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Abstract

Background: The circumstances and needs of children with autism spectrum disorder (ASD) affect children and their families.
Objectives: This study aimed to explore the challenges and needs of parents caring for children with ASD.

Methods: An exploratory qualitative method and the conventional content analysis method were employed in the present study.
Participants were 18 parents with children with ASD in Tehran who were recruited by the accessible sampling method. To collect data,
semi-structured, face-to-face, and in-depth interviews were used. The interviews were audio-recorded and transcribed verbatim into
Microsoft Word software. Qualitative analysis was performed using the content analysis approach.

Results: Parents had three main needs in caring for their children: (1) first, issues and problems related to diagnosis, treatment, and
rehabilitation, including three categories (issues and problems of diagnosis and treatment, issues and problems of rehabilitation,
and inadequate therapeutic support); (2) second, issues and problems related to parents, including four categories (parents’ lack
of knowledge and awareness about ASD, lack of life skills, daily problems of parenting, and familial & marital issues); and (3) third,
financial, cultural, and social issues, including two categories (financial problems and social & cultural problems).

Conclusions: The needs and challenges mentioned by the parents of children with ASD highlighted the need for medical, edu-
cational, and counseling services and emotional and material support from the community and the government. Planning and
implementing support programs enable parents to face problems strategically, which ultimately improves their quality of life.
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. Background children with ASD are endless, and their behaviors create
many problems for parents (6). Studies have shown that
the daily life of families of children and adolescents with
ASD revolves around their needs and problems in the fam-
ily and society. Parents have a vital role in treating their
child’s disease and meeting his/her needs (5). The needs
of the child cause chronic stress for parents, making them
neglect other aspects of family life (7). In addition, the re-
sults of other studies indicate that raising children with
ASD is more stressful and challenging for parents than rais-
ing normal children or children with other disabilities (8).
Another concerning need of parents with an ASD child is
access to health services. Parents face many obstacles and
challenges in accessing health services (9). Access to infor-
mation about the disorder, treatments, services, and the
health care network can help these parents cope with the
situation and the diagnosis (2). Although new and appro-

Autism spectrum disorders (ASD) are common neu-
rodevelopmental disorders characterized by a triad of im-
pairment in reciprocal social interactions, verbal and non-
verbal communication deficits, and repetitive and stereo-
typed behaviors (1). This disorder is identified by changes
in the development of the infant’s brain during the first
years of life, affecting a person’s behavior and how she/he
interacts and communicate with others (2). Studies show
that ASD affects 1-1.5% of the population of the world (3).
Developmental neurological disorders, such as ASD, cause
many problems for the individual and the family. Studies
show that parents of children with ASD are exposed to psy-
chological and social problems (4). In fact, the birth of an
ill child exposes families to unknown and unexpected is-
sues (5). Day-to-day challenges faced by parents caring for
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priate strategies are being planned in developed countries
to provide health care services to fulfill the needs of chil-
dren with ASD, developing countries face a rise in the inci-
dence of ASD, where there is very inadequate information
about the needs and problems of parents caring for chil-
dren with autism (10). Therefore, identifying these chal-
lenges seems critical and necessary. On the other hand,
any educational and rehabilitation intervention for chil-
dren with ASD should be primarily tailored to the essential
needs of their parents.

2. Objectives

Due to the lack of coherent and sufficient research in
this field, the present study was conducted to explore the
challenges and needs of parents caring for children with
ASD.

3. Methods

This study employed an exploratory qualitative
method and a conventional content analysis approach.

3.1. Study Environment and Population

In Iran, services to children with ASD and their fami-
lies are provided by governmental rehabilitation centers
such as clinics affiliated with medical universities, the Wel-
fare Organization, and the Exceptional Education Organi-
zation. Other private and charitable centers also provide
services to these children, such as the Iranian Autism Asso-
ciation. Participants were selected among the parents of
children with autism who were referred to these centers.

Sampling was conducted by the Iranian Autism Asso-
ciation headquarters. Due to the nature of the association
and the broad range of services and support provided to
children and adults with ASD, either at a fair price or freely,
numerous parents with various socioeconomic conditions
and different educational levels choose the association to
receive necessary services. Therefore, the sample selected
would meet the maximum variety and diversity.

In this study, authors tried to include parents of dif-
ferent ages and from different social classes, in order to
achieve acceptable variety, in the number of pregnancies
and the gestational age of the birth of a child with autism.
After preparing the sampling matrix, it was tried to have at
least two people from each matrix in the sample.

