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ABSTRACT

The present study was conducted to find the impact of perceived social support on
psychological distress among parents of children with developmental and also find the
relationship. Also find the relationship between the study variable and socio
demographic correlates. Correlational Research Design was used to collect and analyse
the data for the present study. The sample of the study was selected from target
population in the clients of National Institute for Empowerment of Persons with
Multiple Disabilities (NIEPMD), Chennai. Parents of children with developmental
delay whose age of their child ranges from 1-6 years. The method of sampling was
purposive sampling (non- random sampling) participants included 50 parents of
children with developmental delay. Tools used for the study are consent form,
Multidimensional Scale of Perceived Social Support (MSPSS) assess the how they get
perceived social support. Consists of 13 items with 7-point Likert type and Kessler
Psychological Distress Scale (K10) is a self- report screening instrument that assess the
level of psychological distress. It consists of 10 items with 5 step Likert type. Found
there is significant correlation with perceived social support and psychological support.
Also, mothers had significant high score on psychological distress. The study
limitations are the availability of the parents is limited due to their daily busy schedules

and time constrains, limited only one institute in the state.

Keywords: Perceived Social Support, Psychological Distress, Developmental Delay



INTRODUCTION



1. The context of the study

Neurodevelopmental disorders are a group of disorders occurring early in development,
characterized by the behaviour needed for functioning and social interaction in formal or
informal settings being affected. The circumscribed or global impairment of personal, social,
academic, or occupational skills, thereby resulting in behavioural problems, communication
difficulties, poor self-care, and poor educational attainment. Examples of disorders with
neurodevelopmental challenges in children include Autistic Spectrum Disorders (ASDs),
Cerebral Palsy, and Epilepsy, among others. Children with neurodevelopmental disorders
(CNDs) and their management are complex public health issues deserving improved policy,
service, and research attention. Such attention should be focused on diagnosis improvement,
burden estimation, social perception, and the well-being of caregivers (who are often the
parents or family) to ensure better care for the affected children. The well-being of caregivers
of CNDs is important because if impaired, it could impact negatively on the quality of care and
the outcome of intervention programs for these children. For example, the decision to seek
treatment, the choice, type, and administration of treatment are significantly influenced by
caregivers. Again, the increasing emphasis on community-based and family-centred care for

CNDs further underscores the centrality of the roles of the family or caregivers.

Society views parenthood positively, but it views the birth of a disabled child negatively.
Awareness of society’s ambivalence, adds to the stress the family feels within themselves. The
care of CNDs is more often than not very stressful for caregivers. For instance, caregivers who
are largely parents to cope with behavioural challenges, difficulty in communication, functional
impairment, along with disability and associated stigma. All these are additional to bearing

economic costs of the prescribed treatments for any related problem. A review of the literature,



though preponderantly from the West, suggests the experience of a significant burden by
caregivers of CNDs. In particular, elevated degrees of psychological distress and higher rates
of mental and physical health problems have been reported. Some of the propounded factors
for these disparate findings on the distressful experience of caregivers of CNDs include level
of impairment in the child, study design and contextual issues. Unfortunately, little is known
about the experience of caregivers in relation to their roles among CNDs. This dearth of
information poses a major challenge for the provision of qualitative care for these children,
especially because caregivers in resource-restricted countries do not only play a central role in
ensuring the well-being of these children but are sometimes solely saddled with significant
treatment responsibilities due to inequitable distribution of treatment resources, exorbitant cost

of care, and poor health insurance coverage. (Olagunju A.T. et.al 2017)

As it is, there is a need for research efforts among caregivers of CNDs based on the earlier
mentioned gaps and because findings among caregivers in the developed countries cannot be
representative of the experience of caregivers in developing countries where the interplay of
socioeconomic and cultural factors are important. In view of the constraint that poor data can

have on evidence-directed planning of intervention programs and treatment services.

The child brings along with him a major change in social, emotional, interpersonal, economical
and physical change in the life of the parent. Every parent has their expectations and dreams
for their new creation. Brain injury, genetics, hereditary and other neurological factors could
affect the child's normal development. This leads to the presence of special traits, peculiar
behaviour-physical patterns and socio-emotional problems, which could be incapacitating and

have a lifelong effect on the development of the child.



1.1 PERCEIVED SOCIAL SUPPORT

Perceived social support refers the perception of financial, moral and psychological support
from friends, family members or others as appropriate when needed. (Encyclopaedia of

Psychology)

Social support is the perception of being cared for by others and having a reliable network to
turn to when needed, in everyday situations or specific moments of crisis (Taylor, 2011). It can

be perceived from three sources: family, friends, and significant others (Zimet et al., 1988).

Received social support is the objective support coming from others near to individuals, which
focuses on the quantity and quality of the given support, whereas perceived social support
reflects the perceived availability and adequacy of social connections, referring to the

subjective perception and assessment.

Research and experts in the field of rehabilitation opined that every form of benefits from social
and emotional support, this will enable the autonomy.

Perceived availability of support refers to the subjective perception of support being available
from one's friends, family, team-mates and coaches who may provide assistance, if

needed (Rees and Freeman, 2010).

Perceived family refers to support makes a person feel cared for, loved, and dependent on

family numbers when needed



Social support theory emerged from publications by Don Drennon-Gala and Francis Cullen,
both of whom drew on insights from several theoretical traditions. The theory is centered on

the proposition that instrumental, informational, and emotional supports.

Two elements of social relationship structure are distinguished: (a) social integration, which
refers to the existence or quantity of social relationships, and (b) social network structure,

referring to the structural proper- ties that characterize a set of relationships.

Researchers have also said that having a strong support system has many positive benefits.
Some of the best benefits include higher levels of well-being, better coping skills, and a longer
healthier life. Having a support system has also been proven to reduce depression and anxiety

and reduce stress.

Emotional support means give the other their undivided attention, allow them to say what they
feel without judgement, ask questions to clarify or better understand their experiences, verbally
summarize or reflect on what they have said. Lack of social support indicates the share of

people who report having no friends or relatives whom they can count on in times of trouble.

Benefit of supportive family

It is important to surround ourselves with family and friends for support and comfort in both
times of joy and distress. Studies have shown that having supportive relationships is a strong
protective factor against mental illnesses and helps to increase our mental well-being. The

benefits of having and using personal support systems include reduced stress, decreased



physical health problems, and improved emotional well-being. Taking stock of social support

system is an excellent way to assess help actually comes from and who provides it.

First, the Main Effect theory (Cohen and Wills, 1985) states that individuals with strong social
support groups will have fewer physical and mental health problems than those with weaker
social support. Thus, it is the quality of the social support group which is important (Cohen and

Wills, 1985).

Getting support needs met through many of the people in the life can provide social support.
These can include parents, spouse or partner, children, siblings, other family members, friends,
co-workers, neighbour, health professionals, support groups, and sometimes even strangers.
While social support is usually conceptualized and perceived as a positive resource in chronic
disease, it sometimes turns into a negative experience and may end in social isolation and

deteriorate health.

Social support fosters self-esteem and inhibits feeling incompetent or helpless in coping with
stress. There is a preponderance of evidence that suggests social support is linked with lower

depression, lower anxiety, and lower hopelessness levels among patient with depression.

The Importance of Social Support in Mental Health

The importance of Social Support in Mental Health has been observed repeatedly in
psychological research. Mental health is defined as a state of well-being, in which someone
knows their capabilities and uses them effectively and productively in a way that is useful for
their communities. Health is a concept influenced by a set of complex factors which includes
social support. Social factors can play a critical role in fostering positive mental health.

6



Social support (or the perception of support) provides physical and psychological advantages
for people faced with stressful physical and psychosocial events and is considered as a factor

reducing (and protecting against) psychological distress.

1.2 PSYCHOLOGICAL DISTRESS

Psychological distress refers to the unpleasant emotions or feelings a person experiences when

overwhelmed, which can severely affect daily life activities. (Encyclopaedia of Psychology)

Stress responses are normal reactions to environmental or internal perturbations and can be
considered adaptive in nature. Distress occurs when stress is severe, prolonged, or both.
Emotional distress refers to mental suffering as an emotional response to an experience that
arises from the effect or memory of a particular event, occurrence, pattern of events or

condition.

Psychological distress can come out as:

o Fatigue.
e Sadness.
e Anxiety.

o Avoidance of social situations.
e Fear.
e Anger.

« Moodiness.



Symptoms of emotional distress:

o Feeling overwhelmed, helpless, or hopeless.

o Feeling guilty without a clear cause.

e Spending a lot of time worrying.

e Having difficulty thinking or remembering.
e Sleeping too much or too little.

e Having changes in appetite.

e Relying more heavily on mood-altering substances, such as alcohol.

Disability in children might result in an emotional and social burden to the parents. They often
experienced plenty of negative feelings, such as stress, anxiety, depression as they were much
more fearful of their future and the future of their children, which could impact their health

(Parameswari & Eljo, 2009).

