continued)

Categories Specific Factors

Representative Quotations (Participant Number)

Positive
changes
to
learning
environment

o Teachers adjust learning
environments

» Special education programs

« Support from peers

« Support from parents

* "The teachers that did know would write on
the board very large and in a dark color so that
| could see. They would ask me where is it that |
would be most comfortable, and | would tell
them the front of the class and then that is,
where | would sit.” (pt 13)

« "When | was about to hit rock bottom...I

found out there was a whole center dedicated

to helping people like me with visual impair-
ment. They taught me how to use visual tools,
zoom text and JAWS. This made a huge dif-
ference in my education and allowed me to
finish my studies successfully. But | can‘t help
but wondering where was this unit for the first

2 y of my studies?” (pt 7)

" At tertiary level | enjoyed my school days since

my colleagues would not let me be alone. They

would call me if I try to isolate myself and make
me feel like | should be a part of the group.”

(pt 23)

"My parents supported me and always

informed my teachers to help me see better

throughout my school days.” (pt 23)

the public health care system in Botswana for
treatment of a lip sore. Her care was delayed
more than a year, resulting in the growth of a large
nonoperable SCC of the lip (Fig. 1):

“They [the healthcare system] delayed to help
me...but | used to come here [the hospital]
daily...l first came when it [the skin cancer]
was smaller...they kept doing tests and the
results kept pending...and it grew bigger... |
started at [my focal clinic] who said should
go to Oncology, and Oncology said | should
go to Dental...then Dental said | should go
back to Oncology to check if it is cancer.
Because they wanted to do operation and
the other doctors said you can't do operation
without knowing the nature of the lesion, so
go back to Oncology to do tests....It grew to
this [size] before | was able to come to derma-

tology.” (ot 9).

Psychosocial Health Factors

Stigma and discrimination

Participants reported a consistent onslaught of
stigma and discrimination throughout life because
of their outwardly identifiable genetic disease,
resulting in a substantial negative impact on social
interactions, employment, education, and

psychological health (Table 3). Albinism-
associated stigma was experienced as feeling
rejected, feared, isolated, “not human,” “invisible,”
“diseased,” or that they “do not exist.” Discrimina-
tion was experienced as being made to feel of
lesser value to others; socially excluded; and
restricted in activities of daily living, education,
and/or employment: “...other people [make mej
feel like | am nothing and | have no value.” (pt 5).
Many expressed an overall sense that society
was “avoiding trying to help us with albinism.” (pt
29). Albinism-associated stigma was believed to
even surpass the stigma of human immunodefi-
ciency virus (HIV), which has been well-
demonstrated as a major issue in Botswana
society.?#31

Social interaction challenges

Stigma and discrimination created a clear impedi-
ment to the development of interpersonal connec-
tions associated with positive features of trust,
respect, and esteem. From early childhood,
some participants felt stigmatized and discrimi-
nated by their own families. Building and maintain-
ing relationships with peers and romantic partners
was strained. Interactions with members of soci-
ety were fraught with unpredictable forms of
harassment, marginalization, and restrictions.
Even those who thought they found love and trust
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Table 2

Health care access challenges for people living with albinism in Botswana

Health Care

Access

Challenge

Cateqories Challenges Faced Representative Quotations (Participant Number)

Availability: Do Limited availability of: « "Things like sunscreen, tablets... sometimes
providers « Medications through the hospital just doesn't have what | need.” (pt
have the government pharmacies 21)
resources « Equipment needed to « "...today | came for cryotherapy but it was not
needed for treat the skin and eyes there. So even when | can get to the clinig, it
diagnosis and e Diagnostic tests leading doesn’'t mean that | will be helped or that my
management? to slow turnaround time problems will be fixed.” (pt 45)

Accessibility: Do
patients
struggle
because of
distance or
time required
to receive
needed care?

Affordability: Do
patients
struggle
to pay for
needed
health care
or health
care-related
items?

Adequacy: Do
patients feel
satisfied with
the health
care provided?