3.2. Sampling

The study population included 18 parents of children
with ASD. Sampling was done in a purposeful sampling

method to fulfill the principle of maximum diversity. In-
clusion criteria for parents were at least one-year passing
since their child was diagnosed with ASD and being liter-
ate.

3.3. Data Collection

In-depth, face-to-face semi-structured interviews were
used to collect data to identify the needs and problems
of parents of children with ASD from their own perspec-
tives. Informed consent was obtained from the partici-
pants; then, the time and place of the interview were con-
firmed. The minimum interview time for each partici-
pant was 45 minutes, and the maximum time was 90 min-
utes. The interview was conducted in a calm environment
where parents were free to express their needs. In the
case of a telephone interview, verbal consent was obtained
for participation in the study. After obtaining permission
from the participants, their voices were recorded by a tape
recorder.

3.4. Data Analysis

The conventional content analysis method was used to
analyze the data. First, all interviews were recorded and
transcribed verbatim. Data analysis was performed simul-
taneously with transcription. The recorded voices of the
participants were typed in Microsoft Word software, and
the typed texts were sent to participants via email to edit or
confirm them. In addition, data coding and analysis were
performed independently by two of the authors. Data from
the interviews were extracted by content analysis to obtain
codes, main themes, and sub-themes. The main themes
and sub-themes were identified and reviewed by two au-
thors.

For data analysis, Graneheim and Lundman’s content
analysis method (11) was used as follows: (1) the recorded
voices of the participants were typed and read several
times by researchers; (2) meaningful units and initial
codes were identified; (3) main themes and sub-themes
were named and defined; and (4) the reliability of the
codes extracted and the main theme and sub-themes were
tested.

To evaluate the reliability and validity of the data, four
criteria were used: Credibility, transferability, dependabil-
ity, and confirmability. Credibility means that the explana-
tion or interpretation of an experience is approved by the
person who had experienced it. In this regard, each subject
was referred to again to confirm his/her agreement with
the researcher’s perception of the material. Then vague
statements were discussed and clarified to correct them
in the case of contradiction with the participant’s real ex-
periences to finally ensure the agreement and approval
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of the subjects. Regarding transferability and whether or
not the results can be applied to other groups or cultures,
participants with different experiences were recruited as
much as possible. At the same time, the authors tried to
provide more details about the participants, as well as ac-
curate and purposeful explanations about their activities,
and draw the path of this study to allow others to know
the characteristics of the study population. To meet the
criterion of dependability, the interviews continued to the
point that individuals referred to similar concepts and in-
terpretations when answering questions and explaining
their experiences. Finally, the separation process was used
for confirmability (i.e., leaving aside previous experiences
as much as possible and having a new look at the phe-
nomenon under study). The authors tried their assump-
tions and attitudes not to interfere with the data analysis
process and to avoid any prejudice and bias on the subject
before and after the interview.

3.5. Ethical Issues

This study received ethical approval
(IRUSWR.REC.1399.041) from the Research Ethics Com-
mittee of the University of Rehabilitation Sciences and
Social Health (previously named the University of Social
Welfare and Rehabilitation Sciences). Thereafter, the
authors were introduced to relevant places (the Iranian
Autism Association and specialized clinics and care cen-
ters for autistic children) for recruiting and interviewing
subjects. Participants were informed about the aims of
the study and the confidentiality of the interviews.

4. Results

4.1. Demographic Characteristics of the Participants

Most of the participants in this study were female
(66.6%). The age mean of the participants was 35.4 £7.25
years; 38.6% of them had a bachelor’s degree or higher ed-
ucation, and 68.4% had a lower than a bachelor’s degree.
Males and females comprised 13 (72.15%) and 5 (27.75%) of
children with ASD, respectively. The age mean of children
with ASD was 7.92 = 7.8 years. Parents’ needs were clas-
sified into three main themes and nine sub-themes using
MAXQDA v10 software.

4.2. The Needs of Parents of Children with ASD

The main themes, sub-themes, and concept codes are
presented in Table 1. Parents believed that to empower the
families of children with ASD in Iran; some needs should
be met as follows:
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4.2.1. Main Theme: Issues and Problems Related to Diagnosis,
Treatment, and Rehabilitation

The theme of problems related to diagnosis, treat-
ment, and rehabilitation included three categories: issues
with the diagnosis and treatment, issues with the rehabili-
tation process, and an inadequate support system.

