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ABSTRACT

EI9TETE Albinism is a genetic disease that causes vision limitations and skin and hair problems as a
result of a disorder in melanin conversion. This disease can have wide psychosocial consequences among
the sufferers. This study reviews and investigates the psychosocial experiences of people with albinism.
This study is a review type and a thematic synthesis. This review examined the
qualitative articles published until February 2023 in Persian and English in the field of psychosocial
experiences of people with albinism. Articles related to extensive search were selected in PubMed,
Scopus, Web of Science, SID, and Magiran databases, as well as the Google Scholar search engine.
[ In the first stage of the search, 868 articles were obtained, after removing duplicate and
unrelated items and checking the titles and abstracts of the articles, 365 articles were omitted and 102
articles remained. By combining the codes of qualitative articles related to the psychosocial experiences
of albinism, two main themes were obtained with the titles of psychosocial challenges of people with
albinism (PWA) and support resources and coping strategies in people with albinism.

[@TEIERT PWA experience many challenges in life and they are equipped with some support resources
and coping strategies to deal with these challenges, which reduces the difficulty of the mentioned
challenges. Knowing these psychosocial challenges and support resources can help professionals and
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Introduction

Ibinism is derived from the Latin word

“albus”, meaning white. This word shows

an outward description of the condition

of the sufferers. Oculocutaneous albinism

(OCA) is a rare autosomal recessive, inher-
ited, non-transmissible disorder that is associated with
a significant reduction or absence of pigmentation in
the skin, hair, and eyes. This disorder is incurable and
can be found in any population worldwide, regardless
of gender and ethnicity [1]. Melanin is a pigment that
protects the skin from ultraviolet rays and helps pro-
duce color [1]. Since people with albinism (PWA) have
a complete lack or reduction in melanin biosynthesis,
which causes white and pale skin and hair that become
sensitive to sunburn, the lack of melanin, which is a sk-
incare factor, increases the risk of skin cancer in these
people. If proper care measures are not taken, only a
few of these people will survive to the age of 40 years
[2]. A rarer form of albinism, known as ocular albinism,
affects only the eyes of the affected person. Albinism
causes problems and defects related to vision, such as
reduced visual acuity, involuntary eye movements, de-
viation, and sensitivity to light [3]. This genetic disease
begins at birth and continues until the end of life, and
in case both parents are affected or carry the albinism
gene, they are likely to pass it on to their children [4].
In Iran, there are no official statistics about the number
of PWA; however, according to estimates, it can reach
35000 people [5]. In most regions of the world, the prev-
alence of albinism is approximately 1 in every 20000
people; nevertheless, in some areas, such as East African
countries, this number is 1 in every 1000. This trend is
also increasing [6]. These people are exposed to many
challenges, discrimination, and abuses since childhood.
In social environments, they suffer all kinds of academic
challenges, ridicule, rejection, stigma, and physical and
sexual violence [7]. In addition, PWA faces many chal-
lenges in communicating with others due to their dif-
ferent appearance and limitations caused by albinism.
The conditions of PWA in some parts of Africa have
been complicated, and these people have been threat-
ened, persecuted, and even killed and mutilated due to
superstitions and myths related to albinism, which cause
constant worries and isolation. Meanwhile, these people
have withdrawn from social situations [8, 9]. Numerous
qualitative studies have been conducted on the experi-
ences of PWA in African countries. However, in other
regions of the world, such as Iran, studies that investi-

gate the psychosocial experiences of PWA are limited.
In Iran, the psychological experiences of this population
have been investigated in studies by Alizadeh et al. [5]
and Zamani et al. [10].

Compared to other diseases that do not have a nega-
tive impact on the baby’s appearance from the begin-
ning (such as hemophilia), in albinism, the possibility of
establishing a sufficient connection and healthy support,
mother-infant, is reduced and can increase the possibil-
ity of attachment problems in these people. Therefore,
the insecure attachment style increases the probability
of many problems and mental disorders, such as depres-
sion [11], social anxiety [12], substance dependence dis-
orders [13]; therefore, probably most people with albi-
nism, due to problems and disorders related to the skin,
hair, and eyes, have been exposed to wide psychologi-
cal consequences, such as depression, anxiety, suicide,
body deformity, obsession, and so on. Meanwhile, since
the main focus of qualitative research in African coun-
tries is on the concepts of stigma and discrimination and
issues related to killing, the psychological and coping is-
sues of these people against tensions have not been con-
sidered sufficiently. Given the limitations of this type of
study in Iran, presenting a comprehensive picture of the
psycho-social experiences of PWA in the field of health,
rehabilitation, and psychologists can help in planning
and designing educational and treatment packages for
a better understanding of albinism and the problems of
this population. Also, because of the limitations that are
directly and indirectly caused by albinism, PWA expe-
rience difficult conditions concerning family, teachers,
peers, and friends; hence, providing a direct understand-
ing of their experiences and conditions can help other
non-specialist populations, such as families, teachers,
and other people who are involved with the problem of
albinism to help them experience healthier and harm-
free relationships. Accordingly, this study identifies and
combines the available evidence from the existing lit-
erature to provide a better understanding of the psycho-
social experiences of PWA.

Materials and Methods
Analysis method

This is a thematic synthesis type review study which
is one of the available methods for synthesis qualitative
research [ 14]. Data extraction, analysis, and synthesis of
this review follow the approach of thematic synthesis
of Thomas and Harden [15], which transforms the con-
cept of thematic analysis of primary data into second-
ary data. First, the primary studies were coded line by
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line. Descriptive themes were created from the themes
that appeared initially, and finally, by going beyond the
descriptive themes, analytical themes were generated.
This approach moves beyond the findings of the main
research to build a new and comprehensive understand-
ing of the phenomenon of albinism.

Search strategy

Relevant studies until January 2023 were identified
using a structured search strategy in PubMed, Scopus,
Web of Science, and Magiran databases. No time limit
was applied in searching the databases. A manual search
was also done in the index of some African journals (due
to the higher prevalence of albinism in Africa), such as
Society and Disability, African Journal of Disability, Af-
rican Identities, and Journal of African Cultural Studies.
Meanwhile, the Google Scholar search engine and the
list of related study sources were searched for potential
studies. No related Persian articles were found in the
search and all the found articles were in English. The
search strategy is presented in Table 1.

Inclusion and exclusion criteria

Qualitative studies that described the psychosocial ex-
periences and perceptions of PWA were included, and
studies that examined the perceptions and experiences
of caregivers and those around them or used quantitative
methods were excluded from the research.