« Specialist physicians
in Botswana
Patients struggle with:
e Navigating the
multiple steps
needed to get treatment
e Specialist appointments
that are:
« Difficult to obtain
Have long wait times
e Require long distance
travel

Patients are unable to afford:

« Purchasing medications
(when not available
through public health
care system)

* Sunscreen

e Time off work for clinic visits
« Transport to clinics’hospitals

Patients believe care is
inadequate because they:
Believe it is ineffective

or futile

Prefer traditional medicine
or religious cures

side effects

with the treatments

Are unhappy with treatment

Family/friends do not agree

.

"It took long for them [the health care system]
to help me, but | used to come here [the hos-
pital] daily...” (pt 9)

"l live very far out...maybe 10-15 h so | need
support to get transport to Gabs to see a
dermatologist because there is no one in my
area that can do skin checks...” (pt 13)

"I think everywhere in our country ...we
struggle with waiting times...one time | had to
live with a tumor for close to 6 mo before it
could be operated on..." (pt 7)

...l live 50 km away from Gaborone, it costs
me more than | have to get to Gabs to see the
dermatologist.” (pt 26)

« "Although | know the health care is available it
doesn't always mean that it is easy to access. |
find it difficult to ask for time off from work as
often as | need.” (pt 7)

.

e ".._you start thinking to yourself ‘ah i don’t
think the hospital helps. | don't need to go
there'. [PWA] end up just giving up and maybe
never going back. Or maybe they try other
cures like from their church or family.” (pt 7)
"For those in remote areas it can be the family
members keeping persons with albinism from
seeking help and getting to see their doctors.”
(pt 8)

... I dread having to face getting my skin cut
or sprayed [at the dermatologist]...people
around you will try to talk you out of going to
the doctor.” (pt 7)

.

(continued on next page)
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Representative Quotations (Participant Number)

cultural and
social values?

needing medical care
e Feel neglected by
the health
care system
o Feel scared to have leave
their village for
health care

Table 2
(continued)
Health Care
Access
Challenge
Categories Challenges Faced
Acceptability: Patients believe care is
Do patients unacceptable because they:
trust providers e Experience stigma/
and believe discrimination
that care from providers
is in line » Experience societal stigma/
with their discrimination for

+ "Most of the time nurses just brush us off when
we present with sores to the local clinic. They
make it seem normal and just give us calamine
lotion and then we just get worse.” (pt 33)
"You get labeled as "always out sick’...that
alone makes you not have the confidence to
go to the hospital. So you end up missing the
most important thing that can make a differ-
ence in your life..." (pt 7)

*An albino needs sunblock and spectacles just
like an HIV positive person needs

ARVs.. because she [the health care system]
does not take statistics of albinos [like is done
for HIV], she is unable to provide them
adequate health care.” (pt 35)

“[PWA] might be scared to leave their own
area...so in this way they are kept from getting
proper health care.” (pt 13)

in marriage could still face stigma from their part-
ner: “Albinism became an issue that broke apart
my family... Out of nowhere [my husband] devel-
oped this problem with albinism and not only
turned against me but tumed my children against
me. He said ‘just know that all along | was just mak-
ing you a favor. People like you don't get
married’...” (pt 32). Social stigma was strong
enough to affect parents of PWA, evidenced by
alarming reports of young mothers committing sui-
cide after birthing a child with OCA (pt 8, 32). Prac-
tices of self-harm, abandonment, and even

Fig. 1. Large invasive squamous cell carcinoma tumor
of the left lower lip that grew during the course of
diagnosis and treatment delays in a patient with albi-
nism in Botswana.

infanticide have similarly been described in fam-
ilies of PWA in other African countries.®

