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Abstract

In this: study;. the: aim was to identify. the: challenges encountered by individuals: with: albinism
throughout! theirreducational \journey. The case study method, a qualitative' research approach, was
employed for the study. Purposive sampling using criterion, sampling technigue was utilized to
determine the study group. Accordingly; a total of 10 individuals-diagnosed with,albinism were included
in the study. The Albinism: Association was contacted to inform them: about the purpose and process of
the research. Through the association, participants were identified using: a Google form. A semi-
structured interview. form was-used as the data collection tool for the research. The interview form
included 2 questions about the problems in their educationall lives: and possible solutions. The data
collected in the research were :analyzed using descriptive analysis:method, .and direct quotations! from
the participants' sentences were included. As aresult.of ithe research, iti\was observed that individuals
with albinism experience peer bullying, are subjected to disturbing:looks: inithe:social environmentiat
school, face difficulties in using educational materials, and cannot follow: the lessons in terms of the
learning process. Based on the findings, it is recommendedithat appropriate textbooks be organized for
individuals: withi albinism;: the -physical|conditions -ineducational: environments: be arranged; ! and
teacher training include information:about individuals 'with:albinism.
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The human body is visually characterized by its diverse range of colors. When:observing
our surroundings, we notice individuals:-with various skin:tones; some having: brown, red, or
yellow hues, while others have white or near-white skin tones. The coloration of the human
booldyaciiitsied fhaveeih hdntelartnerd midndh roocu g ht). tichvecermedna midinduh-or mon e
a genetic difference known as:albinism occurs dueito.a reduction:in pigmentation in hair, skin,
an deselykeisias (Dl keme trakegal kan allinisi ie & tarm desckibinG e hereditdry, 2 01 8)

coonidiirtilloniron ecsuditoicinog: cfincemind-ef ‘ecitesoricndiomellbani n sy nt
Broadly, albinismiis:a variation:arising-from the.absence of melanin pigment thatiimparts the
ordinary colontotheskin; hhaii. :rd cveaddio ey te sintdiure (LU toot (geemedei)chismut ati o

condition.can lead to both skin and vision-related health issues. For instance, individuals with
albinism: have light: skin,. making: them: more- sensitive: to, sunlight! . Insufficient pigment
production in the eyes, iris, and retina results in reduced visual acuity and eye problems like
nystagmus (Yavuzer & Yavuzer, 2023). The distinctive appearance:and health challenges faced
by individuals:with albinism:can lead to psychosocial issues in their social or educational lives
(Samur, Polat, & Canpolat, 2022). The situation experienced by individuals in terms: of
appearance affectsitheir body image and, due to labeling, can:adversely.impact their gquality: of
life: (Tsutsumi et al., 2007); These challenges imay result in low self-esteem, anxiety, stress,
social withdrawal, and even discontinuation ofleducation: forindividuals.

Although special education policies have been presentiin ithe Turkish education system
since the 1960s, the.concept of special education:has gained increased attention bothiinsociety
an dicrsicoistednt v tficiae desaticucdlivress) L ivinckdih eol) Spetial alwatiandiiens ( ¢ a k € r
to enhance the capacities (of iindividuals based (on itheir special :abilities, enabling disabled
individuals-to.become self-sufficient, integrated, and independent, contributing-members:of
soociltertay & ((eQr chhainind&1diGle ni=h jlbingsf, hdticularlyldmedoi vigsiongrobdems: wi t h e
and skin issues, face:challenges iini the:school environment.| For-example, their-sensitivity ito
sunlight,. given their lightiskinrand 'delicate skin, can cause discomfort when exposed to the
sun. Sitting im a sunny classroom can exacerbate the yproblem (for ithese iindividuals.
Consequently, a decrease innmotivation towards the llesson:may: occur, leading to:aldeclinerin
academic success. 'Additionally, sitting at the back of the «class: duel tovision;problems: may
hinder their view of the board, resulting inisimilar.consequences and potentially leading to the
individual distancing themselves fromthe school environment:  Considering the specific needs
of individuals: withhalbinism; itiis crucial to take into account:the educational .environments
and ensure that educational materials address wvision problems.