Data selection and extraction

The reviewers independently screened all titles and ab-
stracts. Evaluation of full-text studies was done indepen-
dently by two reviewers. The reasons for exclusion were
recorded and any disagreements between the first and
second reviewers were resolved with the third reviewer.
All phenomenology and grounded theory studies quali-
tative content analysis, case studies, and other types of
qualitative studies that were extracted through inter-
views and focus groups, in addition to observation of
the experiences and perceptions of PWA were included.
Non-English and non-Persian articles were excluded to
avoid the influence of the translator’s bias, only original
articles were included in the research, and other articles,
such as reviews, letters to the editor, and commentaries
were excluded. The information is presented in Table 2
which includes data on the country under study, the date
of the study, the study plan, the purpose of the study, the
study method, and the findings.

Summer 2024. Vol 25. Num 2

Quality assessment

The critical appraisal skills program (CASP) was used
to evaluate the methodological quality of qualitative
studies (Table 3). The items were scored with “yes/no”
according to the adequate description of the research
parts, and the unclear option to indicate the unidentifi-
able status. Studies were independently evaluated by
two authors (Taher Alizadeh and Bahman Bahmani) and
disagreements in scoring and evaluation were resolved
through discussion.

Extraction and synthesis

All articles were read several times during the analysis.
The characteristics of the research, including the objec-
tives and design of the research, the number of samples,
and the main data were extracted and tabulated. Then,
all the quotes of the participants in the results, findings,
conclusion, and discussion section of the articles were
extracted word by word for coding and entered into the
MAXQDA ANALTIC PRO software, version 2020.1.
If a group of people without albinism participated in the
study, only the findings related to them were analyzed.
The analysis and synthesis of data included three steps.
First, the meaningful parts of the text were extracted and
after the study, they were labeled as open codes. In the
second step, these codes were created according to the
related fields, and descriptive themes that had the closest
meaning to the same open codes. In the third stage, these
descriptive themes were more abstract, and analytical
themes were created.

Results
Characteristics of the studies

A total of 16 studies from 12 different countries from
2006 to 2022 (Table 2) passed the criteria to enter the
review. Ten studies were conducted in the African con-
tinent and in the countries of South Africa [16-18], Ni-
geria [7, 19], Malawi [20, 21], Zimbabwe [22], Zambia
[23], Kenya [24], Cameroon [25], and the rest were in
other countries, such as Iran [10], Canada [26], England
[27], Puerto Rico [28]. The number of participants was
326 with the age range of 18 to 60 years. In-depth semi-
structured interviews and focus groups were used to col-
lect data.

Search results

According to the search strategy (Table 1), 868 studies
were obtained in 3 databases (PubMed: n=167; Scopus:
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Figure 1. Flowchart of the study selection strategy

n=435; Web of Science: n=265). Meanwhile, one article
was selected from the Google Scholar search engine.
After removing duplicate and irrelevant items, 436 ar-
ticles were identified. In the screening phase, the titles
and abstracts of the identified studies were examined,
which led to the exclusion of 334 studies, as they were
considered unsuitable for the present review. Finally, 16
studies related to the review were included in the review.
The preferred reporting items for systematic reviews and
meta-analyses diagram (Figure 1) provide more detailed
information about the study selection process.

Archives of

Rehabilitation

Archives of

Rehabilitation

Qualitative results

The main themes identified are summarized in two
areas: Psychosocial challenges of PWA and support re-
sources and coping strategies in PWA.

The psychosocial challenges of PWA included 6 sub-
themes of stigma/myth, severe violence, challenges re-
lated to emotional relationships/marriage/childbearing,
job issues, academic challenges, rejection and struggle
to be normal, and psychological challenges, which will
be explained below.
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Table 1. Search strategy

Web of Science

NOT AB=(animal)) NOT AB=(molecul*)) NOT AB=(gen*)) NOT AB=(mutation)) NOT AB=(plant*)) NOT AB=(rat)) NOT ALL=(reed) (#7))))))) 8-

and book review or review article (exclude —document types) and 1.7 neuroscanning or 1.5 neuroscience or 2.176 drug delivery chemis-

try (exclude — citation topics Meso) and pharmacology pharmacy or zoology or toxicology or biochemistry molecular biology or oncology
or clinical neurology (exclude — Web of Science categories) N:265

AND 3 N:422 #6 7-

OR #4 N:7135238 #5 6-

AB=(qualitative research)) OR AB=(case study:)) OR AB=(thematic analysis)) OR AB=(“grounded theory”)) OR AB=(“content)))))))))))))5-
analysis”)) OR AB=(phenomen*)) OR AB=(interview*)) OR AB=(experience*)) OR AB=(“focus group”)) OR AB=(“nursing methodology
research”)) OR AB=(ethnonursing)) OR AB=(hermeneutic)) OR AB=(interpret*)) OR AB=(“theoretical saturation”) N:6,554,121

TI=(qualitative research)) OR Tl=(case study:)) OR Tl=(thematic analysis)) OR TI=(“grounded theory”)) OR TI=(“content analy-)))))))))))))4-
sis”)) OR Tl=(phenomen*)) OR TI=(Interview*)) OR Tl=(experience*)) OR TI=(“focus group”)) OR TI=(“nursing methodology research”)) OR
TI=(ethnonursing)) OR Tl=(hermeneutic)) OR TI=(interpret*)) OR Tl=(“theoretical saturation”) N: 1309054

OR #2 N:36145 #1 3-

TI=(albinism)) OR Tl=(oculocutaneous)) OR TI=(albin*) N: 13550)) 2-

AB=(albinism)) OR AB=(Oculocutaneous)) OR AB=(albin*) N: 27366)) 1-

PubMed

qualitative research(title/abstract]) OR (“case study”[title/abstract])) OR (“thematic analysis”[title/abstract])) OR (“grounded)))))))))))))1-
theory”[title/abstract])) OR (“content analysis”[title/abstract])) OR (“phenomenological research”[title/abstract])) OR (interview(title/
abstract])) OR (experience][title/abstract])) OR (“focus group”[title/abstract])) OR (“nursing methodology research”[title/abstract])) OR
(ethnonursing|title/abstract])) OR (hermeneutic[title/abstract])) OR (interpret[title/abstract])) OR (“theoretical saturation”[title/abstract])
N: 1,179,292

Oculocutaneous [title/abstract]) OR (albin*[title/abstract]) N:35275)2-

AND #2: 167 #1 3-

Scopus

TITLE-ABS-KEY (“qualitative research”) OR TITLE-ABS-KEY (“case study”) OR TITLE-ABS-KEY (“thematic analysis”) OR TITLE-ABS-KEY 1-
(“grounded theory”) OR TITLE-ABS-KEY (“content analysis”) OR TITLE-ABS-KEY (“phenomenological research”) OR TITLE-ABS-KEY (inter-
view) OR TITLE-ABS-KEY (experience) OR TITLE-ABS-KEY (“focus group”) OR TITLE-ABS-KEY (“nursing methodology research”) OR TITLE-