Psychological impact

A cascade of negative psychological conse-
quences developed from these experiences of
stigma and discrimination (Table 3). Recurrent so-
cial rejection and lack of positive interpersonal ex-
periences led to feelings of sadness,
hopelessness, helplessness, resentment, fear,
and shame typified by such sentiments as: “/
despise myself” (pt 1) and “what have | done to
deserve this” (pt 3). Negative thought and behavior
patterns including low self-esteem, low self-
efficacy, self-isolation, distrust, help-avoidance,
and self-harm were common results. Some devel-
oped a habit of self-perpetuated negative
thoughts that spiraled into a vicious cycle of
learned helplessness, preventing participants
from having enough self-efficacy to engage in
measures to improve their life circumstances:
“As people with albinism, we internalize the hate
others have for us and treat ourselves as worthless.
How can we help ourselves when we don’t see our
lives worth living? When we don’t think ourselves
worthy of love and respect from others. In tumn
this makes us angry and resentful to others and
this builds a viscous cycle of pushing people
away and becoming more and more isolated.” (pt

7).
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Table 3

Psychosocial impact of stigma and discrimination on people living with albinism in Botswana

Categories and Specific Challenges

Representative Quotations (Participant Number)

Social Interaction Challenges
With Family

+ Not feeling accepted or supported by family
e Restricted from family activities/events

With Peers

« Difficulty initiating and maintaining
friendships

e Exclusion from peer activities

¢ Bullying from peers

With Romantic Relationships

o Difficulty initiating and maintaining
relationships

e Emotional bullying from significant others

With Society

Strangers avoid contact

Strangers react with fear and/or disgust
Verbal and/or physical aggression from
strangers

Restricted from communal activities/events
Obijectified as inhuman

Ignored when seeking help from societal/gov-
ernment institutions

Facing greater stigma than people living with
HIV

Mothers of PWA react by inflicting self-harm
Stigmatized due to visible signs of medical
treatment

Employment Challenges

e Excluded from opportunities to apply/
interview

e Denied employment offers

.

.

.

* "... | would worry when discriminated by
people at home where would | go and what
would | do then...”.2*

e "... within my husband's own family, even his
sisters told me that we don‘t love you.”.®

"Someone may have the desire to be my friend
but then their family they don’t accept me, and
they force them to reject me."”.”

...l will be given a separate dish from oth-
ers...my friends would tell me ‘I can’t eat with
this one’ or ‘I can't sleep with this one’ or ‘I
can’t bath with this one’ ...in many ways |
would be singled out.”.**

.

.

"It [albinism] is the reason why the father of
my child is gone, because his friends will tell
him 'how could he be with someone like this,
why didn't you find a better person than this
person with albinism.".>

“Then he [my husband] came to me and said ...
‘just know that all along | was just making you
a favor. People like you don't get married. | did
you a favor to marry you.'".*?

"When you try to greet someone, they act like
they don't see you, like you do not exist.”.??
"l experience [stigma] from the society... They
despise and look down on us. Some act like we
smell and sometimes spit saliva.”.*5

"When there are community works... | cannot
participate... people do not want me to touch
the food they eat.”.>*

e "...we were told that we were not people,

albinos are not human beings so we can't
report mistreatment [at police stations].”.®

"In government offices...they will say that they
will be right back but then they never come
back. Itis clear that they are avoiding trying to
help us with albinism."”.??

"Being an albino is most discriminated than
having HIV since some people are afraid of us,
some feeling disgusted by our condition and
we cannot hide it like you can with HIV....".?°
"This past month there was a mom who
committed suicide because she had a baby
with a;binism. You don’t hear about that with
HIV.".

"l was discriminated because of my skin color
in jobs | have applied for...Eventually | only got

(continued on next page)
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Table 3
(continued)

Categories and Specific Challenges

Representative Quotations (Participant Number)

Fired without cause

Excluded from promotions

Bullied by coworkers/colleagues

Stigmatized for needing time off for health-
care needs

L]
.
L]
.

