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Abstract

This study was conducted to investigate how parents of disabled people deal with the phenomenon of disability, their hardships in accepting
the process, and support mechanisms used to deal with the situation. The phenomenological research design was used and 17 in-depth
interviews were conducted with parents. Of the interviewed parents’ children, five of them have mental retardation, five have a physical dis-
ability, five have both a mental and physical disability, and two have autism spectrum disorder. The obtained data were phenomenologically
analyzed with the support of MAXQDA 11. Data were examined in three general categories: difficulty of the process, coping resources, and
spiritual coping. Of these categories, difficulty of the process and coping resources are thought to allow for better understanding of spiritual
coping, the focus of the study. The sub-themes of shock/collapse, not attributing, fear of losing the child, disappointment, self-blame,
loneliness, lack of paternal support, negative environmental effects, concern for the future, and despair is evaluated under the theme of dif-
ficulty of the process. The sub-themes of expert support, family support, environmental care, rationalizing, hope, following daily routines,
blaming, and unable to be apart from the child is evaluated under the theme of coping resources. The core category of the research, spiritual
coping resources, is examined under the categories of acceptance (accepting what comes from God and destiny), giving spiritual meaning
(being tested, repentance, fear of God, and being an entrustment from God), and trust in God (resignation, gratitude, and prayer). Recom-
mendations have been presented based on the results of the research.
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Cennet Bileti: Engellilik Olgusuyla Bas Etmede Manevi Bir Kaynak
Oz
Ebeveynlerin engellilik olgusu ile nasil basettiklerini, kabullenme strecinde yasadiklar1 gucliikleri ve bas etmelerinde kullandiklar:
destek mekanizmalarini incelemeyi hedefleyen bu calismada fenomenolojik desen kullanilarak 17 ebeveynle derinlemesine
miilakat gerceklestirilmistir. Goriisme yapilan ebeveynlerin ¢ocuklarinin besi zihinsel, besi bedensel, besi hem zihinsel hem de
bedensel engelli, iki kisinin cocugu da otizm tanihdir. Elde edilen veriler MAXQDA 11 programi destegiyle fenomenolojik analize
tabi tutulmustur. Veriler; stirecin zorlugu, basetme kaynaklari ve manevi basetme olarak ti¢ genel kategoride incelenmistir. Bu
kategorilerden siirecin zorlugu ve basetme kaynaklar temalari calismanin odak noktast olan manevi basetme fenomenini daha
iyi anlamak icin ele alinmistr. Bu kategorilerden siirecin zorlugu; “sok-yikilmak”, “konduramamak”, “cocugu kaybetme korkusu”,

“hayal kirikhig1”, “kendini su¢lama”, “yalmzlik”, “babanin desteginin yetersizligi”, “cevrenin olumsuz etkisi”, “gelecek kaygisi” ve
“caresizlik” temalarinda; basetme kaynaklari, “azman destegi”, “aile destegi”, “cevre destegi”, “rasyonalize etme”, “umut”, “rutinleri
sturdurme”, “suclama” ve “cocuktan ayrisamamak” temalarinda degerlendirilmistir. Calismanin merkezini olusturan “manevi
basetme kaynaklar” ise, “kabullenme” tst bashgiyla “Allah’tan gelene razi olmak” ve “kader”, “manevi olarak anlamlandirma”

bashg: alunda “imtihan”, “tevbe”, “Allah Korkusu” ve “Allah'in emaneti”, “Allah’a yaslanmak” bashg: alunda “tevekkul”, “sukiir” ve
“dua” temalarinda incelenmis ve arastirmanin sonuclart dogrultusunda oneriler sunulmustur.
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Being diagnosed with a disability is a traumatic life experience when considering
how it affects the lives, feelings, and behaviors of family members. Many families
want to have and raise a normal child, and such families hold expectations and hopes
when it comes to the future of their children. On the contrary, families with disabled
children might experience dramatic changes in their social lives, family plans, lives,
economic conditions, emotional states, and expectations for the future (O’Connell,
O’Halloran, & Doody, 2013).

Schild (1971), Fortier and Wanlass (1984), Eripek (1996), and Akkdk (1997) put
forth that starting from the moment when a family learns they have a disabled child,
emotional and adaptive processes generally go through the following phases. In the
beginning, families predominantly go through a phase of shock accompanied by
feelings related to denial, affliction, grief, and depression after having had to deal with
a surprising situation, different from their dreams and expectations. First, parents are
in a state of denial. However, after finding out that nothing will change over time, they
start to feel grief and depression, accompanied by more complicated feelings such as
anger, guilt, and shame. Following these phases, the phase of acknowledgement and
restructuring comes into play, wherein parents seek a solution, do their best for taking
care of their child, and monitor their treatment and education processes (as cited in
Sardag, 2010). Additionally, the patients’ interviews showed that health professionals’
wording at the moment of initial diagnosis is quite significant (Eksi et al., 2016).

Comparative studies examining families with disabled children have shown
that mothers with disabled children have higher levels of depression, anxiety,
and stress than mothers with non-disabled children (Uguz, Toros, Yazgan-Inang,
& Colakkadioglu, 2004). Similarly, a study by Herken, Turan, Senol, and Karaca
(2000) concluded that parents of children with Down syndrome have significantly
higher levels of depression compared to parents of healthy children. Their average
behavioral scores for fatalism/spirituality are high while their average scores for
addiction, escapism, social support, planning, and active behavior are low. In another
study, having mentally disabled children was shown to result in anxiety, worry caused
by wondering what will happen to their children when they die, fatigue, blaming the
other parent, and divorce as a last resort. Additionally, fathers were found to be less
inclined than mothers to care for their disabled children; mothers see their disabled
child as a part of themselves and that having a disabled child fosters relationships
among family members (Sevim, 2011).

Families with disabled children express concern over the lack of awareness in
society regarding disabilities, and that adequate sensitivity on this matter is not
displayed (Sevim, 2011). Families with disabled children feel alone in society, and
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both their quality of life and health conditions are poor. As mentioned above, mothers
are the ones generally responsible for the care and education of disabled children,
and they do not receive adequate support from their partners. In a study examining
mothers with disabled children, they were found to often feel abandoned, lonely, and
isolated from social life; they expressed a sense of disappointment, feeling that their
pain went unnoticed throughout this period (O’Connell et al., 2013).

