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Abstract. - OBJECTIVE: The grieving process in
parents of these children is an ongoing and cyclic
one since there is no real end to it. We explored the
experience of grief and feelings of loss in fathers of
children diagnosed with autism spectrum disorder
(ASD), in the west and northwest of Iran.

MATERIALS AND METHODS: This qualita-
tive study was conducted using content analy-
sis. Fourteen fathers took part in a semi-struc-
tured interview.

RESULTS: Six categories were identified in
relation to the stages of grief: 1- “Uncertainty of
dealing with the unpleasant unknown”; 2- “Be-
ing hurt and broken inside”; 3- “Isolation and
concealment as a consequence of the pressure
caused by ignorance”; 4- “Search for cause”; 5-
“Search for a cure”; 6- “Breaking or blooming”.

CONCLUSIONS: Fathers of children with ASD
go through intense and continuous sorrow and
grief. According to our findings, it is recom-
mended that health care professionals work col-
laboratively with fathers and provide support
upon receiving the diagnosis of their child.
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Introduction

Autism Spectrum Disorder (ASD) is a group
of syndromes associated with neurodevelopmen-
tal problem'?. It is a lifelong disorder that affects
individuals of different ethnicities and socioeco-
nomic groups**. The WHO reports that one in 160
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children worldwide has ASD’. The prevalence in
Iran has been reported to be 1.1 per 1000 cases*®.

Parents involved not only in caring for their
autistic children but also in understanding and
supporting them’. Nowadays, fathers share in car-
ing for their children has highly increased due to
rapid and radical socioeconomic changes as well
as changes in society’s perceptions of and expec-
tations from the role of fathers®.

In fact, after the diagnosis of autism and after
dealing with child’s behavioral problems, parents’
lives will be subject to profound changes in terms
of their health, work, and leisure activities’. Fa-
thers’ caring responsibilities may threaten their
emotional, physical, and social health. Fathers of
children with autism typically experience higher
levels of psychological distress and poorer quality
of life'.

Raising a child with ASD is complex and associ-
ated with a change in family dynamics. Researchers
have highlighted the emergence of excessive and
recurring physical and emotional health problems
in parents. An important part of this emotional re-
sponse is associated with feelings of loss or grief!!.
At the onset of diagnosis, fathers’ reaction is differ-
ent from that of mothers'?. Compared to mothers, fa-
thers seem to experience anger rather than sadness
and try to suppress their negative emotions'.

Fathers with children with ASD describe their
lives as a difficult and emotional experience, equat-
ing it with the grief associated with the loss of a
child they expected®. When a member of family is
diagnosed with ASD, a painful assimilation process
ensues those experts compare to the grieving pro-
cess, where the grief of losing a “typical child” is
experienced". This feeling means the loss of a real
child with whom they have lived for several years
and formed emotional bonds!'. This feeling of loss is
comparable to the death of a family member".
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The process of ‘normal’ mourning is adaptive
and characterized by feelings of sadness, guilt,
anger, helplessness, despair, and hopelessness. In
fact, not mourning after a loss may be considered
as a maladaptive behavior'.

Grief may be termed chronic sorrow or non-fi-
nite loss that begins with the loss of the expected
child’. To seek answers to exploratory questions
about the experience of a grieving individual, qual-
itative research methods are the most promising
options available for researchers'. Chronic grief,
particularly when experienced by parents of chil-
dren with chronic physical disorder, is currently
well-understood in nursing research and practice'.
However, there is still a dearth of research on recur-
rent mourning in respect to autism. The aim of this
study was to bridge this gap in the literature. The
move towards accepting ASD, along with a sub-
sequent improvement in coping, has already been
investigated in research on mothers, but this topic
has barely been addressed in fathers'®. Most of the
research has focused on the views and experiences
of mothers of children with ASD". However, it is
important to explore this experience from the fa-
thers’ point of view in order to see whether or not
they have experiences and needs similar to those
of mothers®?'[ Given the alarmingly high preva-
lence of ASD in children and the fact that parents
react differently when they first become aware that
their child is diagnosed with ASD?, this qualita-
tive study was conducted to discover the grieving
experiences of fathers of children with ASD.