Research on individuals with albinism:has been conducted in various parts of the world,
withtoohoy malnyoositewd ihe sy cofnorculsiiainig osomn, c(Af riacian natienalnt r i es
and internationalscientific: studies-on albinism reveals:research topics such as the quality of

Lk ofredivolfalsivmdibovesindiwa s owiis itchoea inbibeniisomre ((bMasi @-ceit al .
2018), physiotherapy and rehabilitation program eff ‘ectiveness for individuals with: albinism
(IDemivricilofll uwi &lepUyisia g 20001 7-)lsestedme, pnd @ealdyi ob life,in an x i et

individuals: with albinism: (Meterelliyoz & Yazar, 2020), psychologicaland: personal aspects
("EsdtoriadaloHelrrn 8 nd7g and sheidtbgicalstadies on thdividuals with: albinismin
schools (Gaigher, Lund, & Makuya, 2002). In Turkey, studies primarily-focus-on:medical'and
sceritecndtoifhirceoriesserar chl el atied s thorva lhb ihnd i ssmoui(cg nal |, 2
number of studies on individuals with:albinismiinithefields -of social 'sciences and education
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(lKéiroéicépn 2018 0opnal <& «¢oxkung h2.020 )0 oiTlhics st udy
of individuals: with albinism;: an:underprivileged group, with: the intention. of gaining:an.in -

depth understanding: of theirr emotions: and! thoughts: through!: interviews: TIhe study is

significant in: revealing: the: problems: faced by individuals: with) albinismatiithe - primary;

secondary, and higher education levels iin Turkey. Within this: scope, the research problem

statement is as follows:

1 What are the problems experienced by individuals with: albinismintheir educational
lives?

Based onithe foundational research.question, the subproblems of the study are asfollows:

¥ What challenges do individuals with albinism encounter throughout their entire school
life: im terms: of social environment; teaching:-learning process, and the wuse of-school
tools and materials?

f What are the proposed solutions to the problems experienced by iindividuals with
albinismiinithe-education process?

Method

The research process'hashbeen:istructured in:accordance with: aqualitative:approach.
Qualitative' research is a method that seeks itoingquire into, interpret,. and understand the
natural progression of the problemin:its-context: Datauis: collected through: methiods such :as
observation, interviews, and document analysis, aiming for a subjective and interpretative
approach that allows for the perception of previously known or-unnoticed problems-and/the
realistic' consideration of natural phenomenairelated'tothe-proab/lne mii(:Baillhit acé, 2019)

ResearchiModel

Ini the research, the qualitative research method of case -study 'has!been-employed.
According to Dawidowicz (2011), a case-study is:aldesign/that can be used in:various fields,
such as jprogram evaluation, exploration of factors influencing individual!behaviors, or
unidendsnt amd'i gl tpeioplleiedospecniesedsan tohor o @ghantohee inr per sy
298). The general aim in a case-studyisito.develop as comprehensive an understanding as
possible about the particular case under investigation (Tight, 2010). Accordingly, the reasons
and factors related to the studied case are identified.

Ini case studies, data :are (collected (through (questions, observations, coral cor wvisual
recordings, as well as written sources .anddocuments((Paker, 2015).\ Within ithe :scope of our
study, the problems experienced by individuals with: albinism: were determined! thrrough
interviews, and specific codes :and themes were identified.

Study:Group

The purposive sampling method was employed in determining the study group, utilizing
the criterion: sampling:approach:. Criterion:sampling-involves:studying all cases: thatl meet a
pre-d.e trerdmit n ed s elthno& kiiicnmkietke, rii2a0 (1Y) é.l dAecrcéomr divn gl y , i1
above diagnosed with albinism were included in the research in line with the study's
objectives. Personalinformation of the participants-is-presented in Table 1.

Table1
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The Demographic Characteristics: of Individuals With /Albinism:Included In The' Study Group

Categories Variables Frequency Total
Female 7

Gender Male 3 10
50 and above 1

Age 261 31 years:old 2 10
20-25 yearsold 7

Primary School -
. Middle School -
Learning Level High School i 10
University 10
Kzimi r 3
Bolu 1
Place:of Residence Ankara 4 10
Kocaeli 1

Bal-ékesir 1

According to the data presented in Table 1; iin terms of gender «distribution among
participants, there-were 7 females and 3 males./Regarding.age!distribution, 7:individuals were
in the 20-25 age range, 2 individuals were in the 2631 agerange,and 1liindivilual was aged
50 and above. In terms of educational background, it was observedithat 10;participants were
university graduates. Examining the distribution based on the cities:where participants-reside,
3 individuals were from: 1zmir; 4 individuals' fromiAnka ra, and 1 individual each from Bolu,
Ko:clael liaykesa mdonBadi ek e sitripanimaki ng a total of

Data:Collection Tool

The data collection tools for the research consist of .a personal information form and an
interview: formiprepared by the researchers. In the qualitative data: collection:process of the
study, the interview technique was employed to understand individuals' ex periences. The aim
was to reveal the experiences of individuals through the qualitative data collection tool,
allowing for-a more detailed, ini-depth, and comprehensive examination of all data.