Some of the top sources of stress, according to the Child Mind Institute, include: Feeling
isolated from other parents and friends. Feeling overwhelmed by the number of therapies and
other obligations that come with having a child with special needs. Feeling guilty or sad about
a child's disability. This syndrome is divided into the alarm reaction stage, resistance stage, and
exhaustion stage. The alarm reaction stage refers to the initial symptoms of the body under
acute stress and the "fight or flight" response. Personality traits explained 5% variance in
symptoms when controlling for age, gender, solitary living, negative economic impact, and
mental distress at baseline. Higher neuroticism predicted higher mental distress, whereas

higher conscientiousness and extraversion predicted less mental distress. Type D personality is



a vulnerability factor for general psychological distress that affects mental and physical health
status and is associated with disease-promoting mechanisms and work-related problems in

apparently healthy individuals.

Among the many challenges are:

e Learning about the disability.
« Researching, locating and accessing effective treatments and resources.
« Coping with the emotional and physical demands of caring for an individual with a

disability.

Parent may experience uncontrollable tears, sadness, and feelings of hopelessness. Parent may
feel he or she is somehow to blame for the disability or the situation. Parent may act out his or

her anger or direct it toward another person.

The negative stress response, often involving negative affect and physiological reactivity: a
type of stress that results from being overwhelmed by demands, losses, or perceived threats. It
has a detrimental effect by generating physical and psychological maladaptation and posing

serious health risks for individuals.

Causes of Distress
o Interpersonal relations problems such as conflicts, illness/death of a loved one, divorce,
abuse, romantic partner, etc.
« Financial difficulties

e Anxiety



e Depression

e Traumatic event

1.3. DEVELOPMENTAL DELAY

A developmental delay refers to a child who has not gained the developmental skills expected
of him or her, compared to others of the same age. Delays may occur in the areas of motor

function, speech and language, cognitive, play, and social skills (DSM-V).

Developmental Delay Causes and Risk Factors

Being born prematurely.

o Genetic conditions like Down syndrome or muscular dystrophy.
o Poor eyesight or hearing.

e Malnutrition.

e Alcohol or drug use during pregnancy.

o Physical abuse or neglect.

e Lack of oxygen during delivery.

Potential Warning Signs of Developmental Delays

e Child doesn't play games involving back and forth play.
e Child doesn't respond to his or her own name.

e Child doesn't seem to recognize familiar people.

10



Developmental and behavioural screening tests look at how a child is developing. The
screenings are made up of checklists and questionnaires for parents. They include questions
about their child's language, movement, thinking, behaviour, and emotions. Many of the

questions are based on developmental milestones.

Prevalence of disabilities in India

The study revealed a prevalence of developmental delay 6.6% (95%CI 3.6-9.8) among children
of slums aged below two years. Various studies reported prevalence of delay ranging between
1.5% 7.9%, among marginalized population in India using the same screening tool. (Sukhanya

Guptha & Prbha Srivasthava, 2021)

Overall, India has a prevalence of 10.5/1000 in ID. Urban population has slightly higher rate

(11/1000) than rural (10.08/1000; P = 0.044). (Ram Lakhen et.al 2015)

The percentage of disabled to the total population increased from 2.13% in 2001 to 2.21% in
2011. In rural areas, the increase was from 2.21% in 2001 to 2.24% in 2011 whereas, in urban
areas, it increased from 1.93% to 2.17% during this period. The same trend was observed

among males and females during this period.

Common Developmental Disabilities

Among the most common are intellectual disability, autism spectrum disorder, Down
syndrome, and cerebral palsy. Language and speech problems are the most common type of
developmental delays. Approximately 7% of the population is expected to have developmental

language difficulties.

11



Characteristics of developmental delay

« Difficulty bathing, dressing, grooming, and feeding one's self.

o May have difficulty performing age-appropriate skills independently.
o Social skills may be poor (relationships with family and friends)

« Cannot choose own activities.

o Problems using early literacy, writing, and math skills.

The studies reviewed lead us to conclude that the prevalence rate of NDDs fluctuates
globally between 4.70 and 88.50%; these variations depend on methodological aspects such as

estimation procedures, as well as on socio-contextual phenomena.

Developmental delays might be short term, or the first sign of a long-term concern. A
developmental disability is a chronic problem resulting from a mental or physical impairment,
or both.

The diagnosis of developmental delay is made by any number of professionals,
including developmental pediatricians, neurologists, and psychologists. This diagnosis is often
made in early childhood when a child does not meet typically expected developmental

milestones.

1.4 AUTISM SPECTRUM DISORDERS (ASD)

Autism spectrum disorder (ASD) is the name for a group of developmental disorders. ASD
includes a wide range, “a spectrum,” of symptoms, skills, and levels of disability. Autism
spectrum disorders (ASD) represent a range of brain disorders that are characterized by

restricted patterns of behaviour and impairments in social communication and interactions.

12



Symptoms/behaviours of ASDs can range from mild to severe, and may seem to appear
gradually or suddenly. Atypical development may be observed from birth or more commonly,

become noticeable during the 12- to 36-month period (DSM- V)

ASDs are usually evident by the age of 3, though diagnosis may be made as early as 12 to 18
months, and as late as 4 to 6 years (or later). According to the Centre for Disease Control
(CDC), about 1 in 88 children have an autism spectrum disorder. ASDs are three to four times
more common in boys than in girls. However, girls with these disorders tend to have more
severe symptoms and lower intelligence. Some children will need ongoing supervision, while
others, with the right support, may pursue higher education and fulfilling jobs. These disorders
affect people of all racial, ethnic and socioeconomic groups. To date, no biological diagnostic
tests exist that detect autism. But scientists are hopeful that advanced imaging techniques and
differences in blood levels of proteins in autistic versus normal children may have implications
for diagnosis. Already, improved diagnostic procedures have allowed clinicians to diagnose
children at a younger age. Formal diagnosis involves parental input and structured and
systematic screening instruments, such as the Modified Checklist for Autism in Toddlers (M-
CHAT) and the Autism Behavioural Checklist (ABC) for older children. The Childhood
Autism Rating Scale (CARS) and the Autism Diagnostic Inventory-Revised (ADI-R) are used,

as well. These tools measure the prevalence of symptoms.

There is no one treatment for ASDs; however, it is widely accepted that the earliest
interventions allow the best outcomes. Treatments generally address both cognitive and
behavioural functioning. They may include a combination of medications (for challenging

behaviours), behavioural therapy, psycho-education, family support groups, educational

13



interventions, speech and language therapy, occupational therapy and specialized training to

develop and improve acquisition of necessary skills.

Researchers are exploring several genes which are believed to contribute to the development
of these disorders as well as several brain regions that have been linked to the disorders.
Abnormal brain development during the first months of life is being studied to determine if
structural abnormalities, such as in the mirror neuron systems, may be caused by genetic and/or
environmental factors. A cognitive perspective suggests that people's coping styles and
appraisals of stressful life events are important in determining how strongly those events
influence mental health; psychological distress will worsen if people cannot find adaptive ways

to interpret their difficult circumstances (Beck & Haigh, 1962)

Researches has found that a newer class of atypical antipsychotic medications may better treat
the serious behavioural disturbances in children with autism who are between 5 and 17 years
old. Applied behavioural analysis may be an effective adjunctive treatment in reinforcing
desirable and reducing undesirable behaviours. Other work focuses on improving social
communication in children with autism. Some have found that structured multidisciplinary
behavioural programs are more successful. Parental involvement, a predictable schedule,
regular behaviour reinforcement and active engagement of attention in highly structured
activities to enhance a strength or ability may all contribute to creating an effective treatment
program. Psychoanalytic understanding of what causes autism is overviewed with lot of

scepticism.

Dr. Kanner was the first to establish a relationship between the personality type of the parents

and the presence of autistic child. Various eminent psychoanalytic theorists have their own

14



opinion based on their theories and present treatment strategies to deal with this problem.
Research work done by S. Bhattacharya discusses theories about development of autism and
quotes Bettelheim, who theorizes that autism is caused by the deficits in affective
communication in infancy between the mother and the child (for e.g. feeding difficulties could
lead to increased anxiety and rejection from the child, which if not handled or understood by
mother can increase the anxiety and lead the child to fall into the vicious cycle of paranoid

rejection).

Margarete Mahler (1952) proposed the concept of symbiotic psychosis for children who
seemed to fail in the task of separating their psychological selves from the hypothesized early
fusion with their mother. This concept was coined by her as "Normal Autistic Phase", which
was just a phase of development that all new born grows out of with the loving support of the
mother or care giver. Autism could be seen as fixation at this stage of development and child’s

inability to grow out of it successfully.