Materials and Methods

This was a qualitative study using conven-
tional content analysis. The conventional content
analysis derives categories directly from data®.

Participants

This study was conducted from August 2018
to September 2019. Inclusion criteria included fa-
thers who were willing to participate in the study,
having at least one year of experience living with
an autistic child aged 3 to 18 years old, and at-
tending the autism association. Exclusion criteria
included fathers with a history of substance abuse,
divorce, psychiatric disorders, and having another
child with different illnesses. Purposive sampling
was performed with maximum diversity in terms
of opinion, culture, and time of diagnosis, marital
status, education level, and occupation.

Data Collection

The data collection method was individually
semi-structured open interviews. In the begin-
ning, general questions were asked: “How did
you feel when you found out that your child was
diagnosed with ASD?” and “please share your ex-
periences of feeling sad.” During the interview,
in-depth questions were posed, such as, “can you,
please explain more,” “give an example.” Inter-
views were recorded and lasted from 45 to 80
minutes?*?%, Data saturation was obtained after
14 interviews (Table I).

Table I. Description of socio-demographic data of the participants.

Participant Age Education Occupation Marital Place of Age of the Number

Number level status Residence  autistic of
child children

1 42 Bachelor's degree Office worker Married Urban 7 2

2 36 Bachelor's degree Office worker Married Urban 7 1

3 37 High school diploma Employed Married Urban 8 1

4 62 High school diploma Retired Married Rural 14 4

5 45 Associate Degree Office worker Married Urban 9 3

6 57 Associate Degree Policeman Married Urban 15 2

7 47 Bachelor's degree Teacher Married Urban 8 2

8 42 Bachelor's degree Teacher Married Urban 6 1

9 43 High school diploma Self-employed = Married Urban 7 2

10 40 Secondary School Self-employed ~ Married Urban 9 3

11 40 Bachelor's degree Office worker Separated/  Urban 8 1

divorced

12 36 Bachelor's degree Office worker Single Urban 12 1

13 45 Bachelor's degree Teacher Married Urban 10 2

14 44 Bachelor's degree Office worker Married Urban 14 1
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Data Analysis

Data collection and analysis were performed
simultaneously. Data were analyzed according to
Graneheim and Lundman’s method using MAX-
QDA-10 R160410 software??'. Immediately after
each interview, their content was transcribed, the
content was read several times, and then semantic
units and the initial codes were extracted. Simi-
lar initial codes were categorized into a more ab-
stract category. Finally, the content hidden in the
data was introduced as the major theme.

Rigor and Trustworthiness

The data were validated based on the four cri-
teria of credibility, transferability, dependability,
and confirmability, following Lincoln and Guba**
. Prolonged engagement in the data and families
of autistic children and checking the codes with
the participants were used to ensure the credibil-
ity of data.

Transferability was achieved by selecting par-
ticipants with maximum diversity. Also, accurate
and purposeful explanations about the steps taken
in this research were given in order to provide a
picture of the research path and allow a full un-
derstanding of the characteristics of the study
population.

To meet the criterion of dependability, the
interviews continued until the participants used
similar concepts and interpretations in answering
the questions and explaining their experiences.
In addition, advice from experts (including the
supervisor and the advisor of the project) was
sought.

To assess concepts and categories extracted
from the data were presented to two university
professors outside the research team.

Finally, for the research to be confirmable, we
tried not to let our presuppositions and attitudes
interfere with the analysis process, and an attempt
was made to avoid as much as possible any bias
on the subject before or after the interview. For
this purpose, reflective journals were used. To in-
crease confirmability, we provided many quotes
from the participants.