Personal Information: Form:: The: formnincludes-a: total ' of [ 4 questions: regarding: the
participants' gender, city of residence, age,.and educational background.

Interview. Form: A\ semii-structured! interview. form, which'is -one of ithe-qualitative data
collection tools, was utilized to determine the: experiences, emotions, thoughts, and opinions
of individuals: withi) albinismiregarding -the -problems they face. The: interviecw form was
prepared by the researchers :and jpresented:to an-experti teacher.working: inthe ;albinism
association and a Turkish language iteacher.-at.amiddle-school for their.opinions. Based on the
feedback received, the questions were finalized. Accordingly, a4-question form was prepared
for the interview focusing oni educational issues and recommendations.

1. "What social challenges do you encounter :as individuals with albinism in your
educational life?"

2. "What challenges do you face iin the wse of :school tools:and-equipment:inyour
educational life?"

10

par
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3. "What problems do you encounter in the processes of learning and teaching in your
educational life?"

4. "What are the proposed solutions to the problems experienced by individuals with
albinismiin:the -education: process?"

Data:Collection

During: the: process of determining and including: participants; contact iwas- established
with: the: Albinism Association:. Following: discussions: withi i the-association;. a: participant
request form was prepared using Google!Formsitoiidentify individuals willing to p-articipate in
the research. After a two-week period, individuals: who, responded to the form: and expressed
their willingness: to, participate: were  identified.! Those who responded to, the: form: were
contacted, and a suitable date and time were determined for their participation: In the:initial
communication; aimed! at determining the-meeting-time; the-purpose-and!significance of 'the
research were explained ito the jparticipants in a few sentences.!It \wascconveyed 'that ithe
interviews. would! be conducted via Zoom, either through video or audio recording:
Participants were assured that no questions that could make them uncomfortable would be
posed, and the researchiwould:solely-serve: scientific purposes. They.were also informed! that
there would be no identifiers: in: the: research results and that all records would be kept
confidential.. Afterr providing: this <information;verbal :consentwas -obtainedfrom: the
participants. On: the designated day and time, online meetings were initiated through: Zoom.
Prior to the: interviews, the re searcher collected jparticipants' personal information; such as
gender, age, location, and.educational'background, using:ar personal information form created
through: Google Forms. After completing the form;. interviews: withi.each: participant ‘\were
conducted online through Zoom under the guidance of the researcher and ithe -supervising
teacher advisor, lasting a minimum of 90 minutes-each. To collect, analyze,.and reflect findings
in the results, video and audio recordings were made during the interviews. After completing
the interviews, the data was transferred to a Word document.

Analyzing the Data

The data obtained from interviews: ini the  research were analyzed wusing ithe (qualitative
analysis method of descriptive analysis.

Thustworthiness

Validity. and! reliability .concepts; whichhare crucial liniresearch; have been introduced to
the literature in: qualitative -research: by Guba (1981, 1990; Lincoln and Guba, 1985) :and
expressed as 'trustworthiness. In the context of trustworthiness, there are criteria and
techniques for researchers (Arslan, 2022). In this regard, a 7-item semi-structured interview
draft has been prepared by the researchers to-ensure the credibility.of the research | For-expert
examination of the prepared questions, the opinions of a Turkish language teacher, a faculty
member specializing in social studies education, and an individual working: in:an: albinism
association have been-sought. As aresult of the feedback received, the content of the questions
has been revised, and 2 questims with similar-answers and one irrelevant question have been
removed from the interview: form, . resulting:inna:total:'of (4. 1questions: After the-actual
implementation of the prepared!interview questions; the-data: were: transcribed! into written
text and subjected to participant validation.

