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Abstract

To determine feelings and thoughts of parents with autis-
tic children. This qualitative study consisted of 20 parents.
‘Personal Information Form’ and semi-constituted ‘Guide
Interview Form’ with qualitative face-to-face technique
were used. Thematic analysis method was used for anal-
yses. The mean age of children was 10.80 + 4.30 (3-16
year-olds). Expressions of parents were grouped under
the following main themes: Feelings of parents when they
learnt about the disease, how this condition affected the
life quality of parents, problems of parents about childcare,
and concerns of parents regarding the future of their chil-
dren. Parents expressed their feelings upon learning about
the disease: ‘| felt unhappy, shocked, extremely upset and
| could not accept this situation’. Their social and family
life was negatively affected, and they were disturbed due
to gaze of others. Needs of families and children should
be met, different perspectives should be developed with a
common philosophy.
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Point of Interest

1. Life of families are negatively affected, and they
need financial and moral support.

2. Families need especially nurses, social service ex-
perts, doctors and other professional healthcare
services.

3. Healthcare professionals must be educated with
respect to the necessity of parents, increasing their
coping skill.

4. Early education programs applied to the children
with special needs should be re-evaluated in Tur-
key.

Introduction

Common developmental disorders (CDD) are neuro-
psychiatric disorders that generally emerges in the first
years of life and characterized by a delay or deviation in
social relationships, communication and cognitive de-
velopment. Autism, seen in childhood ages, is a disor-
der including significant problems in social interaction
and language development [1].

Autism, included among autism spectrum disor-
ders (ASD) and previously considered as a psychogenic
disease, is now addressed as a neuro-developmental
disease with a genetic basis in which abnormal brain
development is observed [2]. Autism is a deficiency
with a neuro-biological origin emerging before three-
years-old and negatively affecting social interaction,
communicational skills and other cognitive functions
of the individuals [3]. Autism spectrum disorder is ob-
served among boys four times more than girls, and its
incidence is one in 150 children [4]. Although clinical
symptoms are present around three-years-old, typical
language development may delay differentiation of the
symptoms [5]. Intelligence scores vary between signifi-
cantly low and more than average, and mental retarda-
tion is in question in nearly 70% of the cases [6].

It has been postulated that autism has a hetero-
geneous etiology. Among potential etiological factors,
there are some genetic, biochemical, neuroanatomi-
cal, familial and environmental factors. Considering
familial factors, it was observed that parents of chil-
dren have an obsessive personal characteristics, a high
cultural and socio-economic level, a personality that
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does not allow them to establish a sufficient emotion-
al relationship with their children and a dull spiritual
structure; and especially their fathers present with
schizoid personal characteristics. These studies mostly
focus on broad autism phenotype [6].

Knowledge level of the community about autism is
quite low and it is mostly equated to mental retarda-
tion [3]. However; since it is well known that its inci-
dence has increased all over the world within the last
50 years, it is required to pay attention. Early diagnosis,
treatment and education are important for the individ-
uals suffering from this disorder. It is not possible to
completely mitigate the difficulties caused by this disor-
der with the alternatives present today, but symptoms
may be alleviated with versatile treatment strategies
[7]. Practices and techniques that are introduced for
the individuals with a diagnosis of autism generally aim
to make a contribution to independent lives of these in-
dividuals by focusing on teaching skills in the areas such
as social development, language development, nonver-
bal communication, playing and behavior management
in which these individuals are insufficient [8].

The most important and smallest system of the
community is family [9]. Family is one of the environ-
ments having the most effective role in the develop-
ment and education of the child. Joining of a baby to the
family is a condition that changes the existing dynamics
and living of the families. Families enter into an adapta-
tion period for this new condition; and this period can
be quite difficult and distressing for all family members,
particularly mothers, especially if the baby has some
special requirements. Parents may experience sadness,
obscurity, crying, confusion, inability to accept, shock,
helplessness, anxiety and frustration, especially when
they first hear the diagnosis [10-12].