ABS-KEY (saturation) N: 4,629,263

TITLE-ABS-KEY (albinism) OR TITLE-ABS-KEY (oculocutaneous) OR TITLE-ABS-KEY (albin*) N:140768 2-

AND #2 AND NOT AB=(animal)) AND NOT AB=(molecul*)) AND NOT AB=(gen*)) AND NOT AB=(mutation)) AND NOT AB=(plant*)) #1 3-
AND NOT AB=(rat)) AND NOT ALL=(reed) N:435
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Table 2. Summary of included studies
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Methodology

Main Findings

S T Objectives Participants
Country
Aborisade, 2021 8T8 e g %
[7] ® 1ce o peop "€ 38female and
o with albinism within family
Nigeria 24 male
context
B e B Investlgz::e gfelci};;le s qual-
tad, 2006 oL e, N=11; details
to see if they are exposed
[21] to any type of stigma or T
Malawi v typ g

discrimination

N=19;

Semi-structured
interviews and
thematic content
analysis

In-depth interviews

Perceived prejudice;
disability-specific physical violence (actual
and threatened); physical and psychologi-

cal severity of violence and
impact on family relationships; coping
strategies

Cause/origin of albinism;
the “language” of albinism; family; social
settings; job situation; physical issues

Frustrations, discriminations, stigmatisa-
tion, and injustice; struggling for eco-
nomic autonomy;, call

I[J;SF]I (?Etlril;efgc::r? E)gplozgglzh\;liltinaglisi:iid 13 female and 6 Thrfj?szzzzisoi;oup for improvement of rights and justice;
Y peop male burden of health problems, lack of care
and mistrust;
good knowledge about albinism
.. . Social exclusion and marginalities; differ-
Examining the socio- . L -
el b A ential socialization processes, implications,
lkuomola, 2015 . ) N=38; Semi-structured inter-  and difficulties on PWA's relationship with
PWA in the formation of . . . . .
[19] . . 21 female and views and thematic  the opposite sex; the impact of education
e identity - o . .
Nigeria - 17 male content analysis on PWA association and relationships;
and sexual negotiations P
. - culture and familial influences on PWA
and relationships . L
marital aspirations
Vernon et al. 2021 Investigating the chal— N=30; details Interviews and focus  Discrimination; lack of user-friendly teach-
- lenges of pupils with . . . ; .
[23] Zambia L9 . not reported group discussions ing and learning materials
albinism face in schools
Mather et al. 2020 Eexrflc;me]ﬁ;hni Z)C(Cl::iae t::zzzl N=5; Semi-structural inter- Sense-of self; barriers to occupational
[17] g g. . p Details not views with phenom- engagement; facilitators to occupational
. of individuals with oculo- )
South Africa - reported enological approach engagement
cutaneous albinism
Perceptions of the internal environment,
Maunganidze et Exploring employment for example, the self; experiences in
. . N=39; . .
al. 2022 barriers and opportuni- Semi-structured the external environment, for example,
. . 21 female and ) ; ; .
[22] ties faced by people with 18 male interview family and community; the need for self-
Zimbabwe albinism development and growth based on their
experiences
Res st Exploring experiences of N=15; In-depth individual i3 pamc!pant s, perceptlon (.)f S
etal. 2012 > 12 female and 3 . cept; participants’ experience in the exter-
people with oculocutane- phenomenological . . .
[18] ous albinism male; interviews nal environment; participants expression
South Africa 18 to 48 years of need for development and growth
Exploring the lived experi-
Huang et al. 2020 ences of women with In-depth semi- Sense of discrimination; striving for nor-
J ’ albinism and to under- N=10 female structured interviews;  mality; making difficult choices; desire to
[31] . . - I~ -
Taiwan stand their perspectives participants descriptive phenom- protect children from
on reproductive decision enological approach harm; the struggles for parents
making
e B Exploring the experiences N=8; Knowledge and attitudes toward albinism,
dez & Harper, . A . ] .
2018 [28] of eight persons with 4femaleand4  Structured interviews resilience and other supports, the chal-
. albinism in Puerto Rico male lenges of albinism, and current needs
Puerto Rico
Albinism, parent—child relationships and
Nyamu, 2020 Competing intergen- N=13; the community; student spef:lal sc.hools
i : . . and student—teacher relationships;
[24] erational perspectives of 6 maleand 6 In-depth interviews . " ol s
Kenva living with albinism female albinism as “ulemavu wa Ngozi” (skin dis-
4 J ability) and claims to state welfare
programmes
ARG 200 Exploring beliefs and prac-  N=5; details not Sem|—structured |nt§r— L -
[16] ! . o views and thematic Themes are not distinctly described
South Africa tices regarding albinism reported

analysis
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Study, Year - .. A
Country Objectives Participants Methodology Main Findings
Exploring the challenges In-depth interviews
Tambala-Kaliati et faced by persons living N=27; and focus group Challenges faced by persons with albinism;
al. 2021 [20] with albinism as they so- 13 female and discussions and barriers to education; lack of knowledge
Malawi cialize in Lilongwe District, 14 male phenomenological about albinism; superstitious beliefs
Malawi approach
Examining and under-
Thurston, 2017 .sFanc!lng the way two N=2 Interpretative L L
vision-impaired students . Experiencing low vision in school and
[27] . L . 1 female and 1 phenomenological S . ;
with albinism experienced . experiencing additional support in school
England . - B male analysis
inclusion and support in
high school
Wan, 2010 Exploring experiences of N=12; 7 female . . Sources of discrimination and coping
[26] In-depth interviews .
PWA and 5 male mechanisms
Canada
Identifying psychosocial Qualitative content .The (;hallqugs atiid el il 9f_||v-
. A . N=20; X . ing with albinism; welfare, specialized
Zamanietal. 2022 challenges and introducing analysis technique e ) .
) ) 9 female and 11 . facilities, and support seeking; strategies
[10] Iran coping strategies for PWA and semi-structured ! . . .
I . male . . for coping with psychological and social
living in Tehran City, Iran interviews
problems
Archives of . .
PWA: People with albinism. Rehabilitation
Stigma, myths, and extreme violence Challenges related to emotional relationships,

The majority of participants reported many experiences
of receiving prejudice and dealing with myths related to
albinism in social interactions [7, 20, 25, 29]. These stereo-
typical beliefs and widespread negative prejudices in soci-
ety, in some cases, led to the experience of stigma in these
people. PWA were also subject to being addressed with de-
rogatory names and derisive labels in most African coun-
tries because PWA skin was lighter and whiter than the rest
of society and this difference in appearance exposed them
to the center. Being attentive and asking questions and curi-
osity and wondering and staring and this issue caused them
a lot of anxiety. There were many superstitions and legends
about the causes of albinism and PWA and these supersti-
tions and misunderstandings intensified the stereotypical
view of this population, which exposed them to a lot of
abuse and harm. In some cases, because of albinism, PWA
was subjected to abuse and beating by their parents and suf-
fered physical injuries. One of the participants of Aborside
research maintained the following memory:

“My dad would lock me inside a room and beat me
up until I became very weak. Since I was considered
stubborn and rude, the entire family believed I possessed
more evil spirit than that of my twin brother” [7].