Educational Challenges

* See Table 1

Psychological Impact Challenges
Major Emotions:

Sadness

Hopelessness

Helplessness

Resentment

Fear

Shame

Resulting thought/behavioral patterns:
Low self-esteem

Low self-efficacy

Self-isolation

Distrust of others

Help avoidance and denial
Self-harm/self-reproach
Self-perpetuated negative thought pattern

e 0 0 0 0

-

a job because there was no one else
[applying].”.*°

“Even colleagues that | have been working
with for years, | hear them whisper about me.
Saying | don't deserve the position | have.” ®
“1 find it difficult to ask for time off from
work... | feel like others notice and keep track.
It makes me feel diseased and like people feel
that | am not as human because | need to see
doctors so much.”.”

"They stigmatize me by not letting me pro-
gress...They cannot give me a reason for why |
do not get allowed to go for further training,
they just give a reject to my requests.”.®

“Yes stigma affects, it makes me feel sad and
ask m};self what wrong have | done to deserve
this.”.

”1 am sometimes hopeless.. sometimes |
wonder if | will manage. For example, when
people are registering to receive government
programs of poverty alleviation whereby we
get goats. | do need them but | would wonder
if 1 will manage them properly so in the end |
don't end up even applying.”.®

"| feel trapped like | cannot go where | want.
Imagine you are not feeling well and you have
no way to get to a doctor...You could even go
to the bus stop and not know what routes to
take. You feel isolated inside yourself because
you are not exposing yourself to people and
are hiding most of the time.” .2

"So many people cocoon themselves because
maybe they have been denied or failed so
many times in the past and now they just give
up. They don't even seek the resources or help
that is, available.”.®

"I even broke a bottle and stabbed myself to
hurt myself because there was too much pain. |
thought, ‘If | wasn't like this with this
skin...*

"People with albinism just choose to suffer
instead of standing up for themselves.”.®

"We want things to change but...if people try
to talk to us to bring change we are not so sure
if it is real, you don't trust them and pressure
keeps building and depression keeps
building.”.”
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Myths and superstitions

Pervasive myths and superstitions associated with
albinism emerged as additional negative contribu-
tors to psychosocial health. These included misin-
formation about how albinism is contracted and
various beliefs about supernatural powers of
PWA (Table 4). Participants reflected that these
erroneous beliefs were likely fueling society’'s
stigma/discrimination toward PWA. These beliefs
also negatively contributed to the information par-
ticipants had available to build their own self-
concept. Particularly for children just learning
about themselves, myths/superstitions seemed
to impair their ability to develop a positive self-
image and a sense of trust in others: “/t affected
me because | didn't have any education about
those myths. | didn't know if they were true or

Quality of Life Factors for Albinism

not when | was a child.... nobody was touching
me or maybe one would run up to me and touch
me just fast fo see if the color could change. It
made me very hurt. It made me feel that | was
not a person. It was very tough.” (pt 21).

Environmental Health Factors

Participants discussed several factors affecting
QOL in their external sociocultural environment,
including issues with personal development, finan-
cial security, safety, and human rights.

Educational barriers to personal development

In addition to the vision-related barriers previously
discussed, emotional barriers, discriminatory bar-
riers, and resource limitations further compounded
learning challenges for PWA (Table 1). Bullying

Table 4

Myths and superstitions about albinism in Botswana

Myths/

Superstition

Categories Specific Examples Representative Quotes (Participant Number)

Myths ¢ PWA are not human « "l hear people with albinism do not die but
about the ¢ PWA do not die disappear.” (pt 14)
humanity ¢ Men cannot truly love ¢ "l hear them say all the albinos disappear and |
of PWA a woman with albinism felt insecure to hear that | disappear.” (pt 35)

« "When a man comes to a women with albinism he
doesn't love her but he just wants to compare
with a normal person or he is doing her a favor.”
(pt 8)