In a study carried out by Ergilin and Ertem (2012), which aimed to identify the
difficulties experienced by mothers with mentally disabled children, 38% were seen
to feel grief; 43%, anger; and 19%, loneliness; 55% were blamed by their partner’s
family for their child’s disability. According to the results of the same study, only
30% of mothers had displayed a sense of acceptance for their children’s disability.

Even though it is a well-known fact that parents with disabled children face
difficulties caring for their children, the process becomes quite simpler when
appropriate coping methods are used. Struggling to cope with the encountered
difficulties is a process that affects both the individuals involved and their environment;
it impacts, whether positively or negatively, the ideas and feelings about their quest
to make sense of their lives. Based on the meaning attributed to the difficulties
encountered, this process determines the life satisfaction, subjective well-being, and
intensity that individuals will feel toward these difficulties (Durukan, Erdem, Tufan,
& Tirkbay, 2010). Coping is defined by Isikhan (2005) as struggling with the stress
and problems that are encountered; by Muller and Spitz (2002), Lazarus (1990),
Folkman and Moskowitz (2004) as the cognitive and behavioral effort devoted to
overcoming stressful incidents and situations; and by Baltas and Baltas (1998) as
minimizing losses by taking advantage of stress in order to facilitate development.
Folkman and Lazarus (1980) suggested that there are two types of coping responses
(problem-focused and emotion-focused), while Cox and Ferguson (1991) suggested
that there are four types of coping, adding reappraisal and avoidance to the previous
two types. Billings and Moos (1981), on the other hand, categorized three types of
coping responses: active-behavioral, active-cognitive, and avoidance. Endler and
Parker (1992) differentiated three coping types: emotion-oriented, task-oriented, and
avoidant. In other studies, however, many support mechanisms have been suggested,
such as informational, appraisal, material, tangible, emotional, social belonging,
and daily care, which can all be divided into two: emotional-social support and
instrumental support (Allen et al., 2000; Chen & Thang, 1997; Cohen & Wills, 1985;
Dunst & Trivette, 1986 as cited in Kaner, 2004).

Regarding coping responses, Kissinger (2006) established that people who are
inclined to struggle prefer to seek solutions, gather information, and think about
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alternatives, whereas people who cannot struggle choose to leave their current
environment with the hope of finding a source of distraction or prefer using avoidance
methods such as denial. Skinner and Zimmer-Gembeck (2007) mentioned 12
coping strategies, some being problem solving, escape, seeking support, delegating,
accommodating, negotiating, positive restructuring, and social isolation.

Traditional psychological studies focusing on the coping strategies of disabled
individuals have mostly dealt with how individuals make sense of their own
disability and how they integrate their disability into their concept of self. Most
disabled individuals also choose to cope with their lack of fulfillment by highlighting
some of the areas where they feel are adequate. In addition to these coping styles,
some individuals adopt spiritual strategies to cope with their disability (Eksi et
al., 2016; Johnstone, Glass, & Oliver, 2007). In a study examining the parents of
children with autism, parents were revealed to use active-avoidance coping, problem-
focused coping, positive coping, and religious coping strategies in order to overcome
the stress experienced during the childrearing period. According to the results
of the same study, there is also a relationship between parenting stress and mood
(Hastings et al., 2005). According to a study carried out by Kara (2008) on families
with mentally disabled children, 73.17% considered having a disabled child as the
will of God, 87.7% prayed to God for their children, 96.4% suggested that praying
positively affected their psychological state, 59.6% thought they were destined to
have a disabled child, 47.4% did not think their child was disabled because they had
been guilty at some point in their lives, 66.7% suggested that they showed endurance
in the face of difficulties with their children, 89.5% did not think God was unfair to
them, 96.54% did not think God didn’t love them, and 94.7% prayed to God for help
while faced with difficult situations.

People are constantly trying to search for meaning in life and don’t want to let this
meaning slip by. This search is the reason why people manage to hold onto life and
are willing to seek support when facing unbearable and traumatic situations or when
they fail to find a solution to their problems. This support-seeking response results in
turning to God and religion in an attempt to make sense of life and what they have
gone through so far. The meanings people attribute to situations are more influential
than the situation itself (Ayten, Gocen, Seving, & Oztiirk, 2012).

Karagoz (2010) found that parents of children with autism try to find religiously
oriented answers to the question of “Why me?” and gave two different answers while
trying to give meaning tothis, suggesting that religious beliefs are helpful in making
sense of disability and religion is supportive in helping people cope with difficulties.
Some parents said God chose them because He knew they could handle it, while
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others said God only gives successful and healthy children to those He loves, which
results in negative affectivity. A study conducted by Goren (2015) also dealt with
how families with disabled children spiritually made sense of their situation. In this
study, parents were found to consider their disabled children as an entrustment from
God to be kept safe and secure; felt as if they were blessed mothers; believed that
their disabled children would provide them with a ticket to heaven; thought they were
living with an angel in their home; felt proud to be parents of a heavenly child; and
felt their children brought blessings to the house, luck to their lives, and peace to the
family. According to the study, parents approved one or more of the above statements
while some mothers believed all of them were correct.

Pargament and Brant (1998) put forth that whether or not religion proves to be an
influential strategy for coping depends on the individual and the situation. While some
studies suggest that religious coping responses are mostly used by women, elderly
religious people, and people with lower socioeconomic and educational attainment,
others indicate that religion is the most effective coping method in highly stressful
situations. Religious coping responses can take a passive form for people who leave
the rest to God or an active form for people who pray and perform religious rituals
more frequently than before. Religious coping strategies can be problem-oriented
such as the act of developing a specific problem-solving skill in order to overcome a
barrier, or emotion-oriented such as gaining God’s acceptance by taking advantage
of the difficult situation.

According to Pargament’s (2001) statements, religious coping theory shows how
and the extent to which religion is used as a means of overcoming the problems of
spiritual and physical daily life. This theory brings forward that individuals are found
to have better physical and spiritual health when they adopt a positive approach
based on collaboration with God in the problem-solving process, as well as its
contrapositive. While Ayten (2012) identified a positive correlation between positive
religious coping and life satisfaction, he suggested that the correlation between these
two variables is not significant.

