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CHAPTER - |
INTRODUCTION
1.1. Concept of Disability

The World Health Organization provides a definition of the word “disability” as having any limitation
or incapacity to carry out a task in a manner regarded suitable for a human. One type of disability is
Intellectual and Developmental Disability (IDD). The International Classification of Functioning,
Disability and Health (ICF) defines disability as a broader term that encompasses impairments,
limitations on activities, and restrictions on participation. It describes the unfavorable interactions
that occur between individuals having health conditions (depression, Down syndrome, or cerebral
palsy) and external and internal factors (like negative mindsets, inaccessible public places and
transportation, and a lack of social supports).

The words “disability”, “impairment” and “handicap” are frequently used in literature related to
health, education, and counselling. In order to encourage appropriate use of these words, WHO
provided the following definitions in their 1980 manual named “International Classification of
Impairment, Disability, and Handicap”:

Impairment — Loss or abnormalities in a person's physiological, psychological, or anatomical
structure or function is considered an impairment.

Disability — Disability is defined as any limitation or inability to carry out a task within the
parameters or in the way that is thought to be typical for a human being.

Handicap — A person with a disability who is unable to perform a regular role in life, is said to
be handicapped.

Approximately 200 million of more than one billion individuals with disabilities globally face serious
functional difficulties. The rising prevalence of disability means that it will become a more significant
issue in the years to come. This is due to the global rise in chronic illnesses like diabetes, heart disease,
cancer, and mental health problems as well as population ageing and the increased risk of impairment
in the elderly. Compared to people without disabilities, people with disabilities experience worse
health, lower success in school, a lower level of income, and a greater incidence of poverty.

1.2. Historical Perspectives of Intellectual and Developmental Disabilities

1.2.1. Historical Perspectives of Intellectual and Developmental Disabilities: Western
Countries

In the past, individuals with intellectual disabilities went by variety of names. The knowledge and
societal prejudices of that era were reflected in these names. These people were objectified. This
implies that their infirmity overpowered their humanity. Throughout history, individuals with
Intellectual and Developmental Disabilities faced stigma, fear, persecution, and oftentimes ill-
treatment. A stigma is a distinctive emblem or mark used to denote either a characteristic or a
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condition. This characteristic or condition is viewed as harmful or socially unacceptable. Those who
experience stigma become outcasts in a society that isolates and rejects them. Language that
stigmatises someone can have serious negative effects.

Individuals with Intellectual and Developmental Disabilities were commonly labeled as "idiots,"”
"feebleminded,"” or "retarded”. Controversial discussions still surround the labelling and naming of
the conditions of these people. The term "Intellectual and Developmental Disabilities” (IDD) has
lately replaced the word "Mental Retardation”. Ancient Greek and Roman people saw individuals
with Intellectual and Developmental Disabilities as a burden to the society. They were therefore
treated awfully. The Greeks and Romans often killed infants who were considered as malformed.
Even some of them were put up for sale as entertainment. People use to believe that they were the
victims of either God's rage or any demonic influence. Thus individuals with IDD were thought to be
less than a human being.

Conditions of IDD (Earlier MR or Mental Retardation) were mentioned in the works of the Greeks
(1552 BC) and the Romans (449 BC) (Barr, 1913; Lindman and Mclntyre, 1961). In their official
documents, they included words like "fools," "monsters,” and so forth. The civilization in Sparta and
Athens conducted infanticide in order to rid their cities of deformities and defects because they saw
individuals with IDD as non-humans and hence treated them as such. Romans raised fools and clowns
as entertainment. According to Kanner (1964), many wealthy families kept these Intellectually and
Developmentally Disabled persons for the entertainment of their family members and guests while
achieving grandeur and fame. Many disabled persons ended themselves in chains, cages, or under
death sentences, or they were abandoned to wander and care for themselves.

Discrimination against individuals with disabilities had existed throughout the history across so many
civilizations. People with Intellectual and Developmental Disabilities, according to Wolfensberger,
had allegedly been referred to in a variety of ways throughout the prolonged history of Western
culture as "less than human," "a burden upon society," "a menace to society," "sick,” "mentally ill,"
"objects of pity," "eternal children,” and "holy innocents." It was during middle to late 19th century
that an increasingly accepting mentality towards people with IDD started to grow in favour of them.
Approximately during this time, services and institutions for IDD people began to appear.

Whitney (1954) and Davies (1959), in their writings, stated that there were several superstitions in
the early history of Mental Retardation (now Intellectual and Developmental Disabilities). Christian
institutions offered compassion and care to these “fools” and “idiots” at least 200 years after the death
of Jesus Christ, when Roman Catholic Churches first began to recognise these “retarded” (now
Intellectually and Developmentally Disabled) people as human beings and therefore they began to
show their responsibilities. Thus, Christianity provided the first real hope for those who were less
fortunate. According to Kanner (1964), St. Nicholas Thaumaturges, the Bishop and Wonder Worker,
advocated for providing care and protection for those with weak minds in the fourth century AD.

Roman Catholic churches in Europe started offering asylums to the “feeble-minded” (Intellectually

and Developmentally Disabled) people in the thirteenth century (Kott, 1971). The most well-known

asylum for such individuals was the Bicetre of Paris, founded by St. Vincent de Paul and his Sisters

of Charity, although those institutions were not intended for the treatment or education of the
2



Intellectually and Developmentally Disabled people. However, throughout that same time, Protestant
churches had the belief that those people were "filled with Satan™ and "possessed by the devil,” and
that their peculiar behaviours had a religious connotation. The end result was that, with very few
exceptions, Intellectually and Developmentally Disabled people were treated with mockery,
persecution, and even obliteration. They were "tortured, tormented, and punished in an attempt to
exercise the demons within.” When they were treated more humanely, it was usually because of some
false beliefs about having a unique "connection” with God. A community that could only see such
disparities through the tunnel-vision of superstition did not appear to consider the possibility that they
might be worthy people, capable of some learning, and with inherent rights as citizens. (Gearheart,
1980, p. 249)

Several influential figures, including Itard, Esquirol, Guggenbuhl, Howe, and Seguin, contributed
significantly to the development of the concept of education and care for individuals with Intellectual
and Developmental Disabilities. This was developed with the perspective that IDD people could be
taught. The most significant of them was arguably French doctor Jean-Marc Itard, who was renowned
for his treatment with Victor, the Aveyron wild boy. Itard (1774-1838), who tried to teach cognitively
impaired Victor, was considered the founder of systematic instruction for children with IDD. Victor
was discovered in France's Caune Woods, bare and unable to speak. After five years of Itard's efforts
to teach Victor to read and talk, Victor was able to comprehend some written words.

One of the most important developments in the history of IDD was the Eugenics movement in the
late nineteenth century. The Greek terms for "good™ and "origin," or "good birth," are where the word
"Eugenics” originated. This social philosophy promoted increased rates of sexual reproduction for
individuals with desired traits (positive Eugenics), lower rates of sexual reproduction and sterilisation
for individuals with less desirable or undesired traits (negative Eugenics), or both (Osborn &
Frederick, 1937). The goal is to improve human genetic traits. Francis Galton, whose studies on the
intelligence of the British upper class led him to believe that desirable characteristics could be passed
down through generations, coined the term "Eugenics" in the late 1800s. He discovered that their
desirable characteristics, like great intelligence, are inherited and carried down the generations. As a
result, he was in favour of selective breeding, which holds that humankind could be improved by
encouraging those who are physically fittest to procreate (Norrgard, 2008). The notion became widely
accepted in America in the early twentieth century, and it resulted in a negative view of individuals
with disabilities, especially those who were mentally ill and intellectually or mentally week, because
they were thought to be contaminating the country's gene pool.

Custodial institutions became more popular at the end of the nineteenth and the beginning of the
twentieth centuries, despite the fact that institutional care continued after the period of Itard. Mental
hospital was an example of that. for example. In terms of providing care for people with intellectual
and developmental disabilities, it achieved great improvements. Economically, many nations at this
time were struggling, and social conditions were frequently severe. This had an effect on educating
people with intellectual disabilities as well as reinforcing fear and stereotypes among the general
public. Education was often utilised in custodial institution only to keep the institution functioning
rather than imparting to the individuals new skills that would enable them to lead productive lives



outof it in society. Thus, individuals with Intellectuals and Developmental Disabilities
were becoming more socially isolated.

This type of treatment was still given until Dr. Wolfensberger came up with his seminal work in the
middle of the twentieth century. Education and care for individuals with intellectual and
developmental disabilities had changed significantly. Dr. Wolfensberger generated the "Principle of
Normalization," which attempted to improve the lives of people who had developmental and
intellectual disabilities. A panel of 178 experts rated Wolfensberger's 1972 book, “The Principle of
Normalization in Human Services”, as the most influencing publication in the domain of Intellectual
and developmental Disabilities since 1966. Dr. Wolfensberger vigorously fought against propensity
of society to marginalise and devalue individuals with IDD and advocated for the worth of their lives.
Also, he was the primary developer and exponent of citizen advocacy and social role valorisation. In
order to recognise the importance of a vulnerable person, this was centred on people speaking up and
standing up for those who are more vulnerable in society.

Enhancing the living conditions of those with Intellectual and Developmental Disabilities was one
cause for advocacy. This includes putting a stop to segregated living in institutions and other places.
This has changed gradually, and many nations still have difficulty offering meaningful and equitable
services of high calibre to those with Intellectual and Developmental Disabilities. The above
initiatives increased the accessibility of social and health services for people with IDD, improving
their overall health and wellness. Individuals who are Intellectually and Developmentally Disabled,
now tend to live longer than they did a decade ago or so.

According to Chavan and Rozatkar (2014), the history of Intellectual and developmental Disabilities
(IDD) has gone through a number of extremely difficult eras:

I.  Pre-Industrialization Phase: From the earliest days of civilization until the beginning of the
industrial era, people with "abnormal™ physiognomy were viewed with fear or mockery (and
maybe still are in many societies).

[l. Industrialisation Phase: Although the industrial revolution is linked to rising income and
productivity, it also had a number of negative repercussions. Slums, poverty, diseases, and
criminal activity all developed as a result of migration to larger cities. Families started to value
members who could work and started to ignore those who couldn't. The person with low 1Q was
excluded and given the demeaning and stigmatising labels of feeble-mindedness.

I1l. Humanitarian Approach: Dr. Samuel Gridley Howe, a physician from Boston, urged the
Massachusetts Legislature to establish a commission to investigate the situation of those “idiots"
in 1846. Following a thorough examination, he made the first observation that "These are the
suitable topics of education, they can be trained to do some type of labour and they can be made
self-sufficient.” As a result, numerous state-run schools were established for these individuals.
Despite their success, these schools failed because Howe and his associates, Wilbur and Sequin,
had unrealistic and unrealistic hopes that they might make all "idiots™ behave normally.



IV. The Defectives' Demonology: Directly or indirectly, scientific advancements such as Darwinism,
sociological theory, Mendelian genetics, and Binet psychometric testing maintained that people
with weak minds who could be easily detected and measured posed a danger to society as a whole.
As a result, society began to consider ways to prevent feeble mindedness from happening and to
regulate individuals who already had it. The segregation strategy appeared to be the most
effective way to provide sensible and economical care for the mentally handicapped
(Intellectually and Developmentally Disabled) while also promoting preventative and social
safety.

V. John F. Kennedy and his Period: In 1963, JF Kennedy addressed the US Congress and requested
additional funding to meet the needs of those who have mental retardation based on the
President's Commission on Mental Retardation (IDD). Consequently, almost all states began to
offer these people particular educational programmes.