1.5 CEREBRAL PALSY (CP)

Cerebral palsy is a term used to describe a broad spectrum of motor disability, which is non
progressive and is caused by damage to the brain, at or around birth (DSM-V). Signs and
symptoms vary between people. Often, symptoms include poor coordination, stiff muscles,
weak muscles, and tremors. There may be problems with sensation, vision and hearing,
swallowing and speaking. Often babies with cerebral palsy do not roll over, sit, crawl, or walk
as early as other children their age. Difficulty with the ability to think or reason and seizures
each occurs in about one third of people with CP. While the symptoms may get more noticeable

over the first few years of life, the underlying problems do not worsen over time.

15



Most often the problems occur during pregnancy; however, they may also occur during
childbirth, or shortly after birth. Often the cause is unknown. Risk factors include preterm birth,
being a twin, certain infections during pregnancy such as toxoplasmosis or rubella, exposure
to methylmercury during pregnancy, a difficult delivery, and head trauma during the first few
years of life, among others. About 2% of cases are believed to be due to an inherited genetic
cause. A number of sub-types are classified based on the specific problems present. For
example, those with stiff muscles have spastic cerebral palsy, those with poor coordination

have ataxic cerebral palsy, and those with writhing movements have athetoid cerebral palsy.

Diagnosis is based on the child's development over time. Blood tests and medical imaging may
be used to rule out other possible causes. CP is partly preventable through immunization of the
mother and efforts to prevent head injuries in children such as through improved safety. There
is no cure for CP; however, supportive treatments, medications, and surgery may help many
individuals. This may include physical therapy, occupational therapy, and speech therapy.

Medications such as diazepam, baclofen, and botulinum toxin may help relax stiff muscles.

Surgery may include lengthening muscles and cutting overly active nerves. Often external
braces and other assistive technology are helpful. Some children have near normal adult lives
with appropriate treatment. While alternative medicines are frequently used there is no
evidence to support their use. CP is the most common movement disorder in children. It occurs

in about 2.1 per 1,000 live births.

1.6 ATTENTION DEFICIT HYPER ACTIVITY DISORDER (ADHD)

ADHD is one of the most common neurodevelopmental disorders of childhood. It is usually

first diagnosed in childhood and often lasts into adulthood. Children with ADHD may have
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trouble paying attention, controlling impulsive behaviors (may act without thinking about what

the result will be), or be overly active (DSM-V)

Symptoms in children and teenagers

e Having a short attention span and being easily distracted.

e Making careless mistakes — for example, in schoolwork.

o Appearing forgetful or losing things.

« Being unable to stick to tasks that are tedious or time-consuming.

e Appearing to be unable to listen to or carry out instructions.

Perhaps the strongest link between the environment and ADHD occurs before a child is born.
Prenatal exposure to smoking is associated with the behaviors of children with ADHD
according to the CDC. Children who were exposed to alcohol and drugs while in the womb are

more likely to have ADHD according to a 2012 study.

1.7 COMMUNICATION DISORDER

A child's communication is considered delayed when the child is noticeably behind his or her

peers in the acquisition of speech and/or language skills.

A communication disorder is an impairment in the ability to receive, send, process, and
comprehend concepts or verbal, nonverbal and graphic symbol systems. A communication
disorder may be evident in the processes of hearing, language, and or speech. A communication

disorder may range in severity from mild to profound. (DSM-V)
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Communication disorders are grouped into four main categories: speech disorders, language

disorders, hearing disorders, and central auditory processing disorders.

There are five communication disorders in the DSM-5:

o Language Disorder

e Speech Sound Disorder (previously Phonological Disorder)

e Childhood-Onset Fluency Disorder (Stuttering)

e Social (Pragmatic) Communication Disorder

e Unspecified Communication Disorder.

« Developmental language disorder, language delay, or developmental dysphasia.

The cause of a communication disorder is not always known. However, common causes
include abnormal structures (oral, pharyngeal, or laryngeal), oral-motor dysfunction,
neurological problems or brain injury, learning problems, and hearing loss. Language disorders
are a type of communication disorder. Those who aren't familiar with the term may think a
language disorder is related to speech production, but it is actually related to the ability to

understand and employ the use of language.

18



REVIEW OF LITERATURE

19



2.1 RELATED STUDIES ON PERCEIVED SOCIAL SUPPORT

Lauren E. Tobing & David S. Glenwick (2007) studied to explored potential predictors of

psychological distress and moderators of the relation between parenting stress and
psychological distress in mothers of children with pervasive developmental disorders (PDDs).
Ninety-seven mothers of children diagnosed with autism spectrum disorders completed
measures assessing children's functional impairment, parenting stress, number of social
supports, satisfaction with social support, parenting sense of competence, number of coping
strategies, and maternal psychological distress. Consistent with hypotheses, parenting
competence and satisfaction with social support were negatively related to maternal distress.
However, number of coping strategies and number of social supports were not significantly
related to distress. Regression analyses revealed that number of social supports augmented,
rather than moderated, the relation between a composite of children's functional

impairment/parenting stress and maternal distress.

Rajesh Kumar Mourya & R N Singh (2016) examine the role of family environment, social
support and coping style in quality of life among the parents of children with neuro-
developmental disabilities. Fifty such parents (N = 50) participated in this study and were
divided into two groups: parents of children with intellectual disability (N = 29) and parents
of children with cerebral palsy (N = 21). Besides, thirty parents having normal children (N =
30) also participated. Their age ranged from 26-55 years. The participants in case of affected
children were selected from some rehabilitation centres and special school at VVaranasi. They
were administered Family Environment Scale, Multi-dimensional Scale of Perceived Social
Support, Coping Checklist, and Quality of Life scale. Correlational analysis revealed that
perceived social support, good family environment and positive coping style were positively
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associated with quality of life. The results of stepwise regression analysis indicate that
perceived social support, family environment and coping style emerged as significant
predictors of quality of life among the parents of children with neuro-developmental

disabilities.

Olagunju O et.al (2017) studied children with neurodevelopmental disorders (CNDs) are a
group requiring more attention as their care is often challenging, particularly for parents with
primary caregiving roles in resource-restricted settings. This study had set out to investigate
the burden and psychological distress among caregivers of children with neurodevelopmental
delays. A total of 60 respondents (caregivers and children) were included in the study. The
Zarit Caregivers Burden Scale (ZCBS) and General Health Questionnaire version 12 (GHQ-
12) were administered to elicit caregivers' experience with respect to burden and psychological
distress, respectively. The results found the common presenting complaints by caregivers were
inability to walk (32.7%), repetitive behaviour (25.5%), difficulty with verbal communication
(10.9%), non-socialization (9.1%), seizures (9.1%), and hyperactivity (3.6%). Problems were
noticed at < 1 year in 46.7% while they were noticed after 2 years in more than half the children,
and a little above one-eighth (14%) had siblings with similar problems. On the ZCBS, nine
(15.0%) caregivers reported a significant burden. In addition, 23 (38.3%) caregivers had
psychological distress. Caregivers' burden was significantly related to the report of
psychological distress in caregivers (P < 0.001) and there was a trend toward the presence of
psychological distress in almost all caregivers with children experiencing seizures. The
findings in this study underscore the need for counselling and psychosocial support for

caregivers of children with neuro developmental disabilities.

Regina Bushin et.al (2017) research on Gender and race differences in treatment rates for

attention-deficit/hyperactivity disorder (ADHD) are well documented but poorly understood.
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Using a mixed-methods approach, this study examines parental help-seeking steps for
elementary school students at high risk for ADHD. Parents of 259 students (male/female,
African American/Caucasian) identified as being at high risk for ADHD completed diagnostic
interviews and provided detailed accounts of help-seeking activities since they first became
concerned about their child. Help-seeking steps (n=1,590) the inductive analysis revealed
unique parental perceptions of their children's sick role and of the agents of identification and
intervention for each of the four groups. Deductive analysis showed significant variations by
race and gender in consultation experiences, in the person or entity being consulted and, in the
transactions, occurring in the consultation, and in illness careers. ADHD symptoms are
interpreted as having different implications for the sick role and the intervention, dependent on
a child's gender and race. Educational interventions need to address cultural stereotypes

contributing to inequitable access to treatment.

Kuru, N., & Piyal, B. (2018) examined to identify the perceived social support and quality of
life of the parents of children with autism and to investigate the related factors. The sample of
the study consists of 90 parents who accepted to join the research studies. The participants
enrolled in the study included 90 biological parents (31 mothers; 59 fathers). Eighteen children
had both mother and father participate (all participants subsequently will be referred to as
'parents’). This was a descriptive cross-sectional study. A socio-demographic form, the
EUROHIS Quality of Life Scale (EUROHIS QOL-8) and the Multi-Dimensional Scale of
Perceived Social Support (MSPSS) were used for data collection. Results found mean score on
the EUROHIS QOL-8 was 26.17 + 4.91 and that on the MSPSS was 51.06 £ 20.6. A
statistically significant relationship was found between the EUROHIS QOL-8 and MSPSS
scores (r = 0.524, P = 0.000). There were significant differences on the average score on the

EUROHIS QOL-8 and MSPSS based on fathers' job status. Results provide important insights
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into the family experiences of parents of children with autism, and may aid the development
of appropriate interventions to further support them. Providing support and understanding
families of children with autism and their experiences, nurses, doctors and health professionals
can positively affect their health outcomes. Healthcare professionals should focus on

determining the needs of families to accordingly plan and implement appropriate programs.

