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Abstract: Living with disabilities might be difficult because of environmental and societal barriers. Societal
barriers against people with disabilities generally include discriminative ideas of people with no disabilities.
This study focuses on the experiences of people with specific kind of disability namely Friedreich’s Ataxia (FA).
Since it is a progressive disorder, people with FA might experience different kinds of impairments at the same
time and they might confront many obstacles from society. To understand their emotional and physical
problems, one qualitative and one quantitative study were conducted in the current research study. In
quantitative part, 18 female and 4 male participants participated, with an average age of 29. Beside
demographic questionnaire, Stress Appraisal Measure, Multidimensional Scale of Perceived Social Support, and
Positive and Negative Affect Schedule were used to understand whether stress appraisal type and perceived
social support affect the emotional situation. However, the results were insignificant. In qualitative part, semi-
structured interview questions were used. In this part, it was revealed that people with FA face societal
obstacles like discriminative behaviors towards them. In this light, in future studies researchers might focus on
the ways to reduce discriminative ideas of non-disabled people.

Keywords: Friedreich’s Ataxia, discrimination, emotional problems, physical problems.

0z: Cevresel ve sosyal faktérler, bir veya birden fazla engelle yasayan bireyler i¢cin hayati zorlastirabilmektedir.
Engeli olan bireylere yonelik toplumsal engeller daha ¢ok engeli olmayan bireylerin ayrimci diisiincelerinden
kaynaklanmaktadir. Bu ¢alismada, Friedreich Ataksisi (FA) gibi belirli bir engeli olan insanlarin deneyimlerine
odaklanilmaktadir. ilerleyici bir hastalik oldugu icin, FA'li kisiler ayn1 anda farkl tiirden bozukluklar yasayabilir
ve toplumdan gelen bir¢ok engelle karsilasabilirler. Mevcut arastirma ¢alismasinda FA ile yasayan bireylerin
duygusal ve fiziksel sorunlarini anlamak i¢in bir nitel ve bir nicel ¢calisma yapilmistir. Yas ortalamasi 29 olan 18
kadin, 4 erkek katihmcinin katildig1 nicel kisimda demografik sorularin yaninda, Stres Degerlendirme Olgegi,
Cok Boyutlu Algilanan Sosyal Destek Olgegi ile Olumlu ve Olumsuz Duygulanim Tablosu kullanildi. Bu béliimde
algilanan sosyal destegin FA'l1 kisilerin duygulanim durumlari i¢in 6nemli bir faktér oldugu bulunmustur. Nitel
kisimda yari-yapilandirilmis goériisme sorulari kullanilmistir. Bu béliimde ise FA'l1 kisilerin onlara yonelik
ayrimci davranislar gibi toplumsal engellerle karsi karsiya kaldiklar1 ortaya ¢ikmistir. Bu baglamda, gelecekte
yapilacak calismalarda arastirmacilar, engeli olmayan kisilerin ayrimci diisiincelerini azaltmanin yollarina ya
da engeli olan bireylerin sosyal destek kaynaklarini artirmak icin yapilabileceklere odaklanabilir.

Anahtar Kelimeler: Friedreich ataksisi, ayrimcilik, duygusal problemler, fiziksel problemler.
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INTRODUCTION

Being disabled is one of the leading themes of interest both in the world and in Turkey (Kolat,
2009). To standardize the meaning of different concepts in disabilities, World Health Organization
(WHO, 1980) defined disability as: “any restriction or lack (resulting from an impairment) of ability to
perform an activity in the manner or within the range considered normal for a human being”. In the
literature, there are different types of models to identify the meaning of disability more clearly. One of
them is medical model of disability which says that disability is the consequence of physiological or
cognitive impairments. However, medical model was challenged by sociologists with the social model of
disability. According to this model, people are disabled because of the society which was designed for
non-disabled people instead of people with physical or mental impairments. This idea has its roots in
the 1976 British Union of the Physically Impaired against Segregation (UPIAS), which said that it is not
people with disabilities, but the society with barriers that is actually disabled (Twardowski, 2019).

The definition of disability changes between different contexts. In addition to terms “6ziirli”
(defective) and “engelli” (handicapped, disabled), “sakat” (crippled) is also one of the terms used in
Turkey for people with disabilities and these terms refer to people who have diminished hopes to have
a job or who have social incapability because of their physical or mental disability. These people might
also be unable to meet their daily needs (Kolat, 2009). Current study focused on a type of ataxia that
involves many physical symptoms simultaneously. For this study, Friedreich’s Ataxia (FA) which is a
progressive neurodegenerative disorder with different symptoms (Cook & Giunti, 2017) was
investigated. In the introduction part of the study, information about disability in general was focused
on since FA includes different symptoms from different disabilities. The other reason for gathering
information about different types of disabilities is also the shortage of specific information on FA in the
literature.