1.2.2. Historical Perspectives of Intellectual and Developmental Disabilities in India

Throughout history, even during the reigns of Muslim kings, and almost up until the start of colonial
authority in India, the rulers have served as examples of guardians by constructing charitable homes
that provide food, clothing, and care for the poor and differently abled persons. Despite its charitable
basis, the community, which was governed by locally elected bodies under the Panchayati system at
the time, collected enough information on individuals with disabilities to enable provisions of service.
Changes in the type of care and management provided to those with Western influences became
apparent with the beginning of colonial administration in India.

With the urban lifestyle, views towards differently abled persons also changed. In particular for
families who had moved into cities, the administrative authorities started to demonstrate interest in
offering a formal education system for people with disabilities. The transition of individuals having
Intellectual and Developmental Disabilities from “"community inclusive settings," where families
provided assistance, to "asylums,” managed by state or non-governmental organisations, resulted in
changes in the way of life for these individuals (Chennai, then Madras, Lunatic Asylum, 1841).

Individuals having Mental Iliness and individuals having Mental Retardation (now Intellectual and
Developmental Disabilities) were isolated and treated appropriately in the Madras Lunatic Asylum,
now known as the Institute of Mental Health. For those who couldn't keep up with the rigours of the
regular schools, special schools were established in Kurseong (1918), Travancore (1931) and Chennai
(1938). In Mumbai (Children Help Society, Mankhurd, 1941), the first residential home for people
diagnosed with Intellectual and Developmental Disabilities was founded, and a special school was
established in 1944. 11 other centres were then constructed in various locations around India.

The "Right to Free and Compulsory Education for All Children Up to Age 14 Years" was
incorporated in Article 41 of the Indian Constitution (1950). Several further schools for children
diagnosed with Intellectual and Developmental Disabilities were founded; also an integrated school
in Mumbai by Sushila Ben was founded in 1955. Besides this mandate for kids to attend mainstream



schools, non-governmental organisations (NGOs) were also opening an increasing number of special
schools to try to satisfy the needs of the parents.

There were only 27 schools in the entire nation for people with Intellectual and Developmental
Disabilities at that time, as mentioned by to the Indian Education Commission, 1964-1966. Ms. Vakil
started training teachers in Mumbai in 1953 to work with students who had Intellectual and
Developmental Disabilities. Mrs. M. Clubwala Jadhav introduced special education to instruct people
with Intellectual and Developmental Disabilities at the Bala Vihar Training School in Chennai in
1971. Dilkush Special School opened its doors in Mumbai that same year and began special education
teachers’ training programmes.

The Persons with Disabilities Act (PWD, 1995) was the first attempt by the central government to
create legislation for individuals with disabilities. It was later modified and renamed as the Rights of
Persons with Disabilities (RPWD, 2016). This Act focused on nondiscrimination and equal
opportunities, along with a variety of services that must be developed, including early intervention,
preventive measures, training, education and societal benefits.

Later another legislation came into existence, which was named as the National Trust Act 1999 for
the Welfare of Persons with Autism, Cerebral Palsy, Mental Retardation and Multiple Disabilities.
The act made some special provisions for individuals with Intellectual and Developmental
Disabilities. The purpose of this Act was to give those who were unable to speak for themselves and
their families more power. It was intended to enable non-governmental organizations (NGOs) and
parents' associations to participate in development of support services to a greater extent. Other
reviews have been conducted on later acts, policies, and issues, such as advancements in human
resources and research (Girimaji and Srinath, 2010). The number of professionals with special
education training has increased dramatically, which is one noteworthy development (Narayan,
2007).

1.3. Concept of Intellectual and Developmental Disabilities

Intellectual and Developmental Disabilities (IDD) are conditions that cause notable deficits in
cognitive and adaptive skills. “Mental retardation” is no longer used now. Instead, the term IDD is
used. Due to social and political pressures, the term used to characterize this condition has changed
frequently over time. Finding a term that is the least stigmatizing one, is the primary motivation
behind the term searches. Therefore, in the majority of countries today, IDD has taken the place of
mental retardation, which was prevalent worldwide until the late 20th century. The term MR was
replaced by ID/IDD also in the DSM-V (the Diagnostic and Statistical Manual 5th Revision), and this
continues same with the the International Classification of Diseases 11th Revision. (Chavan &
Rozatkar, 2014).

Depending on the situation, the term IDD or Intellectual and Developmental Disability may have
slightly varied definitions. The term "developmental disabilities" includes both intellectual disability
and other childhood-onset disabilities. These disabilities can have a long-lasting impact on a person's
thinking (cognitive) or mobility (physical) skill. Difficulties can arise prior to turning 18 and may
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persist indefinitely. Such physical conditions like cerebral palsy or epilepsy fall under the category
of developmental disabilities. Some people may suffer from a condition like Down syndrome or foetal
alcohol syndrome, which causes both a physical and an intellectual disability. The "cognitive" portion
of this definition, which refers to a condition that is generally related to thought processes, includes
intellectual disability. Intellectual Disability is defined by three primary characteristics- having
notable deficits in one’s intellectual functioning, notable deficits in adaptive behaviour, and start prior
to turning 18 years. People with IDD struggle with important life activities like: communication,
physical coordination, learning, living independently and Self-help. Children with IDD caused by
different biological factors can bring about additional problems, including physical problems, motor
difficulties, hearing issues, orthopedic problems, issues regarding vision and health in children.
(Hallahan and Kauffman, 2006).

People with IDD have seen profound changes in the past century in all spheres of their lives, including
healthcare, work, education, leisure, and housing (WHO, 2000). It has undergone numerous
definitions and renamings throughout history. The most of the nations now use the term "Intellectual
and Developmental Disabilities" or IDD in place of "Mental Retardation” or MR, which was
prevalent throughout the world until the late twentieth century. IDD has now taken its place in DSM-
V. (Shree, A., & Shukla, P. C., 2016)

1.3.1. Definitions of Intellectual and Developmental Disabilities

The World Health Organization (WHQO) and the International Society for the Scientific Study of
Intellectual Disabilities have both adopted the term "Intellectual and Developmental Disabilities”.
Because the term "Mental Retardation™ has negative connotations and is stigmatized, the American
Association on Mental Retardation (AAMR) was renamed as the American Association on
Intellectual and Developmental Disabilities (AAIDD) in 2009 based on a vote by its members.
Current definitions have shifted from the medical model to the rehabilitative model by characterizing
IDD in terms of its functional and educational aspects rather than clinical ones. The following
describes how the condition of IDD has changed:

The World Health Organization (WHO) and ICD-10 both define mental retardation (now known as
intellectual and developmental disabilities) as a state that results in an arrested or an incomplete
development of our mind. It is primarily marked by deficits in skills that are generally developed
during the developmental stage and support our cognitive abilities, language and motor development.

It was in the year 2010, that the AAIDD published eleventh edition of the terminology and
classification manual of Intellectual Disability (mental retardation) and named it as “Intellectual
Disability: Definition, Classification, and Systems of Support” (Schalock et. al., 2010). IDD, as
defined by the AAIDD (2010), is characterised by significantly below average general
cognitive functioning that coexists with a deficit in adaptive behaviour and develops during
developmental stage, negatively impacting a child's academic performance.



The following three criteria determine if a person has an IDD:

1. Below-average cognitive functioning: It speaks of general cognitive abilities like thinking,
learning, solving problems, and so forth. An IQ test is one tool used to assess intellectual functioning.
An 1Q test result of roughly 70 or 75 generally denotes a limit in one's capacity for cognitive
functioning.

2. Notable deficiencies exist in at least two areas or more related to adaptive skills: This implies the
skills individuals acquire and apply on a daily basis in their life. These skills are:

i. Social skills - It encompasses the social problem solving skills, the ability to follow rules or
obey laws, skills to avoid victimization, interpersonal skills, social duties or responsibilities,
self-esteem, gullibility and wariness.

ii. Conceptual skills - Self-direction, money, time, language and literacy, and number concepts.

iii. Practical skills - Daily living activities, personal care, career skills, healthcare, routines or
schedules, traveling or transportation, safety, use of the telephone, use of money and many
other practical activities.

3. Before the age of 18, the condition becomes apparent: One of several developmental disabilities,
this disability manifests during the developmental stage, which becomes operationalised prior to the
age of eighteen.

Years of work have resulted in a revised definition of AAIDD that better captures the dynamic nature
of the field of Intellectual and Developmental Disabilities. In the past, the only criteria used to define
IDD were intelligence tests, placing more emphasis on preventative care and upkeep than on therapy
and education. The idea of adaptive behaviour has become more and more crucial in recent years in
the identification and categorization of individuals with IDD.

The PWD Act of 1995 defined Mental retardation (now Intellectual and Developmental Disabilities),
as a condition in which a person's mental development is stopped or incomplete and is particularly
marked by subnormal intelligence.

The RPwD Act of 2016 defined Intellectual (and Developmental) Disability as a state in which a
person's mental development is stopped or incomplete, particularly when it comes to intelligence.

According to the definition of DSM-5, Intellectual and Developmental Disabilities is considered as
neurodevelopmental disorders which start to be seen in childhood and are characterized by the
challenges with thinking, feeling and doing everyday life activities. Three requirements must be met
in order for an IDD diagnosis to be made using the DSM-5:



Criteria 1. Intellectual functioning deficiencies, as determined by a clinical observation and 1Q
test, include logical thinking, organising, solving problems, abstract thoughts, judging, academic
learning, and experience-based learning.

Criteria 2. Deficits in adaptive skills or functions that substantially hinder the ability of
an individual to fulfil his or her social responsibilities and abide by social and developmental norms
to live as an independent.

Criteria 3. These deficiencies must have started in childhood.

The concept of IDD is predicated on a minimum of two distinct theoretical frameworks. Those who
support the medical model refer to IDD as a "trait,” meaning that it is a characteristic that a person
has inside him from birth and remains the same over the course of their life. IDD is therefore
perceived as an impairment of the body, similar to malformed limbs, or as something which a person
lacks and possibly even inherent. (Spitz, 2006). The social model of disability holds that, the cause
of an individual's disability is not their impairment, which is a lack of cognitive and adaptive
behaviour during a developmental stage, but rather society is the sole reason. It is obvious that the
social model shapes the way that people think about this idea today. Luckasson et. al. in 1992 stated,

“Mental retardation is not something you have, like blue eyes or a bad heart. Nor is
it something you are, like being short or thin. It is not a medical disorder ... Nor is it
a mental disorder. Mental retardation refers to a particular state of functioning that
begins in childhood and in which limitations in intelligence coexist with related
limitations in adaptive skill.”

1.3.2. Characteristics of Intellectual and Developmental Disability

Kalgotra and Warwal (2017), talked about the three characteristics of Intellectual and Developmental
Disability- medical, behavioural and educational:

1. Medical Characteristics: It includes disproportionate head size, bluntness in face, short height
below typical, tongue protrusion, and poor coordination when walking.

2. Behavioural Characteristics: It includes things like having trouble remembering things, acting
slowly, having trouble staying focused on a task for a short period of time, reacting aggressively
if demands aren't fulfilled right away, having trouble taking decision, having challenges taking
care of own needs, and having trouble following customs of society or grouping rules.

3. Educational characteristics: It includes delayed comprehension and slow learning,
inattentiveness, difficulty with concentration, anger, forgetfulness, inability
to coordinate properly, poorer motor skills, and delayed speech.