Even though the terms religion and spirituality have both mutually complementary
and contradictory aspects, they are generally used interchangeably in the field. While
spirituality is considered as an inner experience of the personal maturation process as
influenced by meaning and intention, religion is accepted as an external experience
of symbolic expressions related to prayer, tradition, doctrine, religious practices,
beliefs, and ethical codes (Johnstone et al., 2007).

A great number of disabled people who hold religious beliefs and perform religious
rituals in an active manner find their support by using religion as an effective argument
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for overcoming their problems while those who have no religious orientation do not
believe religion will provide an effective argument in coping with disability. Some
experts specify that health services and religious support should be kept separate
while others indicate that religious support should not be ignored as long as it
plays a functional role in individual coping responses. In a study investigating the
relationship among religion, spirituality, and health in disabled individuals, religion
and spirituality were found to positively correlate with mental and physical health,
and religion and spirituality were considered to be two significant coping strategies
for disabled individuals (Johnstone et al., 2007).

A study conducted by Stephen-Gallagher, Phillips, Lee, and Carroll (2015)
dealing with the association between depression and spirituality in parents caring
for children with developmental disabilities found spirituality to positively correlate
with depression while social support was found to negatively relate to depression.
The themes emerging from the interviews showed that spiritual/religious coping is
a way of dealing with difficulty, and as a last resort, as a form of release from their
situation. On the other hand, Tarakeshwar and Pargament (2001) found that positive
religious coping related to better religious outcomes (e.g., closeness to God/church
and spiritual growth) whereas negative religious coping was associated with greater
depressive effects and poorer religious outcomes.

Religious coping can be positive or negative. Religious spiritual support, one of
three sub-styles of positive coping, manifests itself in such a way that individuals
feel they receive support from a higher power (e.g., believing the God will never
leave them alone or allow something bad to happen to them); they have faith in
God or believe that He will guide and help them cope with difficulties. Support from
community or community leaders, the second sub-style of positive coping methods,
refers to situations where the individual seeks support from a guide for coping with
difficult situations. Some prefer receiving support from community leaders, whereas
others choose to seek support from members of the community. These people derive
support by performing religious practices in such places as temples, mosques, or
churches. Positive attribution, the third coping style (hayra yormak in Turkish) is
to believe that a situation is an indicator of good things to come, in turn facilitating
the acceptance process. On the other hand, negative coping has two different styles.
The first one is feeling alienated from God or the religious community; by having
this disability, one believes they have been abandoned and left alone by God. This
alienation creates feelings such as hopelessness and disappointment in the individual.
The second one manifests itself in such a way that individuals consider the illness or
disability to be a punishment from God, and they make negative religious reappraisals
in the face of difficulties (Pargament & Brant, 1998).
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In a study (Koenig, Pargament, & Nielsen, 1998), elderly patients who had been
hospitalized due to medical reasons and performed either religious or non-religious
coping behaviors were compared in terms of health conditions. Negative methods of
religious coping were found to be mildly associated with physical health and quality
of life, whereas results of higher depression were found to be related to the reappraisal
of being punished by God or evil forces and religious discontent.

On the other hand, expressions that included negative attitudes towards God,
priests, and ecclesiastics were also stated to be associated with deeper depression and
poorer quality of life. Positive religious coping behaviors related to mental wellbeing
are defined as: considering God as a benefactor, cooperating with God, searching for
communication with God, needing support from church and priests, and receiving
faith-based aid from others (Koenig et al., 1998).

In a meta-analytical study analyzing studies that had examined the role of religion
in coping with serious health problems, a considerable amount of people with a
physical illness or disability were stated to have applied religious beliefs and practices
in order to relieve stress, gain a sense of control, and find meaning, goals, and a
sense of hope in life. Religious orientation is said to support psychological health
by helping people recover from illness and cope with it more effectively, instead of
being negatively affected as a result of stressful life experiences (Koenig, Larson,
& Larson, 2001). In his study examining the coping mechanisms that mothers of
children with Down syndrome applied, Goren (2015) stated that mothers largely use
religious coping methods that can be gathered around five themes: finding meaning,
getting social support, focusing on postponement (patience), believing in divine
justice, and practicing submission/cooperation.

In Miltiades and Pruchno’s (2002) study, which investigated the relationship between
race and religious coping in mothers of children with mental retardation, white mothers
were found to use religious coping strategies more than black mothers; they also found
a connection between religious coping and satisfaction from looking after a child with
mental retardation. However, black mothers were revealed to feel more satisfied while
caring for a child with mental retardation compared to white mothers, and as a result of
inadequate sanitary conditions, they also felt the pressure of taking care of a child with
mental retardation more intensely compared to white mothers.

Difficulties in the processes of caring for and educating children with mental
retardation can cause mental health problems in mothers of children with a mental
disability. Mirsaleh, Rezai, Khabaz, Afkhami-Ardekani, and Abdi (2011) compared
the personality dimensions, religious tendencies, and coping strategies of mothers of
children with mental retardation and mothers of children without mental retardation
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to help explain the general state of health of mothers who have children with and
without mental-retardation. They revealed that the general health of mothers of
children with a mental disability was worse and that religious tendencies and
spirituality are positive predictors of a mother’s general state of health.

Studies on people with disabilities and their relatives are found to usually focus
on subjects such as difficulties related to the type and degree of disability, the
psychological state of family members who care for the disabled person, family
harmony, social support, sociocultural support mechanisms, and financial support
mechanisms. However in this study, the focus has been on putting forward a
qualitative study on the part that spiritual coping mechanism plays among the coping
mechanisms of families of children with disabilities; this has been rarely encountered
in the literature. This study is limited to the families of children with disabilities
and families of children diagnosed with autism. The prevalence of the type of
disability, the difficulties families face within the processes of care and education,
and similarities in coping methods among other disability groups have an important
influence on this limitation. As a result, the aim of this study is to identify what
kind of spiritually-based support mechanisms are applied by parents of children with
disabilities in the process of accepting the disability, as well as the impact of these
spiritual support mechanisms on the process of accepting their child with a disability.
In accordance with this study’s aim, the research process intends to find answers to
the following questions:

* What do parents feel when they learn their child has a disability?
* What feelings, thoughts, and difficulties exist through this process?
* How do parents deal with this process?