FA was first diagnosed by Nikolaus Friedreich in 1863 (Campuzano et al., 1996). Ataxia is a Greek
word which means lack of voluntary coordination of muscle movements which also gives the name for
the disease. FA is related with degeneration of cerebellum. It is one of the chronic diseases which causes
physical disabilities and cognitive impairments in the patient at the same time (Mantovan et al., 2006).
Among the symptoms of it there are sensory loss, vision impairment, hearing impairment, problems in
speech and coordination (Cook & Giunti, 2017). Itinfluences 1 in 50,000 people around the world with
a carrier rate of 1 in 120 which makes it the most common type of inherited ataxia (Campuzano et al,,
1996; Richardson et al., 2013). It is usually seen in childhood, but onset may also occur in adulthood
(Epstein etal., 2008). FA is a progressive degenerative disease (Mantovan et al., 2006) and many people
living with this disease start using a wheelchair by their late 20s (Campuzano et al., 1996).

According to State Institute of Statistics (2013, 2021), there were 4.882.841 people with
disabilities which include disabilities in seeing, walking, hearing, talking, mental capacities, emotional
regulation and chronic illnesses in Turkey in 2011. 670.756 people among them were living in Istanbul.
However these are the statistics from the people with different kinds of disabilities applying to public
institutions and organizations. To the knowledge of the author, there are no statistics specifically related
to FA in Turkey. In terms of education status, according to 2002 statistics in Turkey, 36% of the people
with disabilities were illiterate, while 13% of the general population was illiterate. 41% of people with
disabilities had only completed primary school and the percentage of people with disabilities continuing
to higher education was very low (16%) (State Institute of Statistics, 2002).

There is a long history behind the changes in mind about the attitudes and ideas toward people
with disabilities. In 1800s people with disabilities were seen as entertainment objects to use in circuses
in USA. President Roosevelt, the first president with a disability has defended the rights of treatment in
rehabilitation for people with disabilities in 1930s. However he was one of the advocates of medical
model. After the World War II, the veterans tried to get right for rehabilitation and vocational training
so the disability issues became more visible. In these years Turkish government founded special
educational schools for people with disabilities and in 1960s the rehabilitation centers were also
established by the state in Turkey. United Nations celebrated the year 1981 as “International Year of
Disabled People” and this improvement accelerated the action for people with disabilities in Turkey. In
this year within The Ministry of Labor and Social Security, National Coordination Committee of Injured
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Protection was established and this assembly works now as General Management of Disabled and
Elderly Services (Kolat, 2009).

In Turkey, there are several distinct attitudes toward people with disabilities. To understand
differences between the attitudes toward people with disability and with no disability, Turkish State
Institute of Statistics has conducted a survey in 2002 for which Attitudes toward Persons with
Disabilities Inventory was specially developed. There were 4144 participants in the study. About the
beliefs toward people with disabilities, it was found that 75.8% of the participants believe that being
disabled is an exam by God. In the results it was shown that when the participants were asked “with
which groups of disabled people they may not prefer to marry”, 50.5 % of participants would not like to
marry any person with disabilities. It was also found that when participants were asked whether they
agree the idea that the students with disabilities getting education together with non-disabled students
are burden for teachers, 54.4 of the participants defended the idea that students with disabilities should
get education together with other students. However in the same study 52.1% of the participants also
stated that students with disabilities should have special schools so it seems that participants had
contradicted opinions and had not much information about the school system of students with
disabilities. In addition, 33% of participants did not prefer to be a close friend, colleague or neighbor of
persons from especially some disability groups like people with mental disorders or psychological
problems (Turkish State Institute of Statistics, 2002).

As opposed to the results of Turkish State Institute of Statistics (2002), both a review study
(Mamatoglu & Tasa, 2018) and other more recent research studies showed that people in Turkey have
generally positive attitudes toward people with disabilities. For example, it was found that university
students (Acak & Naring, 2020; Cakirer Calbayram et al., 2018; Gengtiirk & Korkut, 2020) and employers
(Anil, 2019) had supportive attitudes toward people with disabilities. Thus, based on these
contradictory results in the literature, in current study it was aimed to understand how individuals with
FA feel about attitudes towards them. To the knowledge of the researcher, there is not any study related
with discrimination or general attitudes toward people with FA in the literature. In this respect, in the
current study discriminatory issues were addressed by asking people with FA what the attitudes of
people were towards them.