Results

Analysis of data related to the experiences of
fathers with autistic children led to the extraction
of the major theme of ‘Stages of grief,” which is
divided into 6 main categories, including ‘Uncer-
tainty of dealing with the unpleasant unknown,’
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‘Being hurt and broken inside,” ‘Isolation and con-
cealment as a consequence of the pressure caused
by ignorance,” ‘Search for a cause,” ‘Search for a
cure’ and ‘Breaking or blooming.” Each category
also consists of several subcategories (Figure 1).

The main categories and subcategories are
presented in each subheading using the partici-
pants’ own words.

Uncertainty of Dealing with
the Unpleasant Unknown

When fathers in the present study learned of
their child’s disorder, they became upset since the
concept of autism was new to them. They tended to
question the diagnosis and sometimes looked for
another doctor to give them less threatening news.
Eventually, they became perplexed and were left
to wonder what treatment to choose, where to go,
and where to get help from. They did not know
how to deal with their child. Although uncertain-
ty was a key element experienced throughout the
disorder process, our findings showed three main
dimensions of uncertainty.

Feeling Perplexed in Dealing with
an Unfamiliar Diagnosis

Confusion over the news of diagnosis was
reported by fathers who did not have sufficient
knowledge about the nature of autism (e.g., the
causes and factors affecting its development, the
problematic and abnormal behaviors of the child,
the treatment methods, the role of parents in deal-
ing with the disorder, and the way these behaviors
are managed). Being in a torment of perplexity
after knowing of the diagnosis, the fathers sought
help, guidance, and information in relation to
ASD. Although all fathers conceded that they felt
a problem when comparing their child with other
children, all acknowledged that they had heard
the word autism for the first time.

“Our world has changed; we did not know
what autism was.” (P6)

“Early on, we were very upset because we
didn’t know how to deal with his behaviors ... we
were very confused at the beginning.” (P11)

Doubt and Struggle to Invalidate
the Diagnosis

Doctors’ diagnosis was based solely on a
checklist evaluating the signs and symptoms of
ASD. They paid little, if any, attention to inter-
viewing parents and obtaining a history from
them, and this caused fathers to doubt the accura-
cy of the diagnosis.
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LOSS in fathers of children
diagnosed with ASD

methods

Endless search for
the cause

Rationalization

Hiding the disorder

Self-hiding

Enduring the
psychological stress

Figure 1. The six stages in fathers of autistic children.

“The doctor said I could not say it was not au-
tism.” (P1)

In addition, the variety of different opinions
and diagnoses by therapists intensified parents’
doubts about their child having autism.

“I went to the psychologist for a second time,
and he said no, there is no problem and said he is
slightly hyperactive.” (P5)

Fathers had frequent visits to various physi-
cians due to their skepticism about the diagnosis
and because they hoped for a change in diagnosis.

“Within six months, we visited five pediatric
psychiatrists, two child psychologists, and a neu-
rologist. But the further we went, the more con-
fused we got.” (P7)

The Limbo of Choosing
a Treatment Method

Upon their initial encounter with the diagno-
sis and in a struggle to invalidate it, fathers in-
evitably had to make appropriate decisions about
treatment methods. Lack of sufficient information

about treatment methods and fear of getting in the
wrong direction gave them new doubts and con-
fusion.

“We are in a limbo now; I don’t know which
treatment to go for, and which treatment is right”
(P5)

Being Hurt and Broken Inside

All fathers described the diagnosis of autism
as a very difficult experience that caused confu-
sion and stress in various aspects of their lives.

Enduring the Psychological Stress

The effects of the grief caused by this painful
experience could be seen even in the interview
sessions when the fathers recalled those moments.
Parents experience negative emotions such as fear,
anxiety, and anger after their child is diagnosed
with ASD. Participants experienced depression
from the moment their child had been diagnosed,
and this feeling recurred each time they heard the
word autism throughout their lives.
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“After a consultation with a specialist, we re-
ceived the diagnosis of autism. The body of our
new joint life was struck by a fatal blow. It was so
rapid and shocking that it denied us an opportu-
nity for logical and rational reactions for months.
And it was so intense that its destructive conse-
quences still cast a dark shadow over our present
and future life.” (P14)

Financial Bottlenecks

From the time a child is suspected of having
a disorder, several costs are imposed upon the
family. The costs of diagnosis, treatment and
care were often beyond the family’s means. On
the other hand, no government funding is defined
for this group of patients. As a result, the family
alone and sometimes even the fathers alone are
responsible for reimbursing the expenses. In this
way, the father, who is in the emotional crisis of
dealing with the child’s disorder, has to work on
solving this cost-budget imbalance by redoubling
his work.