Jones, J. B. (2019) studied Parents of children with autism report higher levels of stress
than other parents. Another purpose of this study was to determine the extent to which
unsupportive social interactions and online social support may also affect parents of children
with autism. Unsupportive social interactions refer to responses from others that are perceived
as being unhelpful, and may be detrimental to the well-being of parents of children with autism.
A sample of 194 parents (103 mothers and 91 fathers) of children with autism aged 4 to 11
years completed an online survey, and 24 participants (12 mothers and 12 fathers) completed
follow-up phone interviews. They found to be a good fit for understanding what contributes to
family quality of life for both mothers and fathers of children with autism. Higher adequacy of
social support and greater use of the reframing coping style were the most closely related to
higher family quality of life for fathers. For mothers, greater adequacy of social support, higher
psychological acceptance, and greater use of the reframing and acquiring social support coping
styles and less use of passive coping styles were the most closely related to higher family

quality of life. Online social support was not significantly related to family quality of life.

Cetinbakis, G., Bastug, G., & Ozel-Kizil, E. T. (2020) studied the aim of this study was to
explore the caregiver burden and related factors such as expressed emotion (EE), social
support, life satisfaction, dyadic adjustment, post-traumatic growth, and socio-demographic

characteristics of mothers with autism spectrum disorder (ASD) children. Sixty-two mothers
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of children with autism spectrum disorder and 60 mothers of typically developing children
participated in the study. Higher maternal caregiving burden was associated with lower life
satisfaction and higher level of disability in Turkish children with ASD. Also, higher life
satisfaction of mothers with ASD children was related to higher social support and dyadic
adjustment, and lower EE. These mothers need professional guidance and psychosocial support

during the parenting process.

Kausar, N., Bibi, B., & Raza, S. B. (2021) examined the perceived social support (PSS) as a
moderator between parental perceived stress (PPS) and quality of life (QOL) among parents
having children with special needs. A sample of 300 parents was selected through purposive
sampling from special education schools. The results shows that PPS, QOL and PSS had
statistically significant relationships (p < .001) with each other. Further, PPS is a significant
moderator between PPS and QOL among targeted parents. On the basis of findings, it is
concluded that there is an intense need of providing awareness and social support to empower

parents for coping with stresses.

Cattik M & Aksoy V (2021) studied to demonstrate the relationship among social support, self-
efficacy, and life satisfaction perceived by parents of children who have developmental
disabilities in early childhood (0-6 years) and present the variables of this relationship that may
be predictors. The study group consisted of 225 parents of children diagnosed with
developmental disabilities during the early years. A total of 225 participants were included in
the study, 139 mothers and 86 fathers. The Revised Parental Social Support Scale/RPSSS was
used to assess the levels of social support received by the parents. The Parenting Self-Efficacy

Scale-Turkish Version/PSES-TV was used to evaluate parents' perceptions of self-efficacy.
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Finally, the Life Satisfaction Scale (LSS) was used to assess parents' levels of life satisfaction.
Results revealed a weak but significant relation between parents' perceptions of levels of social
support and levels of income. It was concluded that there was a strong and significant relation
between parenting self-efficacy and social support variables, and parents' life satisfaction
levels. Both variables appeared to explain a significant part of the total variance in life
satisfaction. The result of the analyses suggested that both variables were significant predictors

of life satisfaction.

2.2 RELATED STUDIES ON PSYCHOLOGICAL DISTRESS

Davis, N. O., & Carter, A. S. (2008) studied elevated parenting stress is observed among
mothers of older children with autism spectrum disorders (ASD), but little is known about
parents of young newly-diagnosed children. Associations between child behaviour and
parenting stress were examined in mothers and fathers of 54 toddlers with ASD (mean age =
26.9 months). Parents reported elevated parenting stress. Deficits/delays in children's social
relatedness were associated with overall parenting stress, parent-child relationship problems,
and distress for mothers and fathers. Regulatory problems were associated with maternal stress,
whereas externalizing behaviours were associated with paternal stress. Cognitive functioning,
communication deficits, and atypical behaviours were not uniquely associated with parenting

stress.

Annette Estes et.al (2013) examined parenting-related stress and psychological distress in
mothers of toddlers with ASD, developmental delay without ASD (DD), and typical
development. The impact of child problem behaviour and daily living skills on parenting-stress

and psychological distress were further investigated. Participants were part of a larger research
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study on early ASD intervention. Parent self-report of parenting-related stress and
psychological distress was utilized. Parents of toddlers with ASD demonstrated increased
parenting-related stress compared with parents of toddlers with DD and typical development.
Psychological distress did not differ significantly between the groups. Child behaviour
problems, but not daily living skills emerged as a significant predictor of parenting-related
stress and psychological distress. This was true for both mothers of children with ASD and
DD. These finding suggest that parents' abilities to manage and reduce behaviour problems is
a critical target for interventions for young children with ASD and DD in order to improve

child functioning and decrease parenting-related stress.

Ali Dardas & Muayyad M. Ahmad (2014) examined the relationship between two sets of
variables in a sample of parents of children with autistic disorder. The first set was composed
of the parents' characteristics and the coping strategies used. The second set was composed of
three stress sub scales V parental distress (PD), parent child dysfunctional interaction (PCDI),
and difficult child (DC) the parental quality of life (QOL) tools were used. Results revealed
that the parents who have higher incomes, use diverse problem-solving strategies, exhibit less
escape avoidance, and exhibit less responsibility acceptance behaviour tended to report lower
PD, PCDI, and DC scores and a higher QOL score. Also revealed that being an older parent,
having more time since the child's autistic diagnosis, and using more distancing coping
strategies were associated with lower PD scores, higher PCDI and DC scores, and better QOL.
The results indicate that health professionals working with parents of children with autistic
disorder need to consider holistically the factors that can potentially affect the parents' health

and well-being and provide care that focuses on the parents as both clients and caregivers.
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Keenan, B. M., Newman, L. K., Gray, K. M., & Rinehart, N. J. (2016) researched on there has
been limited study of the relationship between child attachment and caregiver wellbeing
amongst children with autism spectrum disorder (ASD). This study examined self-reported
child attachment quality alongside caregivers’ report of their own psychological distress,
parenting stress and attachment style, amongst 24 children with high-functioning autism or
Asperger’s disorder (ASD; aged 7-14 years) and 24 typically developing children (aged 7—
12 years), and their primary caregiver. Children with ASD were no less secure, but their
caregivers were more stressed and reported more attachment-related anxiety, compared to
typically developing dyads. Child attachment security was related to caregiver psychological
distress and attachment style, but only amongst typically developing children. Impacts of

emotion processing impairments on caregiver-child relationships in ASD are discussed.

VivianKhami (2018) studied to identify predictors of parental stress and psychological
distress among parents of children with mental retardation in the United Arab Emirates. It
examined the relative contributions of child characteristics, parents’ socio-demographics, and
family environment to parental stress and psychological distress. Participants were parents of
225 mentally retarded children, of whom 113 were fathers and 112 were mothers. Measures of
parental stress (QRS-F), psychiatric symptom index (PSI) and family environment scale (FES)
were administered in an interview format. Hierarchical multiple regression was used to predict
parental stress and psychological distress. The results indicate that the model containing all
three predictor blocks, child characteristics, parents’ socio-demographics, and family
environment, accounted for 36.3% and 22.5% of parental stress and parents’
psychiatric symptomatology variance, respectively. The age of the child was significantly

associated with parents’ feelings of distress and psychiatric symptom status, and parental stress
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was less when the child was older. Parents reported more psychiatric symptomatology when
the child showed a high level of dysfunction. Fathers’ work appeared to be a significant
predictor of parental stress, indicating that for fathers who were not working the level of stress
was higher than fathers who were working. Lower socioeconomic level was associated with
greater symptom rates of cognitive disturbance, depression, anxiety, and despair among
parents. Among the family environment variables, only the personal growth dimension stood
out as a predictor of parental stress. An orientation toward recreational and religious pursuits,
high independence, and intellectual and recreational orientations were associated with lower
levels of parental stress. On the other hand, parents in achievement-oriented families showed

elevated levels of parental stress.

Francesco (2018) compared the parenting stress experienced by parents of 239 children with
Specific Learning Disorders (SpLD), Language Disorders (LD), Autism  Spectrum
Disorder (ASD), Attention Deficit Hyperactivity Disorder (ADHD), and typical development
(TD). The clinical sample consisted of 186 children/adolescents, aged from 3 to 12 years old,
results found There is considerable understanding that parents of children with developmental
disabilities experience increased levels of stress, often related to the severity of their child's
behaviour the experience of stress is dependent on how individuals perceive their situation and

what are the coping strategies.