At this point, it may be useful to define the concept of discrimination. Discrimination is treating
members of a group unfairly just because they are members of that group, or treating these people
negatively and performing harmful actions towards them (Aronson et al., 2012). Its origin lies in the fact
that people are not equal in terms of power. Discrimination feeds on prejudice and functions as a
mechanism of exclusion or domination. Due to discrimination, an exclusionary structure is formed in
interpersonal relations (Goregenli, 2012). When discriminatory behavior is committed against
individuals with disabilities, this situation is also called ableism (Terry, 1996). Although the term
ableism emerged during the 1960s and 1970s as a result of civil rights movements in USA and Britain,
itis known that throughout history, discriminative behaviors toward people with disabilities have been
observed all around the world (Levi, 2006). Disabled individuals are included in groups called
disadvantaged groups or vulnerable groups. The groups most exposed to discrimination in society are
vulnerable groups (Erol-Karaca & Nam, 2021). According to the social model of disability, the people
with disability are included in the disadvantaged groups because of the structure of the society. Since
society can not provide necessary services to the people with disabilities, disability is seen as a
pathology (Pfeiffer, 2001).

There are studies in the literature that investigate different characteristics that affect attitudes
toward people with disabilities (see Wang et al., 2021). For example, Dasbas et al. (2013) concentrated
on the effect of education on attitudes toward people with disabilities. Their study which was conducted
among teachers showed that teachers that have students with disabilities in their classrooms have more
negative attitudes towards people with disabilities compared to other teachers. Teachers' negative in-
class experiences resulting from insufficient knowledge of individuals with disabilities may have pushed
them to have negative attitudes (Dasbas et al., 2013). Therefore, providing educators with training
regarding individuals with disabilities may cause attitudes towards disability to shift towards positive.
In addition, for inclusive education that enables disabled individuals to benefit from their right to
education, it is important that the people providing the training and other personnel have positive
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attitudes towards people with disabilities (Batu, 2000; Sahin & Giildenoglu, 2013). Relatedly, research
that was conducted among teachers showed that after education on people with disabilities, teachers
began to have more positive attitudes toward students with disabilities (Sahin & Giildenoglu, 2013). As
Sahin and Giildenoglu (2013) implied, attitudes toward people with disabilities are both important and
may be changed for positive by education.

People with disabilities may have several stressors in their lives. In a research, which included
120 participants with loco motor disability, it was indicated that major stressors of these people were
inability to fulfill traditional gender roles, problems in interpersonal relationships with family and
others, physical barriers and deformed body image. This study also showed that the education level was
the strongest predictor of perceived distress and that problem-focused coping was significantly
associated with lower levels of distress (Pande & Tewari, 2011). However they did not research about
the relationship between the stress appraisal of the people with disabilities and their general affect
situation. There is not also a research on this issue which is special for people with FA. Thus, in current
study it was tried to learn whether there is a relationship between these two items (stress appraisal
style and affect) in people with FA.

In terms of social support, research (Yang, 2006) showed that the degree of social support which
is a factor that reduces stress, is an important mediator for the effect of disability on depressive
symptoms. In a research (Schulz & Decker, 1985) which included 100 participants with spinal cord
injuries it was also found that people who have high levels of social support and satisfied social contacts
have high levels of well-being. Another research conducted among people suffering from chronic
obstructive pulmonary diseases (COPD), showed that among COPD patients the ones who declared that
they receive no social support also were more likely to report depression (Arabyat & Raisch, 2019).
However, to the knowledge of the author there is no research study that examines the role of social
support specifically for people with FA. Thus, in the current study it was decided to examine the
relationship between perceived social support of the people with FA and their degree of positive and
negative affect.

When looking at individuals with physical disabilities in general, a qualitative study in the
literature showed that these people often report anxiety and depressive moods (Perez-Garin et al,,
2018). Relatedly, major depression is frequent in FA patients and usually associated with their
structural abnormalities (Silva et al., 2012). In a study conducted with 38 participants who have FA
showed that 98% of the participants experienced affective difficulty ranging from normal grief to major
depression (Flood & Perlman, 1987). It was also showed that people with FA have reduced
defensiveness and some mood disorders (Mantovan et al, 2006). In terms of depressive
symptomatology, it was found that 23% of people with FA shows depressive symptoms in moderate
level (Perez-Flores et al., 2020). Another study showed that the depression scores of people with FA is
significantly higher than depression scores of general population (Nieto et al., 2018). Thus, there is
information on depression levels of people with FA. However, it might be good to know their general
affect situation as well and literature does not present sufficient information about this. Stepping from
the relationship between structural abnormalities and depression levels in FA (Silva et al., 2012), it was
thought that there may be also a relationship between the problems that were experienced by people
with FA in walking and speaking, and their positive and negative affective states. Thus, this probable
relationship was investigated in the quantitative part of the current study. Relatedly, although it was
found that cognitive interventions in psychological therapy can lead to reduction in degree of pain for
people with disabilities (Ehde & Jensen, 2004) in the literature there is not any specific psychological
treatment for people with FA. Thus, in the qualitative part of this study it was also asked to participants
whether they have psychological problems and whether they benefit from psychological treatments.