4.2.1.1. Sub-theme 1: Problems with the Diagnosis and Treatment

One of the most important challenges for parents was
the late diagnosis of the disorder. After observing the
child’s abnormal development, parents tried to find out
the cause. They were initially confused about where to go
and how to diagnose their child’s problem. Most parents
stated that due to the lack of diagnostic centers, especially
in smaller cities, it took years for their child to be accu-
rately diagnosed. They were referred to various clinicians
and hospitals and undertook various expensive tests to fi-
nally diagnose their child with ASD. Parents were also an-
noyed by some physicians not giving them enough time to
explain the disorder, its symptoms, and problems; hence,
these issues caused discomfort and a lack of trust between
parents and medical staff. One parent said, "One of the
worst things that can happen to a family of a child with
autism is that there is no one who can tell you for sure
what’s going on, and almost all families who see some
weird behaviors in their child, who do not speak or any-
thing else, don’t know when to start and where to go" (par-
ticipant 3). Another parent said about the costs of treat-
ment and the fate of their child: "With this inflation and
everything is overpriced, although we can afford things
mediocrely, we are bending our backs under the burden
of costs, with the lack of support from organizations and
institutions, which is decreasing every day, I do not know
what will happen to these children" (participant 2). Other
parents complained about the lack of a referral center for
diagnosis and treatment: "There was no one to help me, to
guide me, I did not know where to take Khashayar! - (par-
ticipant’s son) - I was confused" (participant 5). One par-
entalso reported that "we sought to diagnose the problem
way too long until we found out what the problem was. We
went wherever we could. Everyone said something: Take
him to a speech therapist! Take him to an audiologist! Take
him to a neurologist! To everyone, we took him for three or
four sessions, come and go, do this test and that test, spend
money for this, for that..." (participant 17).

4.2.1.2. Sub-theme 2: Inadequate Support and Treatment Sys-
tems

Parents complained about the lack of governmental
support and financial support systems, as well as the high
cost of rehabilitation. Apart from the major costs of reha-
bilitation related to occupational therapy and speech ther-
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apy, parents complained about the lack of efficient insur-
ance. Meanwhile, parents’ lack of awareness about autism
has led to more confusion, burnout, and helplessness be-
cause normal schools do not accept children with autism,
and parents do notreadily accept sending their children to
special education schools. One parent said: "The most im-
portant issue is the financial issue, which is not supported
by the government. They do not accept insurance, and in-
surance companies do not cover autism" (participant 10).
Another parent said about the costs of treatment and daily
care: "My child goes to occupational therapy, speech ther-
apy, every 45 minutesit costsatleast 80,000 Tomans (at the
time of the study), three times a week, 12 times a month,
count the diaper money in these years and see how much
it might be. Maybe the money for a house was spent on
the child" (participant 14). Another participant also com-
plained about the lack of a governmental support system
and the costs of treatment: "For a while, our situation got
worse. We had to take him to private clinics. We paid a
lot for the child, while insurance did not cover any med-
ical expenses. I had to take my child to welfare (State Wel-
fare Organization of Iran). Iwent and came dozens of times
and was frustrated until I could see a psychiatrist examine
my child. I protested, and they said: Go and thank God,
that’s what you could get; there are some cases where even
though their child is covered by welfare, they cannot re-
ceive any services" (participant 12).

4.2.1.3. Sub-theme 3: Rehabilitation Issues and Problems

In general, parents were dissatisfied with the slow
progress of their children’s condition despite spending a
lot of time and money. Several parents had unpleasant ex-
periences with the medical staff’s attitudes, treating them
and their child unfairly, including having a bad tone when
talking to parents, labeling, judging, and lack of empathy
with parents. Several parents were upset by the therapist’s
physical aggression toward their child, to the point that
several of them complained to the court.

One parent said, "Early on, [ was sitting in the rehabili-
tation line and on a nerve strip so much that I, myself got
back pain. In that hustle and bustle, we got sick too" (par-
ticipant14). "He went to the Prophet’s school for two years.
His environment was very bad, and he came home every
day with his head bowed as if he had returned from the
war", said one parent about the unsuitable atmosphere of
the rehabilitation center (participant 16). Another partici-
pant complained about mistreatment by medical staff: "In
clinics, occupational therapists beat children. Speech ther-
apists do not work with children at all and only have their
heads in their phones and talk to their colleagues. They
also lie very much” (participant 6).