“Autism is not even considered a specific dis-
ease and is one of most expensive diseases. We
have to pay 30,000,000 IRR each month for the
medications and classes. Now you imagine how
we can handle this with the salary I receive as a
teacher.” (P13)

Breaking Relationships

The child’s disorder affects the fathers’ dai-
ly life and their interaction with society. They
reduce their social activities and relationships
with others due to the need to devote time and
energy to seeking treatment and caring for the
child. The breakdown and loss of family and so-
cial relationships exacerbates these distressing
situations.

“Because the child was like this, we were also
involved, we had no interaction with the relatives.
It was very difficult for a while.” (P2)

Isolation and Concealment as
a Consequence of the Pressure
Caused by Ignorance

According to the statements of the fathers par-
ticipating in our study, society’s ignorance of the
nature of this disorder led to misinterpretations,
misunderstandings, and misapprehensions about
the signs and symptoms of the disorder that are
evident in the child’s behavior.

“Others think that this child is behaving rude-
ly, and this is because his parents did not raise
him well.” (P4)
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In addition, exposure to others’ immoral and
inhumane behaviors during social interactions
created a sense of harassment among the partic-
ipants.

“We are being harassed by those around us
because they have no idea what autism means at
all. They make fun of him, and he gets disturbed.
I know that he has felt this because when he is
harassed, he pulls a long face.” (P11)

Within such a social context, families con-
sciously sought to increase their distance from it.
This gap was created in two ways.

Hiding the Disorder

Hiding the disorder was a strategy that pro-
tected the fathers from the onslaught of labels and
stigmas. Fear of others’ misjudgments and feel-
ings of embarrassment in these fathers were so
intense that they even avoided uttering the word
“autism.”

“I never use the word autism, because of em-
barrassment and being judged; I’d rather say that
my child has cancer or diabetes.” (P13)

Self-Hiding

Another protective strategy that participants
adopted in order to protect themselves from the
labels, criticisms, judgments, and social conse-
quences of having a sick child was to distance
themselves from society and isolate themselves.
In this way, the parents’ social relationships with
others were further damaged when the parents
were ridiculed, attached to labels, and mis-

judged.
“Once, he stepped on a guy’s shoe. The guy
said: ‘This child is crazy. ...” Can you imagine

how one would feel at that moment?” (P10)

Despite these children’s serious need for social
interaction, their parents were forced to confine
them at home because they wanted to protect their
children from inquisitive stares and unfair labels.

“I would take my son to the park and out, but
now | cannot stand those people’s looks at all.”
(P10)

Search for a Cause

Knowing the cause of the disorder or rational-
izing it was the focus of many participants’ expe-
riences. Mental conflict and confusion about the
cause of the disorder were two important experi-
ences for fathers in their search to find the cause
of the disorder and rationalize it. In addition to
seeking scientific evidence, they sought to identi-
fy someone on whom to put the blame.
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Endless Search for the Cause

One of the father’s experiences was an ongo-
ing search in various ways to find the cause of
the disorder. One of the most common questions
fathers ask is, “What is autism, and how does it
occur?” Due to the chronic nature of this disor-
der and the long-term involvement of parents, the
search for answers never ends.

“I was very persistent in finding out the
cause.... [ am always searching to see where au-
tism comes from (P2).

Fathers are persistent in finding the cause of
the disorder in order to escape the sense of self-
blame and guilt and to be freed from accusations
and blames of society. In addition, they intended
to help prevent this disorder in the community
by knowing the exact and scientific cause of the
disorder. Participants used a variety of sources to
search for scientific information, including ask-
ing specialists and physicians as well as Internet
searches.