EINNINE R
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To ensure transferability inithe research, a purposeful sampling technique was used, .and
detailed information about'the participants was-provided.' In;addition, the: findings section
includes expressions directly reflecting the opinions: of the participants:. For research
consistency, another researcher :assisted inithe analysis of thedata, and 'the codings.were
evaluated by comparing them using Cohen's Kappa -statistic, rresulting in a value of 0.83.
According to this, a value of 0.80 and above is considered itoindicate very good agreement.and
acceptable reliability: (Arslan;. 2022). Forr confirmability, all | processes: inthe: study, were
explained in detail. The data collected from the research were protected iin a computer
environment and! archived at the end of the study.

Findings

Ini this: section of the research, findings related to the challenges experienced by
individuals: with albinismiare presented, organized!under:the sub-problems of the research.
The text is structured by providing titles-inraccordance  withithe research's sub-problems.

The: Challenges Encountered by’ Individuals:With Albinismiin<FheinEducational
Lives

The first sub-problem of the research involved posing the question to the participants: "As
individuals: with albinism;) what ichallenges: do: you: encounter: in: the- social|. material, and
instructional l-learning aspects of your educational life?" The responses ofthe participants: to
this query are presented in Table 2.

Table2

The Challenges Encounteredby Individuals = With: Albinism: In: Their Educational Experience

Theme Codes
Peer Bullying

Social Strange looks of the environment
Contempt

Difficulty. reading the writing on ithe blackboard

Teaching-learning process Not being able to follow the lesson

Difficulty.in the.exam

~N| NN O RO ™

Material Not being able to read the textbook

When examining the data presented in Table 2, it is observed ithat individuals with
albinism: are most subjected to peer bullying from: a: social perspective. They encounter the
greatest challenges related towisioniissues in terms: of the teaching:and learning processl!iltis
also understood that they face difficulties in reading textbooks as a material. Some expressims
from the: participants-are-as follows:

KEL: "People throwing, uncomfortable glances;. being treated 'as- if /| 'am different;
belittlement; pity. That's why | feel safer with' dyed hair.and wearing sunglasses."

KK2:: "The biggest problem | faced in: my  educational life. was my:vision impairment. An
individual with albinism has skin:sensitivity: and vision problems::|-would always sit:in;the
front/ row: at:'school 'and ‘ask’-my: teacherrorfriends/about things; I couldn't:see.-My/:; usual
solution: was: this. |'also had'situations -where:| took ‘private /lessons.:| acquired auxiliary:
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resources to improve my; vision:quality: Telescopic glasses and magnifying glass were two
of them. In elementary and middle school, it was generally a difficult period.in terms of my
education, but in:the subsequent periods, I could solve my problems more' easily."

KKZ7:: "Due to the difference in my appearance; I'usually: attract people's attention in:social
settings. Sometimes, unfortunately, | 'can be subjected to disturbing glances: People’ usually
remember me once they see'me, but’/l;might not recognize them when | see/then again. It's
not easy for me to exhibit 'bad’ behavior-because people usually recognize me, especially
during childhood. Unfortunately,:| experienced bullying during childhood because: children
can be a bit more ruthless in teasing and/such. But if/1/beli.eve in the good intentions of the
person in front/of me; l'usually: explain/what albinismis and try to raise awareness:"

KK3:: "In: elementary and 'middle: school, | 'sometimes: solved! the' difficulties -of /seeing, the
board' by; sitting close to the board ‘orstanding:up;todook ‘at:the board and then sitting back
down.. In:high school’and/university;/| used -my:phone for assistance."

KE7:: "The biggest problem is not being able to see the board and not being able to follow the
lesson simultaneously. You can feel dependent .on your friend next to you. Sometimes,
teachers may not believe you. When your written paper has larger-fonts/than: others: s, others
can make comments..."

Solutions: s Propoesed! for The: Challenges-FacedBy /71, Individuals Withi Albinism

Ini the: context of the: fourth sub-problem of the research, participants were queried with
the question: "What are your proposed solutions to the challenges experienced:as individuals
with: albinism?" The responses provided by the participants: are presented in Table 3.