4.2.2. Main Theme 2: Issues and Problems Related to Parents

The theme of issues and problems related to parents
included four categories: Parents’ lack of knowledge and
awareness about autism, lack of life skills, daily problems
of parenting, and familial and marital problems.

4.2.2.1. Sub-theme 1: Parents’ Lack of Knowledge and Awareness
About Autism

It seems that apart from difficulties in the diagnosis
of autism due to the nature of this disorder, the parents
of children with autism have difficulty realizing the differ-
ences between their children and other children. In gen-
eral, in Iranian society, people are less informed about the
symptoms and nature of this disorder. Unfortunately, af-
ter recognizing the child’s differences and feeling the need
to seek a doctor, families do not know what to do and
where to go. Some admitted that after a while, they became
more and more confused and desperate to visit a specialist.
"Now, I know a little about this disorder. I only know that
children with speech delay may be autistic", said one par-
ent (participant 4). Another participant said, "However, I
was not sure about this and did not research why my child
was like this. Is the child autistic or what?" (participant 11).

Another parentsaid, "Despite being suspicious of some
of my child’s behaviors, I attributed them to his childish
playfulness until one day when he knocked his head on a
wall, I took him to the doctor. He wrote some tests. It was
not normal. They said he had autism. I thought it was a
temporary illness and it would get better" (participant 7).

4.2.2.2. Sub-theme 2: Lack of Life Skills

Parents of children with autism seem not to have life
skills, either intentionally or unintentionally. In the be-
ginning, these parents tried to hide the issues related to
their child’s disorder from those around them. One of
their solutions was to reduce communication with others,
which would automatically aggravate the problem. The
main reason for this is parents’ feelings of shame and anx-
iety about the child’s behavior in the social environment.
One mother said, "When I meet relatives and friends, I am
embarrassed by my child’s behavior. Some acquaintances
even link my child’s behavior to my inability to raise my
child" (participant 18). Another participant said: "I do not
go to parties at all. I do not think this is a celebration for
a family with a child with autism" (participant 13). "I hate
going to parties because I'm afraid of being ridiculed by
others behind my back, saying my child is sick. I cannot go
anywhere except where it's important", said a parent (par-
ticipant 8).
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4.2.2.3. Sub-theme 3: Daily Problems of Parenting

Children with autism have different and unique char-
acteristics, including misbehaving, temper tantrums, dis-
obedience, stubbornness, self-harm, long-term need to
wear diapers, running away from treatments, and im-
proper and inappropriate nutrition. Some parents seem
to have difficulties managing and dealing with these spe-
cial situations, and in some cases, they have been forced to
pay a ransom or to physically deal with their child. Some
parents lacked the proper knowledge and understanding
of how to interact and communicate with their children in
these situations and did not know how to meet the needs
of these children, including the need to drain their child’s
energy. Some parents still compare their sick child to a
healthy peer and do not know how to behave when their
other children become jealous of the autistic child and
howtorespond to their needs properly to avoid more prob-
lems and prevent other children from thinking they are
not as important as the sick child. "My son needs round-
the-clock attention to be able to control his behavioral
problems. You know, it’s so frustrating to have to meet
her needs every day", said one participant about her child’s
stress and behavioral problems. "Sometimes, I feel like I do
not like this child enough" (participant 17). Another par-
ticipant said about meeting her child’s desires and man-
aging behaviors: "I'm alone, I do not have a husband, and
it is difficult when you have an autistic child. I do not
know how to help him. I'm confused" (participant 10). An-
other participant said about how he treats the child and ex-
pects more from him: "Sometimes my husband gets angry
with the child, and sometimes he wants to hit him because
of some of his behaviors. He keeps expecting from the
child. I'mtired" (participant1). Finally, another participant
complained about her child’s communication problems:
"Communicating with her is hard for me as her mother.
Sometimes I feel I cannot stand this anymore. I always feel
tired, and I run out of energy" (participant 11).