» What factors facilitate the acceptance process of having a child with disabilities
for the parents?

* What is the function of spiritual support among these facilitating factors?

Method
Research Model

In this study, the phenomenological research design is used to demonstrate the
spiritual coping strategies parents used in the process of accepting their child’s
disability, how they give meaning to those strategies, and how their spiritual strategies
affect the process of accepting a child with disability.
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The phenomenological design is a qualitative research design that helps one
understand events, experiences, and cases that cannot be fully grasped, as well as the
meanings ascribed to them (Yildirim & Simsek, 2013).

Creswell described phenomenological research as “defining the common meaning
of a few people’s experiences of a phenomenon” (2013, p. 77). The main aim of
phenomenological research is to provide a general description of a personal experience
and the meaning of a phenomenon. Therefore, this design was used in the research as
the most functional approach to understanding how the participants experienced the
phenomena of disability and what their coping mechanisms were.

Participants

In phenomenological research, individuals or groups who experience and can
reflect a focused phenomenon are preferred for the data source. Participants are
determined through observations and interviews made in the field by the researcher
(Yildinm & Simsek, 2013).

Sources of data in phenomenological research are those individuals or groups
who have experienced the phenomenon in depth and can express themselves
when questioned about it. The criterion-based sampling method, appropriate for
phenomenological researches, was used to determine the participants here. The
main idea of the criterion-based sampling method is to work with situations that
meet predetermined criteria. The criteria may be generated by the researcher or a
previously prepared list of criteria may be used (Patton, 2001). The criteria in this
research are for parents: to have at least one child with a disability, to have a report
from a hospital and Guidance and Research Centre (RAM) about the disability, and
to provide special education for the child.

The participants are 17 parents, who have at least one child with disabilities and
their child’s disabilities were limited to diagnoses of physical retardation, mental
retardation, and/or autism. Participants’ demographic data are presented in Table 1.
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Table 1
Demographic Data

Code Parent  Child'sDisability "GO RO L e o o
K1 Mother Mental 3 3 18 18
K2 Mother Physical & Mental 4 1 22 26
K3 Mother Mental 2 2 18 20
K4 Mother Physical & Mental 2 1 13 21
K5 Mother Physical 2 1 18 18
K6 Mother Mental 2 2 19 32
K7 Mother Mental 3 3 50 23
K8 Mother Physical 2 1 24 25
K9 Father Physical 2 2 37 20
K10  Mother Physical 3 3 31 15
K11 Mother Mental 2 2 15 22
K12  Mother Physical &Mental 3 3 21 24
K13 Mother Autism 1 1 18 36
K14  Mother Physical & Mental 2 2 21 24
K15  Mother Autism 3 3 32 28
K16  Mother Physical &Mental 5 4 35 19
K17  Mother Physical 2 1 11 24

Data Collection Method

The research data was obtained using the interview technique, one of the
methods of qualitative research data collection. Being the most commonly chosen
data-gathering tool in qualitative research, the goal of the interview technique
is to understand the ideas through the perspective of the individual by means of
entering their inner world (Patton, 2001). In other words, the interview technique is
a way to understand people’s perceptions, interpretations, definitions of reality, and
ways they are constructed (Punch, 2011). Establishing an interactive environment
based on empathy with the participants being interviewed is essential during
the research process. In such an environment, individuals can reflect upon their
lives and express meanings they hadn’t realized or thought extensively of before.
(Yildinm & Simsek, 2013) According to Karasar (2004), the interview technique
enables direct verbal interaction between individuals, flexibility in conforming
to momentarily changing conditions, applicability to those who are illiterate,
instantaneous feedback mechanisms, obtainment of in-depth information, and a
high percentage of answered questions.

In this study, the semi-structured interview method was used to be able to theorize
how parents accepted the concept of their child being disabled and what spiritual
coping strategies they used in overcoming the difficulties faced during this process.
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The semi-structured interview method is often preferred in pedagogic studies due
to its specific level of standards and flexibility offered to the researcher (Yildirim
& Simsek, 2013) The literature was reviewed while preparing the semi-structured
interview form after the pre-interviews had been performed on the parents with a
disabled child. The questions on the prepared interview form were reviewed by three
experts, and a pilot implementation was made with the revised questions as per the
experts’ opinions. Following the pilot implementation, the research was carried out
using the finalized semi-structured interview form.

The researchers of this study work in counseling research and rehabilitation
facilities; thus, they have field experience in special education. They carried out
the research on parents with disabled children who were being helped in their
own institutions, which allowed the researchers to have multiple observations and
interview experiences regarding the lives of the participants.

The semi-structured interview form, which was developed in the context of this study,
consists of two parts. The first part contains questions regarding participants’ demographic
information (current age, how long they’ve been married, number of children, number
of disabled children, which child is disabled, etc.). The second part contains questions
to help theorize the difficulties parents experienced when they learned that they have or
would have a disabled child, the people they sought support from against the difficulties
faced, and how they coped with problems (see Appendix 1).

Data Analysis and Interpretation

The semi-structured interviews that were carried out in order to help theorize
the difficulties parents with disabled children face and how they cope with these
spiritually were voice recorded. This was followed with transcriptions of the
recordings and a phenomenological analysis using the MAXQDA 11 package
software. Data analysis in phenomenological research is used to uncover
experiences and their meanings. During the data analysis process of this study,
Giorgi and Giorgi’s (2008) descriptive phenomenological analysis method was
followed. Because descriptive phenomenological analysis primarily receives
descriptions while secondarily regarding interpretations, it brackets all previous
information regarding the researched phenomenon and focuses on how the
individual experiences that phenomenon to reach its core. Therefore, data-based
coding was carried out in this study in order to reach the core of the phenomenon,
as opposed to using pre-defined codes obtained from the literature.
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After transcribing the study’s raw data, the researchers read both the transcribed
texts and listened to the voice recordings multiple times to try and familiarize
themselves with the data. The data was analyzed through the coding process
simultaneously by three researchers in order to eliminate discrepancies in coding and
to provide integrity.

