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ABSTRACT

Autism Spectrum Disorder (ASD) is a pervasive developmental disorder, which, with increased
awareness, is now diagnosed early and with greater accuracy in India. This study aims to assess
the coping mechanisms and parental relationship in families with a child having ASD. In depth
interviews were conducted for 10 families with 4 members each (n = 40). The interviews
contained questions for investigating the coping mechanisms, relationship between the parents
and the sibling of the child with ASD, separately interviewing the mother, father and the
typically developing sibling. The key findings of the interview suggested that the families
depended on household help and gathering information on the internet, which, instead of serving
as the coping mechanism it was intended to be, led to increased stress for the parents. Other
methods included advice and help from professionals and spiritual methods like reading
scriptures, family support and the support of the society. The acceptance of the diagnosis and
general optimism, along with having specific responses for aberrant behavior defined by the
professional were found to be the most effective coping mechanisms for the families. The
relationship between parents was stressed in almost all cases, but the families which accepted the
diagnosis early and sought the help of professionals, consequently, had a much better and
complementary relationship. The families also relied on the typically developing sibling for the
care of the autistic child. The relationship between the sibling and the child with ASD was close
and the elder sibling, if female, also took on a maternal role in some cases in the caretaking of
the child. In the case of male elder sibling, the relationship was close but there was lesser
delegation of responsibility for the autistic child by parents.
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Autism Spectrum Disorder (ASD) is a pervasive developmental disorder. DSM-5 has clubbed

autistic disorder, Asperger’s disorder, childhood disintegrative disorder and the general diagnosis
of pervasive developmental disorder not otherwise specified under the umbrella term of ASD.
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Coping Mechanisms and Parental Relationship in the Families of a Child with
Autism Spectrum Disorder

The term spectrum implies that even though the symptoms are relatively common among the
disorders, they differ on the scale of how debilitating the symptoms are and the degree to which
they are manifested.

Having a child with ASD is usually associated with marital maladjustment and family
dysfunction, especially in family oriented cultures (Gau et al, 2012), along with a higher rate of
parental distress (White et al, 2013). While it’s a given that parental stress is higher in parents
with children with disability (Watt and Wagner, 2013), in patriarchal societies like India, the
burden of responsibility falls mostly on the mother (Minhas et al, 2015). Families usually come
up with coping mechanisms to deal with the distress of having a child diagnosed with ASD in the
family and the associated social stigma as well (Divan et al, 2012). Finding coping mechanism
that work well for their particular family is usually an uphill task for most parents. This requires
parent to parent support (Samadi, McConkey and Kelly, 2012) and an emphasis on
communication and acceptance between theparents and the professionals entrusted with the child
(Danesco, 1997). Understanding the role culture plays in dictating the route of treatment for the
child is important before the caretaking is streamlined between the parents and the professionals
(Donald, 2015).

Coping mechanisms are needed to ensure that the parents of children with ASD can deal with
day-to-day stress in a viable manner. Parenting a child with ASD is a challenging job for the
parents. They deal with the added stress and responsibility in many ways and sometimes come
up with specific and unique coping mechanisms that work for their family. Understanding what
they’re dealing with and the amount of awareness and knowledge they have about ASD also
helps for forming the constantly evolving coping techniques. The three core categories for
coping mechanisms are adjusting to self-change, developing treatments for the autistic child and
seeking support. (Lin, Tsai and Chang, 2008). Maternal coping, for instance, has been found to
be a predictor of stress of mothers with children with intellectual disabilities (John, 2012).
Problem focused coping strategies usually lead to better emotional wellbeing and family function
for the parents (Samadi et al, 2013).

The relationship between the parents plays a huge role in dictating the coping mechanisms the
family adopts and the stress level associated with them. The quality of life of the family
depended, not surprisingly, on income and the age of the child with autism (Hsiao, 2013).
Psychological acceptance, as mentioned earlier, needs to be the first step before forming coping
mechanisms to cater to the family. Mindful parenting is an important aspect as well and a major
coping mechanism (Jones et al., 2014).

METHODOLOGY

The study was conducted in the National Capital Region (NCR) of India, spanning New Delhi,
Gurgaon, Noida and Greater Noida. This study was a pilot study for families of children
diagnosed with ASD and aimed to answer the following research questions-
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e What are the coping mechanisms used by the families of a child with ASD?
e How were the parental relationships in these families?
e How successful were the coping mechanisms employed?

Participants —

The participants for this study were recruited at hospitals and primary health care centers and the
sampling was purposive. A total sample of 10 families, with 4 members each, was taken into
consideration. The inclusion criteria for selection for the families were that the families had 2
children, the younger one of whom had a diagnosis of ASD. Families with more than 2 children,
or families with relatives other than parents staying with them were excluded. The families were
based also on the criteria that the child diagnosed with ASD was between 5 to 12 years of age.
Data Collection —

The data for the study was generated by in-depth interviews conducted by a graduate level
research scholar. All participants gave consent for the interviews. They also gave consent for
transcribing the interviews. In addition, the participants were also assured of the confidentiality
of the their names and details. The interview guide contained questions probing of themes of the
relationship between the parents and the coping mechanisms used by them.