“When the doctor said ‘autism,” I did not even
know what it was. My daughter browsed the In-
ternet to see what it was.” (P4)

“We talk to psychologists about the causes of
autism, about the fact that autism is a random phe-
nomenon, a gene mutation, or something which
can happen to anyone.” (P2)

Rationalization

The participants’ experiences showed that in
parallel with searching for the cause of the dis-
order, they made hypotheses. The most common
hypotheses put forward by fathers involved attrib-
uting the disorder to issues such as fear or head
trauma.

“My son was healthy until five years old. After
that, the neighbors said it was because of fear that
he had become like this. The doctors said that it
was probably a blow from the outside to the fore-
head, which all happened in one day.” (P3)

Sometimes fathers tried to discover the cause
of the disease by relating it to their wife’s preg-
nancy behaviors

“Her mother used to chew frankincense
during her pregnancy. She did this to boost the
baby’s intelligence, but unfortunately, she used to
consume too much, and I think it had a negative
effect.” (P1)

Buck-Passing

An important part of the participants’ traumat-
ic experiences, which further complicated the sit-
uation, was the search for the culprit. The parents

blamed themselves for the disorder. Most parents
asked whether their behavior may have contribut-
ed to the disorder.

“I blamed myself. I accused myself and said
maybe I did not take good care of my children.”
(P2)

They tried to find different reasons for their
guilt. Some believed that their child’s disorder
was the consequence of past sin.

“At first, I thought that I was atoning for a
great sin. Maybe | have violated someone’s right
or been backbiting someone.” (P2)

Some reported that they sometimes blamed
the other parent for the child’s disorder for behav-
ioral or biological reasons. In this way, by blam-
ing the other, they relieved their guilt of causing
the child’s disorder.

“Sometimes I tell my wife that I saw this dis-
order in your family, and she says no, you have a
problem.” (P13)

“Sometimes my husband tells me that “What
kind of a mother are you; you always left the child
alone and went to work.” (P5)

Search for a Cure

Parents reported that their search for a cure be-
gan after their confusion subsided and the disor-
der was initially accepted. Fathers had two types
of goals in seeking treatment, finding quick cures
and finding valid treatment methods. For this pur-
pose, they used a variety of information sources
such as experts and the Internet.

Search for Shortcuts for Treatment

Most fathers sought quick treatment. The con-
sequences of their attempts include unnecessary
tests, overuse of medication, frustration due to
failure, waste of time, and exorbitant extra costs
for the diagnostic and treatment process.

“We are willing to do anything, take him any-
where in the world, give him a pill or an injection
so that he becomes OK.” (P13)

Search for Valid Treatment Methods

Another way for fathers to seek treatment was
to seek information from psychologists who spe-
cialize in providing behavioral, psychological, ed-
ucational, or skill training interventions.

“We visited three clinics for special children
and talked to their experts.” (P13)

Fathers who did not find psychologists’ treat-
ment convincing searched the Internet for new
and faster treatments as well as a better under-
standing of autism.
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“I tried to get information from the Internet as
to which treatment is better.” (P9)

Breaking or Blooming

In the present study, fathers’ getting along
with their child’s disorder can be placed on a
spectrum. At one end of the spectrum, there were
fathers who withdrew from the family. They tried
to forget about the disorder. At the other end of
the spectrum, there are fathers who had struggled
to stay with the family and even by going beyond
their family duties to help fellow human beings
with the same disorder.

Failing and Getting Off the Hook

Children with a severe type of autism suffer
from difficult conditions, and their parents need
to look after them around the clock. Some of them
have severe learning difficulties that sometimes
make it impossible for them to take care of their
personal hygiene by themselves without help,
even in adulthood. So some fathers react to these
kinds of problems by going off into a huff or with-
drawing.