In light of this information, the aim of this study is to understand the physical and emotional
problems of people with FA. As stated before, to the knowledge of the researcher, there is no research
that addresses neither stress appraisal nor perceived social support in people with FA. Although there
are some studies that focus on the level of depression in people with FA (Flood & Perlman, 1987; Nieto
et al,, 2018; Silva et al., 2012; Perez-Flores et al., 2020) there are not enough studies about general
affective states of people with FA. Thus, to understand the impact of the problems that people with FA
experience, the social support they perceive and the type of stress appraisal they use on their general
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affect situation and also to enrich the literature on these topics, two hypotheses were formed for
quantitative part:

H1: The level of problems of people with FA experience in the areas of speaking and walking, the
levels of perceived social support of people with FA and the appraisal type of stress (as controllable by
self, controllable by others, uncontrollable, threatening and seeing it as a new challenge) of people with
FA will predict the levels of negative affect.

H2: The level of problems of people with FA experience in the areas of speaking and walking, the
levels of perceived social support of people with FA and the appraisal type of stress (as controllable by
self, controllable by others, uncontrollable, threatening and seeing it as a new challenge) of people with
FA will predict the levels of positive affect.

In addition to above variables, since there is no study related with attitudes toward people with
FA, it may be useful to conduct research on general attitudes towards individuals with FA. Furthermore,
there is no qualitative study which tries to understand general problems and opinions of people with
FA in the literature. Therefore, one of the aims of the current study is to understand the general
problems of people with FA and whether they encounter discrimination and if so, to understand their
perceptions on discrimination. Thus, in qualitative part of the study, people with FA were asked whether
they had any problems related with discrimination.

METHOD
Participants

There are two phases of this study. The first one is quantitative and the second one is qualitative.
At the both of the phases participants were selected with convenience sampling. In the quantitative
section, individuals with FA who applied to a rehabilitation center in Ankara for physical therapy were
included. This rehabilitation center was chosen because it was the place where the author's psychologist
friend worked and the time limit of the research was limited. Therefore, a convenient sampling
technique was used. The inclusion criterion for the study was to be over the age of 18 among people
with FA. At the quantitative phase, there were 22 participants, 18 of them were female and 4 of them
were male. The mean of age was 28.59 ranging between 16 and 43. Among all participants, 12 of them
were high school graduates (54.54 %), 8 of them were university graduates (36.36 %) and 2 of them
were secondary school graduates. Only 1 participant was married and the other 21 were single. The
mean year of diagnosing as FA were 9.77, ranging from 1 to 20.

In the qualitative phase, semi-structured interviews were conducted with the participants. Among
the people who were included in the quantitative analysis, 8 people agreed to participate in the
qualitative research, and 5 of these people were interviewed face to face, while 3 of them were
interviewed via e-mail. There were 8 participants, 7 of them were female and 1 of them is male. The
mean age was 31.37 ranging between 24 and 43. Two of the participants were working as civil servant
and the others were not working. Among all participants, 3 of them were university graduates and 5 of
them were high school graduates.

Materials
Interview Questionnaire

Interview questionnaire which was prepared for qualitative part of the study consists of 10
questions. Semi-structured interview questions were created based on previous findings regarding
disabled individuals in general in the literature research (e.g. Acak & Naring, 2020; Mamatoglu & Tasa,
2018; Turkish State Institute of Statistics, 2002). Since the research on FA in the literature is limited, the
focus has been on areas that have been previously studied on individuals with other disabilities.

The aim of the questionnaire is to learn participants’ demographics, illness and treatment history,
how his or her life changed after diagnosed with FA, difficulties his or her encountered and
discrimination against them. After the questions were prepared, the psychologist at the rehabilitation
center where the quantitative research was conducted also evaluated the questions in terms of whether
they were suitable for individuals with FA, and it was recommended to add a new question, taking into
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account the multiple problems experienced by these people. In line with this recommendation, the
question "Among the physical problems you experience due to FA, which one is the most challenging for
you?" was added to the interview questions.

Demographic Information Form

The demographic information form was prepared for people diagnosed with FA. The form
included general demographic questions about gender, education, age, income, marital status,
occupation, date of diagnose, having a psychological disorder or not, number of people living with.
Moreover, the effects of FA on walking and speaking ability were questioned at demographic
information form with couple of questions like: “Do you have difficulty in walking?” (Yiirimekte zorluk
yasiyor musunuz?) and “To what extent are you experiencing difficulty?” (Ne olciide zorluk
yaslyorsunuz?)