These data-analysis processes were followed in accordance with Giorgi and
Giorgi’s (2008) descriptive phenomenological analysis: (a) Read all raw data with a
phenomenological attitude. At the beginning of the research process, the researchers
defined thoughts, judgments, and values related to spiritual coping; they bracketed
them and retained these perceptions at every stage of the process. Therefore, during the
interviews with the participants, they didn’t use any channeling questions that directly
or indirectly expressed the form of their spiritual coping regarding how they were
coping with or had overcome the situation. Also, during the data coding process, three
different researchers independently coded the data according to word, sentence, and
paragraph units. The coding was carried out based on the raw data, themes, and sub-
themes identified in the prospect of mutual concepts and expressions. (b) Distinguishing
the units of meaning that point to different aspects of the whole. In line with this study,
focus was given to meaningful emotions, thoughts, behaviors, and concepts; these
have been noted within the text. (¢) Theorizing the psychological significance of the
units of meaning. These units, which have higher psychological concentrations of
meaning, were identified, and the meaningful phrases were repeatedly read in order to
contextually put them in a way that expresses a broader meaning. Within this scope,
the units of meaning have been conceptualized as the difficulties participants’ faced
while accepting the concept of disability, coping strategies, and religious coping
strategies, thus enabling more general units of meaning. (d) Putting forth the process
of experiencing the phenomenon into a general structure. Individual structural
descriptions have been set forth by synthesizing psychological units of meaning that
have meaning in the participants’ lives and by making a brief chronological description.
Unvarying properties were detected by comparing individual structural descriptions for
each participant so as to demonstrate the essential features that represent the essence of
the phenomenon. Understanding the participants’ experiences during the process and
the types of difficulties they faced is important for revealing how they spiritually cope
with the concept of disability. Therefore, first demonstrating the things experienced
then the coping sources was deemed essential in terms of understanding the essence of
the phenomenon while revealing the findings.

Strategies for collecting in-depth information, expert review, and participant
confirmation were used in this study to provide validity. Data analysis was checked
by two faculty members, and the findings were confirmed by the participants. The
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purposeful sampling method was used, parents’ statements were described in detail,
and direct quotations were frequently included in order to provide transferability.
Data were collected using an audio recording device, uniformly coded, and associated
with the results in order to provide consistency. Additionally, two faculty members
reviewed and compared their judgments, comments, and recommendations with the
raw data in order to provide verification (Yildirim & Simsek, 2011).

Findings
Difficulties in the Process

Starting from the moment when the parents learned that their children are disabled
or were going to be disabled, they experienced feelings of “shock and devastation.”
Participant K6 described this feeling as “...a chill ran down my back, I felt terrible
and cried for days.” K13 expressed, “My husband did some research. I had never
seen him like that before, and when he learned the truth he was devastated. In other
words, our life became upside-down.” Families described their feeling as “non-
attributive.” K3 explained: “I’m told my child will have some developmental delay.
Actually when compared to my elder son, I could tell the difference. However, for
doctors to say “do not compare your children with each other,” I could not concede
the fact; I realized dimly, but actually I could not face the truth”

K10 stated, “Well, I could not imagine that my child would be disabled, I don’t
know why, maybe because it’s my child.” Some families said they experienced a
“fear of loss,” as they had been told that their children could die at any time.

Realizing that they don’t have a healthy child as had been expected and that
both the education and treatment process is slow, families felt “disappointed.” K13
explained this disappointment as: “To tell the truth, I was discouraged because I had
been longing for a child. It meant that my dreams would not come true.” From time
to time, families realized “self-blame” for their child’s disability. For example K1
stated, “I looked for someone to blame; I blamed myself. What had I done wrong to
deserve this...? I mean, why? I still have some reasons. Sometimes I face the truth,
yet sometimes I just can’t.”

One of the recurring concepts used by families is the concept of loneliness. K10
expressed this experience as “I can’t tell you what I lived through. I suffered a lot; I
could not go outside... I went through great pain all by myself.” K12 expressed the
“inefficacy of paternal support” by saying, “Only my husband was by my side, but
I can’t tell if he supported me or not. Because he is a very aggressive person, he did
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more harm than good; I was all alone.” K7 described the “negative influence of the
neighborhood” by saying, “There were people making fun of my child, even my
brother teased, asking, “Why doesn’t it talk?’... I was upset but I could say nothing.”
K9 expressed the lack of support with these words: “Everybody seemed to care at
first, but nobody cares actually.”

While the families struggled on a daily basis for their children, they also felt
concern for the future. Certainly, this concern arises from the fear of dying before
their children. Some families described this anxiety with these prayers “May they not
be all alone when I’'m gone,” and “I pray to God to not suffer after my child’s death,
I could not stand that. However, I would not want to leave them alone if I died first.”

K17 described this difficult situation and the feeling of “despair” with these words:
“... I felt as if I was in a deep well, as if there was no salvation.” K13, meanwhile,
stated, “He (my husband) was devastated especially at first, [ had never seen him like
that before. Even though he had suffered many difficulties in his life before, it was
hard to witness the man’s helplessness.” It is possible to summarize the difficulty of
the process with K10’s sentences:

The doctor said that there was a problem in the brain ventricles of the child that would
make it impossible for them to walk or talk. He said that there was nothing that could
be done, thus our hands were tied. I was shocked, I said that my child began talking like
other kids and had no problem with language, but the doctor said my child could only
say “father” and “mother,” that it was impossible for them to form a sentence or do any
physical activity; there was nothing we could do about it. Even if we saw other doctors
in Turkey or in other countries, it would be impossible for us to change this truth. [ was
ruined, I felt like Ankara had fallen down and I was trapped under the debris.