Jones, J. B. (2019) examined family quality of life refers to the extent to which families are
satisfied with different domains in their lives. The concept of family quality of life was
originally developed by a group of international researchers as a way to evaluate how having a

family member with a disability, such as autism, affects the entire family unit. Parents of
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children with autism report higher levels of stress than other parents. A sample of 194 parents
(103 mothers and 91 fathers) of children with autism aged 4 to 11 years completed an online
survey, and 24 participants (12 mothers and 12 fathers) completed follow-up phone interviews.
Higher adequacy of social support and greater use of the reframing coping style were the most
closely related to higher family quality of life for fathers. For mothers, greater adequacy of
social support, higher psychological acceptance, and greater use of the reframing and acquiring
social support coping styles and less use of passive coping styles were the most closely related
to higher family quality of life. The findings of this study are hopeful, in that most parents of
children with autism in this study reported good family quality of life, especially the parents

who had relatively more supports and resources.

Olson, L et.al (2022) studied Parents of children diagnosed with autism spectrum disorder
(ASD) report higher levels of stress than parents of typically developing children. Few studies
have examined factors associated with parental stress in early childhood. Even fewer have
investigated the simultaneous influence of sociodemographic, clinical, and developmental
variables on parental stress. Examined factors associated with stress in parents of young
children with ASD. Multiple regression models were used to test for associations between
socioeconomic indices, developmental measures, and parental stress. Externalizing behaviours,
communication, and socialization skills accounted for variance in parental stress, controlling
for ASD diagnosis. Results highlight the importance of interventions aimed at reducing
externalizing behaviours in young children as well as addressing stress in caregivers of children

with ASD.
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2.3 Need & significance of the study

» Perceived social support can improve the treatment and intervention outcome.

« It was found a research gap, as limited research studies in the Indian context, among

parents/ care givers of developmental delay.

» The present study identifies importance of perceived social support and psychological

distress among parents of children with developmental delay.
» To suggest social support options for parents of children with developmental delay.

* To educate/provide awareness among parents on importance of mental health by

seeking social support.

» This study was attempted to determine the severity of the perceived social support and

psychological distress among the caregivers of children with developmental delay.
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The current study was conducted to understand the impact of perceived social support on

psychological distress among parents of children with developmental delay.

3.1AIM

The aim of the present study is to understand the impact of perceived social support on

psychological distress among parents of children with developmental delay.

3.2 OBJECTIVES OF STUDY

e To assess the impact of perceived social support on psychological distress among

parents of children with developmental delay.

e To find out the relationship between perceived social support, and psychological
distress among parents of children with developmental delay.

e To identify the significance of socio-demographic variables on perceived social
support and psychological distress among parents of children with developmental

delay.

3.3HYPOTHESES

1. There will be a significant relationship between perceived social support and
psychological distress among parents of children with developmental delay.
2. Perceived social support will predict a unique variance in psychological distress among

parents of children with developmental delay.
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3. There will be a significant difference in perceived social support and psychological

distress among parents of children with developmental delay based on income.

4. There will be a significant difference in perceived social support and psychological
distress among parents of children with developmental delay based on type of
developmental disorder.

5. There will be a significant difference in perceived social support and psychological
distress among parents of children with developmental delay based on the gender of the
parents.

6. There will be a significant difference in perceived social support and psychological
distress among parents of children with developmental delay based on the gender of the
child.

7. There will be a significant difference in perceived social support and psychological
distress among parents of children with developmental delay based on their residence.

8. There will be a significant difference in perceived social support and psychological

distress on type of family among parents of children with developmental delay.

3.4 RESEARCH DESIGN

Correlational Research Design was used to collect and analyse the data for the present study.

3.5STUDY VARIABLES

Independent Variable - Perceived Social Support

Dependent Variable - Psychological Distress (Parents of children with developmental delay)
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3.6 METHOD

A guantitative method of study has been adapted for this study.

3.7SAMPLING PROCEDURE

The sample of the study was selected from target population within in the clients of National
Institute for Empowerment of Persons with Multiple Disabilities (NIEPMD), Chennai, Tamil
Nadu. Parents of children with developmental delay whose age of their child ranges from 1-6
years. The method of sampling was purposive sampling (non- random sampling) participants

included 50 parents of children with developmental delay.

3.7.1 Inclusion Criteria

1. Parent of children with Developmental Delay, ASD, ADHD, Communication Disorders
& Locomotor Disorder diagnosed by multidisciplinary team.

2. Child’s age ranges from 1-6 years.

3. Parent should be the primary caregiver of the child, should be mother or father.

3.7.2 Exclusion Criteria

1. Presence of psychiatric/neurological morbidities in parents of children with
developmental disorders,

2. Grandparents and any other family members.
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3.8 Tools used in the study

This study used the following tools for screening the participants to include into the study and
to measure the perceived social support and psychological distress. Socio-demographic profile

as well as consent forms were also included. (Appendix — 1)

3.8.1 Consent Form

A consent form explaining the research procedure was provided to the participants. It had
information on purpose of the research, the participants role in the research process, ethics of
confidentiality and rights of the subject as a participant during the data collection and

anonymity in coding the data. (Appendix — 2)

3.8.2 Socio-demographic details

A profile prepared by the researcher to collect the demographic information of the participants

were used. It includes age, gender, education, and marital status, etc. (Appendix- 2)

3.8.3. Multidimensional Scale of Perceived Social Support (MSPSS)

Multidimensional Scale of Perceived Social Support (MSPSS) assess the how they get
perceived social support. It consists of 13 items with 7- point Likert type scale -very strongly
disagree to very strongly agree. Social support level obtained by calculating the mean scores.
It includes significant other subscale scores which is obtained by the sum across items 1, 2, 5,

& 10 and divided by 4.
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The internal consistency and temporal stability of each of the domains have been determined
to be sufficient (a =.68 to .86, Costa & Mc Crae, 1992; r =.86 to .90, Robins et al., 2001)

(Appendix- 2)

3.8.4 Kessler Psychological Distress Scale (K10)

Kessler Psychological Distress Scale (K10) is a self- report screening instrument that assess
the level of psychological distress. It consists of 10 items with 5 step Likert type - All of the
time (score 5) Most of the time (score 4) Some of the time (score 3) A little of the time (score
2) None of the time (score 1). Psychological distress level obtained by adding the scores and
categorized based on the set of cut off scores. Scores of 10 - 19 indicates “Likely to be well”,
scores of 20 - 24 Likely to have a mild disorder, 25 - 29 Likely to have a moderate disorder,
30 - 50 Likely to have a severe disorder. The numerous research has examined the K10’s
reliability and validity in diverse clinical populations. Interrater and intra-rater reliability have
both been demonstrated to be excellent (Cronbach’s alpha 0.9 — 0.95), and test-retest reliability
has been reported to be high (0.78 to 0.9) (Robinson & Price, 1982, Failde et al., 2000).

Additionally, high internal consistency has been noted (Failde et al., 2000).

This tool was used in the study to screen the participants for undiagnosed or unreported

psychological distress. (Appendix-2)

3.9PROCESS OF DATA COLLECTION

The individuals who met the inclusion criteria where approached, in person. They were
clearly explained about the aim and purpose of the study. For the participants who were
eligible for the study (parents of children with developmental delay). They were initially
informed about the background of the study and how the study implication can be useful.
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To all the participants tools of Perceived social support scale and psychological distress
scale were given to complete. it took almost 10 — 15 minutes for each participant to respond
to the questionnaire. The quality and integrity of research was ensured. Informed consent
was obtained from the participants. The confidentiality and anonymity of the participants
was ensured. Tools was used in the study are either open source or made publicly available
for research under a commons license. The study results will be shared with the participants

if intimated for their reference and understanding.

The proposal for the dissertation was presented to the Institute Ethical Committee was
approved by them. The collected data was kept highly confidential and used only for
research purposes. Anonymity of the participants were maintained throughout the research

procedure.