Inadequate Collaboration

The special needs and behaviors of the child,
along with the unfavorable prognosis of this dis-
order, caused fathers to go through an enormous
amount of stress which may have affected their
relationship with the child and the whole fam-
ily, leading to disrupted or even conditional fa-
ther-child relationship.

“If ’'m in the mood, then I can spend more
time with my child with more peace and seren-
ity.” (P9)

In addition, fathers struggle with sadness,
grief, anger, and despair. This is because of the
fact that repeated referrals to health care facilities
and insurance companies require a great deal of
time, energy, and money and lead to exhaustion
and financial pressures.

“She always comes with her mother for occu-
pational therapy sessions. This is the second time
in the past months that I have come here. I'm try-
ing to take care of the costs so that the treatment
plan proceeds without flaw.” (P1)

In the meantime, the rehabilitation procedures
do not yield results as fast as fathers expect, which
leads to fathers’ exhaustion in proceeding with
the treatment of their children. This is manifested
in the form of fathers’ poor cooperation in enter-
taining, educating, and caring for their children,
and they fail to accompany their children in the
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treatment sessions. The following are examples of
these subcategories:

“Taking care of his bathroom is on his mother
because she is so devoted; very rarely when his
mother is not at home, I do it.” (P7)

“Unfortunately, I could not work with him that
much. I used to do this before, but now I devote no
time to him.” (P11)

Inability in Getting Along
with the Disorder

Given that autistic children are classified at
three levels, and in most cases, they do not have
obvious physical symptoms, it takes time for the
parents to accept the diagnosis of ASD, and usu-
ally, one parent (in most cases fathers) does not
accept autism. The father’s long stay in the stage
of denying the disorder of the autistic child with
a normal appearance is one of its subcategories.
Regarding the long-term denial of the disorder by
the fathers, Participant 13 said:

“Fathers stay longer in the denial stage. In
comparison with mothers, fathers are more like-
ly to tell their wives that: there is nothing wrong
with the child; you are attaching labels to him”
(P13)

Participant 4 commented on not accepting the
child’s disorder with a normal appearance:

“I did not like to be told that my baby is sick;
he was normal as of the first day he was born. He
was physically healthy, and he had normal devel-
opment.”’(P4)

Forsaking a Life

The ramifications of the damage of the disor-
der go beyond the child and severely affect the
husband-wife relationship. In most autistic fam-
ilies, the high pressure caused by the child’s ab-
normal behaviors can lead to communication
problems between the two parents, problems in
their relationship with other children, and some-
times even a divorce where the child is kept by a
single parent. In most cases, the mother assumes
the primary responsibility for caring for the child.

“I have seen many fathers leaving their fami-
lies because of autism, and the mother is left with
countless problems.” (P10)

Resistance and Excellence

Some of the Fathers reported using the avail-
able resources to learn more about ASD and their
child. They came up with different strategies to
help them accept their children the way they are
and help them lead a normal life.
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Trying to Stay

As parents move out of the denial stage of this
disorder, many fathers try to support their children.

“And we were compelled and left with no choice,
to follow a path to which there is no end.” (P13)

Getting along with the diagnosis takes time
because autism is one of those disorders that are
time-consuming to treat and lasts a lifetime.

“I think it took five or six years for me to ac-
cept that my child is sick and has a problem or that
I can take my child somewhere.” (P6)

Some fathers also tried to accept their child’s
disorder and created a suitable environment for
their wives and children by relying on religious
beliefs and spirituality.

“Now I think we are at the mercy of God; He
wants to test our potentials. We are pleased with
what pleases God.” (P14)

Getting along with the diagnosis helped some
fathers better understand and support their child’s
strengths. According to Participants 12 and 6:

“Fortunately, he has improved a lot in commu-
nication and speech. Children with autism have a
very keen visual memory” (P12)

Excellence and Efforts Beyond
the Family

Fathers found the existence of a special autism
school and social support groups such as autism
associations useful. They also believed that this
helps to improve their child’s social interaction.
Therefore, some fathers had taken a step beyond
the level of their family by cooperating in found-
ing the Autism Association and helping to start
an autism school, trying to inform the communi-
ty about autism, and sharing their experiences to
help their fellow human beings. Examples of such
efforts are listed here.