Features of individuals with IDD that may impact their capacity to learn academically and adjust to
their social, educational, and home environments include:

General Cognitive Abilities: A delayed cognitive development of those IDD people may be the
reason behind their slow learning (Wehman, 1997).

Memory Retention and Learning Skill: Adequate learning and memory retention techniques may
not come naturally to children with intellectual disabilities, and they may also struggle to recognize
the circumstances or behaviours that support these processes. When compared to peers without
disabilities, memory retention power and learning skills of individuals with IDD are noticeably below
average. Individuals with IDD struggle to apply previously learned knowledge to novel contexts and
develop learning skills more slowly than their peers without any disabilities. (Beirne-Smith, Patton
and Kim, 2006).

Attention: Children need to stay focused on their learning task for the necessary amount of time and
manage any distractions in order to fully comprehend the knowledge. In social and educational
contexts, children with intellectual disabilities may struggle to discern and pay attention to pertinent
questions (Saunders, 2001).

Adaptive Skills: Individuals with IDD frequently possess adaptive abilities that are incomparable to
those without disabilities. Many factors, such as higher degree of distraction, lacking attention,
inability to understand social cues, and impulsiveness, can make it difficult for an IDD child to
properly learn and apply their skills (Hardman et al., 2008).

Self Control: Self-regulation, or the capacity to moderate or control one's own behaviour, is
a concept that is linked to task rehearsals. (Shonkoff and Phillips, 2000). IDD people are thought to
have underdeveloped cognitive functions, which accounts for the differences in their learning pace.
Retention, rehearsal techniques, skills in organization, and control over the learning procedure are all
significantly impacted by the absence or inadequate development of these abilities. (Erez and Peled,
2001; Hunt and Marshall, 2002).

Development of Language and Speech: Individuals with IDD may experience difficulties
understanding language, speaking it aloud, and formulating sentences. Rather than being related to
weird language use, difficulties related to language are frequently linked to delays in development of
language skills. (Moore-Brown and Montgomery, 2006; Beirne-Smith et al., 2006). There is a
positive correlation between the severity of language and speech issues, and the severity and causes
of IDD. Language difficulties are less common in people with lower level of IDD. (Moore-Brown
and Montgomery, 2006).

Motivation: It is common to characterize individuals with IDD as having low motivation or acting

in an outwardly directed manner. They may appear like they don't have any clear goal and are not
motivated because of past failures and the anxiety they have felt. (Shree, A., & Shukla, P. C., 2016)
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Academic Excellence: Children having mild to moderate levels of IDD often struggle with achieving
academic success due to inefficient cognition. (Hughes et al., 2002). Children with IDD may learn
basic mathematical computations, but they may not apply those concepts correctly when solving
problems. (Beirne-Smith et al., 2006).

1.3.3. Classifications of Intellectual and Developmental Disability

The DSM-5, published by American Psychiatric Association, and the AAIDD are two organizations
that classify Intellectual and Developmental disability. The seriousness of IDD is determined by how
much support a person needs. Over the past few years, a variety of classification schemes for
IDD children are made. Four categories are used now to differentiate the severity of IDD in the 1973
and 1983 AAIDD definitions. Those are mild, moderate, severe, and profound IDD. (Sattler, 2002)

Level of IDD 1Q
Mild 55-69
Moderate 36-51
Severe 20-35
Profound <20

This classification can also be done based on the educability expectations:

Mild Level of Intellectual Disability (Educable): It is similar to what was formerly known as the
"educable” educational category. About 85% of people with the disorder belong to this group, which
makes up the majority. Individuals with this level of ID usually exhibit minimal loss in the sensory
motor domains, develop interpersonal and social skills during their preschool years ( 0-5 years age),
and are frequently dissimilar to children without IDD afterwards in life. They can learn up to about
the sixth grade in terms of academic skills by the time they are late teens. They typically develop
social and professional skills in adulthood that are sufficient for minimal self-sufficiency.
Nonetheless, they may require direction, support, and monitoring, particularly in atypical social or
financial stress scenarios. People with mild IDD can typically live happily in society with the right
support.

Moderate level of Intellectual Disability (Trainable): It is comparable to what was formerly known
as the "Trainable" educational category. It will be untrue to say that people with moderate IDs cannot
gain anything from educational programmers. This subset accounts for approximately 10% of all
individuals with IDD. Most people with this level of IDD learn how to communicate in their early
years of life. They gain from receiving vocational training and are capable of taking care of
themselves with little to no supervision. They can even gain from training in social and professional
skills, but they are unlikely to advance academically past the second grade level. In well-known
locations, they may acquire the skills to travel alone. Relationships with peers may be hampered by
11



their inability to recognize customs during teenage years. Most adults are capable of doing works
which are either untrained or semiskilled under monitoring. They settle in well to community life as
well.

Severe Intellectual Disability (Custodial): Approximately 3% to 4% of people with IDD belong to
the severe IDD group. They acquire little to no interpersonal communication skills in their early
years. Aside from the school-age phase, they can receive training in basic self-care techniques and
possibly even learn to speak. Only pre-academic lessons, such as learning the alphabet and basic
counting, is beneficial to them. They can, however, pick up a skill like being able to read some
"survival™ words by sight. When they're adults, they may potentially be able to take on easy
task under close supervision. The majority of them settle in well to lives in society, in
houses alongside their families; however, some of them have a disability that necessitates special
nursing care or other considerations.

Profound Intellectual Disabilities (Custodial): About 1% to 2% of people with IDD are in this
category. The majority of people with this label have an acknowledged neurological disorder that is
responsible for this condition. In the early years of life, they exhibit significant impairment in their
ability to use their senses and their muscles. A setting where parents are constantly involved and
providing guidance can foster the best possible development. If appropriate training is given,
development of motor skills, taking care of oneself and communication abilities may all increase.

AAIDD employs a categorization scheme that takes into account the kind and level of assistance an
individual with IDD needs in order to function in their natural environments, which are their home
and community. The AAIDD suggests four tiers of assistance:

i) Intermittent: In this case, assistance or support is given as required. These assistance may be
periodic. Assistance is not always required by the person; it is only temporary and happens
while on life transitions.

i) Limited: The need for supports or assistance is constant; the amount of time needed may be
restricted, but it is not periodic. The expenses may be less than the ones connected with more
significant levels of support, and fewer employees may be needed.

iii) Extensive: Assistance here are defined by regular participation in at least certain environments
like the workplace or home. Time limits do not apply to this support. Home-living support and
a stable job are essential.

iv) Pervasive: Supports need to be strong and consistent. They may be necessary for life in
the environment and must be supplied in a variety of settings. Comprehensive or time-
limited assistance are usually more minimal than pervasive ones, involving fewer staff
members.

1.3.4. Causes of Intellectual and Developmental Disability

Between one-third and half of cases of IDD in children have an unknown cause. Parents are the cause
for around five percent of cases (Daily et al., 2000). Any illness that hinders brain development prior
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to, at the time of birth, or during childhood can result in IDD. While hundreds of causes are detected,
the cause is still unidentified for roughly one-third of those suffering. The conditions Down
syndrome, fragile X syndrome, and fetal alcohol spectrum disorder (FASD) are the three main
acknowledged causes of IDD. According to McLaren and Bryson (1987), an organic or biological
basis accounts for the disorder in about 70% of people having severe IDD and 50% of people
having mild IDD. The most prevalent reasons are:

The genetic conditions: Gene combinations gone wrong, aberrant genes passed on from parents, and
other factors can sometimes result in IDD. The most common genetic disorders are
neurofibromatosis, congenital hypothyroidism, Williams syndrome, Down syndrome, Klinefelter
syndrome, Fragile X syndrome (which is common in boys), and Prader-Willi syndrome.

Issues during pregnancy: Abnormal development of the fetus can result in IDD. For instance, a
problem with the cell division of the fetus during its growth can exist. A child with an IDD may also
be born to a pregnant woman who consumes alcohol (FASD)) or contracts an illness like rubella
while on her pregnancy.

Issues at birth and birth defects: Of all the conditions, low birth weight and premature birth are the
most accurate warning signs of major birth defects. A newborn that experiences difficulties during
labor and delivery, such as low oxygen levels, may suffer brain damage that results in IDD.

Issues after birth and exposure to specific diseases or toxins: Insufficient or delayed healthcare
treatment can result in intellectual disability from illnesses such as whooping cough, measles, or
meningitis. The ability to think clearly may also be affected by exposure to toxins like lead or
mercury.

Deficiency of lodine: In developing nations where iodine deficiency is endemic, the primary
avoidable cause of IDD affects about 2 billion people globally. A thyroid gland enlargement known
as goiter is also brought on by an iodine deficiency. Mild cognitive impairment is more common than
full-blown cretinism - the term used to describe IDD resulting from severe iodine deficiency. lodine
deficiency is a serious problem for inhabitants of some parts of the world due to natural dearths and
poor governmental performance. There are 500 million people in India who are deficient, 54 million
who have goiter, and 2 million who have cretinism. (McNeil, 2006).

Malnutrition: A decreased intelligence is frequently caused by malnutrition in famine-affected parts

of the world, such as Ethiopia and countries dealing with long-term conflicts or war that disrupt
cultivation and transportation (Michael, 2006).

1.3.5. Related and Associated Disorders
Individuals with IDD often have co-occurring conditions like, neurodevelopmental, medical and
physical, and mental health conditions. Numerous brain abnormalities that result in or contribute to

IDD are also associated with other illnesses or mental health problems. The following medical and
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mental health conditions (in addition it may also be seen in individuals without IDD) can also coexist
with intellectual disabilities:

Attention-deficit hyperactivity disorder (ADHD).
 Autism spectrum disorder (ASD)
* Impulse control disorders.

Mood disorders, especially anxiety disorders and depression.
» Movement disorders like Spacticity, Parkinson’s Desease, Tourette Syndrome
Cerebral Palsy (CP)

1.3.6. Treatment

A person with an IDD will always have it in his life. Early and continuous intervention, according to
the American Psychiatric Association, may enhance functioning and allow the IDD person to survive
for the rest of his life. Individuals with IDD often lead complicated lives due to concurrent illnesses
and the underpinning medical and genetic conditions behind it. After IDD is diagnosed, the focus of
care is on the person's needs and strengths as well as the supports required for him or her to function
in the community, at home, at school or workplace.

Services are available to help families and individuals with IDD to integrate fully into their wider
communities. Numerous kinds of services and support networks are available to assist, like:

« Early intervention (infants and toddlers).

« Special education.

« Family support (for example, respite care support groups for families).
« Transition services from childhood to adulthood.

« Vocational courses.

« Day care centres for adults.

« Accommodations and living choices.

« Case handling.

Furthermore, there are other people who can provide support: friends, family, coworkers, neighbours,
schools, medical teams, or the service systems. Support services may include professional coaching
services as a form of assistance. Individuals with IDD can definitely play important, productive roles
in society if they receive the right support.

1.4. Parents of Intellectually and Developmentally Disabled Children

In India, parents of differently abled children struggle with poverty which is linked to their child’s

disability. Many families with children with disabilities earn much less than the below poverty line.

Miles (2000) asserts that although poverty causes disability, in country like India, it's also plausible

that poverty leads to disability. A state of simultaneous deprivation comes from the coexistence of
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poverty and disability. According to Padencheri & Russell (2004), in India, people with disabilities
are still assumed to be unhappy and to have a poor quality of life, and disability continues to be
regarded as a "tragedy" resulting in a "better dead than disabled” mentality. In India, the perception
of a family regarding disability found in any member and the steps they take to prevent, treat, and
rehabilitate them are greatly influenced by the cultural beliefs surrounding the condition. Parents in
rural areas of India typically have negative and unrealistic hope for their differently abled child
(Gupta & Singhal, 2014).