Myths e You must spit on yourself e "You have to spit on yourself when you see one to
about the after seeing a PWA to avoid becoming one.” (pt 7)
contagion of prevent contraction « "They say if you happened to stepped where an
albinism of albinism albino has stepped you're also going to change
* You will contract albinism and you will have an albino child.” (pt 21)
by stepping where » "The rumors | hear is that when you sit next to an
a PWA has been albino and you are pregnant, you will give birth
e Pregnant women who to a child like an albino.” (pt 29)
touch a PWA will
give birth to a child
with albinism
Good + Body parts of PWA can « "People with albinism are harvested for 'muti’ for
luck bring good fortune traditional medicine and to bring good luck.” (pt
superstitions e Body parts of PWA cure 20)
diseases in African e "l have heard of people using body parts of peo-
traditional medicine ple with albinism for traditional medicine.” (pt
« PWA cannot contract HIV 26)
+ Having sex with a PWA
can cure HIV
Bad « The touch of a PWA « "People did not want me touching their food
luck brings bad luck because they thought | was bad luck.” (pt 7)
superstitions e Families of PWA * "Some would say our family is cursed to have a
are cursed child like me.” (pt 21)

Abbreviation: HIV, human immunodeficiency virus.
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from peers was common, and teachers would
ignore or even shame students trying to exert their
needs. Participants overwhelmingly complained
that their educational environments did not pro-
vide them with an equal opportunity to “learn prop-
erly.” As a result, they often avoided school,
performed poorly, or quit at a young age.

Even when special education resources were
available, they were not readily accessible: “/
found out there was a whole center dedicated to
helping people like me with visual impairment.... |
think about how long | suffered needlessly when
they had everything | needed but were unwilling
to share it.” (pt 7). For those who could access
educational support, the impact was immense.
One participant was able to excel in a challenging
tertiary educational program as a result of an
adjusted learning environment provided by an
expatriate teacher: “That was the very first time
that any teacher took notice of my impairment
and tried to help. | was able to finish the program
and pass because of his help. The other lecturers
didn't think that | should be treated differently
than the other students and in our country there
is no laws that mandates anything for visual disabil-
ities.” (pt 21).

Employment barriers to personal development
Participants expressed frequent frustration with an
inability to develop meaningful careers. Many were
only able to get jobs in menial labor or within the
government’s public works program that required
them to work long hours outside being exposed to
dangerous ultraviolet radiation.*® Visual impair-
ments and educational deficits surfaced as root
causes precluding satisfying employment and a
consequent improvement in life circumstances:
“My vision problems affected me in that | could
be educated, have a job to live better if | was
able to see enough to get through school.” (pt 1).

Successful employment was also hindered by
stigma and discrimination (see Table 3). Employ-
ment options suitable for the low vision and sun
sensitivity of PWA were lacking, and employers
were unwilling to make allowances for special
needs: “when employers see that | cannot be
outside, they do not even give me a chance at a
job.” (pt 17).

For the few successfully employed participants,
stigma and discrimination impeded enjoyment of
work and limited opportunities for promotion
within their fields: “Af work, some people do not
like me. Some feel disgusted. Some would not
even want to talk fo me or sit next to me, all
because of the color of my skin. It makes it hard
to enjoy work or do my job well.” (pt 26).

Financial security concerns

Additional consequences of poor education and
limited employment opportunities were lower so-
cioeconomic status and poverty. Many were
struggling to access basic needs, such as food,
shelter, transportation, health care, and education
for themselves and their families. Low income pre-
vented purchase of adequate clothing and per-
sonal care products that could help maintain skin
health and comfort. Inability to access welfare
support was a common concern: “My doctor
once wrote me a letter to give to social worker so
that | get monthly rations, but even to now f am un-
able to get this support. So | am left with only the
P200 that my child gives me...” (pt 45).

Safety concerns

A general sense of anxiety and fear permeated the
lives of many participants, namely because of re-
ports of ritual kilings of PWA across Africa and
concern that these attacks could also occur in
Botswana. Participants felt “always afraid” (pt 1)
to be alone, to travel freely, or go out at night: “/
feel unsafe thinking that, at any time, someone
might want to kill me and use my body parts.” (pt
26). Others felt unsafe because of the stigma/
discrimination directed at them and concerned
that verbal abuse might turn into physical abuse.
Some experienced minor physical aggression,
threats of violence, persecution, and/or attempts
at kidnapping, but our participants gave no reports
of ritual murders.