The diagnosis of autism for the child may affect the
whole life of the family and cause stress in the family
members. Parenting an autistic child can have a neg-
ative impact on the psychological state of the family,
especially by causing problems in the mother’s work-
ing life and social relations [13-16]. Families may need
educational, psychological and social support for them-
selves and their children, and may have difficulties in
overcoming the families’ negative attitudes towards
autism. A highly tough adaptation period is in question
especially for the families of the autistic individuals
with the specific difficulties of the autism (for instance;
intense behavioral problems). During this period, family
members try to cope with some negative feelings such
as intense anxiety, burnout and future concerns and
various problems (for example; seeking for educational
support, explaining ASD to the environment) [17].

This study was performed qualitatively to reveal
thoughts, feelings and problems of the families having
autistic children.

Topan et al. Int Arch Nurs Health Care 2019, 5:133

Materials and Methods

The study was qualitative-type and carried out in
private educational institutions in Zonguldak City. The
universe of the study was composed of parents living
in Zonguldak and having at least one autistic child.
Sample of the study included 20 parents of various
education level, social and economic characteristics in
accordance with the principle of “data saturation”.

Data were collected by one-to-one interviews per-
formed with the parents voluntary participated in
the study through “Personal Information Form” and
semi-structured “Guide Interview Form”. “Personal
Information Form” included sociodemographic charac-
teristics of the parents included in the study (age, edu-
cation levels, occupations, socioeconomic status, num-
ber of children, marital status, kinship status, family
type) and some features such as sex and age of the di-
agnosis of the autistic child. Moreover, semi-structured
“Guide Interview Form” that was prepared to lead and
guide the interview was used in accordance with the
flow of the interview without following a specific or-
der. Interviews were started with the questions such
as “What did you feel when you first heard that your
child was autistic? How did the health problem of your
child affect your life or how is it affecting?” “What have
changed in your life after the diagnosis of your child?”.
Topics that were underlined and in which the nurses
told the interview process and its content were deter-
mined. The interviewer tried to explain the topics in de-
tail by using appropriate communication techniques in
order to clarify some topics.

Interviews were performed in parent’s room of the
private education school. This room was preferred
since it was the room in which individual teacher-par-
ent interviews are made, parents do not feel as foreign,
they feel themselves comfortable and safe and it was
silent environment with nobody in. In this way, an en-
vironment was provided in which parents could give
accurate, complete and sincere answers during the in-
terviews.

At first, the aim of the interview was explained in
the environment in which the interview would be per-
formed. Parents were informed about the possible du-
ration and confidentiality of the interviews and their
consents were taken. Personal information forms were
completed by the parents before starting interviews.
During the interviews, parents were provided to ex-
plain their thoughts in detail by qualitative interview
principles. Observational notes were taken for the an-
swers and the behaviors of the parents in order not to
interrupt communication with the parents. The inter-
views performed with each parent lasted for nearly 20-
30 minutes. All interviews were terminated when simi-
lar statements were repeated (20 parents).
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Data Analysis

Stage 1: Each interview was typed (four interviews
which are not daily recorded on the same day, the re-
corded ones in two days). Data coding, the first phase
of content analysis, was done to the typed interviews.
For data coding:

e Written statements of the participants were read
again and again.

e The meaning of each statement of the participants
was determined.

e Descriptive names/codes were given to these state-
ments which had specified meanings.

e Similar codes in distinct parts of the interviews
were associated with each other and brought to-
gether.

® A code list was generated after coding all these data
in this way.

Stage 2: In this stage, the themes were created with
the following steps:

e Draft themes were crated with re-evaluating the
similarities and differences among the codes ex-
posed and assembled in the first stage.

e A pediatric nurse except the researcher created in-
dividually the codes and themes for data validity.
Following this, the researchers gathered to evaluate
the relationship between codes and themes, and the
themes were reformed.

The last evaluation of themes was done by two ex-
perts in the field of pediatric nursing with respect to
the validation of coherence between the themes and
the codes under themes (interior validation).

The quantitative data was evaluated by SPSS 19.00
software using number, percentage and arithmetic
mean.

Numbers, percentages and arithmetic mean were
used in the analysis of quantitative data.