Coping Strategies/Resources

As can be seen from these summarized concepts and citations, families face so many
difficulties in the processes of having a disabled child, accepting the phenomenon, and
caring for the child; they are in pursuit of how to cope with these difficulties. Among
the positive coping methods are expert support obtained with the explanations of
doctors and educators, family support, support from the social environment and other
families with disabled children, rationalization, peace in knowing that they doing
their best, anxiety and relief with the ever-growing information about the process, and
looking to the future with hope. On the other hand, they had adopted some negative
coping mechanisms, such as blaming and inhibiting the development of the child by
failing to differentiate themselves from the disabled child, thus creating a dependent
life style. To give an example regarding expert support, K6 stated, “We had a doctor
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when we first started coming here. I do not remember his name right now, but I
came here and we had a meeting. I talked to him. We also had a psychologist, and I
felt relieved after I had spoken with him.” Family support is extremely important in
overcoming the difficulties in the process. K5 described the support provided by her
partner saying, “The greatest factor that made me accept the process is my spouse’s
support. We are a close-knit family, and maybe that’s why we are overcoming our
problem more easily...” K15 said, “No one else was there for me except the children.
Their father had fallen sick and the children took care of him,” while explaining the
support provided by her children. Meanwhile, K4 indicated the support provided by
her mother, saying “...there have been enormous difficulties encountered through
the process, but my biggest fortune was that my mother was there for me. She could
be the one who made it possible for me to get over it quickly...” K14 also quoted
the support from her mother by saying, ““...To this day, my mother has always given
me great support.” Environmental support has also been indicated as a significant
concept through the coping process. Regarding this matter, K11 said, ““...wherever
I went, thank God, no one differentiated my child from their own. They approached
my child with love.” K4 stated, “...all my neighbors and relatives provided great
support. They couldn’t do enough for us, and I cannot make it up to them, all the
good they’ve done. May God bless them all.” As implied in the quotes above, support
from experts, family, and the environment are found to have essential functions in the
lives of parents with disabled children in that it helps them to not feel alone and to
overcome the difficulties encountered through the process.

Some participants have been found to rationalize their lives in order to be able to
accept having a disabled child and deal with the situation. Regarding this matter, K4
said, “I thought it might happen. This is life, and anything can happen to anyone at
any time. We need to learn how to live with it.”

Being closely related to psychological resilience and psychological health, hope
is one of the most-talked about concepts in the participant interviews. Regarding
this concept, K13 expressed her feelings by saying, “Because something is bound
to happen, I feel in my heart, even if my child has epileptic seizures, everything
will finish after this seizure ends. Even if my child has a delayed understanding,
he will be like a normal child and we will catch up to his peers.” K2 said “I still
believe he will get better. Maybe his siblings will help, maybe he will get better. [ am
expecting something good to happen. I swear to God, I am expecting something good
to happen. Maybe he will get better after he goes into the program. Someday, if I see
that something good happens... I hope he gets better.” This concept of hope, which
can be seen in the statements of K13 and K2, is thought to function as a temporary
coping process, whereas it also causes delays in the acceptance process.
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Following the daily routine, which refers to continuing the usual daily life, is also
considered as an effective way of coping with difficulties. K5 indicated that they had
kept on living their usual life with these sentences:

I mean we went everywhere from weddings to mawlids (celebrations of Prophet
Muhammed’s birthday). We went all of them together with Gamze. We did not put
any limitations on ourselves. Now that she is at this age, she stays at home with her
sibling, and we, my husband and I, go out. Yet, we used to go everywhere we wanted
to go together.

Families who are inclined to cope with difficulties by blaming have been found
to blame health professionals for not showing adequate interest, for not providing
information, for speaking hopelessly, and for their manner of speaking. This method
can be seen in K14’s statements:

Of course, we have consulted a doctor for physical treatment, but he also didn’t give
any hope. “This child would not be able to sit. This could be a muscular disease; his
muscles could break down and he could die eventually.” I mean he told negative things.

K8, one of the parents who were unable to be apart from the child to create a
dependent life style in order to cope with the difficulties tells her own situation with
these sentences:

I have been doing everything she needs, considering that she will die in a short while.
Then, Nimet became an indispensable part of me. When I go somewhere without Nimet
by my side, I start to look around with blank and silly eyes. Sometimes, I wonder
whether people are asking “Why is this woman looking around like that?” or not. I do
not know whether this is some kind of addiction or what.

Spiritual Coping

In order to overcome the difficulties encountered while accepting the disability
and providing the disabled children with care, families have been found to adopt
spiritual coping strategies along with the coping styles above.

The concepts that families mention about religious coping are “accepting what
comes from God” and “destiny,” which are contained in the theme of acceptance.
About accepting what comes from God, K9 said, “We are people who believe, and
because of our belief we accept what God has given us. I was the person who is the
one in a thousand. God saw this as appropriate.” K14 stated, “I told myself, ‘My God,
don’t take him away from me. I will look after him even he is disabled.” I prayed like
that.” K10 voiced, “You stand it because it is from God. You couldn’t stand anything
like this if it were from people. You say it is from God and you accept it.” Another
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repeated concept is destiny. K6 said, “I didn’t look for anyone to be guilty. I say it is
from God. It was my fate. God wrote him into my destiny...” K12 expressed, “I’m only
saying this was my destiny. God wrote this for me...” These words show that they saw
their children with disabilities as a condition that God fated for them. As seen in these
statements, the participants intend to accept what God has given them by describing the
disability phenomenon to be what God has seen as appropriate for them.

In accepting the disability phenomenon, “giving spiritual meaning” is often
used. Families are seen to review their new lives and consider having a child with a
disability as an examination, penance, fear of God, and an entrustment from God. Of
the participants who see this as an examination, K16 said, “I didn’t ask why this has
happened to me; my God has granted this to me. [ am going to accept it. God gave me
it because I can carry this burden.” This does not overestimate the difficulty and also
develops self-confidence. K2 stated, “He is my examination, sir, my examination.
Thank God He gave me this. He saw this is appropriate. My examination is with
him. Let God make my examination easy for me.” This perspective shows they have
accepted the examination and are coping with the process and difficulties. K1 voiced,
“I’'m afraid of losing all the time with this, because I don’t know if Zeynep will help
me pass the exam, because sometimes it is too hard to have patience.” K1 sees her
child’s disability as an examination, but because of the difficulty of passing the exam,
she has also expressed fear.