In India, there are between 0.22 and 32.7 cases of intellectual disability per 1,000 people. Children
with IDD are becoming more and more reliant on their family members, especially their parents. As
a result, they need greater assistance and support for a variety of needs. Reeta Peshawaria (1995)
stated that 2-3% of the general population suffers from MR, now known as IDD. Thus, she opined
that there might be about 10% of the general population in India to have child with mental retardation
and hence parents having mentally retarded child need to develop coping mechanisms and manage
the situation.

In programmes involving their differently abled children, parents and other family members are
actively participating on each and every level. Each child, regardless of whether they are considered
"normal” or "disabled," makes his or her first friends, experiences his or her first things, and grows
up in the context of their family. Like everyone else, individuals with IDD require care, compassion,
and attention. They seek a safe space within their families and need the acceptance of others. The
family is the oldest institution in human history and the foundation of social structure. "Family" in its
broadest sense, refers to a group of individuals identified as a distinct social class or are connected to
one another through marriage or blood ties.

A person is socialised in the family, which is an everlasting relationship of parents and children. The
members' happiness and the child's socialisation are its two main goals. Sincerity, sympathy, self-
admission, and a sense of responsibility are all crucial traits that children learn in their families. The
character cultivated in the home is what aids the child in developing into a significant and dutiful
member of society. The child will progressively learn about the society in which he or she lives as
they grow up, surrounded by brothers, sisters, parents, and occasionally, grandparents and other
relatives. Socialization is a process that continues throughout life and is not just limited to interactions
between parents and their children or to childhood.

The family, which consists of parents, children, grandparents, and other relatives, is the framework
within which children are cared for in our society, and it is thus the basic unit for the majority of IDD
children. Everyone in the family can help disabled children grow and develop by educating, training,
motivating, and supporting them. The family is the first social network for IDD children, and their
early influence has a long-term impact. These days, the focus is not so much on what healthcare
providers can do for the families of individuals with intellectual disabilities as it is on what the
parents, especially those who receive support from community, can do for themselves.
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1.4.1. Types of Crisis faced by Parents of IDD Children

Menolascina (1967) and Wolfensberger (1967) termed three types of emotional distress in parents
who have children with disabilities.

The Novelty Crisis: This type of crisis is not a response to the disabled child. Such a crisis is
the result of a change in the whole life and circumstances of the parents when a disabled child is
born in the family. All the dreams and hopes of those parents are shattered and the parents have
to accept this terrible truth and rebuild a new chapter of their lives. In this situation, many parents
blame the doctor, some blame God.

The Value Crisis: Such a critical situation occurs when parents love their child but cannot accept
the child's disability. So otherwise they ignore their disabled children. In such a critical situation,
the life goals, hopes and aspirations of a happy couple sink deep into despair. Such a crisis is
evident in ordinary middle-class families who are too optimistic about their children's future.
Theories have been proposed by many researchers about what the stages of parental grief and
pain are seen during this time. The following stages of parental grief and pain may not be the
same for everyone:

+ Guilt and shame

+ Denial and loneliness

« Anger

« making a deal with God
« Sadness and despair

« Excessive involvement
« Authoritarianism

« Acceptance or rejection

The Reality crisis: There are many real problems that parents have to face in such a critical
situation. Parents at this stage face difficulties in arranging the extra labor, time, perseverance
and money required for raising, treating, educating, vocational training, caring for a disabled
child. For a child with a disability, parents have trouble going out together or participating in
social activities together. Parents also worry about who will take care of their severely disabled
child after the parent's death. The problem of reality crisis is so deep that in some cases the
mother of a disabled child suffers great mental pain and depression, becomes physically ill,
quarrels and finally isolates herself from society and family and suffers loneliness. But usually
in those families where there are no other family conflicts or emotional problems and where the
married life is happy, reality crisis cannot take extreme form.
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CHAPTER-1I

REVIEW OF RELATED LITERATURE
2.1. Meaning and Purpose of Review of Related Literature

The literature review, as defined by Creswell (2014), is a written overview of books, journal articles,
and other documents that summarizes the current and old status of information regarding the subject
of the research study. An overview of all the writing that has been done on a specific subject, theory,
or research question, is known as the literature review. An information source is what the word
"literature” refers to. The researcher will learn about previously completed researches on a selected
topic from the literature. This is significant because the researcher prefers to avoid duplicating work
unless there is compelling reason to do so (such as a recent development in the field, the need to test
a theory on a different population, or even just confirming whether the research can be replicated).
Reviews of related literature typically act as a backdrop for longer works (such as those found in
theses or research proposals) or they can stand alone. An effective literature review is much more
than just a list of references; it not only analyzes but also summarizes data regarding important themes
or problems.

L.R. Gay (2016) defined, “The review of related literature involves the systematic identification,
location, and analysis of documents containing information related to the research problem.” Gay
claims that identifying prior research related to the researcher’s topic of choice is the main goal of a
literature review. This information not only keeps researchers from inadvertently repeating the work
of others, but it also provides them with the knowledge and perspective necessary for putting their
own research within a rational context. The literature review entails a thorough examination of books,
articles, and other materials that are relevant to the problem as defined. The study is significant
because it informs the researcher as to whether other researchers have already addressed the issue
that the present researcher has discovered. It also provides the researcher with information about
the current state of the problem, methods that other researchers have employed to study it, and other
pertinent facts.

A literature review is more than just a search for information; it also identifies and describes the
connections between the body of existing literature and researcher's area of study. Literature review
helps a researcher learn what has already been written about a subject and how the different
contributions relate to one another. It will make possible for the researcher to ascertain how much
each source, like articles, journals, books and so on, contributes to the subject. Through literature
reviews, a researcher can also determine research gaps and even unanswered questions, as well as
identify and resolve the matter.

The present chapter deals with the various studies related to parents and their children having
Intellectual and Developmental Disabilities (IDD) conducted in abroad as well as in India.

2.2. Studies Conducted in Abroad

Kruithof, Willems, Etten-Jamaludin, and Olsman (2020) conducted their research on “Parents'
knowledge of their child with profound intellectual and multiple disabilities: An interpretative
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synthesis”. Parents need to be conscious about the profound intellectual and multiple disabilities
(PIMD) found in their kids in so they can help and provide adequate support to them. The aim of the
study was to look at what parents know and how they use it. The researchers picked fourteen studies
after doing a narrative interpretative analysis and searching CINAHL, Philosopher’s Index, PubMed
and PsycINFO. The research findings showed that parents had a special and firsthand understanding
about their child with PIMD, acquired through frequent interactions with them. The findings of the
research also suggested that they used their knowledge in essentially two ways: firstly as experts,
they had firsthand knowledge about how their children communicate, feel, and experience pain; and
secondly as advocates, they used those information to question how accurate medical techniques are
or to make it more widely accepted in the fields of medicine as well as in health care.

Mash and Johnson (1983) investigated how parents view the behaviours of their children, parenting
confidence, and mothers’ stress that comes with raising young and old, hyperactive and normal or
average kid. The study included 41 families with children who were hyperactive and 51 families with
children who were normal. The instruments for the data collection included the parenting stress index,
the hyperactivity rating scale, the child behaviour checklist, and the parenting sense of competence
scale. The findings showed that parents who had hyperactive children showed lower parenting self-
esteem than parents who had typical children. Mothers who had hyperactive children, particularly
those with younger ones, reported feeling significantly more stressed out. Self-esteem of parents and
views regarding the child problem were found to be inversely correlated, while ratings of their
disturbance and mothers’ stress were found to be positively correlated.

Cavkaytar, Ceyhan, Adigiizel, and Uysal (2012) in their study, entitled “Investigating Education
and Support Needs of Families Who Have Children with Intellectual Disabilities™ tried to define the
family needs due to having IDD children. In the study, a descriptive survey model was employed by
the researchers. Data was gathered through semi-structured interviews. Nine special education
schools under the Ministry of Education's supervision—known as Training Application Schools
(Eitim Uygulama Okulu)—were used for the study. In addition, 18 administrators, teachers, and 38
volunteer parents of IDD children participated in the study. Themes that came out from the interviews
included social support systems, personal growth, child-rearing abilities, the adjustment process,
knowledge of special education programs and school policies, and children's health. Administrators,
teachers, and parents all had needs areas that were similar to one another, despite minor variances in
the percentage of each group's needs. The findings of this study may be used to build future
programmes and design new ones based upon the requirements of families having IDD children.

Tigere and Makhubele (2019) did a research related to the experiences of parents of differently
abled children living in Sekhukhune district of Limpopo province. Parents belonging to those rural
area of South Africa, experienced problems while raising their differently abled children for the
scarcity of resources and adequate services. The study focused on the experiences and problems of
parents who had children with various types of disabilities. Researchers took 14 participants as
sample, whose children were suffering from disabilities. For data collection, an interview schedule
was used by the researchers. The collected data were thematically analysed, and emerging themes
were grouped together. The data showed that the majority of the participants had different perspective
and knowledge about the cause of the disability found their child. The respondents further believed
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that the traditional African medicines, spirituality, or medication could provide a "cure” for disability.
The findings revealed that the majority of fathers did not wish to be associated with disabled children.
The study also revealed a theme of stigmatisation of parents. It was believed that parents were atoning
for the wrongdoings they committed or engaging in witchcraft, resulting in name labelling.

Lowers-Roach (2021) conducted a study to explore the challenges and experiences parents or
guardians of school-age children with IDD faced in Jamaica. Because of the relative poverty and lack
of resources in Jamaica, raising a child with special needs might be challenging. Using a qualitative
grounded theory, the researcher was able to analyse the issues parents of children with IDD faced in
great detail. 21 parents and guardians of school-age children with IDD comprised a diversified
purposive sample. The age range of the children included in the study was three to eighteen. The
interviews were transcribed, recorded, and analysed into concepts and constructs in order to create a
grounded theory. The primary obstacle and underlying social problem they encountered, as indicated
by the findings, was a deficiency of resources and assistance. The lack of resources left parents and
guardians feeling as though their children had no hope or normalcy, which disappointed them. They
found a dearth of understanding, empathy, and professional support in the medical field. Five
complementary theoretical constructs encircled the central idea of the difficulties they faced as a
burden. These were social stigma, professional awareness, emotional and mental well-being, and
challenging condition.

Gill and Liamputtong (2011) conducted a qualitative study exploring the experience of stigma and
problems of mothers having children with Asperger's Syndrome (AS). Fifteen women took part in
in-depth interviews, and six of them produced a requested diary that provided a more thorough
understanding of the problems these mothers faced. Findings revealed that the mothers felt
stigmatised by how other people saw them as well as their children due to the appearance and unusual
behaviours of their children.

Malekshahi, Rezaian, and Almasian (2020) conducted a study on Intellectually Disabled Children
and Their Parents ’Problems. The current investigation sought to ascertain the psychological issues
faced by the parents of children with intellectual disabilities (IDCs) who are receiving assistance from
the Iranian State Welfare Organization located in Khorramabad. The participants were the parents of
IDC who were receiving services in Khorramabad in 2015 from the State Welfare Organization of
Iran. A questionnaire about demographics and social and psychological issues was used to collect the
data. In this study, 144 IDC parents took part and filled out a questionnaire through in-home
interviews. The findings revealed that IDC families dealt with a variety of emotional, financial, and
educational challenges in addition to numerous social and psychological issues related to raising their
child.