Results

According to the Table 1, mean age of the mothers
was 39.8 + 7-years-old, and mean age of the fathers was
found to be 42 + 7-years-old. It was detected that 45%
of the mothers (n = 9) and 15% of the fathers (n = 3) in
the study group were graduates of elementary school;
85% of the mothers (n = 17) were housewives and 85%
of the fathers (n = 17) were unemployed.

Theme 1: Feelings of the parents when they first
heard about this condition (autism) of the child (Table
2): While most of the parents in the study stated that
they felt very unhappy when they learned that their
child was autistic, some parents stated that they did not
know anything about autism, they thought that it was
a temporary condition and some parents experienced
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Table 1: Sociodemographic characteristics of the parents.

Characteristics n %
Education status of the mother
llliterate 1 5.0
Elementary school 9 45.0
Middle school 2 10.0
High school 5 25.0
University 3 15.0
Education status of the father
llliterate 0 0
Elementary school 3 15.0
Middle school 1 5.0
High school 9 45
University 7 35
Occupation of the mother
Housewife 17 85.0
Officer 2 10.0
Worker 0 0
Freelancer 0 0
Retired 1 5.0
Occupation of the father
Unemployed 1 5.0
Officer 6 30.0
Worker 5 25.0
Freelancer 6 30.0
Retired 2 10.0
Socioeconomic status
Income is less than the expenses 1 5.0
Income is equal to the expenses 15 75.0
Income is more than the expenses 4 20.0
Number of children
1 5 25.0
2 12 60.0
3 and more 3 15.0
Kinship status
Yes 5 25.0
No 15 75.0
Family type
Core 16 80.0
Large family 2 10.0
Broken family 2 10.0
Marital status
Married 18 90.0
Divorced 2 10.0
Total 20 100.0

Table 2: Themes obtained following the interviews.

Theme

1. The feelings of the parents when they first heard about
this condition (autism) of the child

2. How this condition of the child affected the lives of their
parents

3. What kind of problems parents experienced during the
care of their children

4. Concerns of the parents regarding their children
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feelings as they were shocked, collapsed and they did
not get it for their child. Some of these statements are
given below.

-  This condition affected us very badly. Especial-
ly my wife was very worried. We got information about
autism when we searched for the reasons of his inability
to speak and of his such behaviors. | made a speech by
gathering all family members, | told that we could cope
with this condition together. This speech had a relaxing
effect on the family. (FATHER 2, 58-years-old, 3 children).

- At first, | was not affected by the condition so
much. Then we began to a private education school. The
teacher in the school told that my child was so slow. At
that time, | felt very miserable. | was so sad. (MOTHER 4,
35-years-old, 2 children).

- | was so much affected by this condition at first.
Even | could not accept; | said “this is impossible” when
| first heard and | thought that | was alone. (MOTHER 5,
47-years-old, 1 child).

- When I first heard, | thought that it was a mis-
diagnosis. Therefore, we visited different doctors. It was
maybe we could not accept it. (MOTHER 7, 42-years-old,
2 children).

- When I was first told, | felt so sad. We were de-
stroyed. | could not get it for my child in any way. Even
we visited hodjas. The doctor we recently saw told us
that there are many hope mongers around and we do
not need to visit more and more doctors. He said that
all he needs is education. (MOTHER 16, 40-years-old, 2
children).

- | cried a lot. | was destroyed. My husband al-
ways told me that there was no problem and he would
get well. But | accepted the situation when it did not
change this year. Again, | was so worried and cried a lot.
(MOTHER 18, 40-years-old, 2 children).

Theme 2: How this condition of the child affected
the lives of their parents (Table 2): More than half of
the parents stated that they did not have a social life,
they could not go out of home outside their needs and
they gave up their ideals for the future. Parents also de-
clared that there were abduction and discussions with-
in the family due to the autistic child, and even their
close relatives stayed away from themselves.

-  We can go everywhere with him, he loves us;
even he is envying us from the others, maybe he does
not wanna share us. Previously, people around were
looking strangely but they started to behave moderately
when we said “come on and talk to Gokhan”. (FATHER 2,
58-years-old, 3 children).