Data Analysis —

The interviews were face to face and conducted using the interview guide containing open-ended
questions. The parents were interviewed separately. The answers were transcribed verbatim into
a word processor. The source material was then assigned codes and the redundant words were
removed. Additional words were added for the sole purpose of improving readability where
required. Content analysis of the transcripts was then done to generate themes for the coping
mechanisms manually using phenomenological psychology to interpret the meaning of the life
experiences and situations of the parents. The important empirical data like the frequency of the
keywords for the coping mechanisms was also analyzed for drawing conclusions of the
frequency of use of a particular coping mechanism.

In-depth questionnaire —

Coping mechanisms —

Icebreaker — Tell me about your family. How many members are there? What are the names of
the children?

When did you first get the ASD diagnosis? What did you know about ASD before that?
What did you think was the reason for the differences in the child?

What was your first reaction to the diagnosis?

What did you do after the initial diagnosis?

What were the reactions of family and friends? How do they behave with the child?
What were the major problems you faced socially? (Probe for stigma, social problems)

I
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What are the most pleasant and the most unpleasant experiences in taking care of the
child?

How do you deal with the bad days?

What would you say is your biggest support system?

Parental relationship

1.

Who noticed that there might be something different about the child first?

2. Did both of you accept the diagnosis at the time?
3. How did you two decided who take over what responsibility for the child?
4. So far, has there been a shift in expectations from each other? Why do you think that is?
5. Has there been a difference in opinion about the caretaking methods? Have there been
any significant problem points between you two about this over the years?
RESULTS
The following sections describe the results of the analysis of the in-depth interviews.
Coping Mechanism No. of families using the mechanism
Internet research 8
Household help 5
Professionals 10
General optimism 4
Family and community support 6
Spirituality 6
Table 1
Coping Mechanisms
12
10

o N b OO

I I I l I E B

Internet Household Professionals General Family and  Spirituality
research help optimism  community
support

Figure 1 — Coping mechanisms employed by the families
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Coping Mechanisms

The families were asked to describe the coping mechanisms they used to deal with the stress of
parenting a child diagnosed with ASD and what their support systems comprised of (Figure 1,
Table 1). The major coping mechanisms that the parents depended on are described below-

Internet research — The families with access to Internet relied heavily on the information
available on the internet. This method, while initially extremely beneficial for the parents,
eventually turned into a roadblock. Most parents were unaware about Autism Spectrum Disorder
and what it meant when their child was first diagnosed. The dearth of information was fixed by
researching on the internet and availing the readily available information online. However, this
solution to the problem of lack of information turned into another problem altogether. Suffused
with so much information online, not all of it from legitimate sources or accurate, has led to
increased distress among parents and conflicts with the professionals and doctors. Owing to the
freedom of posting anything online, parents often confused opinions for expertise, which was
counterintuitive for the treatment. Reading about ‘miracle cures’ or “child prodigies with ASD’
also led to parents holding excessive and unrealistic expectations for the capabilities of the child.

Professionals — All parents interviewed depended heavily on professionals for the care and
treatment of the child. While the abovementioned internet research caused clashes among parents
and the professionals in regards to the care taking methods, all parents agreed unanimously that
the professionals’ sessions and direction helped deal with both accepting the diagnosis and
dealing with the pressure of parenting a child with ASD. Going to professionals regularly also
helped put things into perspective by meeting other families under similar circumstances. Going
to professionals also helped underline the definition of what aberrant behavior comprised of for
each child and to affix a certain appropriate reaction for that aberrant behavior. Since children
diagnosed with ASD function better under a specific routine and sameness, this regulation in
reaction to specific behavior turned out to be an especially helpful coping mechanism,
particularly on the ‘bad days’ described by the parents. It helped if the treatment was tailor made
for the specific child and his individual needs rather than a general system to cater to every child.

Household help — Especially in a metropolitan area like Delhi, and in cases where both parents
were working, household help was considered essential for taking care of the autistic child.
Despite the added expense, the parents agreed that having somebody to take care of the child
helped them give more time to the typically developing sibling and deal with everyday pressures.
Some mothers also reported it was easier to deal with the social stigma if they didn’t actually
have to go out with the child personally every time.

General optimism — In cases where the parents had a more optimistic outlook, albeit realistic at
the same time, the coping was found to be much easier and better for the relationship between
the members of the family. The parents reported hope for the future in terms of simple things
like being able to function relatively independently, under minimal supervision, for an extended
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amount of time, rather than more complex goals that other parents seemed to want like autonomy
in everyday functioning. While this degree of optimism also depended on the severity of the
symptoms of the child, it was generally inherent in the parents’ perspective.