K14, who believes children with disabilities are given by God as an opportunity
to “purify through penance” because of past sins said, “I have connected this to an
abortion I had. I regretted and wished for forgiveness so much that I see this as my
reason for forgiveness. Maybe this thought gives me more strength to cope.” K10 also
hoped to be forgiven by looking after her disabled child because of her past abortions,
saying “I blame myself for this. I had many abortions... So I thought about those.”

Fear of God is seen in some participants during the process of accepting children
with disabilities. K12 said, “God knows I went to the doctor at first in the pregnancy.
The doctor said that he should perform an abortion because the child will die soon
after birth. I said she can die soon after birth, but either way I will take her in my
arms. The child is now kicking in my belly, really she kicks so beautiful. God does
not want an abortion;” this makes it easier to accept the process and the child, giving
meaning instead of doubt.

Seeing the child with a disability as an entrustment from God supports the acceptance
process in parents. K5 said “I say this is something that comes from God, an entrustment
from God. I am going to look after this entrustment in the best way,” and attributed a
higher value to the child. K12 said, “So my God gave me this, and I can show him to
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everyone proudly,” and refers to a sense of honor instead of how many parents’ feel
shame and withdraw from society.

One of the spiritual foundations that facilitates the family’s coping is analyzed
under the theme trust in God, and at the point where their power is insufficient it
is conceptualized as resignation, gratitude, and prayer. Resignation, while giving
people strength by making them feel to the utmost, also bears the nature of a prayer
that reduces anxiety. Regarding this subject, K16 revealed her inner peace by saying,
“As long as my God gives me strength and power, [ will continue. I then leave the rest
to Him.” K7 shows her faith in God by saying:

My husband says that if our child knows what money is and can learn and write
telephone numbers, there would be no need for anything else. He says other people
would send him to a desert. But I say no, they wouldn’t. God is almighty.

Although families have children with disabilities, they are always found to apply
the theme of gratitude to God. K5, by comparing her child with disabilities to other
children with disabilities, shows her gratitude to God by saying, “We are grateful for
what we have. We could also be changing our child’s diaper. It could be worse. Such
necessities also exist.” K11 reveals her gladness both for her child’s existence and the
joy he brings to their home:

When I learned that my child was going to be born with a disability, I was one-and-a-
half months pregnant. I didn’t feel sorry at all. I thought that God had given this to me.
Then I gave birth, thank God. I am glad that I gave birth to the baby. He has brought
joy to our home.

The same mother makes a difficult process easier by way of showing her gratitude for
even the tiniest improvements in her child: “Thank God he is healthy; now he realizes
the world around him. He is improving. He can hold his spoon and eat his meal.”

The notion of prayer, which is used frequently through the process, helps individuals
by reducing loneliness and giving individuals hope. It also improves their psychology
by showing them their limitations and, in return, makes them trust in God, the infinite
giver. Regarding this issue, K2 said, “I pray that God will ease my task for me.” Thus,
she reflects the difficulty of the process of caring for a child with disabilities, and by
wishing for facilitation from God, she shows her trust in God. Likewise, K11 also
stated that she takes strength from her family and friends: “Prayers from my friends
and family help me. Both of my parents pray to God a lot for me.”
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Conclusion and Discussion

In-depth interviews were conducted with 16 mothers and one father of disabled
children for this qualitative research, which aimed to analyze the difficulties faced
during the acceptance process of having a disabled child in the family and the support
mechanism used for coping. The obtained data were subjected to phenomenological
analysis and divided into three general categories: the difficulty of the process, coping
sources, and spiritual coping. The themes of difficulty of the process and coping
resources were discussed in order to get a better understanding of the phenomenon of
spiritual coping. Difficulty of the process includes the themes of shock/collapse, not
attributing, fear of losing the child, disappointment, self-blame, loneliness, lack of
paternal support, negative environmental effects, concern for the future, and despair.
Coping sources includes the themes of expert support, family support, environmental
support, rationalization, hope, keeping up the routines, blaming, and not able to be
apart from the child.

In this research, the parents of disabled children were found to often resort to
religious/spiritual sources while accepting the concept of disability and overcoming the
difficulties faced during the care-giving process. Religion was stated as an important
element of support in coping with stressful life events. The rate of referencing
religious coping strategies has been stated as 27% for depression, 14% for general
disabilities, and 34% for psychosocial disabilities (Burker, Evon, Sedway, & Egan,
2004). Care givers who use religious/spiritual coping in the process of providing
care to disabled individuals have been found to establish better relationships with
disabled patients; religious coping is also associated with lower levels of depression
(Chang, Noonan, & Tennstedt, 1998). Additionally, using religious sources has been
indicated as important for professionals working with people who have disabled
family members, as well as in the design process of intervention programs for
religious families (Johnstone et al., 2007; Rodriguez, Glover-Graf, & Blanco, 2013;
Tarakeshwar & Pargament, 2001).

Spiritual coping resources, which forms the center of this research, has been
analyzed under three themes. The theme of acceptance was discussed under the
sub-themes of destiny and accepting what comes from God. The theme of providing
spiritual meaning was discussed under the sub-themes of examination, repentance,
fear of God, and an entrustment from God. The theme of trust in God was discussed
under the sub-themes of resignation, gratitude, and prayer.

All of the interviewed parents stated that they had accepted their child with
disability. The belief that all these are given by God is important in this acceptance.
They are understood to see the difficulties they face as a part of their fate. In parallel
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with the research, Herken et al. (2000) and Kara (2008) stated that families consider
the disability of their children as their destiny. Similarly, regarding the theme of
submission to what comes from God, Kara’s (2008) research defined the theme as a
belief that parents of disabled children don’t think God has been unfair with them and
still continues to love them.