- | feel embarrassed when we are outside and my
child plays with everything; therefore, we do not go out
so often. Especially my father-in-law helps me too much;
he is inspiring us by saying “why are you sad? He will
get well soon”. His uncle takes care of my other son; he
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sometimes envies him. He gets spoiled and feels happy
when he sees our relatives. He is swinging on the ham-
mock at home. His problems become more severe when
he gets sick. (MOTHER 4, 35-years-old, 2 children).

- Neither our day nor our night is clear. We can-
not go to see people. He suddenly hits his head on the
walls. He bites us or himself. He suddenly starts crying.
He is continuously escaping. (MOTHER 10, 42-years-old,
1 child).

- We do not have a social life. Our child is in the
center of our family. We live our whole life according to
him. His sister is also helping (5-years-old). His uncle told
me with an instant anger that it was because of me; he
then regretted, embarrassed but it suddenly came out of
his mouth (FATHER 11, 42-years-old, 2 children).

- He caused problems within the family. My hus-
band did not believe that it was autism. He stayed un-
responsive when the doctor clearly stated that it was
autism. He did not pay attention. He began to stay away
from me and the child. He cheated on me and we di-
vorced. | got psychological support for a long time. My
son is my whole world. It is great if | can go outside once
a week. My mother is living close but she cannot help me
so much. | cannot see anyone. (MOTHER 12, 29-years-
old, 1 child).

- It is affecting negatively. We feel excluded. We
have difficulty; he may become guilty when he is not. It
is very hard to say “don’t”. When he wants something,
he wants it to happen immediately, he shouts and be-
comes bad-tempered. When something was bought, he
wants us to buy the same thing to his twin; he likes shar-
ing with his brother. His brother is very jealous of him.
He gets ill-tempered and thinks that we love Emirhan
but not him as much. (MOTHER 15, 47-years-old, 5 chil-
dren).

Theme 3: What kind of problems parents experi-
enced during the care of their children (Table 2): Some
of the parents stated that they experienced difficulties
especially about toilet education in meeting self-care
needs of their children. Some parents declared that
they had difficulties during providing care since they
showed aggressive behaviors while their self-care needs
were met.

-  When he wants something, he never takes it
himself; he always wants from me. In general, he tells
what he wants by sign language. He gets mad if his
wishes do not come true, he hits me and he throws me
the thing he has in his hand. | do not have any difficulties
except these; | can cope with patience and education.
(MOTHER 1, 27-years-old, 1 child).

- Since | always go to education center, my
daughter llayda is staying with her aunt. She is saying:
“You don’t love me, you are always leaving me to my
aunt. While | take care of lhsan, her father is taking care
of her; therefore, she feels more close to her father. She
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says that she loves her father much more. (VIOTHER 3,
45-years-old, 2 children).

- Yes, welive. It is necessary to be faithful and this
is a condition that requires too much patience. It is nec-
essary to speak clearly and tough during his care. We
experience problems if we tolerate and don’t provide
that balance, we experience problems. We said that we
had one child and we behaved very softly but we were
wrong; there should be no place for compromises in the
education. (FATHER 11, 42-years-old, 2 children).

- | do not experience too many problems in the
care. | can have success in their education if | focus and
continue persistently. He can eat his meal himself. He
can also dress up himself. He can handle his needs for
toilet. (MOTHER 12, 29-years-old, 1 child).

- | sometimes experience problems. | got the big-
gest support from my daughters. They cleaned up and
fed. I could not live without them. It was preterm deliv-
ery, they were premature and their need for care was
too much. (MOTHER 15, 47-years-old, 5 children).

Theme 4: Concerns of the parents regarding their
children (Table 2): Most of the parents expressed some
concerns such as what would happen to their autistic
children, who would take care of them and how they
continue their lives if something bad happens to them.

- My biggest fear is who will take care of him
when we die? (mother is crying). | think that my husband
will not take care of him as much as | do. (MOTHER 3,
45-years-old, 2 children).

- Inevitably one can have concerns. | cannot stand
without asking to myself as how he will continue his life
and who will take care of him if something happens to
him. (MOTHER 6, 33-years-old, 2 children).

- Yes. The question of “who will take care of our
child when we die?” scares us. Sometimes | wish to die
together in an accident. (MOTHER 8, 46-years-old, 1
child).