4.2.2.4. Sub-theme 4: Familial and Marital Problems

It seems that among the most important problems
faced by families with children with autism are familial
and marital problems. These families need social, emo-
tional, and psychological support from their spouses and
others after the diagnosis of their child with autism. One
of the participants said about her relationship with her
husband: "My relationship with my husband has cooled. I
filed for divorce because he never comes home, and even
if he does, he stays home for 2 hours a day" (participant
9). Another participant said, "I always criticized my hus-
band because he had a different view on the treatment of
the child. We argued a lot, we shouted, and we just did not
conclude. The condition of the child affected our intimate
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life, and eventually, we divorced" (participant 7). Another
parent also said about her husband’s attitude and support:
"Neither Pouya nor his father gives me any rights anymore.
There is too much (should not) around me because if I force
myself to make time for myself, I will be faced with their
frowns. Because they thinkit’s just my job and I should not
do anything but take care of Pouya and the rest of them.
I'm getting mental. I'm alone" (participant1).

4.2.3. Main Theme 3: Financial, Cultural, and Social Issues
The theme of issues related to parents included two
sub-themes: Social and cultural issues and financial issues.

4.2.3.1. Sub-theme 1: Social and Cultural Issues

Another problem of parents was the incorrect culture
of the society in dealing with the disorder. The presence
of parents with children with autism in society is ham-
pered by seeing the ignorance of others about the nature of
the disease and inappropriate behaviors of those around
them having different reactions and calling the child crazy
after his/her unusual behaviors outdoors. One mother
said, "People think these children are crazy or retarded and
make fun of them. We cannot take her to the park, shop,
etc. Even our relatives sometimes talk sarcastically and in-
sult her" (participant 4). Another participant said: "Peo-
ple around me do not know what they are saying; they
do not understand. My child is not normal, and he has
a problem. Unfortunately, our children are not calm and
may not remain calm in a park. They may go into a fight
and push other children several times. There were several
times when others argued with me and yelled at me that
my child was impolite and blamed me for not knowing
how to raise a child and keep him in" (participant 8). One
parent also said: "People’s glances or whispers are annoy-
ing. People do not say these children have autism; they say
they’re crazy. Sometimes, other children mock my child.
We spend so much time on the child that there is no time
left for ourselves. It even has affected our sex life" (partici-
pant15).

4.2.3.2. Sub-theme 2: Financial Issues

Among the main needs and problems of parents of
children with autism are financial problems and limita-
tions. These families are charged with different costs than
normal families. The most important of these costs and
financial burdens are expensive diagnostic, therapeutic,
care, and rehabilitation procedures. "The cost of caring for
a child with ASD is very high. Occupational therapy and
speech therapy are not covered by any insurance. We even
have problems with transportation", said one parent (par-
ticipant 5). Another parent said: "The costs are high. We
have to cut our other costs so that we can pay for our child’s
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treatment” (participant 3). Another parent noted, "To be
honest, I cannot send her to a speech therapy class. I teach
her at home myself" (participant 18).

5. Discussion

This study aimed to identify the needs of parents car-
ing for children with ASD. Based on the results of this study,
the needs of parents of children with ASD were classified
into three main themes, nine sub-themes, and 76 codes. Ex-
amining the needs of parents of children with ASD showed
that these families would face problems and challenges in
the areas of diagnosis, treatment, and rehabilitation and
the fact that they have unfulfilled needs in these areas. The
process of diagnosis of ASD in a child by parents has been
reported to be long and complex. In fact, there is no clear
diagnostic process for ASD in hospitals and clinics. Each
clinic uses different diagnostic procedures and tools, and
there are no specific diagnostic guidelines for centers to
follow to identify a patient with ASD, so parents often re-
ceive different diagnoses from different doctors and ex-
perts. This finding was consistent with the results of other
studies in which parents reported the process of ASD di-
agnosis as complex and confusing (12, 13). Studies show
that some parents experience conflict and ambiguity be-
fore seeking ASD diagnostic tests for their children (14).
Parents acknowledged that often specialists did not pay
enough attention to their concerns or recognize the issues
introduced by them. Some parents also experienced being
blamed or labeled as neurotic or anxious by physicians. In
this regard, nice believes that parents’ concerns should be
taken seriously when considering the diagnosis of autism.
This lack of recognition or ignorance of concerns can sig-
nificantly delay the early start of intervention programs
(15).