In some African regions, due to witchcraft-related be-
liefs that PWA body parts bring good luck to people, they
were hunted and killed, and the cut parts were used in
witchcraft ceremonies. Even though the severity of this
problem has decreased, PWA experienced extreme trau-
ma, fear, worry, and avoidance in this case [7, 21, 27, 30].

marriage, and childbearing

Due to the prevalence of widespread prejudices about
PWA and their apparent differences, especially in the
African population, these people experienced many
cases of reluctance to communicate with others [19],
even sometimes people refused to approach and make
normal contact, such as greetings. They were avoided
in social communication [20]. PWA believed that these
communication limitations associated with albinism
caused many problems and failures for them in starting
an emotional relationship and marriage [19], many of
them experienced the feeling of need and lack of emo-
tional relationships and finding a friend. They described
heterosexuality as a difficult experience [28], and be-
lieved that to increase the probability of accepting an
emotional relationship and marriage, they should get a
job and a higher education. In addition to the issues and
challenges related to the emotional relationship, PWA
and marriage cases with these people were concerned
about the possibility of their future children suffering
from albinism [31]. This issue itself affects their chances
of getting married. As a result of these challenges, some
PWA experienced emotional relationships and delayed
marriage, or sometimes they were disappointed in the
ideal marriage [19]. As one participant said:

“I got to a stage in my life that with a good education
and job, I knew it was the time, despite being in my late
40s. I was getting old and I have no female friends outside
my siblings, due to several rejections in the past” [19].

Alizadeh T, et al. Psychosocial Experiences and Support Resources of People With Albinism: A Thematic Synthesis. RJ. 2024; 25(2):180-207.
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Supplementary Table 3. Critical Skills Appraisal Programme (2018) summary tableQuality assessment based on the CASP Quali-
tative Research Checklist (2018)

CASP checklist criteria

Meeting .
Sl BT 2 3 a 5 6 7 8 9 10 qualiy 2wty
ies o . grade
criteria
A. Aborisade
Richard (2021) Y Y Y Y Y Y Y Y Y Y 10 A
[7]
Mei-Zen Huang
(2020) [31] Y Y Y Y Y Y Y U Y Y 9 B
Thandiwe
Tambala-Kaliati. Y Y Y Y Y U Y Y U Y 8 B
(2021) [20]
Noel Estrada-
Hernandez. Y U Y Y Y Y Y U Y Y 8 B
(2018) [28]
NATHALIE WAN
(2010) [26] Y U Y Y U Y U Y Y Y 7 B
lkuomola,
Adediran Dan- Y Y Y Y Y u u Y Y Y 8 B
iel. (2015) [19]
Thurston (2017) v y y v U v v y y v 9 B
[27]
Mather et al.
(2020) [17] Y Y Y Y Y Y Y Y Y Y 10 A
Zamani et al.
(2022) [10] Y Y Y Y Y Y Y Y Y Y 10 A
Braathen and
ingstad (2006) Y Y Y Y U u u Y Y Y 7 B
[21]
Phatoli et al.
(2015) [16] Y Y Y Y Y Y Y Y Y Y 10 A
AR 0P Y Y Y Y U u u Y Y Y 7 B
[24]
Dapi et al.
(2108) [25] Y Y Y Y Y U Y Y Y Y 9 B
Maunganidze et
al. (2022) [22] Y Y Y U Y U U Y Y Y 7 B
Monyemore et Y Y u u Y Y Y Y % 8 B

al. (2012) [18]
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Note: CASP criteria for qualitative studies: (1) Was there a clear statement of the aims of the research? (2) Is a qualitative methodol-

ogy appropriate? (3)

Was the research design appropriate to address the aims of the research? (4) Was the recruitment strategy appropriate to the aims of
the research? (5) Was the data collected in a way that addressed the research issue? (6) Has the relationship between the researcher
and participants been adequately considered? (7) Have ethical issues been taken into consideration? (8) Was the data analysis suf-
ficiently rigorous? (9) Is there a clear statement of the findings? (10) How valuable is the research?

Abbreviations: CASP, Critical Appraisal Skills Programme; N, no; U, unclear/cannot tell; Y, yes.

Source: https://casp-uk.net/wp-content/uploads/2018/03/CASP-Qualitative-Checklist-2018 _fillable form.pdf
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Career issues

Most PWA experienced limitations in the possibility
of employment in some jobs due to their weakness and
vision problems. Vision problems can interfere with the
completion of tasks according to the employer’s expec-
tations and cause the employer’s dissatisfaction and dis-
missal from their jobs [21]. In addition, because of the
sensitivity and vulnerability of the skin to the sun, PWA
experienced limitations in working in open environments
[29]. On the other hand, the existence of prejudices, dis-
crimination, and stigma related to albinism in society re-
duced their chances to get desirable jobs and sometimes
made them disappointed about the possibility of employ-
ment in the desired jobs [7]. One of the participants said:

“I am sorry to tell you this, I have seen it all. I have
been sidelined, I have been stigmatized, I have been
left alone when I desperately needed company. These
experiences have taught me one thing, never to look for
formal employment. I have lost trust in these formal or-
ganizations. I no longer have an interest in joining them.
I just have to do my things” [22].

These conditions described in some cases prevented
the financial independence of PWA. It kept those who
did not have the necessary support resources in a state
of dependence and created serious problems in meeting
their essential needs [20].

Academic issues

All participants experienced many problems and chal-
lenges related to the visual limitations caused by albi-
nism, visual impairment, and nystagmus, making it dif-
ficult for them to see the blackboard in the classroom
and the process of reading books, especially subjects
such as mathematics that require more visual attention
[10]. They generally had to sit in the front rows of the
class to have more understanding of the teaching [27].
PWA, compared to students without albinism, due to
the problems caused by albinism, spend relatively more
time and effort on learning. These limitations were not
understood by the teachers [23] and even sometimes the
attempts and mistakes in the lesson that were directly
or indirectly caused by the conditions of albinism be-
came the subject of abuse and ridicule by teachers and
students [26]. On the other hand, due to visual limita-
tions and the impossibility of accompanying most of the
teachers, some PWA experienced a lot of dependence
on some of their classmates to learn and do homework
in class. This issue caused concerns and problems about
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being a burden and caused avoidance by other students
for some participants [28]. One participant said:

«When I was at school, I always needed to have some-
body to dictate to me what the teacher wrote on the
blackboard and often wondered if the person helping
me perceived me as a burden and avoided me in more
social-related situations” [28].