-  He has his grandmother, me and his uncle; thus
we are not afraid. At least one of us will take care of him.
We wish neither such a child nor money from the God, it
is so difficult. (MOTHER 10, 42-years-old, 1 child).

- No future concerns. Our only goal is to have him
recovered. The most important is that he can become
self-sufficient. We try to make him sustain his life him-
self. We try to save some money for the future. (FATHER
11, 42-years-old, 2 children).

- |l am very afraid; who will take care of my child
when I’'m gone? There is no husband, no grandmother,
and no sibling. (MOTHER 12, 29-years-old, 1 child).

- | have no fears. (she believes that it will resolve
by education), we would like to send him to kindergar-
ten, | think that she will get relaxed. (family gives a huge
support.) (MOTHER 13, 32-years-old, 1 child).
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Discussion

While most of the parents in the study stated that
they felt very unhappy when they learned that their
child was autistic, some parents stated that they did not
know anything about autism, they thought that it was
a temporary condition and some parents experienced
feelings as they were shocked, collapsed and they did
not get it for their child.

Although some parents included in the study have
stated that they know nothing about autism and
thought that it was a temporary condition, majority
of them expressed feelings such as intense unhappi-
ness, confusion, sadness, disappointment, non-accep-
tance and shock. Families have declared the concern
of inability to know what to do. The reason of all these
feelings might be the fear they have against the un-
known. The study by Ustiiner-Top [17] reported that
families expressed the feelings of sadness, disappoint-
ment and fear when they were first diagnosed with
autism. In the study by Bilgin and Kucuk [10], almost
half of the mothers declared that they had concerns
about autistic child and they experienced stress. They
stated that they became miserable, they did not know
how to cope with this situation and thought that it was
a treatable condition. However; they declared that
they felt very bad when they learned that it was not
a temporary condition and it had difficulties. Most of
the mothers told that they could not accept this situ-
ation at the first time, but they began to accept it as
they met the families of other autistic children in the
education centers. In their study with the parents of 50
autistic children, Girel-Selimoglu, Ozdemir, Téret and
Ozkubat [18] reported that families expressed emo-
tional states such as deep sadness, obscurity, crying,
confusion, non-acceptance, shock, despair and anxiety
when their children were first diagnosed with autism.
There are similar studies in the literature and in these
studies, families expressed shock, non-acceptance, de-
nial and pessimistic thoughts when diagnosis was first
made [11,19,20].

In this study, almost all families indicated that hav-
ing a child with autism spectrum disorder has nega-
tively affected their lives, they needed to spend time
with their children more than necessary, they needed
to undertake more personal time and responsibilities
with their autistic children and this situation led to
negativity in their family relationships and especially
their social lives. In the study by Giile¢-Aslan, Cihan
and Altin [12], families of the child with autism spec-
trum disorder have associated the responsibilities that
living with autism spectrum disorder brought especial-
ly to the mothers and the limitations in social life. In
the study by Bilgin and Kucuk [10], it was reported that
lives of the mothers have completely changed during
this long period and their social lives were interrupted.
The study by Dyches, Wilder, Sudweeks, Obiakor and
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Algozzine [20] also reported that families of autistic
children experienced stigmatization in each areas of
life. Dale, Jahoda and Knott [21] have emphasized that
mothers feeling a personal responsibility about their
autistic children were more stressful. Whitaker [22]
indicated that their difficulties in adaptation and their
psychological problems might increase when they
perceived autism as an ongoing problem which can-
not be changed and controlled. Dillenburger, Keenan,
Doherty, Byrne and Gallagher [23] have declared that
some of the families were under intense stress, they
were completely away from social life due to the be-
haviors of autistic child and some of them forgot to be
a family because of dealing with the autistic child.

Similar studies in the literature showed that estab-
lishment of whole life on the autistic child and limiting
of social life by the families, especially by their moth-
ers, have negatively affected psychological state of the
mothers [13,22-24].