Mann (2013) examined the experiences and problems of mothers caring for children with autism
living in Jamaica using a qualitative and exploratory methodological approach. The study also looked
at the needs that were perceived to be unmet. Mann discovered that children diagnosed with autism
spectrum disorders were among the most commonly seen special needs children in Jamaica, as well
as one of the least well-served demographics. Contributing factors included a lack of early diagnosis,
inadequate local services for preschoolers and early elementary students, difficulties in accessing
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those available services, and a lack of parental understanding of the symptoms and risk status of
autism spectrum disorder.

Tekola, Kinfe, Girma, Hanlon, and Hoekstra (2023) used detailed interviews to investigate the
experiences of parents (four fathers and fourteen mothers) who were raising developmentally
disabled children in both cities and rural areas of Ethiopia. The researchers contended that an
understanding of developmental disabilities through the lens of the locals, as well as the difficulties
and needs of children as well as families, may be gained from the personal experiences of
those parents. Parents' early detection of developmental delays or differences in their child were
influenced by their cultural and religious beliefs, which also influenced the support they sought.
Parents encountered discrimination and a lack of empathy from others. Depending on the parents’
residential situation, the experiences of them with certain difficulties, like a lack of suitable services,
differed. Particularly single mothers had to deal with a variety of interconnected issues, such as
poverty, stigma, and no social support.

Niedbalski (2021) analysed the phenomenon of parents managing the stigma of their child’s
disability. Whether to disclose or keep the child's impairment a secret can help manage stigma. The
researcher used Erving Goffman's concept of stigma to highlight how helpful it is to comprehend how
parents of IDD children manage prejudices or stigma. Data analysis was carried out following
grounded theory. According to research findings, parents of differently abled children
experienced stigma in relation to their offspring. Depending upon whether or not their child's
disability is apparent, parents take different approaches to coping with stigma.

Erikson and Upshur (1989) conducted an exploratory study to see the differences between mothers
of children with disabilities and without disabilities in their perceptions regarding the burden of child
care. Father's participation in childcare is often associated with social support. The sample consists
of 202 mothers of infants with Down's syndrome, motor impairment; developmental delay was
recorded as self-reports based on the mothers perception. The results indicated significant differences
on childcare taking, difficulty in feeding, bathing & dressing and care taking time. The second finding
was that fathers of infants with disabilities did not perform more care- taking tasks, than did fathers
of infants without disabilities. Mothers of infants without disabilities were significantly less satisfied
than mothers of infants with disabilities.

Siamaga (2011) conducted a study on parenting stress for having child with Mental Retardation (now
IDD). This systematic review aimed to document the current bibliographies of research on the stress
experienced by parents of children with IDD, to compile the secondary parameters and various factors
based on current research reports on the impact of IDD children on parents; not only that but also to
illustrate the intercultural nature of the stress experienced by those parents. The investigator
conducted a thorough review of scholarly articles disseminated through various international
academic databases, for example, Medline, Elsevier, Sage and so on. The reviews by Siamaga proved
that the parents’ mental health was significantly impacted by all types of IDD. Parents of children
diagnosed with IDD frequently mentioned symptoms such as stress, anxieties and depression.
Additionally, there were some individual factors that increased the level of parenting stress, such as
the relationship between husband and wife, the parents' attitude toward s their children’s disability,
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the coping mechanisms the parents employed to deal with the child's daily challenges, and the
behavioural issues of their children. The review concluded by showing that, even in countries with
disparate cultural backgrounds, the severity of symptoms and the effect of a child's disability on the
parents were similar.

Dauglas, Redley, and Ottmann (2016) conducted their research In order to characterize the support
requirements of parents raising an IDD child during the first calendar year of life. For their
investigation, they employed a qualitative as well as a descriptive methodology. In Victoria city of
Australia, parents of eleven children with IDD participated in a semi-structured interview. Digital
recordings of the interviews were made, transcribed, and subjected to thematic analysis. Result of the
study discovered three major areas of support needs to assist parents of IDD children to provide
effective care for their children in the first year of life. The first was emotional support, the second
was support for information; and the third one was assistance in establishing a connection with peer
networks. The results also showed that parents were not always receiving the support they needed.
The study came to the conclusion that it is critical to reevaluate the ways in which the midwives and
the nurses will offer pertinent assistance that is sensitive to the needs of parents.

Mendoza, Vera, and Hurtado (2015) conducted their research to study the level of family
satisfaction of parents in Mexico who had IDD child. With the help of discriminant and cluster
analysis, their study sought to determine the traits and distinctions between fathers and mothers
regarding the family satisfaction level as well as mediating factors. The results identified three groups
of families: first one was “very satisfied”, second was “satisfied”, and last one was “dissatisfied”.
Parental support was found to be the most significant factor in the analysis related to sex. The wide
variety of families and the variations in roles in raising IDD children made it possible to consider
parental support as being one of thethe most crucial factorsin enabling sufficient levels
of satisfaction in their family. The study came to the conclusion that those factors also need to be
included in some intervention programs.

Abani, Anislag, Budiongan, Cagape, and Paz (2023) in their research, investigated parents' real-
life experiences with accepting their child’s condition of IDD. In the study, a qualitative methodology
was applied. A purposeful sample was taken. Six parents of IDD children participated in interviews
that were semi-structured. The main themes and meanings that emerged from the parents were
identified and interpreted using a thematic evaluation. The results demonstrated how complex and
multifaceted the process of accepting an IDD child was. The impact of societal prejudices, stigma,
and myths about parental acceptance and the family's wellness as well as the child's wellness was
additionally highlighted by the study.

Beveridge (1982) conducted a study which showed some common needs that were represented by
the following: planning for child’s future, diagnosis and prognosis information, 25 out of 31 aids for
assistance, resources in the community, and technology training to support the development of an
IDD child. Parents of IDD children also expressed the need for respite care, self-help group initiation,
daycare services training, and identification of community resources.
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Baker, Laden, and Kashina (1991) investigated how parent education affected IDD children.
49 families, comprising 27 out of 31 individuals with IDD underwent assessments both prior to and
following the determination of marital and parental measures. Parents expressed great satisfaction
with the programme, and there was a slight but statistically significant drop in the number of reports
of depressive symptoms, issues with parents and families, general parental stress, and discontent with
the adaptability of the family. The parents who said they had the less impactful teaching, started
training, and they also reported feeling less satisfied with their marriage and more stress about their
kids. The findings indicated that parent education programs might be more successful in the long run
if they also improved marriage satisfaction, made parents more adaptive, or reduced stress areas that
were associated with worse and lengthy outcomes.

Baker and Blacher (2007) investigated how parents perceived the positive aspects of having a n
IDD child. They conducted two studies for this purpose. First study involved 282 mothers who
had adolescents with moderate to profound IDD and second study involved 214 parents who had
younger kids with or without IDD. Findings suggested that behaviour problems had inverse
relationship with positive impact. Additionally, positive impact acted as a moderator variable between
parenting stress and behaviour problem.

Gavidia and Stoneman (2006) investigated how everyday hassles and stresses affected parents of
IDD children with  regard to problem-oriented coping mechanismand their marriage
related adjustments. Findings suggested, both mothers and fathers viewed their marriages negatively
when everyday hassles and stress level were more extensive as well as higher. Mothers were high on
reporting more daily hassles than fathers did. Problem-focused coping remains same irrespective of
gender. Fathers higher on reporting everyday stresses and hassles had lower usage of problem-
oriented coping mechanisms. Fathers who reported fewer everyday stresses and hassles and more
problem-oriented coping mechanisms, were found to have positively adjusted to their marriages, as
were mothers.

Greer, Grey, and McClean (2006) conducted a study on 36 mothers of children with IDD who were
between the ages of 5 and 8, on their coping & positive perceptions. Five questionnaires based on
self-report assessing behavioural and emotional issues, family support, care and demand levels,
positive perception, and coping mechanics were completed by the participants. Majority of mothers
showed their agreement on statement that their children are their happiness resource and they feel
fulfil with their presence in their life. They also reported that their child act as an embodiment of
family closeness, strength, and opportunities for personal development.

Oti-Boadi (2017) investigated the experiences of Ghanaian mothers of IDD children. Finding the
difficulties and coping mechanisms related to parenting an IDD child was the primary goal of the
research. In the study, the researcher employed a phenomenological approach. Using purposive
sampling, 11 mothers of IDD kids going to a special school were chosen. Mothers of those IDD
children were interviewed about their experiences. Six key themes were emerged from the data
analysis: 1. emotional responses; 2. difficult caregiving situations; 3. social responses; 4. awareness
about the condition; 5. Suspected cause, and 6. coping mechanisms. The result showed that a mother
raising an IDD child had to deal with a number of stressful situations. Additionally, it was seen that
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mothers discussed the significance of their coping mechanisms, such as hope, support, and spiritual
convictions, in helping to raise their IDD children. The study emphasized how difficult it is to raise
an IDD child and how helpful coping mechanisms are in assisting mothers in navigating the
caregiving journey with their kids.

Hastings, McDermott, and Still (2002) conducted a study entitled “Factors Related to Positive
Perceptions in Mothers of Children with Intellectual Disabilities”. The primary objective of this
research was to investigate what factors were associated with mothers' favourable opinions of their
IDD child. In order to evaluate the coping mechanisms, social support, and aspects of positive
perception of mothers of IDD children, samples comprised 41 mothers. This was accomplished using
a self-report questionnaire. The findings showed that reframing techniques for coping was positively
correlated with mothers' opinions regarding their IDD child as an expression of satisfaction or joy as
well as a source of energy and closeness to their families. Reframing mechanisms of coping, the
value and generosity of support from relatives and close friends, and the caregiving
requirements were all positively correlated with mothers' views regarding their IDD child as an
indicator of development in oneself and maturation.

Ramzan et. al. (2022) sought to determine the level of parents’ stress experienced by Pakistani
families raising developmentally disabled children. The purpose of their study was to determine the
factors that Pakistani parents of IDD or ASD had in common as an effect of parenting. 100 parents
of ASD children and 91 parents of IDD children, consented to participate in the study. According to
these results, mothers and fathers of ASD and IDD children reported mental fatigue, indicating that
the mental health of those families was significantly getting towards worse condition. Insufficient
level of psychological wellness increased stress. The highest percentages were shown by parents of
IDD children (61.1%) and parents of ASD children (72.2%). The stress level of parents of both
children was higher. The study suggested that parents who experience greater stress should seek
prompt counselling regarding the challenges they face when raising a differently abled child. They
will be knowledgeable about how to take their minds off of the most stressful situations.

Lefakane and Maseko (2023) carried out a study to investigate how parents perceive their role in
helping students with IDD move from regular schools to special education schools. Eight learners
from a single general elementary school in South Africa, were purposefully selected and took part in
interviews with semi-structured questions. It was basically a qualitative case study. The results
showed that identifying the IDD students was very difficult having overwhelming, mixed feelings,
due to parents' education and cultural background. By providing counselling as well as therapeutic
treatment during the transition period for overcoming psychological issues, the availability of
psychosocial and emotional services in regular schools and the availability of training for teachers in
skills addressing the need of parents' support, all would benefit parents and their IDD children.

A family's confusion, sadness, and disappointments increase when an IDD child with is born,
particularly among the mothers. Raliphaswa, Maluleke, and Netshikweta (2022) conducted a study
so that they could investigate and characterize the difficulties faced by mothers of IDD children. The
study was carried out in few hospitals in Vhembe district. Based on the distinctive requirements of

25



their IDD children and their early knowledge of the condition and its treatment, mothers of
IDD children reported anxiety, panic, shame, and economic stress.