Rejection and struggle to be normal

PWA reported many hard experiences centered on re-
jection in the family environment and other social envi-
ronments, such as educational and work situations, they
were sometimes not allowed into friendly and school
groups [23], and people who did not have albinism
avoided them [19], fearing that the presence of a person
with albinism will cause the bride’s possible child to suf-
fer from albinism. Some people prevented them from
attending weddings [7]. They were mostly not invited to
parties [19]. Since PWA considered these social exclu-
sions as a result of having albinism and their different
appearance, these experiences created heavy pressure
and discomfort for them and exposed them to social iso-
lation. One of the participants said:

“They may choose not to go ahead with the wedding,
as they may fear my sister could also produce an albino
for their son (the groom)” [7].

Because of the difficulty that this situation created for
them, some PWA tried to look “normal” by not attracting
attention and putting more effort into doing their home-
work [16, 27] and not to provoke people’s attention and
judgment. However, this effort to appear normal also be-
came a source of additional pressure for them.

Psychological challenges

External pressures and challenges related to albinism
negatively affect the mental health of people with albi-
nism. These events sometimes caused serious problems
for them. Some of them reported problems related to
sleep [7], they sometimes experienced isolation and
loneliness, feelings of unlovability and shame [7], and
they sometimes even engaged in self-destructive and
self-attacking patterns [26, 27]. Subsequently, they re-
ported damage to their self-esteem [16]. These damages
expose some of PWA to the use of illegal drugs and al-
cohol [7] and even in more severe cases, the person has
suicidal ideation [20]. Some people also felt anxious and
avoided talking and facing the issue of albinism [19].
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These psychological challenges, as one of them said,
were the source of many annoyances for PWA:

“I have bitterness in my heart and I cannot pretend that
all is well with me, despite the love my parents show
me. At times, I feel like I should just end my life” [20].

Support resources and coping strategies

In none of the reviewed studies, the role of govern-
mental and non-governmental organizations in support-
ing PWA has been prominent. They used some support
resources and coping strategies to reduce the negative
effects of challenges and tensions related to albinism.
The sub-theme of family and supporting teachers, aux-
iliary tools and equipment, and coping strategies are ex-
plained below.

Supportive family and teachers

The family, especially the parents, had the most impor-
tant supporting role for the participants. They played an
essential role with their care support and empathy in the
acceptance and adaptation of PWA [17]. The love and
support of parents and nurses made it easier for them
to bear the challenges [31]. In addition to giving them
the feeling of love and support, the family also prepared
them for the tough conditions outside [26], for example,
one of the participants said:

“My mother always told me, “When you are inside this
home, everyone here loves you, but when you step over
the threshold, there is a world out there that does not and
may not.” And she was right and I understood that. That
was the way I was raised, to enjoy the opportunities that
my family presented to me and, of course, understand
later that the world was very cold” [31].

Considering that the participants spent a lot of their time
in academic environments and these environments were
the source of many challenges and problems for PWA,
the role of teachers in reducing tensions and their adapta-
tion was highlighted and some participants had positive
experiences of supportive teachers reported in the school
environment [17, 24]. Teachers even helped them with
skincare and practical recommendations to prevent sun-
burn in addition to psychological support for PWA [24].

Tools and auxiliary equipment assistive
Tools and equipment played an important role in re-

ducing the limitations related to vision and skin in PWA,
although due to the high cost of the equipment, not all of
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them could use assistive equipment [ 10]; however, most
of them used sunscreen lotions and They used the appro-
priate cover to take care of the skin against the scorch-
ing sun and reduce the possibility of skin cancer [21].
To compensate for poor eyesight and improve academic
performance, the participants use glasses, laptops, and
magnifying glasses [20, 23]. Because of various prob-
lems, such as the difficulty of carrying the tool or be-
ing bothered by attracting attention and being judged by
others, using this tool was uncomfortable for some of
them. A proportion of the participants sometimes pre-
ferred to wear it regularly, while some of them did not
use that equipment even at the cost of enduring vision
problems [27]. One of the participants said:

“Well, I used to have ... when I was ... kind of, kind
of, like, three years ago, I had, like, a laptop and a stand
with a camera on, so I could see the board, but I did not
use it because it was just too big and too heavy and too
complicated to set up, it just, kind of, annoyed me and I
didn’t really like it so, I just kind of ditched” [27].

Coping strategies

This subcategory describes the strategies of PWA to re-
duce the pressure of negative emotions. All participants
used coping strategies to face challenges and reduce the
negative effect of pressure, which is explained in the two
sub-themes of emotion-oriented and problem-oriented
coping strategies.

Emotion-oriented coping strategy

In the emotion-oriented coping strategy, the person
responds emotionally to stress and challenges, although
the healthy experience of emotions can prevent the
formation of mental disorders. If the intensity of these
emotions and anxieties is beyond the tolerance of the
individual, it may aggravate the injury and make wrong
decisions. For example, some PWA used religious and
spiritual beliefs in facing difficult conditions and chal-
lenges related to albinism. Believing that they were cre-
ated by God in this way and that they are no different
from other people helped them to face the myths and su-
perstitions common in society and made them feel com-
fortable [21, 23]. Even some of them believed that God
takes revenge on those whom he annoys [29]. Some of
them were thankful to God for their situation [30, 31].
Some of them used to avoid confrontation by talking
about annoying issues [32] and experienced anger and
guilt, pessimism and self-attack [7]. For example, one of
the participants said:
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“Albinism has made me try to avoid and keep myself
away from situations that are very anxiety-provoking
and stressful due to my visual impairment” [10].

Problem-oriented coping strategy

The problem-solving-oriented strategy refers to the di-
rect effort to eliminate the stressful factor and includes
practical solutions to eliminate the stressful factor. Some
participants use problem-oriented and efficient strate-
gies, such as humor, assertive behavior [26, 29], trying to
accept themselves and illness [10], positivity [26], exer-
cise, forgiveness, and action to find friends [7], exercise
and hard work [28], were used which played an impor-
tant role in helping participants manage problems and
stress related to albinism. One of the participants said:

“I also use my sense of humor and often joke about
myself in a not too derogatory way” [26].

Discussion

This thematic synthesis of qualitative data has pro-
vided an in-depth understanding of the psychosocial
experiences of PWA. Through the synthesis of existing
qualitative literature, two main themes were identified
that represent the challenges and supportive resources of
PWA. This review shows what psychosocial challenges
PWA experience what support resources they use to face
these challenges and how their experiences of living
with albinism have been.