Multidimensional Scale of Perceived Social Support

Multidimensional Scale of Perceived Social Support was developed by Zimet et al. (1988). There
are 12 items in this scale measuring perceived social support. The scale includes three subscales. The
first subscale is support from family, the other one is support from friends and the last one is support
from significant others. The items are rated on 7-point-likert scale and the higher points indicate higher
levels of perceived social support. Multidimensional Scale of Perceived Social Support was adapted to
Turkish by Eker and Arkar (1995). It was found that the total scale has good reliability in a university
student sample (a =.85). The Cronbach’s alpha was found as .91 in the current study.

Positive and Negative Affect Schedule (PANAS)

PANAS was developed by Watson et al. (1988). There are 20 items and two subscales in PANAS.
The first subscale, which is positive affect, consists of 10 items, and the second subscale, which is
negative affect, also consists of 10 items. The PANAS was adapted to Turkish by Gen¢6z (2000). In terms
of reliability statistics, Gen¢dz (2000) found that while the Cronbach’s alpha for positive affect was .83
itwas .86 for negative affect. The Cronbach’s alpha was found as .83, for both positive and negative affect
in the current study.

Stress Appraisal Measure

Stress Appraisal Measure developed by Peacock and Wong (1990). There are 24 items in Stress
Appraisal Measure and the items based on two dimensions. The first one is primary appraisal of a
stressful situation and the second one is secondary appraisal of a stressful situation. There are five
factors in this scale, namely; controllable-by-self, controllable-by-others, threat, challenge and
uncontrollable. The Stress Appraisal Measure was adapted to Turkish by Durak and Senol-Durak (2013).
Since the internal consistencies of the subscales ranged from .70 to .86, Durak and Senol Durak (2013)
stated that the scale is reliable. The Cronbach’s alpha levels were found as .78, .76, .82, .61, .76 for the
subscales named as threat, controllable by self, controllable by others, uncontrollable and challenge
respectively, in the current study.

Procedure

The permission was received from METU Human Research Ethics Committee. At the quantitative
phase of this study, the data were collected through a web-based survey. The participants were reached
via social media web sites. Informed consent was given to the participants before they started to fill the
survey. The data of the web-based survey were analyzed with SPSS. 22 participants participated the
quantitative part of the study.

At the qualitative phase of this study, the data were collected through semi-structured interviews.
Five interviews were conducted face-to-face and the other three were conducted through e-mails. All of
the participants were received informed consent before the interviews. The transcripts of the interviews
were examined and the answers of the participants were grouped based on their themes. Since member
checking and peer debriefing are among the methods that used for understanding the reliability level of
qualitative analyses (Baskale, 2016) these methods were used in the analysis process of the current
study. To carry out the member checking method, after the themes of the study were determined, the
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participants were interviewed a second time and the results were presented to them and their
comments were taken. At this stage, participants stated that the themes were compatible with their
experiences. To carry out the peer debriefing method, a psychologist working at the rehabilitation
center evaluated the research from various aspects. Thus, it may be said that the study is a reliable one.

RESULTS
Results of Quantitative Study

In order to investigate whether appraisal type of stress (as uncontrollable, threatening,
controllable by self, controllable by others, or seeing it as a challenge), perceived social support and the
effects of Friedreich’s Ataxia on walking and speaking abilities account for significant variance in
negative affect of people with FA or not, multiple regression analysis was conducted. As a rarely seen
ataxia, since there are very few participants (n = 22) in the quantitative part of the study, robust
regression analysis results with bootstrapped coefficient intervals will be reported in the case of
violation of the assumptions (Field, 2013). In general model, independent variables statistically
significantly predicted the negative affect, Adj R? = .52, F(8,13) = 3.83, p =.02. Thus, the regression model
is a good fit of the data. However, bootstrapped coefficients table showed that none of the independent
variables significantly predict negative affect of people with FA (see Table 1).

In order to investigate whether appraisal type of stress (as uncontrollable, threatening,
controllable by self, controllable by others, or seeing it as a challenge), perceived social support and the
effects of Friedreich’s Ataxia on walking and speaking abilities account for significant variance in
positive affect of people with FA or not, multiple regression analysis was conducted. In general model,
independent variables did not significantly predict positive affect, Adj R? = .24, F(8,13) = 1.81, p = .16.

Results of Qualitative Study

Five themes emerged from the interviews. The first one is diagnosing process of Friedreich’s
ataxia, the next one is occupational problems, and the other one is educational problems. Another theme
emerged from interviews is treatment and the last one is discrimination against them.