Parents feel the need to interpret the difficult process they experience and ease that
process according to the meaning they attribute to the situation (Ayten et al., 2012).
Pargament and Brant (1998) stated that people attribute positive religious meaning to
difficult situations and connect them to God’s will; this cognitive re-structuring, in turn,
eases acceptance. Kara (2008) stated that 67% of families consider a disabled child as
a test. This study has found that families consider having a disabled child as their test
in this world on the road to reaching heaven and for God’s sake. Some parents believe
they have a disabled child because of their past sins (i.e., abortion) and the situation
they face now is an opportunity for purification or an acceptance of their repentance.
This research has also found that considering disabled children as an entrustment from
God is important in accepting having a disabled child and overcoming the difficulties
experienced in the process of caregiving. Parents who interpret the process of providing
care to a disabled child as protecting God’s entrustment are understood to not face
difficulties in accepting the child’s condition and to demonstrate high motivation in
the child’s care and education. Similarly, Goren’s (2015) study found that parents of
disabled children consider them to be entrusted from God. Also the theme of fear of
God is among the primary concepts expressed in this study. Fear of God has been found
to be an important support and reference point in deciding to give birth to, accepting,
and providing care to a disabled child.

Humankind tends to turn to religious coping strategies, feeling the need to seek
refuge in God or a powerful authority in helpless and desperate conditions (Burker
et al., 2004). Individuals who have this sense of submission will not waver even in
the most difficult conditions because they think the events they are going through all
come from God and are just a test (Altintag, 2015). This study has found that parents
experienced various difficulties from the moment they first faced the disability
situation, and they sought refuge in God by means of prayer, praise, and reliance
(namely trusting God) so their acceptance process has been eased. Parents who
showed reliance were found to experience inner peace and a reduced anxiety about
the future because they were doing their best.

Praise is used in the sense of showing thankfulness for and feeling content with
their goodness and blessings (Kalkan-Oguzhanoglu & Ozdel, 2005). According to
Ayten et al. (2012), who stated that praise is closely related to being aware of the
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experienced moment, being conscious of praise enables the individual to keep one’s
joy of life alive even in difficult conditions. This study has found that despite having
a disabled child, parents did not stop voicing the theme of praise. Some parents were
seen to compare their child with other disabled children and praised God, while some
of them considered the small progresses in the process of caring for their disabled
child as occasions for praise, thus making the the process easier. When examining
this study and other studies dealing with the theme of praise, the act of praising can
be said to be about seeing the glass half-full and focusing on the positive part of the
phenomenon.

Prayer is an active coping strategy (Pargament & Brant, 1998). People look for
refuge and harbor in trust when facing lethal diseases, difficult living conditions, or
situations that feel completely helpless. With the help of prayer, parents seek refuge
in God against the desperation, shock, and anxiety about the future they experience
to alleviate their concerns. In Kara’s (2008) study, 96% of parents with disabled
children stated that praying has a positive effect on their psychological state; 94.7%
stated that they seek help from God by praying in times of trouble. The theme of
prayer has been noted to be repeated often during the interviews with parents. It is
understood from parents’ statements that parents who pray talk with God and reduce
their loneliness, foster their hopes and reflect their trust in God through prayer, and
strengthen themselves psychologically.

When examining the core of the study, the parents can be observed to consider
having a disabled child, in their own words, as “a ticket to heaven.” Looking at the
situation this way eases the acceptance process.

The results obtained from this research regarding coping mechanisms against the
concept of disability have been raised in the findings section with a focus on the theme
of spiritual sources and put forth in the discussion section in terms of its relations
with other discussions in the literature. However, this research is seen to have certain
limitations, considering both the broadness of the subject and the study group. New
research done by field experts and academicians will contribute to the enrichment of
this subject. The following suggestions may be submitted in this regard.

The participants of this study consisted of parents who had to cope with the concept
of disability. However, studies can be carried out which make it possible to reflect
the views of other parents. Studies can be done addressing the individual forms of
spiritual coping. Individuals with disabled siblings experience both the difficulty
of having a disabled sibling and looking after them; they can also be emotionally
neglected and have to grow up too quickly due to parents being obligated to spend
more time and effort with their disabled sibling. Future studies carried out about
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siblings are expected to provide important contributions to the field. In one possible
study addressing parents without disabled children, their perceptions and imaginings
of the concept of disability can be analyzed, and the findings can be compared.
The process of mothers’ and fathers’ interpretations of the concept of disability can
also be compared and analyzed. Mixed-pattern research, instead of qualitative or
quantitative research, may enable a versatile understanding of the phenomenon. The
experiences of parents who have children with different disabilities can be compared
and analyzed. The majority of studies done in the field are observed to be based on
religious psychology. However, as one of the most talked about and studied fields,
spiritual counseling is thought to be a therapeutic field that requires professional
psychology/counseling skills, and it is important for experts in the field to focus
on these subjects. Disability is a phenomenon which is difficult to cope with, and
subjects and themes that strengthen religious coping may be included, depending on
their preferences in family education programs and counseling studies.
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Appendix 1

Interview Form
Date of Interview: Time for Interview:
Name-Surname / Nickname: Age: Mother/Father?
Years Married? Number of Children?
Age when became a parent? Birth order of the disabled child?

Diagnosis of the child’s disability?
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1. How did you learn your child has a disability?

2. What did you feel when you learned you would have a child with a disability?
* What were your first feelings?
* Who were you with? Who supported you and how?
* What can you say about your spouse’s approach in this process?

3. What were the first thoughts that came to your mind when you learned you
would have a child with a disability?
* Why does the child have a disability?

* How will the life of the child be affected? How will s/he cope with it? What is
s’/he going to do now?

* Did you feel anger (why me)?
4. What things facilitated your conceding to your child’s disability?
* What made you feel good?
» Family, spouse, friends, economical support, etc.?
* Values/ religion, beliefs, prayers, etc.?
* Did these factors influence the child’s development?
5. What would you say when comparing your approach to your children with and
without disability?
*  Were there any differences?
* Acceptance problem/more support?
* Approach of the child without disability?

* How did you solve problems on this issue?

6. How did people react from your social environment?
* What did they say to you, how did they behave?
* How did their behaviors make you feel?
* How did you cope with problems related to this issue?
* What made you feel good?
7. How were your close friends and relatives affected after you had a child with a
disability?
 Did they change?

* Spouse’s reactions? (Supportive, negligent, inhibitive, etc.?)
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8. When did you start to provide special education for your child?
o [flate, why?

9. Beyond everything we’ve talked about, do you have anything to add for us to
understand you and your experiences?

Thanks for participating in this study.
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