“The Office of Education intended to start a
school, and I said that I can help in designing the
classroom myself. [ donated our trampoline mat-
tress at home to other children to play with.” (PS)

“We know a little more about autism. I will
inform others about prevention, causes and early
diagnosis.” (P2)

Discussion

The aim of this study was to discover the expe-
riences of grief in fathers of autistic children. This
grief is chronic and is described as “endless and
living sorrow”'". Grief for ASD is a cycle that the
person constantly enters and exits from?.

According to the results, participants de-
scribed “Uncertainty of dealing with the unpleas-
ant unknown” as their first reaction at the time of
diagnosis. Lack of visible disability in the child
leads to delayed referral to health care profes-
sionals. In assessing and obtaining a definitive
diagnosis, ASD is associated with a delay of 3-8
years. Many experts report that parents may not
be prepared to hear the word autism and often de-
lay diagnosis®’, which is consistent with our find-
ings because mothers alone often seek a diagnosis
in the early stages as opposed to fathers who stay
in the denial phase longer?®. Meanwhile, parents
often refer to different physicians due to uncer-
tainty about the assessment of doctors. Physicians
should be trained to timely diagnosis and perform
early interventions®*’.

Receiving ASD diagnosis is a continuous and
complex process. Parents describe it as destructive
and traumatic®. According to Bravo-Benitez et al'*
family caregivers emphasized enduring hardships
and stress in caring for and educating these chil-
dren. They attributed their anxiety to insecurity,
their grief and guilt to the feelings of loss, and their
anger to difficulty accepting the situation. This is
consistent with the present study of “Being hurt
and broken inside™ as the second response of fa-
thers. Fathers had strong emotions about reaching
a definitive diagnosis, lack of information, finan-
cial bottlenecks, and breaking relationships. These
findings are consistent with the study by Coughlin
et al*' on the effect of autism on parents’ social in-
teractions with others and friends, financial stress-
ors, and the child’s behavioral problems. It mani-
fests itself in the form of feelings of sorrow.

Another consequence, according to Urquhart
and Bravo- Benitez et al'*?¢ was social isolation,
separation from family, and the child. Some of
them hide the child’s disease from others to pro-
tect stigma*?. In our study, fathers tended to min-
imize their relationships with those around them
because society has not yet reached a proper un-
derstanding and awareness of these children®.

All fathers were initially filled with negative
emotions. They blame themselves that this can
lead to tension between some couples*. They may
also blame each other for not giving the necessary
support®. In our study, fathers also experienced
“ buck-passing’ and “feeling of guilt.” This feel-
ing can damage the emotional health of parents®.
These findings are consistent with Urquhart and
Fernandez-Alcantara et al*®!!.

All participants in this study admitted that
they had little knowledge of how to help their
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children. Fathers sought to obtain the necessary
information with the help of professionals and
the Internet because no sufficient education was
available to help them cope with their children’s
disabilities, which is consistent with the results of
S’lungile et al®.

The findings of this study showed the breaking
or blooming of fathers. On the one hand, fathers’
use of failing and getting off the hook strategies
and hinders adaptation to the diagnosis and shows
inadequate coping strategies. On the other hand,
a small number of fathers were able to overcome
their grief and help the community by making
“excellence and efforts beyond the family”.

‘Failing and getting off the hook’ was real-
ized by the inadequate collaboration, Inability to
get along with the disorder, and forsaking life.
ASD affects marital relationships and the dyna-
mism of parents and other children®*°. Results
of the present study showed that some parents’
relationships were strained. There are cas-
es where parents have been separated, and the
child with autism is being cared for by a single
parent. Unfortunately, as far as rehabilitation of
these families is concerned, they do not receive
the support they need, and this has exacerbat-
ed their problems. If rehabilitation systems help
these families, the family will be a perfect haven
for the care of these children.