3.10 ANALYSIS OF DATA

The data was subjected to descriptive statistics of frequency, percentage, mean and standard
deviation. The data obtained was run through normality testing, the results showed that the
data obtained near normality in the distribution of the variable scores. Hence, parametric
tests were used to obtain the study result. The data was subjected to Independent sample t

-test using the software statistical package for social science version 25.0 (SPSS 25.0)
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Table 4.1 Shows the Frequency and Percentage among Socio Demographic Variables

Sample Description Group Number Percent
Participants (%)
(N)
Gender of Parent Male -Father 10 20.0
Female — Mother 40 80.0
Total 50 100.0
Gender of the child with DD Male 40 80.0
Female 10 20.0
Total 50 100.0
Educational background of the parent | Illiterate 4 8.0
Middle School 5 10.0
High School 12 24.0
Under Graduation 17 34.0
Post-Graduation 12 24.0
Total 50 100.0
Place of Residence Urban 24 48.0
Semi-urban 11 22.0
Rural 15 30.0
Total 50 100.0
Family Type Nuclear Family 30 60.0
Joint Family 20 40.0
Total 50 100.0
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Type of Developmental Disorder ASD 20 40.0
ADHD 8 16.0
DD 13 26.0
CD 5 10.0
CP 4 8.0
Total 50 100.0

Family Income per month <5,000 7 14.0
5,000 to 10,000 18 36.0
>10,000 25 50.0
Total 50 100.0

*ASD- Autism Spectrum Disorder, ADHD- Attention Deficit Hyper Activity Disorder, DD-
Developmental Delay, CD- Communication Disorder, CP- Cerebral Palsy

Table No. 4.1 shows the sociodemographic profile of the sample in terms of total number and
the total percentage of the sociodemographic data of participants of the study. The analysis
shows that fathers of children with developmental delay are 10 (20%) and mothers are 40
(80%). Based on the gender of the child male children are high in number is 40 (80%) and
female children are 10 (20%). The educational background of the parents, predominantly
Under Graduation 17 (34%), Post-Graduation 12 (24%), High School 12 (24%), Middle School
5 (10%) and llliterate 4 (8%). Based on the place of residence majority of parents belong to
Urban areas, 24 (48%) Rural areas 15 (30%) and Semi-urban areas 11 (22%). Based on family
type most of the parents are belongs to Nuclear Family 30 (60%) and Joint Family is 20 (40%).
Based on type of developmental disorder higher number of children belongs to Autism
Spectrum Disorder 20 (40%), Developmental Delay 13 (26%), Attention Deficit Hyperactivity

Disorder 8 (16%), Communication Disorder 5 (10%), Cerebral Palsy 4 (8%). Based on family
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income most of the parents are categorised in (per month) >10,000 — 25 (50%) secondly 5,000

to 10,000 -18 (36%) lastly <5,000 - 7 (14%).

Table 4.2

The mean and standard deviation of perceived social support and psychological distress
among parents of children with developmental delay

M SD w
Perceived Social Support 5.01 1.42 .930
Psychological Distress 25.12 8.96 .954

* p< 0.05, **p<0.01

The table results indicate Perceived Social Support (M = 5.01) and (SD = 1.42) and
Psychological Distress (M = 25.12) and (SD = 8.96) corresponding W score is .930 &.954

respectively.

Table 4.3

Relationship of perceived social support and psychological distress among parents of

children with developmental delay.

PSS PD

Perceived Social Support (PSS) 480**

Psychological Distress (PD) 480**

*Correlation is significant at the 0.05 level ~ **Correlation is significant at the 0.01 level

Pearson Correlation Coefficient was used to analyse the relationship between perceived social

support and psychological distress among parents of children with developmental delay; A
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significant relationship was found between perceived social support and psychological distress

(r=.480, p < 0.01).

Table 4.4

Predicting perceived social support and psychological distress among parents of children

with developmental delay.

Predictors Psychological Distress
B T
Perceived Social Support -.480 -3.788**
R2 230
F 14.350**

* p<0.05, ** p<0.01

To understand the predictive role of perceived social support and psychological distress
among parents of children with developmental delay, linear regression was carried out. As
shown in Table 4.4, results indicated that perceived social support (5 = - 0.480, t =-3.788,
p<0.01) is a negative predictor of psychological distress, and they explained 4.1% of the
variance in perceived social support and psychological distress among parents of children

with developmental delay (R?= 0.230, F = 14.350, p<0.01).
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Table 4.5

Perceived social support and psychological distress among parents of children with

developmental delay based on monthly income.

Monthly Income
M SD W
Perceived Social Support <5K 4.28 2.05 .956
5K to 10K 5.02 1.52 .894
>10K 5.21 1.10 921
Psychological Distress <5K 27.29 11.65 931
5K to 10K 26.06 9.14 957
>10K 23.84 8.19 929

The table results indicate perceived social support on parents of CWDD income group below
<5,000 (M =4.28) and (SD = 2.05), corresponding W score is .956, between 5,000 to 10,000
income group (M =5.02) and (SD =1.52), corresponding W score is .921, above 10,000 income
group (M = 5.21) and (SD = 1.10), corresponding W score is .894. And the psychological
distress on parents of CWDD, below 5,000 group (M = 27.29) and (SD = 11.65), corresponding
W score is .931, between 5,000 to 10,000 (M = 26.06) and (SD = 9.14), corresponding W score
is .957 and above 10,000 income group (M = 23.84) and (SD = 8.19), corresponding W score

is.929

Table 4.6

Results of one-way ANOVA showing differences in perceived social support and
psychological distress among parents of children with developmental delay based on monthly
income

Variables BMS WMS F Sig.

Perceived Social Support 2.238 2.014 1.165 321
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Psychological Distress 4477 81.908 0.547 583

The ANOVA results shows perceived social support and psychological on parents of CWDD
(BMS =2.238 & 44.7) and (WMS = 2.014 & 81.908) corresponding F ratio is 1.165 & 0.547.
respectively. Hence, no significant difference was observed between perceived social support
and psychological distress among parents of children with developmental delay based on

monthly income in the current sample (Tables 4.5 & 4.6).

Table 4.7

Perceived social support and psychological distress among parents of children with
developmental delay based on the type of developmental disorder.

Type of Developmental Disorder
M SD W
Perceived Social Support ASD 4.75 1.50 941
ADHD 4.81 1.75 943
DD 5.33 1.39 931
CD 5.26 0.99 140*
CP 5.37 1.12 .852
Psychological Distress ASD 24.35 8.92 .928
ADHD 30.50 6.94 915
DD 22.85 11.10 .842*
CD 25.60 6.30 945
CP 25.00 6.73 990

* p< 0.05, **p<0.01
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The table results indicate perceived social support and psychological distress based on parents
of CWDD in type of developmental disorder for ASD (M = 4.75) & (SD = 1.50), corresponding

W score is .941. On ADHD (M = 30.50) & (SD = 6.94), corresponding W score is .915. On DD
(M =22.85) & (SD =11.10), corresponding W score is .842*, (* p< 0.05) which is significant.

On CD mean score is 25.60, standard deviation is 6.30, corresponding W score is .945. On CP
mean score is 25.00, standard deviation is 6.73, corresponding W score is .990. The results of
One-way ANOVA found between mean score is 0.958 & 77.959, within mean score is 2.123

& 80.610 and F ratio is .451 & .967 respectively.

Table 4.8

Results of one-way ANOVA showing differences in perceived social support and
psychological distress among parents of children with developmental delay based on the type

of Developmental Disorder.

Variables BMS WMS F Sig.
Perceived Social Support 0.958 2.123 451 771
Psychological Distress 77.959 80.610 .967 435

Table 4.7 & 4.8 shows no significant difference was observed between perceived social support
and psychological distress among parents of children with developmental delay based on the

type of developmental disorder in the sample.
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Table 4.9

Perceived social support and psychological distress among parents of children with

developmental delay based on the gender of the parents.

Variables Gender of the caregiver | M SD W T Sig.
Perceived Social | Male- Father 5.33 1.60 901 0.778 437
Support

Female-Mother 4.93 1.38 931
Psychological Male- Father 20.10 5.74 .891 -2.043 023*
Distress

Female-Mother 26.38 9.23 .965

* p< 0.05, **p<0.01

The table results indicate on perceived social support based on gender parents of CWDD

fathers had higher (M =5.33) & (SD =1.60) W score is .901. And mothers (M =4.93) & (SD =

1.38) W score is .931 and corresponding T score is 0.778. On psychological distress parents of

CWDD mothers had higher mean score (M=26.38) & (SD = 9.23) W score is .891 and fathers

(M =20.10) & (SD = 5.74), corresponding t score is .023*, which is significant.

A significant difference was observed in psychological distress among parents of children with

developmental delay based on the gender of the caregiver in the current sample (Table 4.9).

Table 4.10

Perceived social support and psychological distress among parents of children with

developmental delay based on the gender of the child.

Variables Gender of the child M SD W ‘t Sig.
Perceived Social Male 511 1.21 939 953 .021*
Support

Female 4.63 2.10 911
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Psychological Male 24.98 8.55 957 1.293 .261
Distress

Female 25.70 10.97 .929

*p<0.05, **p<0.01

The table results indicate on perceived social support and psychological distress based on
gender of the child, male children have (M = 5.11) & (M = 24.98), (SD = 1.21 & 8.55),
corresponding W score is .939 & .911 respectively. On the female children, (M = 4.63 & (M =

25.70), (SD = 2.10 & 10.97), corresponding W score is .911 & .929 respectively. Based on the

results the male children have significant T value .953 on .021* (* p< 0.05 level).

A significant difference was observed in perceived social support among parents of children

with developmental delay based on the gender of the child in the current sample (Table 4.10).