Parents also reported being reprimanded and mis-
treated by doctors and health care professionals. These
findings indicate information gaps in the awareness of
some physicians and health care professionals about the
factors contributing to ASD. The process of autism diag-
nosis should be more dignified, accessible, and patient-
centered. Health sections should be more widely available
to people to help reduce parents’ anxiety about the diag-
nostic process of ASD. Self-assessments and post-diagnosis
support for patients should be upgraded to an appropri-
ate level. However, it is essential to listen to and respect
the views and needs of people with autism and their fam-
ilies and to discover supportive ways with as many pos-
itive adjustments as possible (14). Findings show that a
good relationship with a physician can significantly help
improve some of the discomfort experienced by parents

facing ASD diagnosis in their child (16). In this study, an-
other need identified by parents was the need for an appro-
priate support and treatment system. The present study
showed that not all parents of children with ASD who care
for their children at home receive financial or professional
support. Financial pressure was reported as an obstacle to
proper care for children with ASD in Iran, where there is a
lack of free public health services for children with autism,
in particular, and for children with various disabilities, in
general. Therefore, most parents go to private clinics to
receive health services, and all costs are paid by the par-
ents themselves. According to our participants, treatment
costs and lack of insurance support were the biggest finan-
cial challenges. The inefficient insurance coverage of the
services needed by children with ASD and insufficient sup-
port from relevant institutions can increase financial pres-
sure on families (5). Parents of children with autism are
imposed with higher health costs than parents of children
with other disabilities (8). Studies have shown that treat-
ment costs for children with ASD are three times higher
than that for normal children at the same age, as well as
that for children with other mental and physical disabili-
ties (17).

Another finding of this study encompassed parenting
issues and problems. In this study, parents reported the
lack of sufficient knowledge and understanding of ASD as
one of their essential challenges. These results are con-
sistent with those of other studies, highlighting the need
for booting awareness about the etiology, symptoms, and
treatment of ASD as one of the priorities of families with
autistic children. According to previous studies, parents
of children with autism may blame themselves for their
child’s disorder which may aggravate and worsen their
child’s problems. Thus, providing parents with guidance
and information can familiarize them with facts about ASD
and boost their understanding (18, 19) In addition, in the
early stages of ASD diagnosis, parents of these children are
overwhelmed with questions about the disorder and the
characteristics of affected children. At first, the diagno-
sis of this disorder leaves parents confused and stressed as
they are faced with an unknown and unexpected situation.
In this regard, the presence of specialists to guide parents
and provide them with information about this disorder is
essential (2). Meanwhile, limited knowledge and aware-
ness of the community and professionals, and especially
parents, about ASD leads to negative consequences for the
families of these children (18,19), limiting the opportunity
for early interventions and improving the child’s develop-
ment. Studies have shown that the lack of information
about autism is a barrier for families of children with dis-
abilities to access the required support(20). Shilubane and
Mazibuko (21) showed in their research that professionals
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should have had more information about this disorder to
help parents understand autism which is consistent with
the findings of the present study. Similarly, Shrestha et
al., in their study, reported an urgent need for implement-
ing programs to boost knowledge and awareness about
autism (6).

The present study also highlighted the need for par-
ents to receive training and counseling to acquire specific
parenting skills, including how to deal with their child’s
behavioral problems in different situations. This find-
ing indicates a two-way relationship between the caring
pressure and parents’ ability to cope effectively with their
child’s behaviors and learn appropriate parenting prac-
tices. Some parents of children with disabilities may not
have enough understanding of their child’s developmen-
tal and behavioral needs or may fail to use positive skills
when creating parent-child interactions and reinforcing
appropriate child behaviors. In contrast, parents who
have positive parenting experiences often identify their
undertakings as influential. This finding was consistent
with other reports noting that the education of parents of
children with ASD increase their communication skills re-
quired and the necessary awareness and knowledge about
their child’s behaviors (13, 22).

Another parental challenge identified in this study was
parents’ poor life skills in caring for a child with ASD.
The parents stated that the knowledge of themselves and
those around them about ASD was low, and they were up-
set and frustrated by the attitude and judgment of these
people and their pity. Most of the complaints of parents
have been about not being understood by those around
them. It seems that families are judged because people do
not have enough information about this disorder and how
to communicate with a person with ASD in society. This
causes many parents to avoid going out and adopt a differ-
ent lifestyle. Studies have shown that some parents, due
to the severe stress imposed by long-term, extensive care
provision, completely withdraw from social life due to the
child’s behavioral problems and the conflicts caused when
others try to deal with the autistic child (23). Research has
shown that negative judgments by others increase depres-
sion, anger, and stress in parents (6). These parents’ partic-
ipation in cultural events and activities would provide an
opportunity for them to discuss each other’s experiences
and be distracted from their child’s problems temporar-
ily. Thus, parents engaged in social experiences and events
seem to have higher levels of independence and the life
skills required for providing care for their children (24).