Bircan[14] reported that parents could not take time
for themselves and for their other children due to the
difficult and long nature of care for autistic child; and it
was emphasized that families encountered economic,
emotional, familial and environmental problems while
raising an autistic child. In the study, it was shown that
families did not have a social life and even they were
isolated from social life. Hastings [15] reported that
behavioral problems of the autistic child made their
parents more distressed and this situation increased
behavioral problems of autistic children as the parents
became stressed. Hastings, Kovshoff, Ward, Degli Espi-
nosa, Brown and Remington [16] stated that mothers
of an autistic child were more stressed and depressive
compared to the fathers. Cavkaytar, Ceyhan, Adigu-
zel and Uysal [25] indicated that social and emotion-
al states and life cycles of the families were directly
affected with the autistic child, and this situation led
them to feel insufficient in parenting skills.

Although most of the mothers told that they expe-
rienced problems during the care of their child, there
were also mothers declaring that they experienced no
problems. It was concluded that mothers overcame
these difficulties with education and besides, having
other people helping at home was important. Mothers,
who told that they experienced problems, stated that
it was in self-care and education. The study by Gorgi
[9] reported that most of the families having an autistic
child have taken emotional and social support and had
knowledge about the autistic child. In their study with
the mothers of 43 autistic children, Bilgin and Kucuk
[10] reported that 44% of the mothers had many dif-
ficulties about care and could not get enough support
from their husbands. Giirel-Selimoglu, Ozdemir, Téret
and Ozkubat [18] have reported in their study that fam-
ilies indicated that they could not get sufficient psycho-
logical and financial support, they were not provided
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educational support and they could not get enough
information about autism from the authorized peo-
ple (Doctors, Guidance and Research Centers, etc.). In
the study by DeGrace [24], parents declared that each
second they spent with their children for the care ac-
tivities such as bathing, dressing and teeth brushing
was very intense. Mothers stated that this condition
was sometimes incredibly difficult, and they needed
to spend almost all their lives for autistic children and
this condition was severely stressful and complicated.
In the study by Bircan [14], it was reported that fam-
ilies did not get professional help from relevant social
service experts for the autistic child during care period,
social service experts did not have sufficient knowledge
about their roles and tasks and families tried to solve
this problem themselves. Weiss [26] reported that so-
cial and educational support given to the families creat-
ed positive effects on stress although limited financial
opportunities and insufficient service support nega-
tively affected prognosis. In the study by Bigak [27], it
was reported that families did not hear anything about
autism before the diagnosis, they did not know what
to do; thus, they needed information about what they
would do themselves about autism. In the study by
Akayildiz and Saricam [28], it was shown that mean so-
cial anxiety and social avoidance scores of the parents
of autistic children were found to be higher compared
to the parents of healthy children; and mean social anx-
iety and social avoidance scores of women were higher
compared to men.

Most of the parents included in the study reported
that they did not know what would happen to their
child if something happened to them and thought
that nobody would take care of them; and they re-
ported their concerns and fears about how their chil-
dren would continue their lives. Fears of the parents
can be explained by the fact that they cannot get suf-
ficient help even when they are alive, and they think
that nobody will take care of their children adequate-
ly after something happens to them.

There are some studies in the literature similar to
our findings. In the previous studies, it was reported
that family members and particularly mothers of chil-
dren with a diagnosis of autism spectrum disorder ex-
perienced negative feelings such as anxiety and con-
cerns about the future of their children [21,23,29,30].

Conclusions

Finally, families have expressed feelings such as
intense sadness, obscurity, crying, confusion, non-ac-
ceptance, shock, despair and anxiety. Almost all of
them stated that their lives were negatively affect-
ed, and they experienced problems derived from the
lack of financial-moral support during caring period.
Most of the families expressed their concerns about
the future of their children. The results of this study
show that early education programs applied to the

e Page 6 of 7 e



https://doi.org/10.23937/2469-5823/1510133

DOI: 10.23937/2469-5823/1510133

ISSN: 2469-5823

children with special needs should be re-evaluated in
Turkey. Families need especially nurses, social service
experts, doctors and other professional healthcare
services. These healthcare professionals should be
educated about the necessity of shaping parent-fo-
cused supports and introducing these services to the
parents in order to increase support resources of par-
ents and their coping skills.
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