Additionally, low vision made participants feel
inherently unsafe in their environments. Many
struggled to navigate daily activities: “In the
street ...we don’t feel safe to cross the road.”
(pt 23). Without being able to clearly see their
surroundings, participants felt at high risk for ac-
cidents and criminal violence: “/ was once
attacked at night by thieves. | couldn’t see
them until they were right on top of me... It's
dangerous.” (pt 32).

Disability rights issues

Botswana's government upholds the goals of
improving social welfare and empowering disad-
vantaged groups through various welfare services
and poverty eradication programs.®* However,
many participants reported an inability to access
these services because of stigma/discrimination,
difficulty navigating the process of application, or
directly being denied: “...it is not as easy as people
who are old, in wheelchairs or pregnant because
for us we get people saying “no you guys are lying
you are just like us why would we give you prefer-
ential treatment....” (pt 7).
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At the time of this publication, Botswana has no
specific disability rights in place and does not offi-
cially recognize PWA as disabled by law. As a
result, participants often had difficulty deciding
whether they considered themselves disabled
and, thus, to which rights and protections they
were entitled. Many believed albinism should be
considered a disability to give special protections
that could decrease the challenges faced
throughout life: “[Our biggest problem is] not being
viewed as disabled and being forced to compete
with the rest of society in day-to-day life. There
are no protections in place to help us and we are
no match for the world the way it is set up.” (pt 7).

However, there was significant trepidation
around the word “disability” and concern that la-
beling themselves as disabled might, in some
ways, lessen their already low status in society.
To avoid stigma/discrimination, some participants
expressed a desire to be seen and treated as
normal: “We are not having a disability. We are
just like anyone else and we can do things like
everyone else. This would help people to accept
those with albinism as they are.” (pt 13). For
some, there was a lack of understanding that
disability rights legislations aim to increase equi-
table access to basic human rights and social in-
clusion to pave the way for less societal stigma/
discrimination.

DISCUSSION

Our qualitative investigation of the life experi-
ences of PWA in Botswana revealed that
numerous intersecting physical, psychosocial,
and environmental factors can contribute to
lower QOL in this population (Fig. 2). These find-
ings are consistent with the negative psychoso-
cial impact of OCA reported in other African
and South American countries.® 7 10.15.18.21.35
There was significant overlap and interplay be-
tween QOL factors, indicating that negative influ-
ences and challenges can become compounded
and multiply throughout life. An overlying theme
connecting the issues faced by PWA was diffi-
culty obtaining equitable rights and access within
Batswana society.

Although health care access is a common prob-
lem across Africa,”® Botswana positively stands
out as a country that offers universal health care
for citizens.”® However, participants reported sig-
nificant health challenges, indicating the need to
improve practical access for PWA. Upscaling
dermatology, oncology, and ophthalmology skills,
currently only available at limited district/tertiary
hospital levels, is critically needed for PWA. Sensi-
tizing providers across Botswana to the special

Quality of Life Factors for Albinism

needs of OCA and giving PWA priority status as
a vulnerable population within the health care sys-
tem would allow more rapid and reliable access to
needed care.

Participants primarily suffered skin and eye
challenges, as has been reported in previous
epidemiologic studies.”**5° An understanding
of their own health risks was not enough to prevent
sun damage and skin cancers, because most
faced barriers obtaining sunscreen/sun protective
clothing and could not avoid daily sun exposure.
Interventions to widely distribute sunscreen that
is consistently available for free or a low cost are
vital to give PWA a mechanism to protect them-
selves regardless of their required work/life activ-
ities. Sunscreen is included on Botswana's
public medication formulary; however, limited sup-
plies are available for the entire population. One of
the authors (VLW) initiated a program to improve
health care for PWA at Princes Marina Hospital
through prioritized patient scheduling, obtaining
equipment for skin cancer treatment, creating pa-
tient and provider education materials, organizing
awareness events, and most importantly distrib-
uting free sunscreen with the support of Lady
Khama Charitable Trust. However, this program
only reaches patients who can access regular
dermatology clinic visits. Outreach campaigns of-
fering clinical care to underserved areas along with
the distribution of durable shade devices and/or
reusable ultraviolet protective clothing could
augment skin cancer prevention in a cost-
effective and sustainable way.*