Diagnosing process of Friedreich’s Ataxia

Diagnosing the symptoms as Friedreich’s Ataxia theme refers to participants’ experiences about
diagnosing process. All of the participants reported delayed diagnose of Friedreich’s Ataxia. One
participant mentioned that her symptoms started after the first year of high school (at 15 year old),
however she was diagnosed at 43. She said: “Before that age ... (Doctors) said everything. Muscle
problems, spinal cord problems or meningitis... This illness (of Friedreich’s Ataxia) was diagnosed by a
private doctor after listening my life story” (transition from: Daha énce her seyi séylediler. Kas, omurilik
ve menenyjit kalintisi gibi. Bu taniyi 6zel bir hekim hayat hikayemi dinleyerek koydu). Another participant
mentioned that she was hospitalized for one week at the age of 11: “Lots of tests were done. [ was too
young and I suffered a lot, screamed a lot. And after that, the diagnose of doctors were wrong” (transition
from: 11 yasinda hastahaneye yatirdilar beni. Bir ¢ok test yaptilar ve o zamanlar ¢ok kiiciiktiim, cok aci
cektim, cok bagirdim. Ve doktorlar yanls tant koydular). Another participant mentioned that the doctors
in his hometown could not diagnose him at first, but a professor from Hacettepe University Faculty of
Medicine diagnosed him (as Friedreich’s Ataxia) (transition from: Buradaki doktorlar basta tani
koyamadilar. Daha sonra Hacettepe Universitesi hastanesinde Profesér Doktor tani koyabildi). Another
woman mentioned that she was diagnosed at the age of 24 but she realized the illness at the age of 20-
21 (transition from: 24 yasinda kondu ama 20-21 yagslarinda fark etmeye basladim hastaligi).

Occupational Problems

Occupational Problems theme refers to the difficulties experienced by the participants in finding
a job, and the difficulties faced by the participant throughout his/her working life if s/he has a job. One
participant mentioned that “at work, (colleagues) don’t want to give tasks for me; they check the tasks
that I completed. I controlled the task that they give me for two or three times since I know that I was
perceived in that perspective (inferior)” (transition from: Bana is vermek istemiyorlar, yaptigim isleri
kontrol ediyorlar. Ben bu sekilde algilandigimi bildigim i¢in (daha asagida olarak), yaptigim isi 2-3 kere
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kontrol ediyorum). Among all participants only two of them were working. Another participant who was
not working mentioned that: “...I don’t work. Now my father and mother support me economically.”
(transition from: Calismiyorum. Su an anne ve babam bakiyor bana.). Another participant stated that if
she had the power, she would provide more job opportunities for people with disabilities (transition
from: Daha ¢ok maddi imkén saglardim. Is ve gezme imkani saglardim.)

Educational Problems

The educational problems theme refers to participants’ experiences during educational life,
obstacles they encounter during that span of time. Only two of the eight participants went to the regular
university and those two were the participants whose diseases started late. One participant mentioned
that she cannot go to a university because of using wheelchair. Therefore she graduated from the open
education. (transition from: ...tekerlekli sandalye kullanmaya bagsladigim icin normal bir iiniversitede
okuyamadim, agik égretimden mezun oldum). Another one said that “I also want to study psychology but
[ cannot go to university because of my disability.” (transition from: ben de psikoloji okumak istiyordum
ama engelimden dolay! tiniversiteye gidemedim.). The attitudes of teachers created another problem for
another participant. She mentioned that her handwriting was bad because of her disability. And instead
of giving exams as test, the teachers gave lower grades to her because of her handwriting (transition
from: ...engelimden dolay1 yazim cok cirkin. Ogretmenler de sinavlari test yapacaklarina yazim cirkin diye
bana diisiik notlar veriyorlardi.)

Treatment

The treatment theme refers to participants’ knowledge and hopes about the treatment of FA. Only
one participant mentioned that there can be a cure for this disease. Other participants (seven of them)
mentioned that there is no cure for this disease. Six of them were taking physiotherapy and they said
that physiotherapy is not an actual treatment but it makes the progress of the disease slower. (transition
from: ...ama bu tedavi etmiyor sadece ilerlemeyi yavaglatiyor.) Another participant also mentioned that
she has been taking physiotherapy for one year in order to make the progress of her disease slower, but
it has not been working for her (transition from: ...bir yildir yeniden fizige basladim. Bana pek faydasi
yok. Bu zaten sadece hastalik ilerlemesin diye.) One participant mentioned that she did not take any
treatment: “I do not know possible treatment options, how to benefit from them and what government
covers” (transition from: ...hichir tedavi almiyorum. Ne gibi tedaviler var, nasil yararlanacagim, devlet
neleri ddiiyor onu da bilmiyorum).