Psycho-social challenges related to albinism

The challenges that originated because PWA is differ-
ent from others, including stigma, discrimination, preju-
dice, superstitions, and myths related to PWA were the
key concepts in the literature review. Following these
beliefs and negative views on PWA, they were exposed
to severe abuses and violence, such as murder, which
caused serious psycho-social consequences for them.
These frequent small and large challenges made them
vulnerable to other challenges. The problems that other
people without albinism might have faced more easily
made them vulnerable. This finding is in line with the
results of previous studies [26, 29, 32, 33]. Some of the
participants of a study who suffered from skin diseases,
such as eczema and psoriasis also had serious challenges
in their emotional relationships [34]. Pinquart and Pfei-
ffer’s observations in 2011 showed that people with vi-
sual impairments were less active in forming emotional
relationships [35]. Since not having healthy and natural
skin plays an important role in provoking the traumatic
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reactions of others, the interaction of these attitudes and
traumatic actions of others with the emotional and avoid-
ant reactions of PWA and many difficulties in finding a
suitable job can form a vicious circle that to keep PWA
away from the society and deprive them of the possibil-
ity of creating emotional relationships and expose them
to more psychological harm.

One of the basic challenges of PWA was having lim-
itations in finding a suitable job, they were limited in
choosing some jobs due to having vision defects; mean-
while, PWA skin sensitivity prevented them from work-
ing in open places where they were exposed to strong
sunlight. In some countries, such as Zimbabwe, Tan-
zania, and South Africa [22, 23, 36, 37], employment
opportunities have been designed and implemented ac-
cording to the conditions of these people, and some non-
governmental organizations provide job rehabilitation.
They practiced jobs, such as teaching, secretarial work,
music work, and working in the field that did not require
being in the open air and direct exposure to the sun, as
well as high visual acuity. Apart from the limitations
that were directly related to albinism, the differences
and prejudices of the society toward them were another
factor that created challenges and problems related to
the jobs of these people. These issues were in line with
the results of previous research [17, 22]. In addition to
the mentioned factors, the numerous damages that have
been inflicted on the self-esteem of PWA since child-
hood and because they were more likely to be driven
to avoid patterns to reduce anxiety and environmental
pressures, the possibility of self-presentation and abili-
ties are limited. Subsequently, their chances of getting a
suitable job and profession will decrease.

The research of Vernon et al. in 2021 showed the
problems and challenges related to education that PWA
experienced are because of issues caused by different
vision and appearance [23]; namely, albinism-related
visual effects, such as visual weakness and nystagmus
and strabismus. It played a major role in their problems
and exposed them to academic failure and teacher mis-
behavior. The interaction of vision problems and the
misbehavior of teachers and peers sometimes made it
difficult to tolerate educational environments. The stud-
ies of Tambala-Kaliati et al. in 2021 and Vernon et al. in
2021 confirmed these findings [20, 23]. The importance
and necessity of having emotional relationships in the
mental health of people is well known [38], failures and
delays in starting emotional relationships and receiving
the feeling of reluctance of others to marry with PWA
were among the communication challenges of this pop-
ulation [19]. In a 2017 study, Gao et al. showed these
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challenges of emotional connection and marriage in
people with chronic skin diseases [39]. In the present
review, PWA pointed to multiple experiences of rejec-
tion and the struggle to appear normal as one of the most
important challenges associated with albinism. Similar
to this finding, Huang et al. in a 2020 study showed that
PWA, because of the negative feeling of being different,
struggled a lot to look normal [31]. This review high-
lights the impact that having albinism has on a person’s
mental health. Estrada in 2007 showed in a study the
psychological and emotional challenges experienced
by PWA reported psychological issues, such as lack of
self-esteem, depression, anger, and guilt experienced by
PWA concerning albinism [40], which was in line with
the findings of this review.

Support resources and coping strategies

To reduce the pressure of tensions and cope with the
situation, PWA used support resources and emotional
and problem-oriented coping strategies, when their fam-
ily, teachers, and friends had good awareness and men-
tal health. Similar to the findings of previous research
[17, 26, 28\, they played an outstanding supporting role
for PWA, but the misbehavior of these groups (family,
friends, and teachers) in other populations of PWA was
one of the difficult challenges that they had to face. Ac-
cordingly, the existence and spread of superstitious be-
liefs and legends related to albinism and the lack of sci-
entific knowledge about these people can be a variable
that turns these supportive factors into harmful factors.

Stevelink et al. in 2015 showed the positive role of us-
ing aids related to low vision in low-vision people [41],
in this review, PWA used tools, such as glasses, cam-
eras, and laptops to a large extent They compensated for
vision limitations, especially in educational situations,
they also used lotions and covers that took care of their
skin against intense sun and skin cancer, the findings of
this section were consistent with previous studies [17,
29]. The experience of useful use of tools and equip-
ment can help PWA in dealing with the feeling of hope-
lessness and helplessness caused by the challenges of
albinism and facilitate their presence in the fields of
work and education. Also, in 2016, Thurston showed in
research [27] that it was not possible to use the tool all
the time and for all people, the continuous and high use
of cameras and mobile phones sometimes attracts the
attention of others and worries about being judged by
others. Meanwhile, problems such as the difficulty of al-
ways carrying tools aggravated these problems. Hence,
probably the type of attitude and the level of preparation
and correct knowledge of PWA and people about albi-
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nism can be a factor that overshadows the positive effect
of using the tool.

In line with previous studies [26, 28, 42], this review
also showed the coping strategies used by PWA in re-
sponse to related limitations and challenges. PWA seems
to be appropriate to the personality structure and the lev-
el of acceptance of albinism, they used emotion-oriented
or problem-oriented coping strategies; that is, a higher
level of acceptance and healthier personality structure
(being equipped with traits, such as resilience, positiv-
ity, psychological mindedness) indicates more problem
solving-oriented coping strategies such as evaluation.
They used choices, reading, sports, games, drawing, and
counseling [10] and experienced more adaptation. Al-
though probably the intensity and prevalence of external
challenges such as myths, discrimination, and stigma
in the living environment of PWA can prevent these
people from using their inner psychological capacities
and cause them to use some kind of regressive defense
mechanisms and emotion-oriented coping strategies and
suffer uncomfortable conditions.

Conclusion

This review investigated the psycho-social experienc-
es of PWA. This review concludes that the experiences
of PWA are strongly influenced by cultural, religious,
family, and social contexts. Many of PWA’s experiences
were negative and disturbing and included difficult chal-
lenges. They used support resources and coping strate-
gies to moderate these difficulties and negative experi-
ences. In many African countries where the prevalence
of albinism is higher, probably the low level of devel-
opment and poverty and the low general well-being of
the society and the higher prevalence of superstitions
act as a serious obstacle in improving the conditions of
this population, even though these conditions in Iran
are worse than in other countries. The aforementioned
is not African, but Iranian PWA also experiences many
psychosocial challenges [5]. Addressing the challenges
of this population is still one of the serious concerns of
government systems, and the lack of systematic support
to diminish these challenges is noticeable. Supporting
the PWA and facilitating the access of these people to
support and health facilities and equipment are essential
points that government organizations and related non-
governmental organizations should consider. Through
identifying and extracting injuries, needs, and psycho-
logical coordinates, strengthening albinism associations,
and psycho-social empowerment through holding work-
shops and rounds, these organizations can facilitate this
group in finding suitable jobs and entering into healthy
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relationships. These actions and gaining insight from the
psychosocial experiences of PWA will provide valuable
understanding of how to manage and deal with the con-
sequences of this disorder to people who deal with this
population; therefore, conducting more studies to un-
derstand the psychosocial experiences of people Having
albinism seems essential.