Sethares® and Urquhart* showed that reaching
a degree of acceptance of the diagnosis involved
a long and arduous journey that is not without
problems. While grief is permanent in mothers,
fathers tend to eliminate their grief by looking
for coping strategies to adapt to life with an au-
tistic child®. Examples of interpersonal coping
strategies included “seeing a psychiatrist,” “join-
ing a support group,” and “talking to others™".
The coping strategies mentioned by fathers of
the present study include supporting the Autism
Association, participating in the establishment of
the association, collaborating in setting up and
designing an autism school, and informing others.

The results of Burrell et al”® showed that the
fathers’ path to acceptance carries on with the
father’s feelings of frustration, guilt, and embar-
rassment. In addition to reassuring them that the
experience of these feelings is normal, encourag-
ing fathers to express frustration and grief may
enable them to move towards acceptance and
boost their resilience. Fernandez-Avalos et al* re-
ported that parents feel responsible for their chil-
dren’s mental state, and their desire for a happy
family compels them to do their best. This will
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lead to the overprotection of their children, which
means that they devote almost all of their time,
money, and other amenities to their children. In
this way, parents become solely caregiver. Simi-
larly, ‘trying to stay’ was observed by most of the
studied fathers.

In Brown et al’, fathers of children with ASD
described how they preferred to receive infor-
mal support and found it instructive and helpful.
Some of the fathers in our study also tried to make
changes at the community level and support their
children and their peers (other parents) with an
‘effort beyond the family level.” Joining local sup-
port groups such as autism associations was com-
forting and even empowering. A study carried out
on 28 fathers of ASD children by Rafferty et al*
found most of the fathers spoke about the adjust-
ments they have to make in their parenting style
such as adopting a schedule to care for their child.

Many fathers in this study discussed the ad-
justments they had to make to their parenting
style, such as adopting a schedule to create a
routine for their child. Many children with ASD
prefer to follow routines and are distressed when
their routines are disrupted.

According to Rabba et al*® the stages of grief
in fathers in terms of their emotional response in-
clude Shocked, Overwhelmed, Sad, Depressed,
Relief, Perspective shift (optimistic), Acceptance,
and Denial. Unlike the stages of grief described
in Rabba et al*, in the present study, depression
was not considered as a stage because participants
experienced depression from the moment of di-
agnosis and throughout life. Therefore, each time
the word autism is heard, the feelings of grief may
be rekindled. Grief, like other stressors, can lead
to depression'l,

Limitations

The several strengths of this study, such as
data collection from several clinics, there are
limitations that may limit generalizability. The
present study was limited in terms of its scope
and design. In fact, diversity in the range of chil-
dren with autism, differences in demographic
factors, and diversity in access to services may
influence the findings. Although many similar-
ities between the fathers were revealed in the
results, findings should be generalized with cau-
tion, given the qualitative design and small sam-
ple size of the study.
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Although diversity in the age of the autistic
child is a strength for studies like ours, most of
the interviewed fathers had young children (be-
fore adolescence), so we do not know the struc-
ture of feelings in fathers with older autistic chil-
dren. Children in our study were not classified
based on social functioning or the severity of
their symptoms, which should be considered in
future studies as these can affect the experience
of the parents.

Conclusions

From the moment a child is diagnosed with
ASD, family life undergoes dramatic changes.
The grieving process begins from the moment
of diagnosis and is never completely eliminat-
ed. Health care professionals need to understand
these feelings as part of a grieving process that
may require support and specific emotional in-
terventions. With this knowledge, professionals
can develop a more compassionate approach to
how to tell (deliver) a diagnosis. They can pro-
vide information to families on how to have a
better understanding of the diagnosis of the dis-
order and share their experiences with the goal
of helping the families reach acceptance. Pub-
licizing ASD is a basic need in the community.
The community needs to reach a level of aware-
ness to know how to deal with a child with au-
tism in any public place to minimize harm to the
child and his or her family.
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