Another important need and problem reported by par-
ents in this research included familial and marital prob-
lems. Most participants acknowledged that the presence
of a child with ASD in the family reduced the quality of
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their marital and social relationships and the intimacy of
family members with each other. In this regard, it can
be said that the mother of an autistic child faces major
challenges due to the affected child’s disabilities that can
manifest in different ways and cause stress for the mother
and the whole family. Women in such families need social,
emotional, and psychological support from their spouses
and relatives. Participants in the present study reported
that the presence of a child with ASD in the family reduced
the quality of marital relationships and created conflicts
among family members, hardly pushing these couples to-
ward divorce and separation. The stress associated with
raising autistic children and their behavioral problems are
believed to increase the possibility of divorce. Consistent
with the results of this study, Hartley et al. found that di-
vorce rates among parents who had autistic children were
twice as high as among parents with normal children (25).
It seems that providing family counseling can help repair
and develop marital relationships. In accordance, parents
of children and adolescents with ASD have been reported
to be less likely to enjoy psychological well-being com-
pared to the parents of normal children or of children and
adolescents with other types of disabilities (14).

Social support from family, friends, neighbors, and
professionals is a powerful and appropriate approach to
reducing stress and improving the well-being of families
with children with ASD (26). Although autism poses par-
ents with many challenges and stressful experiences, they
still need to support their child’s needs and help him/her
cope with a variety of problems and deal with unexpected
events. The higher the severity of autism, the more stress
is imposed on the family, and the more time it takes for
care provision. Studies have shown that mothers of chil-
dren with ASD spend an average of 9.5 hours a day ful-
filling the needs of a child with ASD, compared to an av-
erage of only 5.3 hours for taking care of a normal child.
This has general consequences, such as extreme social iso-
lation, less school attendance, and more absenteeism. Sib-
lings also have emotional problems when they grow up in
a special and stressful family environment. The results of
some research show that almost half of such siblings ex-
perience less attention, learning and language problems,
and mood swings (24). These findings suggest that men-
tal health professionals should focus on the whole family
instead of merely on the child with ASD.

Other major challenges identified by parents were fi-
nancial, cultural, and social issues, especially the wrong
culture of the society in dealing with children with autism
and the low level of knowledge and awareness of peo-
ple about this disease and their inappropriate and neg-
ative judgments. Most frequently, most people assume
that a child with ASD is not properly raised by their par-
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ents. In addition, the comparison of an autistic child with
a healthy child may end in the humiliation and ridicule of
parents. The results of studies in this field show that nega-
tive and false judgments of the behaviors of children with
autism in the community, arising from the lack of aware-
ness and knowledge of people about ASD, increase depres-
sion, stress, and anger in parents (6). The stigmatization of
the parents of these children by people shows the discrim-
inative and close-minded views of the community towards
this disorder. In addition, parents who find the received
social support inadequate for themselves or their children
are more likely to experience high levels of stress. Research
has shown that the lack of social support, including stig-
matizing a child’s behaviors or characteristics, can lead
caregivers of children with autism to withdraw from so-
cial gatherings. Similarly, qualitative research has shown
that the lack of social support is one of the key challenges
to caregivers’ well-being and that parents report high lev-
els of stress and isolation, including feelings of "labeling"
by others (27). Therefore, it can be said that communica-
tion institutions and the media play an important role in
creating a public culture and increasing the level of aware-
ness and knowledge of society about this disease.

In addition, parents expressed financial pressure due
to the overall costs of diagnostic tests and care provision
measures, including the current and future therapeutic
procedures. These findings were consistent with the re-
sults of several studies showing that having a child with
autism decreased the family’s income, compelling parents
to increase their working hours or change jobs to cover
the high costs of special education and medications (8, 28).
Raising and caring for a child with ASD require approxi-
mately more than 30 hours of work per week, explaining
why many mothers are forced to quit their jobs to care
for their children. This exerts enormous economic pres-
sure on families and exposes them to other stressful condi-
tions (16). Most of the problems and needs identified in the
present study were not only related to health but also to
other areas, requiring multidisciplinary strategies to solve
them. That is, the problems, challenges, and needs of the
parents of children with ASD are solvable only through
multidimensional communication and collaboration. Ac-
cording to this study; it is suggested to create more infor-
mation sources and materials to boost public knowledge
about the nature of ASD and how to deal with children with
this disorder in Iran.