Discrimination

Discrimination theme refers to discrimination experiences of the participants. Three of the
participants mentioned that people asked them if they were drunk, because of their unbalanced walking
at the beginning of their disease. Two of them were women and they said that they were chased by men
because of this situation. Moreover, two women expressed how other people’s looks affected them. One
of that woman said: “People look at us with pity. You cannot go to places you want; you cannot do a work
that you want... The things that we could not do make us unhappy. Everything is difficult for us”
(Transition from: Insanlar aciyarak bakiyorlar. Istedigin yere gidip istedigin isi yapamiyorsun.
Yalnizlastikea ... Icimizde kalanlar ve yapamadiklarimiz bizi iiziiyor. Her sey zor bizim icin.). One woman
mentioned that during primary school her classmates did not want to play with her, and made fun with
her. Two of the participants mentioned that people act against them as if they have a mental retardation.
One of them said that: “... (at the job) people do not want to work with me, they use simple language and
repeated what they say again and again as if [ cannot understand them. I have a physical disability, not
mental retardation. This makes me really unhappy.” (Transition from: Insanlar benimle calismak
istemiyor. Calistiklari zaman da sanki onlart anlayamazmisim gibi basit bir dile konugsuyorlar, durmadan
tekrar ediyorlar sdylediklerini. Benim fiziksel engelim var, zihinsel engelim yok ki. Bu duruma c¢ok
liztiliiyorum).

DISCUSSION
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Being disabled is one of the most popular topics in the literature both in the world and in Turkey
(Kolat, 2009). According to Turkish State Institute of Statistics (2013, 2021) nearly five million people
have certain kinds of disabilities in Turkey. FA is a progressive degenerative disease and causes physical
disabilities in the patient (Mantovan et al., 2006). However, there are no statistics specifically for the FA
in Turkey and the literature does not provide sufficient information about the problems of patients with
FA or attitudes towards them. Therefore, the current study aims to contribute to the literature about FA,
particularly about their problems and attitudes towards them. For this purpose, the current study
includes one quantitative and one qualitative part. In the quantitative part, the role of the effects of FA
on walking and speaking abilities, appraisal type of stress and perceived social support on emotional
situation of people with FA were investigated. In the qualitative part, semi-structured interviews were
conducted and five themes emerged.

In terms of the role of perceived social support on emotional situation (i.e. positive and negative
affect) of people with FA, there was not a significant result in the current study. In previous research, it
was found that when degree of social support was high, it mediates the effect of disability on the people
by lessening the depressive symptoms (Yang, 2006). Schulz and Decker (1985) found that when the
social support is higher with self-esteem, people have also higher levels of well-being. Another study
also demonstrated the negative relationship between perceived social support and depressive states in
people with chronic disease (Arabyat & Raisch, 2019). However, in current study, hypothesis related
with social support could not be supported meaning that the perceived social support levels of people
with FA did not predict their negative or positive affect. This result is incompatible with the results
related with social support in the literature (e.g., Arabyat & Raisch, 2019; Schulz & Decker, 1985; Yang,
2006). In the literature there were not any results for social support significantly related with people
with FA so the incompatibility might be resulted from this situation. Also, the non-significant results in
the current study may be due to the small sample size. In the future, studies related with the levels of
social support of people with FA should be conducted by paying attention to the sample size. Also, self-
esteem or other indicators of well-being like life satisfaction of the participants were not investigated in
current study. In future research it can be good at thinking about these variables. In this research there
was not balance between the number of women and men which is another limitation for the study beside
the limited numbers of participants in quantitative part. Besides, in the qualitative part, some interviews
were conducted face to face, while others were conducted via e-mail. Providing standardization in the
interviews conducted in future studies may help to obtain more reliable results.

In terms of the role of negative effects of Friedreich’s Ataxia on walking and speaking abilities
on negative and positive affect, there was not a significant result in the quantitative part of the current
study. However, in the literature, findings showed that depressive symptoms in people with FA is
associated with structural abnormalities (Silva et al., 2012). The other factor that was investigated in
the quantitative part of the study was stress appraisal. In literature, it was found that when stressors
were evaluated as threat, negative emotions emerged (Nicholls et al., 2012). However, in the current
study there was not any significant association between stress appraisal type and negative or positive
affect. The non-significant results in the current study might be related with the small sample size. Since
the study was conducted only in Ankara, in the future, researchers may try to conduct studies in several
different cities simultaneously to reach a sufficient sample size.

Turkish State Institute of Statistics (2010) showed that upper levels of education is very low
among people with disabilities. However, in the quantitative part of the current research it was found
that 8 people among 22 participants have graduated from university so it was thought that
disseminating demographic scales on the web can be the reason for this high percentage in education
and this can be the limitation for the study. Thus, in future studies instead of using an online survey,
conducting face-to-face surveys might be beneficial to understand the level of education of people with
FA. There were also some participants who could not study at university because of their disease and
some of them complained about the attitude of their teacher. This result mat imply that teachers should
take education also about this ataxia or disabilities in general because they cannot be aware of the
disease in recent phases and can evaluate the student negatively by thinking that they are careless or
lazy.
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For clinical applications, previous research showed that people with FA have higher risk for
affective difficulty (Flood & Perlman, 1987). Major depression is also frequent in them (Silva et al,
2012). In current study two participants complained from depression among 22 participants, one
participant indicated that he/she is angry and the other said that he/she has excessive anger. The one
with excessive anger indicated that he did not benefit from psychological treatment. However other
three participants and one participant who has not psychological disturbance said that they benefited
from psychological treatment. This result suggests that people with FA did not know much about
psychological treatment or they do not believe they can benefit from this type of treatment. In future it
can be good to create a psychological treatment which is special for FA. It may also be beneficial to
educate psychological therapists on issues about discrimination. Since there is not sufficient information
about general emotional states of people with FA and also about their opinions on psychological
treatment, it may be said that the results of current study contribute to the literature.