Table 4.11

Based on their residence, perceived social support, and psychological distress among parents

of children with developmental delay.

Residence
M SD W
Perceived Social Support Urban 5.03 1.32 946
Semi-urban 551 0.86 .856
Rural 4.61 1.81 928
Psychological Distress Urban 25.54 9.00 951
Semi-urban 19.18 3.71 927
Rural 28.80 9.78 .958

* p< 0.05, **p<0.01
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The table results indicate based on place of residence of parents of CWDD, on perceived social
support and psychological distress, Urban (M = 5.03 & M =25.54), (SD =1.32 & SD = 9.00)
and corresponding W score is .946 & .951 respectively. On Semi-urban (M =551 & M =
19.18), (SD = 0.86 & SD = 3.71), corresponding W score is .856 & .927 respectively. And in
Rural (M = 4.61 & M = 28.80), (SD = 1.81 & SD = 9.78), corresponding W score is .928 &

.958 respectively.

Table 4.12

Results of one-way ANOVA show differences in perceived social support and psychological

distress among parents of children with developmental delay based on their residence.

Variables BMS WMS F Sig.
Perceived Social Support 2.625 2.003 1.311 102
Psychological Distress 297.643 71.149 4.183 295

The one-way ANOVA results found perceived social support and psychological distress on
between (M? = 2.625 & M? = 297.643), within (M? 2.003 & M? 71.149), corresponding F ratio

is 1.311 & 4.183 respectively, which is not significant to the study variables.

Hence, no significant difference was observed between perceived social support and
psychological distress among parents of children with developmental delay based on their

residence in the current sample (Tables 4.11 & 4.12).
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4.13

Perceived social support and psychological distress among parents of children with

developmental delay based on the type of family.

Variables Type of Family M SD W ‘t’ Sig.
Perceived Social Nuclear Family 4.92 1.39 934 -.522 957
Support - -

Joint Family 5.14 1.49 897
Psychological Nuclear Family 25.97 8.90 942 .815 .693
Distress - -

Joint Family 23.85 9.13 929

The table results indicate based on type of family on the perceived social support and
psychological distress on parents of CWDD, parents from nuclear family mean score is 4.92 &
25.97, standard deviation is 1.39 & 8.90, corresponding W score is .934 & .942 respectively.
On the other hand, joint family mean score is 5.14 & 23.85, standard deviation is 1.49 & 9.13,
corresponding W score is .897 & .929 respectively. The T value is -.522 & .815 respectively

for both groups.

Hence, no significant difference was observed between perceived social support and
psychological distress among parents of children with developmental delay based on the type

of family in the current sample (Table 4.13).
Discussion

The relationship between perceived social support and psychological distress among parents
of children with developmental delay; the results are given in Table 4.3. A significant
relationship was found between perceived social support and psychological distress. Which

means perceived social support increases psychological distress will be decreased.
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Perceived social support is a predictor of psychological distress; the results in Table 4.4,
indicate significant predictor role in psychological distress, social support has been linked to

positive effects on one’s physical health and well-being. Cassel, (1976) proposed that social
support buffers against the negative consequences of stress. Social support has been shown to
be negatively associated with depression and burnout, and positively associated with mental
and physical health (Cutrona CE et.al, 1987) and is associated with well-being across a variety
of ages (Tian L et.al, 2013) and (Siedlecki KL et.al, 2014). Perceived social support refers to
people’s beliefs about the supports that are available to them, whether they are positive or
negative, and whether they meet their needs. It is thought that the perception of social support

is even more important than the actual supports that exist (Zamani-Alavijeh F, 2017).

Based on the income, the table no.4.5 & 4.6 shows there is no difference between income wise
classification of parents of CWDD. Indicates that the income levels don’t predict the perceived
social support and psychological distress. Psychological distress among the parents results due
to lack of social support irrespective of their income or economic background this might be
because that we applied a broader measure for financial worries, including not only debt-related

worries (such as medical bills) but also worries about day-to-day financial expenses.

Based on type of developmental disorder, the table no. 4.7 & 4.8 shows there is significant
difference on parents of CWDD on communication disorder and developmental delay. Parents
of CWDD on communication disorder group have significant on the perceived social support
on the other hand the parents of CWDD on developmental delay group have significant on the

psychological distress. Fathers of children with developmental delay have high in perceived
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social support and psychological distress study variables compared to mothers. On the other
hand, mothers of children with developmental delay expressed overburden in their caregiving.
This may act as effect in the sample to all the study variables mean scores is higher in fathers
of CWDD. But an important point that perceived social support study variable doesn’t show

any significant gender difference among the sample group.

Based on the gender of the parent table no. 4.9 shows higher level of mean score on perceived
social support got by fathers and mothers got higher mean score on psychological distress. This
may be the societal attitudes towards women, cultural factors, etc. Men have other

opportunities to ventilate and social groups, associations, gatherings, arts & sports platforms.

Based on the gender of the child table no. 4.10 shows male child have higher mean score on
perceived social support and significant difference between female children. This may due to

the rearing of children, parenting style, societal attitude towards male child rearing, etc.

Based on the place of residence table no. 4.11 & 4.12 shows no significant difference between
the locality the parents were coming from. This may due to the accessibility to get the
rehabilitation services from an institution is easy. Also, parents are all aware the importance of
getting the services & treatments timely for the betterment of their children. In this study
majority of the parents are under graduation qualified so they well aware about those things,

importantly mothers are the highest number participant in this study.

Based on the type of family table no. 4.13 shows there is no significant difference between

study variables. Nowadays, the increased number of nuclear family set up they are managing
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themselves for everything. So that is evident in the results. Earlier periods, the joint family set
up lot of help, support, care and affection received from the other family members, due to

various reasons like, economic or social circumstances parents were choosing nuclear family.
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SUMMARY AND CONCLUSION
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The research study attempted to understand the impact of perceived social support on
psychological distress among parents of children with developmental delay. The focus of study
is on parents of children with developmental disorders of Autism spectrum disorder, Attention
deficit hyper activity disorder, Developmental delay, Communication disorder and Cerebral
palsy. The study aims to understand the impact of perceived social support on psychological
distress among parents of children with developmental delay. The objectives of the study were
as follows 1) To assess the impact of perceived social support on psychological distress among
parents of children with developmental delay 2) To find out the relationship between perceived
social support, and psychological distress among parents of children with developmental delay
3) To identify the significance of socio-demographic variables on perceived social support and

psychological distress among parents of children with developmental delay.

The current study is correlational research to identify the relationship between the
variables. Purposive sampling method was used in the study as the samples were collected from
the NIEPMD, Chennai. The participants included were parents of children with developmental
delay. The final samples consist of 50 participants among that include 10 fathers and 40
mothers in the sample. Socio demographic form, the tools Multidimensional Scale of Perceived
Social Support (MSPSS) and Kessler Psychological Distress Scale (K10) were used for
collecting the data. Descriptive statistics, t test, ANOVA and corelation method were used to
analyse the gathered data. Findings indicate that among the participants based on the gender of
the child male children are 40 (80%) and female children are 10 (20%), the educational
background of the parents, predominantly from Under Graduation 17 (34%), based on the place
of residence predominantly parents belong to Urban 24 (48%), based on family type parents
belong to nuclear family 30 (60%), based on type of developmental disorder Autism Spectrum

Disorder 20 (40%), Attention Deficit Hyperactivity Disorder 8 (16%), Developmental Delay
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13 (26%), Communication Disorder 5 (10%), Cerebral Palsy 4 (8%) and based on family

income mostly parents belong to (per month) >10,000 — 25 (50%).

The present study used to estimate the nature and inter relationship among the different

variables considered in the study that is perceived social support and psychological distress.

The following results were obtained on the analysis of data.

1. A significant relationship was found between perceived social support and
psychological distress.

2. There is no significant difference was observed between perceived social support and
psychological distress among parents of children with developmental delay based on
monthly income.

3. There is no significant difference was observed between perceived social support and
psychological distress among parents of children with developmental delay based on
the type of disorder.

4. Significant difference was observed in psychological distress among parents of children
with developmental delay based on the gender of the parents.

5. Significant difference was observed in perceived social support among parents of
children with developmental delay based on the gender of the child.

6. Thers is no significant difference was observed between perceived social support and
psychological distress among parents of children with developmental delay based on
their residence.

7. There is no significant difference was observed between perceived social support and
psychological distress among parents of children with developmental delay based on

the type of family.
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5.1 IMPLICATIONS OF THE STUDY

e The study will be helpful in identifying psychological distress among parents of
children with developmental delay and provide suitable psychological interventions.

e Helpful in enhancing and encouraging parents to seek social support through various
psycho-social intervention.

e To provide awareness about the various social support services such as respite care

services and day care facilities, etc.