The problems cited by parents of children with ASD
highlighted the need for medical, educational, and coun-
seling services and emotional support from the commu-
nity and the government. Planning and implementing
support programs are essential to empower parents to
deal with these issues and ultimately improve their overall

quality of life. Accordingly, policymakers, educators, ser-
vice providers, and welfare organizations need to identify
the needs of parents of children with ASD and provide ap-
propriate services to patients with ASD and their families.
Information institutions and the media also have a great
responsibility to improve public knowledge and social cul-
ture about ASD.
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Table 1. Needs and Challenges of Parents Caring for Children with Autism Spectrum Disorders

Theme

Sub-theme

Code

Issues and problems
related to diagnosis,
treatment, and
rehabilitation

Issues and problems of
diagnosis and treatment

Late diagnosis of the disease

The time-consuming and tedious process of diagnosis and treatment

Dissatisfaction with the doctor and therapist because of not spending enough time with the child

Different diagnoses by doctors and contradictory opinions of experts

The lack of a reliable and inexpensive unit detection system

Lack or shortage of diagnostic specialists in the city

Expensiveness and numerous diagnostic tests

Loss of parental trust in professionals due to conflicting opinions

Parents’ frustration with the ultimate certainty of the diagnosis

Experts’ lack of empathy, preparation, and understanding for presenting bad news

Insufficient explanation of symptoms, problems, how to deal with the child, treatment, and rehabilitation

Issues and problems in
the field of rehabilitation

Unpleasant experiences of dealing with rehabilitation therapists such as bad tone, judgment, lack of
empathy, lack of adequate training

Feelings of lying and magnifying the problem on the part of the therapist for financial gain

The therapist’s misbehavior and physical mistreating of the child

The child’s lack of progress despite the staggering costs

Lack of training parents to help with the rehabilitation process at home

Lack of providing accurate and sufficient information to parents in this area and not helping them better
understand this disorder

Failure to give a roadmap to parents

Spending insufficient time for parents

Ignoring the points made by parents

Inadequate treatment and
support systems

Lack of comprehensive rehabilitation centers

Crowded medical centers

Inadequate and low-quality schools for autistic children

Lack of part-time and full-time care centers

Lack of financial support

Lack of efficient insurance

Lack of autism schools

Lack of government support

10

Parents’ lack of
knowledge and awareness
about autism

Lack of knowledge about the symptoms and nature of autism

Not knowing where to start

Confusion and despair in finding the right diagnostician and therapist

Ignoring the warnings of teachers, caregivers, nurseries, and nurses

Ignoring the initial suspicion resulting in delayed referring to specialists for diagnosis

Lack of life skills

Lack of communication skills

Lack of problem-solving skills

Lack of decision-making and stress management skills

Lack of creative and critical thinking skills

Displeasure caused by others’ lack of knowledge and information
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Displeasure with the attitudes and judgment of others

Displeasure with the pity and compassion of others

Displeasure with not being understood by others

Feeling tired and frustrated by others’ judgments and reactions

Feeling anxious and ashamed of the child’s behavioral problems

Daily parenting problems

Lack of knowledge about how to communicate and deal with the child properly

Lack of knowledge on how to meet the needs of a child with autism

Lack of knowledge on how to meet the needs of a non-autistic child

Child abuse

Improper nutrition of the child

The child’s self-harm

Care and maintenance

Ransom for the child

Prolonged diapering of the child

The child’s refusing the treatment

Comparing the child with a healthy peer

Jealousy of other children

Disobedience and stubbornness of the child

The child’s encounter with people

Family problems and
marital issues

The couple’s decreased empathy

Marital conflicts

Feelings of rejection and exclusion

Inability to divide tasks

Overshadowed sex life and sexual coldness

Parents not dedicating time to each other

Decreased freedom

Sleep issues

Fatigue due to caretaking

Chronic stress

Lack of entertainment and leisure

Inadequate nutrition

Financial Problems

High costs of diagnostic tests

High costs of treatment

High cost of caretaking

Financial, cultural, and
social issues

Cultural and social
problems

Cultural issues

Displeasure with the behavior and attitudes of people

Issues with neighbors

People’s low knowledge of the disorder
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