Vision-related challenges were the most
frequently emphasized issue, which had a nega-
tive impact across all three domains of QOL. Prior
research in African OCA populations has indicated
visual impairments are nearly completely correct-
able with prescription lenses or low-vision aids.’
However, in Botswana, few participants were
able to obtain the necessary health care services
to achieve functional vision. Similarly, in neigh-
boring South Africa, one study demonstrated
that 85% of children with albinism were living
with less than 30% use of normal vision.® Living
with low vision from childhood to adulthood had
far-reaching effects on education, employment,
financial security, health care access, social inter-
actions, safety, and the psychological well-being
of participants. Visual disabilities effectively limited
the opportunity of PWA to become active partici-
pants in society. The cost of extending low-vision
support services and prescription eyeglasses to
PWA is a small price compared with the benefits
to be gained from lifting this population out of a
lifetime of disability. Standing Voice, a well-
established albinism support organization, has

Scanned with CamScanner

141



142

Anshelevich et al

?

1

v
Health Factors "

/0\

Educational Barriers Ericimen<Barrfers

?

Physical
l-lulth an

|

Quality of Life
in PWA

-

94

4+ Health
Factors

P

Psyd'mcal Impact \

A

Fig. 2. This figure demonstrates how physical, psychosocial, and environmental factors can intersect and com-
pound to contribute to lower QOL for PWA in Botswana.

developed a highly successful integrated skin can-
cer prevention and vision program in East Africa
through partnerships with local governments and
health care systems. Through large scale, rotating
outreach clinics, they provide low-cost, on-site
skin and eye care to hundreds of patients,
dispensing up to 176 pairs of eyeglasses at a sin-
gle outreach visit.*” Their programs demonstrate
the feasibility of high impact, scalable, and sus-
tainable interventions for OCA health.
Psychosocial health is a cornerstone of QOL
that is overlooked in developing countries facing
more dire health crises, such as the HIV epidemic
in Botswana.®**° However, without concurrently
addressing psychosocial needs, interventions to
increase the physical and environmental health of
vulnerable populations may be less effective.
Stigma and discrimination seemed to permeate
all aspects of our participants’ home/school/work
and social lives. These effects have been similarly
emphasized in other OCA studies.>* "¢ Major
psychological consequences included denial, self-
reproach, and help avoidance behaviors, which
could hinder efforts to support this population.
Without the ability to feel safe, meet basic needs,

and feel supported/included within society, our
participants neither felt worthy of accepting sup-
port, nor had the capacity to benefit society by
reaching their true potential.

Environmental health factors of personal devel-
opment, financial security, safety, and disability
rights were also heavily influenced by stigma/
discrimination and society’s lack of awareness
of the special needs of PWA. The educational
system can provide early support for children to
develop the skills needed to lead a productive
and satisfying life.>”#'*? Negative experiences
commonly triggered PWA to discontinue school,
and poor education is a known risk factor for
several negative health and QOL factors.*!+#344
There is untapped potential for interventions to
improve educational outcomes for PWA in
Botswana and other African countries. Wide-
spread teacher education programs that empha-
size identifying and adjusting to the needs of
OCA students have been successful in
Tanzania.*> PWA can suffer lifelong conse-
quences when they are not guaranteed the right
to access education suitable for their special
needs. Similarly, equal employment protections
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are needed to prevent the unfair challenges PWA
face in obtaining safe and meaningful employ-
ment, a common struggle noted in surveys of
PWA in other African countries.'®'®