5.2 LIMITATIONS OF THE STUDY

e Sample was limited hence generalising the findings will not be possible.

e Sample collected only from one organization and could not represent entire population.

e The data was collected from only Chennai region therefore, the regional and cultural
factors interplay in perceived social support and psychological distress may or may not

be applicable to other regions.

5.3 SUGGESTIONS FOR FURTHER RESEARCH

Present research work has its own focus, scope, aim and limitations some of the future

suggestions for further research work are proposed as follows:

1) Research work can be conducted using the same variables but the sample could be taken
from a different geographical areas of the country. It could also be zonal (East, West, North,

South or Central India) or could be at a National level.

2) The research work could be (focused on) conducted on parents of children with disabilities

from the rural area, where the knowledge and services for the same is not well developed.
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4) Presence of other comorbid conditions and psycho-social factors such as Single parenting,
parenting style, personality type of parents and siblings’ involvement may be explored their

role in psychological distress and perceived social support.

7) The work can also focus on understanding and defining a well-structured and treatment plans
for children with autism, intellectual disability, learning disability or other developmental

disorders.
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Consent to Participate in the Research Study

Researcher: Guide:

Kumaraswamy H. (9496176461) Dr. S. Karthikeyan

I, Kumaraswamy H., M.Phil. Clinical Psychology Scholar, NIEPMD invite you to
participate in a research study on “The Impact Of Perceived Social Support On
Psychological Distress Among Parents Of Children With Developmental Delay”

Description of subject involvement: If you agree to be part of the research study, you will
be asked to answer a few questions according to instructions given by the researcher. These
questions measure perceived social support and psychological distress.

Benefits: Although you may not directly benefit from being in this study, others may benefit
from it as the study will be useful in identifying the problems and planning for the
interventions.

Risks and discomfort: There are no risks associated with this study because the data
collection is completely anonymous and the topic is not sensitive.

Compensation: There is no tangible compensation given for participation in this study.
However, should the participants be interested in knowing about themselves from the
analysis of their individual protocol it could be provided to them by the research investigator.

Confidentiality: Researcher will not identify you by name in any reports using information
obtained from this study, and that the confidentiality as a participant will remain secure.
Subsequent use of records and data will be subject to standard data use policies which protect
the anonymity of the participant.

The details of the study have been provided to me in writing and explained to me in my own
language. | confirm that | have understood the above study and had the opportunity to ask
questions. | understand that my participation in this study is voluntary and | am free to
withdraw at any time. | understand that all personal information | share will be kept
confidential and will not be shared with anyone other than those involve in the study.
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I516M6VWITE0T H&H6UVEET LILGTUTL (H& Q& TeTen&H&HEH8E 2 L LIL LS.

U1l  S|eM6ETS S afleUymIS @bHLD TS SILILLTEULDITS — 6T60T&h &
QULDBIGLILIL (PeTaTdl MOV 6T60TSI  GIFMBES — GUOmOUIe)  6TeoT&h
TS LILIL (BleTend. CLmaniiLl uiem6iL] LjESIGCIE Teoor(h) CHaTeH 6T
C&HL LD UITUILINLILT GCUIMIUETEETE0T 6T60TLING 2 MG ILI(HSSIF)Cme6rr. BB
QU UINIEY 6T6oTSI LIBIGHML] &6OT6OTITIEULDITEOTS 6TEOTLIENSG LD 6TIHS GIBITEE)eVLD
IBITEOT GNIBLOLILT GUIMEVITLD 6T6OTLIENGUILD LT IBSICISETOTG)Em6dT. [BiTedT LIG)IBLO
26060 S H6OTILILIL [ H&FH6UEDEHEBLD [TEGFNILOTES 602625 LILI(BID 6T60TLI6MEUL]LD,
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Socio Demographic Data Schedule

Parent Age: Child’s Age: Child’s Date of Birth:

Parent Gender: Child’s Gender:

Education Qualification: Illiterate Middle School High School UG PG

Place of Residence: Urban Semi Urban Rural

Occupation:

Type of Family: Nuclear Joint Family

Relationship with Child: Divorced Single Parent Adopted

Type of child’s disorder: ASD ADHD DD Communication Disorder Cp

Income: Below 5,000 5,001- 10,000 Above 10,001

How would you describe your general health?  Excellent Good Fair Poor
(for past 6 months)

How many times per week do you generally exercise? 30 Mnt. Above 30 Mnt. No

Are you currently under any psychiatric medication? Yes No
Are you having any difficulties with your sleep habits? Yes No
If yes, check where applicable:

Sleeping too little Sleeping too much Poor quality sleep
Sleep Disturbing

Are you having any difficulty with appetite or eating? Yes No
If yes, check where applicable:

Eating less Eating more Bingeing Restricting

Child’s other behavioural problems: Sleeplessness Non-Eating

Any other medical conditions or diseases:

Restlessness




MULTIDIMENSIONAL SCALE OF PERCEIVED SOCIAL SUPPORT

Zimet GD, Dahlem NW, Zimet SG, Farley GK., 1988
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person with whom I
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I get the emotional
help and support I
need from my
family.
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I have a special
person who is a
real source of
comfort to me

TGS @ YIS a5 S LD
2_GSITGH LD WITGT 63
FpLiLy BLT eTeTes )LD
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My friends really
try to help me

GTGYT [5GUOTLI & GT

2 auren oufl GevCuwr 2 %6u
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I can count on my
friends when things
go wrong

aflepwmiEer SN TS
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I can talk about my

problems with my
family.
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I have friends with

whom I can share my
joys and SOrrows.

TGS @)GOTLI
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Q& TATAT TSI F S,
[FGSITLITSHGT 2 GTATGHT].

There 1is a special
person 1in my life
who cares about my
feelings.

GTGYT 2GS @ FHEATLI
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QUITLH 5695 ufled
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My family is
willing to help me
make decisions.

19 CouBLILIB
TS G 256\ GTOIF)
SOBLUSFTT SWIITH
2 GTeTGT.

I can talk about my
problems with my
friends.

TSI LI TFF)65 GoTH 6o T
GTGOTS| [BGSITLITSH G LD
Gu& p1g uj1b.

13,

Please identify that "special person

. Spouse/Partner
. Boyfriend/Girlfriend
Friend

oaQwp

Professional (e.g., teacher, doctor, counsellor,
pastor)
. Other family member

=
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Kessler Psychological Distress Scale (K10)
Kessler RC, Barker PR, Colpe LJ, Epstein JF, Gfroerer JC, Hiripi E, et al., 2003
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of the
time
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None of
the time
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1. Inthe past 4 weeks, about how
often did you feel tired out for
no good reason?

&L 4 UTIEIFHN, 6ThS
STICRI(PLD (B)OGTLOC 6TS S 60 6T

wpewp CFmiouns 2 ewinSisar!

2. Inthe past 4 weeks, about how
often did you feel nervous?

FL_BS 4 UTIEISGNGV, bEI%aeT
TH ST (Lpe®D LISDDIOTS
2 GRIiBSIFHT!

3. Inthe past 4 weeks, about how
often did you feel so nervous
that nothing could calm you
down?

&L b 4 UTIEIFHTN6V, 6186 CLo
2 BISEOT I IFLILIHSS
PYUITS S[OTC 5 S, TSSO
(LPED LISDDLIOTS 2 GssIib ST 6iT?

4. In the past 4 weeks, about how
often did you feel hopeless?

FL_BS 4 UTTEISHENGD, 61556065

wpp BLOLFEmsulpBSiseT!

5. In the past 4 weeks, about how
often did you feel restless or
fidgety?

FL_BS 4 UTIEISaNGD, EI%aT
TS ST (LpevD e»LoFuflesren Lo
SNl LISDDS®S

2 GRIiBGIFHeT!




6. In the past 4 weeks, about how
often did you feel so restless
you could not sit still?

FL_BS 4 UTIEISGNGD, bEI%aeT
IIDWHWTS 2 L ST (PIgwis
9|0 5S) TSS T (PO
ORI 2 GBS THT?

7. In the past 4 weeks, about how
often did you feel depressed?

FL_BS 4 UTIEISGNGD, bEI%aT
TSSO (LPpe» D
werFCFTieuen LB THT?

8. In the past 4 weeks, about how
often did you feel that
everything was an effort?

FL S 4 UTImEISanNeD, 6TevevTGLo
PWDHF) GTRIM] 6TSS G (LPeHMD
2 GRIIBBTHT!

9. In the past 4 weeks, about how
often did you feel so sad that
nothing could cheer you up?

FLbS 4 urTgmEISene, 615a)CLo
2 BIFZAT 2 HFTHLILIBGSS
PQUTS IOTOYF S, 6TSHS 6T
P UBSSLILIL 10 [ 6iT?

10. In the past 4 weeks, about how
often did you feel worthless?

FL_bS 4 UTTEIFHGTNEV, 6TE5%56m6T
(Lpe»D [bEIFGT LS LILIDDIFTSTTS

2 GRIiBSIFHT!
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