Beighton and Wills (2017) conducted a study to know whether parents could recognize the
positive effects of raising an IDD child. Though it's not clear till now what exactly defines a
"positive,” the study shared what actually parents believed to be positive with regard to parenting
IDD child. A total of seven key concepts emerged: a stronger sense of dignity, altered priorities, a
heightened respect for life, happiness in child's achievements, a deeper sense of spirituality, deeper
connections, and the beneficial impact IDD children have on the larger community. An interpretive
analysis of those concepts showed that the majority of the beneficial aspects were meaning-focused
mechanisms for coping. They enabled parents to effectively adjust to the demanding experiences of
raising their IDD children, and as a result, they could be candidates for meaning-focused therapies as
well.

Jones, Prout, and Kleinert (2005) carried out a study on the aspects of quality living for
developmentally disabled adults. They looked into whether those developmentally disabled adults
and the normal people had different quality of living. Scales assessing the levels of decision-making
and mental well-being, along with other particular variables, showed differences. The quality
lifestyles of those two groups were also different; the developmentally disabled group had a lower
quality lifestyles overall. When compared to the normal people, developmentally disabled people
have a significantly lower quality living, according to the overall results.

Salinas and Tiamzon (2022) conducted a study in order to better understand the living experiences
of parents of IDD students. In order to explain their daily life experiences, difficulties, and coping
strategies as parents of IDD students, the researchers completed an online interview of six parents.
Themes from this current study included the road towards accepting the child, the act of generosity,
and the secret to effective co-parenting. The topics were examined in a way that inspired and
meaningfully conveyed the parents' experiences of parenting an IDD child. The results of this study
encouraged parents of IDD students, special as well as general educators, NGO workers and others
to advocate for increased awareness of parenting experiences, challenges and strategies for coping up
with the situation in the wonderful journey of raising an IDD child.

Baxter, Cummins, and Yiolitis (2000) conducted a study to in order to find out how parenting stress
was related to family members who had children with disabilities as well as without disabilities. The
study was conducted over an extended period of time. For seven long years, the researchers looked
into the stresses in daily life that parents attributed to their family member with IDD with regard to
parental worry. They also looked into the stress that parents attributed to the youngest sibling, who
was not differently abled. Consequently, it was discovered that the stress which was attributed by
the parents to those disabled family members was nearly twice as high as that placed on the youngest
sibling who was not disabled. In fact, the majority of the differences in describing the stress linked
to that disabled family member could be explained by the stress linked to the non disabled sibling.

Abasi, Fadakar, Khaleghdoost, Sedighi, and Atrkar Roshan (2010) conducted a survey in order

to ascertain the issues faced by families of IDD children in Guilan Welfare Centres. 140 parents of

IDD children who were receiving protection from a centre dealing with IDD were the subjects of this
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descriptive and cross-sectional investigation. The tool utilized in the study, comprised a questionnaire
that was self made and that was designed to evaluate the issues faced by families of IDD children
The samples were interviewed after being selected through a survey. SPSS 14, fisher test and chi-
square were used to analyze the final data. Results revealed that 65.7% parents had experienced
financial difficulties.

Ytterhus, Wendelborg, and Lundeby (2008) reported that parents of 3-6 year old IDD children
experienced parenthood similar to parents of normal children, though they had difficulty during the
diagnosis and finding the treatment options. A major turning point generally occurs when the child
reaches eight years of age with the influx of practical and emotional challenges/transitions. The
practical challenges were in terms of increased workload because the child had grown older and
physically bigger in size, greater supervision needed in order to avoid the consequences of child’s
spontaneous activities and difficulty in getting services, support workers and help from family
members and neighbours.

Lam, Yau, Franklin, and Leggat (2022) conducted their research in order to better understand the
attitudes and experiences of parents or caregivers in China with regard to sexual desires or
requirements of their adult IDD son or daughter. The study was qualitative in nature. The researchers
completed semi-structured interviews of seven parents. In order to better understand the experiences
and mentality of parents of IDD son or daughter towards their sexual urges, Interpretative
Phenomenological Analysis was used in the study. Results indicated that parents were not allowing
their adult IDD son or daughter to engage in romantic relations or have sex, and they were less
concerned about sexuality. Parents also showed mixed emotions, displaying grief and love, when
talking about their son’s or daughter’s sexuality.

Aldosari and Pufpaff (2014) studied on “Sources of Stress among Parents of Children with
Intellectual Disabilities: A Preliminary Investigation in Saudi Arabia”. The objective was to identify
the differences in daily life stressors experienced by Saudi Arabian parents of male IDD children.
Parents whose male child was diagnosed with an IDD and went to a special school or a regular school
in Riyadh, Saudi Arabia, were included as the sample. The results of the research showed that Saudi
mothers felt more stressed than Saudi fathers with regard to the parent and child bond, the distinctive
characteristics of their child, and the parent's attributes.

Perkins and Haley (2010) conducted a research and investigated experiences of caregivers about
compound caregiving and how their quality living was related to it. The study looked at ninety-one
elderly parents who were living together with a young adult IDD daughter or son. The result revealed
that 37% of them were found to be the compound caregivers, mostly to their parents, in-laws, and
husband or wife with severe health diseases. The study also showed that, in contrast to non-compound
caregivers, those compound carers were more inclined to want to keep their adult disabled daughter
or son with a homely atmosphere. The study concluded that the major difficulties experienced by
those caregivers while doing caregiving was a having no time for personal developments, no support
help from neighbours or friends, physical fatigue as well as stress.
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Chadwick et. al. (2013) conducted their study to map the life experiences family carers of IDD
people in Ireland. They used qualitative method. Ten focus groups comprising 70 siblings as well as
parents of IDD children were involved in the research. Data were thematically analysed. Result
showed that caregiving for someone in the family with IDD was found to have been a constantly
changing and adaptable process. The study discovered the key theme as family members’ well-
being and the challenges they faced in their entire life. Reported needs were proper intervention,
timely and flexible support at critical times throughout their lives and access to support services, and
proper information without fighting for those members.

Islam, Farjana, and Shahnaz (2013) conducted a study on stress which was felt among parents of
IDD children. The objective was to assess the levels of physical as well as mental stress experienced
by parents of children with IDD versus parents of children without such disabilities. It was a cross-
sectional investigation. Results showed that parents of IDD children with had a substantially higher
anxiety score than parents of children without IDD. Compared to parents of children without IDD,
parents of IDD children had a considerably greater mental anxiety score. Physical anxiety score was
insignificantly greater in parents of IDD children than the parents of children without IDD.
67.5% fathers and 71.4% mothers of IDD children reported more mental anxiety compared
to physical one.

Fairthorne, Jacoby, Bourke, Klerk, and Leonard (2015) conducted a research entitled “Onset of
maternal psychiatric disorders after the birth of a child with intellectual disability: a retrospective
cohort study”. After the birth of the first IDD child between 1983 and 2005, the study estimated the
prevalence of new psychological conditions in mothers as well. These incidences were next compared
to those mothers having no IDD or ASD children and born during same time zone. 277,559 mothers
were selected as samples who had no history of psychiatric problems. Then the study did a
comparison of the prevalence of psychological disorders between mothers with an IDD child and
mothers without a n IDD or ASD child. Negative binomial regression was employed for analysis.
Results revealed, mothers of mild to moderate level of IDD children for a cause that was unknown
had around 2-3 times greater the prevalence of psychological disorders than those of mothers having
no IDD or ASD children. The findings also revealed that mothers having Down Syndrome children
and still not having any mental health disorders in life, showed more strength and energy and had not
a single issue in their psychological health.

Gardner and Harmon (2002) described, in their study, the experiences of six strong mothers of IDD
children. The study was phenomenological in nature and used qualitative method. The study involved
conducting detailed interview of those mothers. The study discovered that mothers IDD children used
networks of similar parents for sharing information regarding services. Those mothers also mentioned
the importance of respite care facilities which helped them to take a break from tiring daily caregiving
duties and provided them additional time for other family members who needed their attention.

Yang and Jing (2006) conducted a study to analyze the psychologic health status, especially the

influential factors and intervention conditions of parents of IDD children. Data had been collected

from English articles published from January 1998 to October 2005 in PubMed about psychologic

condition of parents of IDD children. Findings suggested, parents' emotional condition for having
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IDD children are effected by many different factors and complex process, different model lead to
various results, which indicated that different test methods should be used to describe these reactions.

Shrestha, Adhikari, and Pokhrel (2022) had conducted a study on parental stress and coping
mechanisms. The primary goal of the research was to determine the stress and coping mechanisms
experienced by parents of IDD children in Kathmandu. It was a cross-sectional study that was
descriptive in nature. 222 fathers or mothers of IDD children made up the samples. Probability
sampling was done. The researchers collected data through interview and used the Nepali-translated
Parental Stress Scale. The results showed a significant correlation between the amount of stress and
the parent's educational attainment, the existence of co-disability in the IDD child, and the child's
relationship to them. The degree of coping mechanics and parents' educational attainment were
significantly correlated. Mothers, parents without any formal schooling, as well as parents of IDD
children under 17 or below, reported high levels of parenting stress. Hindu and literate parents
demonstrated a high level of coping.

Rosaleen (1994) studied on families with an IDD child. The researchers, in their study, reviewed the
both immediate and long-term requirements and the service provided to those families. The Findings
suggested that the services provided should not be restricted to teaching functional skills those
individuals with IDD. It concluded that certain techniques for sustained care in society might be
ensured by a holistic strategy that included assistance for the parents as well as the non disabled
siblings.

Arzeen and Irshad (2021) studied the mental anxiety, support from society, and fulfillment in life
of parents of IDD children in Pakistan. 75 fathers as well as 75 mothers of IDD children were
purposefully chosen from Peshawar. Findings showed, in Pakistan, mothers suffered from greater
mental stress, anxiety, and depression, whereas fathers stated higher levels of support from
society and satisfaction with life. The parental role in the life of their IDD kid was a significant area
as it may lead to numerous issues in society when mental health of those parents got ignored.

Budek, Kucuk, and Civelek (2018) conducted an investigation into the experiences of mothers
raising IDD children. A qualitative approach was taken in the study. It made use of a procedure that
would share genuine observations along with helping those mothers in communicating their feelings
regarding their own unique experiences. The researchers studied how mothers of IDD children took
care of their children by using a qualitative method that looked at their life experiences in a deep way.
The findings revealed that "care management,” “uncertainty”, “impact”, “stigma", "search for
meaning” and “relationship" were identified as interest categories. The study concluded that not all
mothers IDD children viewed their experiences with a negative mindset. Some of them might not
have any problem taking care of their child. Nearly all of them went through major changes in their
social and familial relationships as well as worries about the future.

Noman and Yasir (2022) carried out a research on what parents actually need in order to raise their

IDD Child. The purpose of the study was to identify the sociodemographic factors that were related

to the needs of parents of children with IDD. Using non-probability sampling, 123 parents of IDD

children were purposefully chosen for such cross-sectional study. The validity of the questionnaire
29



was demonstrated to experts after a pilot study established its reliability. There were fifteen items for
cognitive needs, twelve for material needs, thirteen for social needs, and eight for emotional needs in
the questionnaire. Interviews were used to gather data. Inferential and descriptive statistics were
employed to analyze it. The results showed that, among those parents, 82.9% had high levels of
cognitive needs, 65% had high levels of material needs, 75.6% had high levels of social needs, and
52.8% had high levels of moderate needs. There were variations in the emotional needs of parents
based on the age of their IDD children as well as emotional, cognitive, social, and material needs
based on the severity of IDD. It was observed that the material needs of parents of IDD children
were the mostly required need, then there was cognitive needs, followed by social and emotional
needs.