Table3

Findings: Regarding Solutions:Proposed! for The Challenges FacedByY Individuals: With
Albinism

Theme Codes f
School resources:should'be improved 5
el Textbooks should be organized.according towvisual impairment 5
The physical conditions of the school and classroom should beiimproved 3
Stair steps should be colored. 1
Teacher Teachers should be:made aware 5
Medicine Support studies on albinism: in:medicine 2
Family Families with: albinismshould be educated 1

When examining the data presented in Table 4, participants have provided
recommendations concerning the improvement of school resources related to the challenges
faced by individuals with: albinism. These suggestions include enhancing school facilities,
adapting textbooks to address visual impairments, colorizing: staircase steps, raising
awareness.among teachers; supporting scientific-research on.albinism in:the field of medicine,
and providing educational programs: for: families-with'individuals 'affected by a . Ibinism. Some
expressions from the participants are as follows:

EINNINE R
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KEL: "Teachers can be enlightened to reduce educational challenges. Individuals with
albinism: can: be informed/and 'supported regarding: devices such’as:telescopic' glasses and
digital'/magnifiers;:which /partially 'overcomeproblemsarising: from-visual:impairments.
Educational programs canbe: offered to families of individuals with; albinism."

KK1:: "Due to the lack of depth perception, it/is:necessary to colorize staircase steps, and the
black striped/tapes applied/on:them:need to be renewed."

KK2:: "Support should'be provided fordoctors to conduct research’ onalbinism::Healthcare
services need to be improved.”

KK3:: "Adaptation of school resources to suit individuals with albinism, enlargement of bus
writings sfor public: transportation; highlighting stairs: (applying itapes or painting; stairs),
increasing awareness: about albinism:from;anearly iage;-andproviding:comprehe/ -nsive
psychological support/and information on albinism to families: of individuals with: albinism
after-childbirth/"

Conglusion and Discussion

The first sub-problem: of the research revealed that individuals with, albinism particularly
experience discomforting gazes from people :and jpeer 'bullying iin their educational lives,
especially in their social interactions. According to) Gaigher et al. (2002),. individuals: with
albinism: encounter- various: psychological challenges in society due ito itheir white skin

appearance. These challenges may lead toran-asocial life.and-asmallercircle of friends: Gaigher

et al. (2002) align with: the: findings- of ' the: first:isuub-problem of the research. Another
conclusion indicates that individuals: with': albinism: face  difficulties -in :the: classroom
environment: due' to) theirr visual' impairment.: It hasi-beennunderstood that ithey encounter
problems in reading written content ion chalkboards, as well asiin using study materials such
as notebooks :and books. Thesel findings:inthe rresearch.are consistent.with: ther results of
Kiém € cié!) ssudv(12 012e8:) cositrudiyh [vnivaKeirhelci@smsver( 120018 1)
have difficulties iniseeing the chalkboard, reading textbooks, and facing challenges:related:to
teachers' limited knowledge on the subject.

Individuals:withi-albinismigenerally  have trouble reading writings:on:the  board!in:terms
of the teaching and learning process. Additionally, they face challengesiinifollowing the lessons
and reading exam papers. IIn his 2019 study, Tekin examined the .educational ;problems :of
disabled university students and identified difficulties iniclasses:and exams for students with
hearing and visual impairments. This:resultiindicates:thatsimilar situations are .encountered
in other studies.

When we look at the recommendations brought forth: by individuals: withalbinism
regarding their challenges, they propose the improvement of school resources, the appropriate
design of textbooks for visual problems, the colorization of stair steps for depth perception
issues, raising awareness and providing:-educationfor teachers oni thisrmatter,.and.arranging
the physical environments of schools and classrooms ito meet the:needs of iindividuals with
allbubsinnbi tsemi: bon oot cheeCosatnuedy ) ibiyvioponeare coaduated With tedchers,
and as aresult, teachersirecommended largefont storyboeoks and magnifiers, notebooks with
darker lines, modified! lined! notebooks;. and large cardboard sheets for individuals: with
albinism.

resea

(2020)
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Individuals-with albinism:often encounter various challenges; primarily associated with
visual impairments. This: circumstance particularly: poses: difficulties: in: the: school
environment, especially concerning educational materials. Additionally, due- to: their
appearance, individuals with albinismare susceptible to peer bullying,. particularly.during the
primary- education process. This situation: may lead to social isolation im their-personalllives.
Moreover, it can adversely impact academic achievementsiinitheschool setting.

Suggestions

Based on ithe findings obtained through research, the following recommendations have
been made:

Suggestions foroleachers

Due to the visual challenges experienced! by individuals with albinism, adjustments can
be made in the educational environments regarding temperature, lighting; physical
conditions, smart board! displays, and font sizes on exam papers.

Suggestions for:DecisioniMakers

Teachers canireceive inservice training on how to manage the processwhen dealing with
a student with albinism:. Curriculum, contentrelated toindividuals! with:lalbinism:ican:be
organized in education faculties to raise awareness among teachers on'this:issue
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