Family and community support — Families, extended families and relatives were another source
of support for the families of the child with ASD. While initially the parents, in particular the
mother, exhibited trepidation to entrust their child with special needs to somebody else, in most
cases, the support was later considered to be a major boost for the coping with the child. For
parents who lived in smaller communities, the community support was paramount. The typically
developing siblings, especially in the case of elder sisters, also took a proactive role in taking
over the responsibility of taking care of the child and in some cases, took special courses to learn
how to properly deal with children with ASD.

Spirituality — Spirituality was also mentioned as a major coping mechanism for the culture
oriented families of India. The definition of spirituality in these cases, spanned a broad spectrum
from holding special prayer ceremonies regularly to simply visiting temples to atone for “past life
sins’.  This mechanism served as a comforting ritual as well as a coping mechanism for the
families.

Relationship between parents

A lot of factors contributed to the nature of relationship between parents. Interviewing the
parents separately, rather than as a couple highlighted the gap in communication between most
parents. The main reason for the stress in the relationship seemed to be rooted in difference in
opinion in the caretaking methods. There was a paradox concerning the household help for the
mothers, wherein the added expenses of having a child with ASD required both parents to work,
but the working mothers reported even more guilt for leaving the child with household help. This
issue of who took over the responsibility for the child was where the difference in opinion lay.
While mothers reported a need for the household help, even with the aforementioned added guilt,
for diffusion of responsibility, the fathers held an opinion that the mothers needed to be there
personally for the child instead of delegating the responsibility.

Most parents reported a shift in responsibility from the time the initial diagnosis was made to
when this interview occurred. When first diagnosed, almost all parents reacted with denial. Even
though the symptoms were clear enough to make a diagnosis, it was after a particular amount of
time that the parents accepted the diagnosis. A few years after the diagnosis, the demarcation of
roles became clear for the parents. While the parents usually mutually agreed upon the roles at
the time, this also was a cause of rift for the parents. The mothers described it as a never-ending
cycle of events that felt exhausting and which became another reason for the miscommunication
between the mother and father. The parental relationship also suffered at the helm of the
typically developing siblings. One parent usually put too much pressure on the sibling, defined as
overcompensation by the other parent and it caused distress among the entire family. This makes
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a vicious circle in the sense that since the routine is disrupted by the distress, the child with ASD
stops functioning well in the lack of a system, which leads to further distress for the family.

DISCUSSION

The pilot study shows that the first step in coping with ASD is the acceptance of the diagnosis,
which is in keeping with already existing research (Desai, Wertz and Patel, 2012). Culture was
found to play a major role in the shaping of these coping mechanisms. According to a 2008 study
by Lin, Tsai and Chang, the three core categories for coping mechanisms are adjusting to self-
change, developing treatments for the autistic child and seeking support. This was supported by
the data in this research which delineated customized professional help and general optimism on
the parents’ part as one of the main coping mechanisms. Spirituality was also one of the coping
mechanism, unsurprising in a country as rich in culture and tradition as India. Some parents
attributed the cause of the ASD to karma as well, and it was found that spiritual practices like
reading the scriptures of visiting the temple also formed basis of coping mechanisms. This also
corroborates previous research which showed that positive religious coping was associated with
better religious outcome and greater stress related growth (Tarakeshwar and Pargament, 2001).

As expected, with previous studies showing that parental distress and ineffective coping
mechanisms have a negative effect on family functioning and the relationship between parents
(Gau, 2012), this study also found that parental relationship suffers and there is a family
dysfunction in parents of a child with ASD. This distress and dysfunction was found to be rooted
in a lack of communication between the parents. The parents usually look to each for support
(Searing, Jean and Grainger, 2013), but parental perspective of their locus of control was usually
found to be a pretty strong predictor of parental stress, which also affected their coping
mechanism (Jones and Passey, 2005). In this study, however, most of the parents who could
afford it chose to depend on household help and delegated responsibility of the child to them.
This was also a cause of concern for the fathers who in most cases described their role as the
breadwinner and the mother as the primary caregiver to the child. This was also a source of
disagreement between parents. In case, however, where the parents had an optimistic outlook
towards the future of the autistic child also reported a more complementary relation between
them and a lesser degree of family dysfunction.

LIMITATIONS AND CONCLUSIONS

The major limitation of this study is that the sampling was done in hospitals where the parents
had access to health care providers and professionals. Another limitation is that even though the
interviews were in depth; they still relied on the answers of the parents and not on a direct
objective observation of day-to-day lives of the families. From the interviews, it can be
concluded that family therapy and opening communication channels between the parents seems
to be the best way to resolve this family dysfunction and coming up with a more streamlined
approach towards coping with a child with ASD. The most effective coping mechanisms for the
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families seem to be professional help, a general optimistic perspective, spirituality and access to
accurate information.
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