Kruithof, Olsman, Nieuwenhuijse, and Willems (2022) conducted a study about the concerns of
parents about their child with profound IDD outliving them. The study was qualitative in nature. In
order to investigate parents' worries about their child outliving them, they spoke with 27 parents of
IDD children and then thematically analysed those data. The findings indicated that the majority of
parents of IDD children wished to outlive their offspring and associated that with the belief that their
child's quality of life would have been declined after they had died. In addition to adding to their
worries, parents' uncertainty about who would take on their parental responsibilities in the future
occasionally left them feeling hopeless. The study shed light on the type and seriousness of worries
held by parents. It would be easier to address future care and gaps in support services for IDD
individuals if parents divided their thoughts and worries into roles.

Myers, Mackintosh, and Goin-Kochel (2009) also explored in their study the experiences of parents
for raising a child diagnosed with Autism Spectrum. 493 parents having a child with Autism Spectrum
in the US and other five countries completed an online questionnaire with an open-ended response to
the question of how their child with ASD affected their life as well as the life of their family members.
The researcher used qualitative content analysis. The study discovered fifteen negative themes as well
as nine positive themes. The five subthemes that were identified were stress or anxiety, behaviour of
the child, the parents' personal and professional lives, their marriages, effect on the entire family, and
social segregation. The combination of positive and negative themes was seen as a dialectical
perspective on finding purposeful meaning of life while also admitting the challenges and stresses of
raising a child diagnosed with ASD.

Dumas, Wolf, Fisman, and Culligan (1991) conducted a study entitled “Parenting Stress, Child
Behavior Problems, and Dysphoria in Parents of Children with Autism, Down Syndrome, Behavior
Disorders, and Normal Development.” The study aimed to measure the differences in the feedback
given by parents about dysphoria, parenting stress, and behavioural issues found in children. The
sample was made up of 150 families having ASD children, behaviour disorders, Down syndrome or
normally developed children. The study measured the behavioural issues in child with the help of
Eyberg Child Behavior Inventory, stress with the help of Parenting Stress Index, and dysphoria with
the Beck Depression Inventory. According to the findings, parents of children with behavioural issues
or ASD reported statistically higher levels of stress than parents of children in other groups. Parents
of children with behavioural issues stated that compared to other children, their child's behavioural
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issues were more severe. Additionally, the results showed that mothers of ASD children and children
with behavioural disorders had higher levels of dysphoria than mothers of other group’s children.

Dhoot (1992) in her doctoral dissertation examined what were the impacts that early intervention
had, on IDD children. The term "early intervention™ refers to a broad range of training, educational,
therapeutic, and experimental practices as well as providing supportive experiences. The study
compared the developmental outcomes of 25 IDD children who received early intervention versus
those who did not. Different therapies were given to the children of the experimental group in
individual as well as in a group setting according to his need for the period of 2 years. Parents were
also trained to carry out the same programme at home. The same tests were used for re-evaluation of
children of the experimental as well as the controlled group after one year and at the end of 2 years
of period. Overall, majority of children in the present study made progress. It helped explain why IDD
children developed during the crucial developmental stage just like normal children did, albeit more
slowly. However children of the experimental group, due to early training reflected the better outcome
not only in mental but also in social development comparing to the those who didn’t receive
intervention (Control group). The overall results showed that, in comparison to children who did not
receive any intervention, the experimental group’s early training was associated with better outcomes
in various developmental domains.

Gilmore and Cuskelly (2012) explored self-efficacy along with parenting satisfaction of mothers
who had children suffering from Down Syndrome. In the initial phase of the research, the group being
studied comprised twenty-five mothers of children (4-6 years) suffering from down syndrome, and
then H-15 years at the second phase of the study. The results showed that while mothers' contentment
with raising their children grew over time, their self-efficacy remained unchanged. The findings
revealed that there were definitely some kind of major notable relationships between mothers’
proficiency with characteristics of their kid and the style of parenting, especially in the way that was
expected.

Stelter (2015) conducted a study to understand how parents having an IDD child perceived their life.
The study did sampling of 65 fathers and 87 mothers of an IDD child. The findings showed, the
perceived meaning of life for parents of IDD children was related to the suffering experienced by
those parents due to the limited intellectual ability of IDD child and the manner of performing the
role as a parent.

Jeong and Seo (2016) conducted a study to verify the relationship among parenting stress, self-
esteem and support from society when mothers have an IDD child. The study was a survey study.
Sample consisted of 250 mothers having IDD children and they were sent a questionnaire to answer.
The findings indicated that the relationship between self-esteem and parenting stress, and between
parenting stress and social support- both had negative relationship. The parenting stress and self
esteem are highly related.

Badu (2016) conducted a study to look into the experiences of parents of IDD children. The

researcher took in-depth interviews from 20 parents of IDD children (4-15 years age) who resided in

the Ashanti Region of Ghana. Qualitative content analysis were done after data collection. The
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findings stated that parents of IDD children faced difficulties taking care of their IDD children
because of negative outlook associated for having IDD children in their life. The study also found
that managing behavioural challenges of IDD children and financial costs were the major sources of
stressors for parents.

Misura and Memisevic (2017) studied about the lifestyle of parents of IDD children. The study not
only examined the impact of educational qualification but also studied how gender impacted on the
quality lifestyle of these parents. Fifty parents of IDD children as well as fifty parents of children
without IDD (control group) made up the sample. Family Quality of Life Survey was used to measure
the quality of life of those parents. The findings revealed that a statistically marked major difference
was there between the perceived lifestyle of parents of IDD children and parents of normal children.

Fourie and Roux (2017) conducted a study in a special needs class to investigate the support needs
of parents who had children with mild IDD. A questionnaire with open-ended questions was used to
gather qualitative data. Those parents participated in in-depth interviews. The researchers did a
thematic analysis of the data. The findings indicated that parents needed an intense support from other
parents, as well as, from the teachers. Parents were extremely confused about how the special class
was functioned to which their children had been admitted. They required some guidance on the day-
to-day challenges of parenting as well as professional advice regarding their child's disability and
future plans.

Jalan et. al. (2017) conducted a study in order to examine how behavioural issues in individuals with
IDD correlate with degree of severity, sexuality and age. The investigation covered 70 instances of
IDD with behavioural issues that were reported to the Nepalgunj Medical College between the month
of March in 2013 and February in 2015. The findings showed that disobeying was more common in
22.73% mild IDD cases, 19.15% moderate IDD, 16.67% severe group. When it comes to sex, males
were more likely to disobey than females were to physically harm others. Results showed that parents
wanted assistance primarily for dealing with issues related to disobedience, unusual behaviour, and
the then issues related to physical harm to other people.

Masulani, Kauye, Gladstone, and Mathanga (2018) conducted their research in order to ascertain
the risk factors and frequencies of psychological distress among Malawian parents of IDD children.
The research was a cross-sectional, quantitative study. It took place in the first two months of 2015.
From two disability clinics, 170 fathers and mothers of IDD children were chosen at random. In the
study, parents' psychological as well as emotional distress were evaluated using the Self-Reporting
Questionnaire. The findings indicated that psychological as well as emotional distress had been
expressed by 41.2% of all parents. The study also showed that among parents of IDD children, no
source of emotional support strongly predicted psychological distress.

Sheldon, Oliver, and Yashar (2020) carried out a qualitative investigation focusing on fathers'

points of view to examine the benefits and difficulties of raising a child who had Down syndrome.

175 fathers who had children suffering from Down syndrome, made up the sample. Those fathers

were asked open-ended questions. In the study, inductive content analysis was conducted. The results

showed that rewards were mainly the strong father and child bond and a loving child. The findings
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also indicated that fathers rarely reported financial stress or the negative behaviours of their child.
Many fathers reported speech problems faced by their children.

Davenport and Zolnikov (2021) conducted their research to investigate psychological implications
in parents of IDD children. The study was phenomenological qualitative in nature. It was conducted
by using 25 semi-structured interviews of parents having IDD children. As the parents learned about
the disability in their child, the results showed that their very first emotional reactions were a mix of
grief, worry, and Contentment with compassion. The findings also indicated that parents experienced
mild cases of feelings of compassion fatigue as a result of raising their offspring with IDD.

Indriasari (2022) studied the effects on anxiety and endurance in mothers of IDD children during
COVID-19 period. It was a cross sectional study. Mothers having an IDD child attending special
schools in Indonesia were the sample. Purposive sampling was followed. The findings revealed that
there was an influence of parenting stress on the resilience level of mothers having IDD child during
the covid-19 period. The study showed, though mothers’ anxiety level was low but mothers’
endurance level was moderate.

Ahmad, Nazli, and Chavan (2022) conducted a study to find out how depressed the parents were
and how psychosocially connected they were with their IDD children. This cross-sectional study was
carried out at NCS University in Pakistan, at a rehabilitation centre. There were 184 parents in the
sample. Beck's depression inventory scale was used to evaluate the depression level of the parents.
The results demonstrated the increased affect and depression experienced by parents of IDD children.
The most significant factor influencing the mental as well the emotional well-being of parents of IDD
children was financial difficulties. The study also revealed that single mothers having IDD children
were found to be more depressed than mothers living with their spouses.

Rios and Burke (2023) conducted a study entitled “Exploring correlates among Latino/a parents of
young children with intellectual and developmental disabilities”. This study set out to investigate the
relationships among empowerment, anxiety, disability type in the child, and special education
knowledge in parents of IDD children. 61 Latino/a parents were chosen. The results showed a
powerful positive link between parents' knowledge about special education and their empowerment.
The results also showed that parents, due to having an autistic children, reported much higher levels
of anxiety and also knowledge about special education.

Abdalrazek (2023) conducted a study to identify parenting attitudes towards their Intellectually and
Developmentally Disabled children and the relationship to three variables- gender of the child,
kinship of father and mother, and parent's education level. 29 fathers and 31 mothers of IDD children
were the sample. Questionnaires and forms were sent to those parents. The researcher used the
measure of parental attitudes towards mental retardation (prepared by Al-Lahami, 1984). Data were
analysed statistically. The findings revealed, there was a high positive parental attitudes towards their
IDD children. Most of the parental attitudes were initially characterized by the discrimination
between the IDD child and his or her non-disabled siblings.
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2.3. Studies Conducted in India

Bhattacharyya, Ghoshal, and Sanyal (2015) conducted their study on “Magnitude of problem of
persons having intellectual disability its impact on parents and their unmet needs in Indian
subcontinent”. The objective of the study was to examine the disability status of IDD persons as well
as the nature and to what extent it impacts their parents. Individuals with intellectual disabilities do
not comprise homogenous groups. Their unfulfilled needs and the effect on parents as caregivers also
varies, particularly with shifting racial, socioeconomic, and cultural contexts. In the study, the authors
compared The clinico-demographic profile of 102 intellectually disabled and intellectually average
children and their caregivers. The NIMH-DIS scale was used to determine the impact of disability.
Results showed, in the areas of physical care, health, career sibling effect, and specific thought
domain, mothers faced more challenges than fathers. Whereas, fathers had more difficulty in the areas
of support, finances, social interaction, and embarrassment or humiliation. The parents' relationship
domains did not differ from one another. Mothers exhibited greater tolerance, sensitivity, and
empathy. Mothers also shown greater patience and compassion. While the effects on fathers were
more pronounced in the areas of finances and embarrassment/ridicule, the effects on mothers were
more pronounced in the areas of physical care, health, and specific thoughts. The severity of the
condition and its effects on parents as caregivers affect the requirement for rehabilitation. The
development of an individualised treatment plan for them and their parents might be aided by
conducting an appropriate assessment and identifying unmet demands.