In addition, considering that most of the qualitative re-
search has been done in African countries, the main focus
of research related to albinism is different in Africa and
other regions. For example, in Africa, the focus is mainly
on violence and superstitions related to albinism. Consider-
ing the whiteness of the skin and hair in the generally black
population creates a clear difference in appearance and puts
them in the center of negative attention, but in non-black
countries, such as Iran, due to the lack of a strong difference
in appearance between sufferers and non-sufferers, this dif-
ference in appearance and attention is less, and in addition,
superstitious and magical beliefs about albinism in non-
African countries are not reported as strongly as in African
regions, it can be assumed that the consequences and expe-
riences of albinism in black and non-black people can be
somewhat different. Therefore, for a more comprehensive
understanding of the experiences of this population, we
need to study and pay attention to the challenges and issues
of PWA in non-African countries. It is also suggested that
the results of this review be used to develop training pack-
ages for therapists and rehabilitators in the physical and
psycho-social fields, and according to the needs and ex-
periences of this population, the development of auxiliary
tools and equipment and more activity of governmental and
non-governmental organizations in support and assistance
Support people with albinism.
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5. People With Albinism
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8. Descriptive themes

9. Analytic themes

10. PubMed

11. Scopus

12. Web of Science

13, Scientific Information Database (SID)
14. Magiran

15. Society and Disability

16. African journal of disability

17. African Identities

18. Journal of African Cultural Studies
19. Google Scholar
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Web of Science

8- (((((((#7) NOT AB=(animal)) NOT AB=(molecul*)) NOT AB=(gen*)) NOT AB=(mutation)) NOT AB=(plant*)) NOT AB=(rat)) NOT ALL=(reed)
and book review or review article (exclude — document types) and 1.7 neuroscanning or 1.5 neuroscience or 2.176 drug delivery chemistry
(exclude - citation topics Meso) and pharmacology pharmacy or zoology or toxicology or biochemistry molecular biology or oncology or
clinical neurology (exclude — Web of Science categories) N:265

7-#6 AND 3 N:422

6-#5 OR #4 N:7135238

S-((((((((((({(AB=(qualitative research)) OR AB=(case study:)) OR AB=(thematic analysis)) OR AB=(“grounded theory”)) OR AB=(“content
analysis”)) OR AB=(phenomen*)) OR AB=(interview*)) OR AB=(experience*)) OR AB=(“focus group”)) OR AB=(“nursing methodology
research”)) OR AB=(ethnonursing)) OR AB=(hermeneutic)) OR AB=(interpret*)) OR AB=(“theoretical saturation”) N:6,554,121

A-(((((((((((((T1=(qualitative research)) OR Ti=(case study:)) OR TI=(thematic analysis)) OR TI=(“grounded theory”)) OR TI=(“content analysis”))
OR TI=(phenomen*)) OR TI=(Interview*)) OR TI=(experience*)) OR TI=(“focus group”)) OR TI=(“nursing methodology research”)) OR
Ti=(ethnonursing)) OR TI=(hermeneutic)) OR TI=(interpret*)) OR TI=(“theoretical saturation”) N: 1309054

3- #1 OR #2 N:36145

2- ((TI=(albinism)) OR TI=(oculocutaneous)) OR TI=(albin*) N: 13550

1- ((AB=(albinism)) OR AB=(Oculocutaneous)) OR AB=(albin*) N: 27366

PubMed

L-(((({((((((((qualitative research[title/abstract]) OR (“case study”[title/abstract])) OR (“thematic analysis”[title/abstract])) OR (“grounded
theory”[title/abstract])) OR (“content analysis”[title/abstract])) OR (“phenomenological research”[title/abstract])) OR (interview[title/
abstract])) OR (experiencel[title/abstract])) OR {“focus group”[title/abstract])) OR (“nursing methodology research”[title/abstract])) OR

(ethnonursing[title/abstract])) OR (hermeneutic|[title/abstract])) OR (interpret[title/abstract])) OR (“theoretical saturation”[title/abstract])
N: 1,179,292

2-(Oculocutaneous [title/abstract]) OR (albin*[title/abstract]) N:35275

3-#1 AND #2: 167

Scopus

1- TITLE-ABS-KEY (“qualitative research”) OR TITLE-ABS-KEY (“case study”) OR TITLE-ABS-KEY (“thematic analysis”) OR TITLE-ABS-KEY
(“grounded theory”) OR TITLE-ABS-KEY (“content analysis”) OR TITLE-ABS-KEY (“phenomenological research”) OR TITLE-ABS-KEY (interview)
OR TITLE-ABS-KEY (experience) OR TITLE-ABS-KEY (“focus group”) OR TITLE-ABS-KEY (“nursing methodology research”) OR TITLE-ABS-KEY
(saturation) N: 4,629,263

2- TITLE-ABS-KEY (albinism) OR TITLE-ABS-KEY (oculocutaneous) OR TITLE-ABS-KEY (albin*) N:140768

3- #1 AND #2 AND NOT AB=(animal)) AND NOT AB=(molecul*)) AND NOT AB=(gen*)) AND NOT AB=(mutation)) AND NOT AB=(plant*)) AND
NOT AB=(rat)) AND NOT ALL=(reed) N:435
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Study, Year S . . o T
Country Objectives Participants Methodology Main Findings
Perceived prejudice;
Aborisade, 2021 Exarr_unmg the chﬂdhqu N=62; Semi-structured inter- disability-specific phyS!caI violence (actugl
experience of people living . . and threatened); physical and psychologi-
[7] . L o . 38 female and views and thematic . .
e with albinism within family I cal severity of violence and
Nigeria 24 male content analysis . . - . .
context impact on family relationships; coping
strategies
Braathen & Ings- Inveshga_!te pegple el - .
ity of life, . Cause/origin of albinism;
tad, 2006 . N=11; details . . “ 2 S
[21] to see if they are exposed A — In-depth interviews the “language” of albinism; family; social
Malawi to any type of stigma or settings; job situation; physical issues

discrimination

Dapi et al. 2018
[25] Cameroon

Exploring challenges faced
by people with albinism

Examining the socio-
cultural barriers affecting
PWA in the formation of

identity
and sexual negotiations
and relationships

lkuomola, 2015
[19]
Nigeria

Investigating the chal-
lenges of pupils with
albinism face in schools

Vernon et al. 2021
[23] Zambia

Exploring the occupational
engagement experiences
of individuals with oculo-

cutaneous albinism

Mather et al. 2020
[17]
South Africa

Maunganidze et Exploring employment

al. 2022 barriers and opportuni-
[22] ties faced by people with
Zimbabwe albinism