In qualitative part of the current study it was found that people with FA experience problems in
some areas. For example, among eight participants only two of them were working. The one who had a
job mentioned that she was underestimated at work by her colleagues. Another area that they
experience problems is education. Some of them mentioned that even if they wanted to go to the
university they could not continue their education due to their disabilities. In addition, they talked about
the difficulties in the diagnosis process due to the rarity of their disease and therefore the delay in
starting the treatment process. Since there is not any study that concentrate on the problems of people
with FA, the current study might be seen as a first step to realize their problems. In future, researchers
may study the roots of these problems. Political, social and legal steps can be taken for both individuals
with FA and individuals with disabilities in general. In Turkey, The Convention on the Rights of Disabled
People was approved in 2009. In this agreement, the state is obliged to ensure that individuals with
disabilities can realize their rights in matters such as education, health and employment (Aile ve Sosyal
Hizmetler Bakanligi, 2021). However, we should not see these regulations alone as sufficient and we
should continue to work and actively implement the laws to ensure that individuals with disabilities can
participate in all layers of social life (Karaahmetoglu, 2023).

In discrimination issue, research conducted by Turkish State Institute of Statistics (2002) in
Turkey had showed that half of the participants did not want to marry with a person with disability and
33% of the participants did not prefer these people as colleagues. However, other studies (e.g., Acak &
Naring, 2020; Cakirer Calbayram et al., 2018; Gengtiirk & Korkut, 2020) showed that there is generally
a positive attitude toward people with disabilities in Turkey. In the qualitative part of the current
research some participants said people looked at them with pity by thinking that they cannot do
anything. One of the participants declared that she had emotional problems in her adolescence because
of the attitudes of the friends and she and her family changed their residence. Another also talked about
the loneliness they felt because their friends started to move away after symptoms appeared. Thus, in
current research, it was found that people with FA have confronted discriminatory attitudes. In future,
researchers may concentrate on the ways to decrease the discriminatory attitudes of people with no
disabilities.

Before this study, | was nervous about how can [ behave when [ am with a person with disability.
However, in this study, | saw that people with FA are so supportive and positive. They also talked about
their experiences freely. | actually felt sometimes sad during the study because when I asked about
filling the scales they asked whether I try to find a treatment. I also confronted a man with FA who
thought that this study is nonsense because there is no treatment of FA and the people already forgot
about them. However, also in this example I thought that they can express their feelings freely. The
majority of them follow the news about recent findings from scientists about FA to learn about the
possibility to be treated and this news was generally about the changing of the responsible gene for the
disease. Therefore, [ thought that maybe the degree of hope is bigger in this disease as contrary to other
disabilities which are resulted from accidents. This hopefulness may lead them to show supportive
behavior for scientists in especially disabilities area.

[ confronted with some problems during this study because some hospitals which have
rehabilitation services do not rehabilitate people with FA. I also thought that since FA is seen rare, [ will
not find any other person to interview. However, I realized that although we ignore them sometimes,
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there are some people in Ankara with this disability. I also surprised when I learned that there can be
more than one person with FA in the same family. All in all with this study I learned that there are many
people with FA in Turkey and how they are genuine to make other people know about their disease. In
future it can be good to do research on psychological treatment style that people with FA may benefit,
because contrary to other people with disabilities they have more hope to be cured.
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Table 1. The multiple regression table for all predictors and negative Affect

b SEB B p
%95 CI
Constant 1.78 2.41 .30
(-3.29, 6.58)
Yiirime {zerine .43 25 .62 .07
etkisi (-.03,.98)
Konusma tzerine -.23 21 -.39 23
etkisi (--63,.28)
Perceived Social -.35 .18 -72 .05
Support (-.71,.00)
Stress  Appraisal .24 35 27 32
(controllable by (-.26,.94)
self)
Stress  Appraisal .14 27 .20 .54
(controllable by (-.38,.64)
others)
Stress Appraisal -.52 40 -44 17
(uncontrollable) (-1.38,.22)
Stress Appraisal .53 .50 48 13
(threat) (-45,1.63)
Stress Appraisal -.09 20 -.16 .53
(challenge) (-.50,.33)
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