A repeated theme that summarized the intersect-
ing factors contributing to low QOL was the viscous
cycle that can trap PWA. It starts in childhood with
visual dysfunction, leading to poor education com-
bined with negative psychosocial interactions
fueled by stigma and discrimination. Rare positive
external influences trigger the development of a
negative self-concept. Later in life, limited job op-
portunities caused by poor education and the phys-
ical limitations of OCA lead to higher rates of
poverty. When jobs are obtained, the chance for
upward mobility and success is thwarted by
stigma/discrimination. Financial insecurity makes
obtaining and maintaining health care more difficult.
Because outside information is conflicting, PWA
develop a sense of denial about their condition.
There is confusion about whether they should fight
for disability rights or fight to be “normal” citizens.
Governmental support in the form of health care,
social welfare, and disability services are available
but, realistically, unattainable, suggesting efforts
need to be made to assist PWA in understanding
available programs and obtaining equitable access.
Each time a participant’s attempt at obtaining help
was defeated, it encouraged a sense of helpless-
ness and mistrust of society and its institutions. A
dangerous sense of learned helplessness seemed
to develop over time, encouraging PWA to effec-
tively withdraw by not engaging in their own health
care, personal relationships, or activities within their
environments. Early positive and supportive influ-
ences in the lives of PWA would be key to prevent
this negative path to low QOL. Models of success-
ful OCA programs in other countries have used
existing networks of OCA support groups as a
means of disseminating education and linking indi-
viduals with support services to improve finances,
education, health care, employment, and
safety.*’*> Because safety and trust was an
expressed challenge in our cohort, we suggest in-
terventions for PWA be implemented through
groups with which they already feel a sense of
connection and trust, such as OCA support groups,
disability support groups, or religious groups.

In conclusion, our OCA cohort in Botswana
faced similar challenges to PWA in other regions:
a pervasive difficulty in obtaining equal rights to
physical, psychosocial, and environmental health,
which contributed to lower QOL.>37193° Based
on recommendations in the United Nation's Uni-
versal Declaration of Human Rights*® and exam-
ples set by other African countries making strides
in OCA rights, improving the lives of PWA in

Quality of Life Factors for Albinism

Botswana should start with ratifying disability
rights protections and formally including OCA as
a qualification for disability.*”** Currently,
Botswana is 1 of only 11 countries on the African
continent that have not ratified the United Nation's
Convention on the Rights of Persons with Disabil-
ities.*? Significant efforts are needed to increase
awareness and education on OCA across society,
and institutions need legal support to help guide
change. PWA need disability rights protections to
guarantee access to skin and visual health, equal
opportunity for personal development, access to
governmental support programs, and social inclu-
sion. The QOL framework we outlined could be
used as a model to help explore the challenges
and potential solutions for PWA in other regions
globally.

Study limitations include the difficulty in general-
izing results based on our convenience sample of
participants engaged in positive societal activities
(support groups or health care) in the capital city.
Our results may differ compared with more iso-
lated, rural communities in Botswana. Future
studies should aim to investigate the prevalence,
incidence, distribution, demographic features,
and health outcomes of PWA, and triangulate our
findings with quantitative QOL measures to
improve understanding of this population.

CLINICS CARE POINTS

Clinicians should be aware that visible skin
diseases like oculocutaneous albinism can
affect quality of life in a variety of ways that
are dependent on local factors such as
disability rights and cultural beliefs.

To maintain skin health, clinicians should
ensure patients with oculocutaneous albinism
understand the risks of skin cancer and have
access to sunscreen, sun protective clothing,
and regular skin exams by a dermatologist.
To prevent disabling visual dysfunction, pa-
tients with oculocutaneous albinism need
yearly eye exams along with access to refrac-
tive lenses, low vision aids and other opthal-
mologic care starting from infancy.

Parents and teachers should be aware that
children with oculocutaneous albinism may
face educational barriers due to health chal-
lenges, emotional challenges, discriminatory
challenges and local resource limitations.
Experiencing stigma and discrimination along
with myths/superstitions about oculocutane-
ous albinism can have a far reaching negative
psychosocial impact which can hinder a pa-
tient's engagement in their own healthcare.
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