Pooe-Monyemore . .
Exploring experiences of

etal. 2012 >
(18] people with oculocutane-
South Africa el

Exploring the lived experi-
ences of women with
albinism and to under-
stand their perspectives
on reproductive decision
making

Huang et al. 2020
[31]
Taiwan

Estrada-Hernan-

e Exploring the experiences

of eight persons with

2018 [28] S .
Puerto Rico albinism in Puerto Rico
Nyamu, 2020 Competing intergen-
[24] erational perspectives of
Kenya living with albinism

Phatoli et al. 2015
[16]
South Africa

Exploring beliefs and prac-
tices regarding albinism

N=19; Three focus grou
13 female and 6 . s group
discussions
male
N=38; Semi-structured inter-
21 female and views and thematic
17 male content analysis
N=30; details Interviews and focus

not reported group discussions

N=5; Semi-structural inter-
Details not views with phenom-
reported enological approach
N=39; .
21 female and Sem|—strl{ctured
interview
18 male
N=15; P
12 female and 3 In-depth |nd|V|d.ua|
phenomenological
il interviews
18 to 48 years
In-depth semi-
N=10 female structured interviews;
participants descriptive phenom-
enological approach
N=8;
4 femaleand4  Structured interviews
male
N=13;
6 maleand 6 In-depth interviews
female

Semi-structured inter-
views and thematic
analysis

N=5; details not
reported

Frustrations, discriminations, stigmatisa-
tion, and injustice; struggling for eco-
nomic autonomy;, call
for improvement of rights and justice;
burden of health problems, lack of care
and mistrust;
good knowledge about albinism

Social exclusion and marginalities; differ-
ential socialization processes, implications,
and difficulties on PWA's relationship with
the opposite sex; the impact of education

on PWA association and relationships;
culture and familial influences on PWA
marital aspirations

Discrimination; lack of user-friendly teach-
ing and learning materials

Sense-of self; barriers to occupational
engagement; facilitators to occupational
engagement

Perceptions of the internal environment,
for example, the self; experiences in
the external environment, for example,
family and community; the need for self-
development and growth based on their
experiences
The participant’s perception of self-con-
cept; participants’ experience in the exter-
nal environment; participants expression
of need for development and growth

Sense of discrimination; striving for nor-
mality; making difficult choices; desire to
protect children from
harm; the struggles for parents

Knowledge and attitudes toward albinism,
resilience and other supports, the chal-
lenges of albinism, and current needs

Albinism, parent—child relationships and
the community; student special schools
and student—teacher relationships;
albinism as “ulemavu wa Ngozi” (skin dis-
ability) and claims to state welfare
programmes

Themes are not distinctly described
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Study, Year

Country Objectives Participants Methodology Main Findings
Exploring the challenges In-depth interviews
Tambala-Kaliati et faced by persons living N=27; and focus group Challenges faced by persons with albinism;
al. 2021 [20] with albinism as they so- 13 female and discussions and barriers to education; lack of knowledge
Malawi cialize in Lilongwe District, 14 male phenomenological about albinism; superstitious beliefs
Malawi approach
Examining and under-
Thurston, 2017 .sFanc?lng the way two N=2 Interpretative L L
vision-impaired students . Experiencing low vision in school and
[27] . L . 1 female and 1 phenomenological L . .
with albinism experienced . experiencing additional support in school
England . . . male analysis
inclusion and support in
high school
Wan, 2010 Exploring experiences of N=12; 7 female . . Sources of discrimination and coping
[26] In-depth interviews .
PWA and 5 male mechanisms
Canada
- . o The challenges and difficulties of liv-
e e o] N=20; OUEIE 2 ing with albinism; welfare, specialized

Zamani et al. 2022 challenges and introducing

9 female and 11

analysis technique o . .
A q facilities, and support seeking; strategies

[10] Iran coping strategies for PWA and semi-structured ; . ) .
I . male . . for coping with psychological and social
living in Tehran City, Iran interviews
problems
.
PWA: People with albinism.
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CASP checklist criteria

Meeting .
Selected stud- 2 3 4 5 6 7 8 9 10 quality Aty
ies .. grade
criteria
A. Aborisade
Richard (2021) Y Y Y Y Y Y Y Y Y Y 10 A
(71
Mei-Zen Huang
(2020) [31] Y Y Y Y Y Y Y U Y Y 9 B
Thandiwe
Tambala-Kaliati. Y Y Y Y Y U Y Y U Y 8 B
(2021) [20]
Noel Estrada-
Hernandez. Y U Y Y Y Y Y U Y Y 8 B
(2018) [28]
NATHALIE WAN
(2010) [26] Y U Y Y U Y U Y Y Y 7 B
lkuomola,
Adediran Dan- Y Y Y Y Y U U Y Y Y 8 B
iel. (2015) [19]
Thurston (2017) v y v v U v v y y v 9 B
[27]
Mather et al.
(2020) [17] Y Y Y Y Y Y Y Y Y Y 10 A
Zamani et al. Y Y Y Y Y Y Y Y Y Y 10 A
(2022) [10]
Braathen and
ingstad (2006) Y Y Y Y U u u Y Y Y 7 B
[21]
Phatoli et al.
(2015) [16] Y Y Y Y Y Y Y Y Y Y 10 A
Nyamu (2020) Y Y Y Y u u u Y Y Y 7 B
[24]
Dapi et al.
(2108) [25] Y Y Y Y Y U Y Y Y Y 9 B
Maunganidze et
al. (2022) [22] Y Y Y U Y U U Y Y Y 7 B
Monyemore et
al. (2012) [18] Y Y Y U U Y Y Y Y Y 8 B
s olgs
Note: CASP criteria for qualitative studies: (1) Was there a clear statement of the aims of the research? (2) Is a qualitative methodol-
ogy appropriate? (3)

Was the research design appropriate to address the aims of the research? (4) Was the recruitment strategy appropriate to the aims of
the research? (5) Was the data collected in a way that addressed the research issue? (6) Has the relationship between the researcher
and participants been adequately considered? (7) Have ethical issues been taken into consideration? (8) Was the data analysis suf-
ficiently rigorous? (9) Is there a clear statement of the findings? (10) How valuable is the research?

Abbreviations: CASP, Critical Appraisal Skills Programme; N, no; U, unclear/cannot tell; Y, yes.

Source: https://casp-uk.net/wp-content/uploads/2018/03/CASP-Qualitative-Checklist-2018 fillable form.pdf
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