Chhotaray (2020) studied the various impacts that IDD children and their disability had on their
parents’ life. The study did a comparison of the effects on both parents of IDD child. It was seen in
the results that, while both parents were adversely impacted by their child's disability, mothers were
heavily impacted. These findings pointed to the importance of maternal caregiving and influences of
culture, that could worsen the impact of disabilities and cause distress for mothers of disabled
children.

Vijila and Sreelatha (2022) attempted to examine how well parents of IDD children coped with
stress. 200 parents of IDD children enrolled in various special schools situated in Kanniyakumari
district, made up the sample. The Stress Coping Ability scale was employed by the researcher as a
means of data collection in their normative survey. The result showed major differences in the stress
coping ability of fathers as well as mothers of IDD children. The result revealed that almost 60%
parents of IDD children had moderate stress coping ability. Therefore the study concluded that stress
coping ability of those parents might be improved; and health professionals and counsellors could
provide strategies to improve the mental health of those parents.

Jubina Bency, John, Navya, and Saju (2017) did a qualitative investigation to evaluate the
parenting practices, attitudes, and knowledge of parents of IDD children. It was carried out in some
special education schools in Thrissur, Kerala. Parents of IDD children between 5 to 15 years, made
up the sample. The KAP questionnaire was used in the study. As per the results, parent's social and
economical status, level of education, and employment- all significantly influenced the way they
raised their children, which improved the development of the child. According to the study, mothers
who had a higher occupations possessed greater amounts of knowledge than mothers with lower
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occupations. The association between the two groups was found to have statistical significance. The
knowledge level among mothers who had higher educational was found to have high statistical
significance. Although no major notable difference was there in the knowledge level between
parents belonged to nuclear families and those to joint families, the parents in the former showed a
moderate level of knowledge. Compared to parents of consecutive birth orders, parents who had an
IDD children in their first birth showed a higher knowledge level. Although parents of Idd children
in second birth showed a high moderate knowledge level, there was no significant correlation.

Purty and Singh (2018) conducted a study to ascertain the level of knowledge among caregivers of
IDD children regarding various aspects of IDD. They claimed that very little research had been done
on parents' awareness and knowledge of IDD. They performed a cross-sectional survey in a hospital
setting at RINPAS, Ranchi. 100 caregivers of IDD children were chosen purposefully for the study.
NIMH, GEM Questionnaire by Reeta Peshawaria and GHQ-12 questionnaire were used to measure
the awareness and knowledge of IDD among parents. The findings indicated that caregivers with
lower levels of education had higher levels of misconception in each of the three domains of
awareness compared to those with higher levels of education or at least a matriculation Additional
findings indicated that parents from non-urban areas were less knowledgeable about the causes and
contributing factors to IDD.

Shetty and Menezes (2013) conducted a study to explore the problems and issues that were faced by
parents of IDD in Mangalore, India. The following primary objectives were established for the study:
1. to evaluate parents' knowledge of IDD; 2. to investigate the psycho-social and financial issues that
parents of IDD Kkids face; and 3. to offer better strategies for managing those children. Fifty parents
of IDD children participated in the study. The researcher took interviews with the help of interview
schedules. The findings showed that 50% of respondents from non-urban localities thought that their
child's condition was brought on by the evil eye, 16.67% thought that the condition was something
the mother had developed during her pregnancy (some of them felt this way because they were taught
that the condition resulted from the fetus not developing properly during pregnancy), 5.56% thought
that the condition was hereditary, meaning that sometimes it is caused by abnormal genes got in
heredity from parents, and 27.77% of rural respondents thought that the condition was caused by an
injury sustained during childbirth. In semi-urban localities, 60.57% parents said that having an IDD
child made it difficult for them to go out for social interaction or family timing, and 45.45% parents
in urban localities said that they felt uncomfortable going out with an IDD child. As compared to
normal child, they believed that taking the child out had a significant impact on their status in the
society. However, the majority of parents, 54.45% from urban and 39.43% from semi-urban
localities, felt that having an IDD child in the family had no impact whatsoever on the quality of their
life.

Kapil and Selvan (2017), in their research, tried to determine the level of awareness among parents
having IDD children related to the medical and etiological factors of IDD. 60 parents of IDD children
made up the sample. Self made tool comprising of 30 items were used by the researchers. The findings
indicated, the awareness level had no difference on the basis of the gender of parents. The awareness
level did not have significance effect too on he basis of socio-economic status of those parents.
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Khatib and Khatib (2014) conducted a study in order to understand parents’ knowledge about IDD
and the importance of special schools. Children with IDD were therefore specifically chosen from
special schools located in Hubli and Dharwad in Karnataka. For the purpose of testing their
knowledge, sixty mothers of IDD kid were chosen at random. Peshwaria and Venkatesan's NIMH-
GEM Questionnaire was used to measure their knowledge. Karl Pearson's correlation coefficient
analysis was used to test the relationship between the age of mother, social and economical status,
and parents’ education as well as knowledge. The findings showed that 88.33% mothers
lacked knowledge about disabilities. Although some parents were aware of IDD but they lacked
sufficient knowledge about the reasons behind the problematic behaviours and how to raise their
IDD kids. Mothers (66.67%) believed that special schools helped their children developing socially
(75%) and controlling their problem behaviours (60%) as well as help improving their abilities and
discipline (75%). The survey also showed that 71.67% of mothers desired training in order to properly
care for their children with disabilities. The study came to the conclusion that mothers' socioeconomic
status might be raised and their knowledge could be enhanced by providing them with training.
Counselling the parents might give them information about their child's disability and special
education needs.

Hameed (2021) conducted his research on “Parents having Intellectually Disabled Children: A
Systematic review of Quality of Life and Mental wellbeing”. The primary objective of the study was
to recognize the lifestyle of parents, the intervention strategies provided to them as primary caregivers
of IDD children; as well as, to investigate their opinions on raising an IDD child, taking into account
the child’s formative years, available resources, and potential outcomes. After utilising a variety of
survey methods the researcher comes to a conclusion that older parents of IDD children had a low
quality of life, and while social support services were offered, they were insufficient to meet the high
needs. The main focus of support should be on services related to social care, monetary help, and
easy availability of services related to health care. Interventions focused on increasing hope,
improving mental health, and anxiety management were essential and what parents of IDD children
most urgently required. Considerations regarding this population's economic situation and
availability in the future must be made when designing interventions.

Rajan and John (2017) studied on “Resilience and impact of children’s intellectual disability on
Indian parents”. The concept of parental resilience is becoming more popular as a means of
addressing parents' natural capacity in order to withstand the strain that may arise from raising anlDD
child. The current study examined parental resiliency and its connection to the effects of a child's
disability. NIMH Disability Impact Scale and Connor Davidson Resilience Scale were used to
evaluate 121 parents in total. The results showed that raising an IDD child presented both pleasant
and unpleasant experiences for the parents. Their evaluation of the kid’s health had a big impact on
their resiliency. Positive attitudes toward the child's handicap served as a protective factor, while
negative ones served as a risk factor for resilience. The results were particularly significant for
developing treatments for families of IDD people.

Verma and Kishore (2009) conducted a research in order to understand the combined needs of both
parents of IDD, taking into account factors such as sex, age and severity of the child's disability. 30
parents were taken as sample who had a child with IDD. The NIMH Family Needs Schedule was
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used to measure their needs. The findings showed, parents’ needs differed remarkably. The needs
differed according to the sex and also age of the IDD child. The study showed that severity of IDD
had less effect on parents’ needs.

Sahay, Prakash, Khaique, and Kumar (2013) had studied on “Parents of Intellectually Disabled
Children: A Study of Their Needs and Expectations”. The goal of the study was to concentrate on
familial requirements from the viewpoint of parents of children with intellectual disabilities. Forty-
five parents of IDD children receiving medical treatment at NIMH, New Delhi, were examined. IDD
Children with below 70 1Q were included in it. The needs of parents of IDD children were measured
using The Family Needs Survey Scale, developed by Bailey and Simeonsson. The scale covered
seven domains: family, childcare services, community amenities, monetary requirements,
information and support, professional and social support, and explaining to others. This research
provides an awareness of parents ‘needs from their perspectives and their description of current
strengths and gaps in the systeml. Individual in-person interviews by using a semi-structured
interview Schedule were conducted by the researchers. The parents were asked about their views of
several needs. The study did Descriptive data analyses and described sample characteristics, the
prevalence of support needs and level of met need using the SPSS software.Findings suggested that
parents referred to strong needs about information of current and future service available in society
and the community (88.7%) which is followed by basic expenses (82.7%), teaching strategies and
therapy (80%), day care services (77.8%).

Wagh and Ganaie (2014) had conducted “A Study on Parental Attitude and Needs of the Parents
Having Children with Intellectual Disability.”. The purpose of the current study was to evaluate and
comprehend the needs and attitudes of parents of children with intellectual disabilities. The sample
included thirty parents (both father and mother) from the general services of the National Institute for
the Mentally Handicapped, Secunderabad. The evaluation was carried out using “A Scale to measure,
parental attitude towards mental retardation (Rangswami, 1986) and NIMH-FAMNS (Parents) to
measure needs of the parents”. The researcher analysed the data for the current study by using SPSS
17.0. Calculations included mean, S.D., independent "t" test, ANOVA, and Pearson correlation. The
findings of the study showed that having a kid with a disability caused their parents to have a variety
of needs like- needs pertaining to the condition of the child, needs pertaining to the management of
the children, needs pertaining to the facilitation of interaction, services, emotional and social needs,
physical supports, financial support, family relationship, future planning, and needs pertaining to
government benefits and legislation of the parents having children with intellectual disabilities. These
needs can change depending on the type of disability and the parenting style, one of which is attitude.
The study concluded that needs and attitudes were interconnected; when parents had a favourable
attitude towards their kids with IDD, they showed greater needs and care. In this study, parents of
children with moderate mental retardation (IDD) exhibited higher levels of optimism than those
whose children had mild or severe level of IDD.

Mamta and Punia (2003) analysed the parental knowledge regarding mental retardation (Intellectual
and Developmental Disabilities) on the basis of background of residential area and socioeconomic
status. The data were collected from mothers of severely mentally retarded (IDD) and moderately
mentally retarded (IDD) children, 30 from each category, by using self-structured and pre-tested
interview schedule and knowledge inventory. The results indicated that parents had high and
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moderate knowledge on all aspects except facilities available. Socioeconomic status and residential
area made a significant influence on the knowledge of the parents.

Vijayarani, Balamurgan, and Kasthuri(2016) conducted a study to assess the level of knowledge
of family caregivers towards Mentally Challenged (now IDD) Children in selected Institution of
Bangalore. The study was descriptive in nature. The mean and mean percentages were calculated to
assess the level of knowledge. Result showed that the mean knowledge score (39.33%) showed that
they had inadequate knowledge. Majority of 78% of the family caregivers had inadequate knowledge,
20% had moderately adequate knowledge and only 2% of the family caregivers had adequate
knowledge. The study threw light on the importance of the need of empowerment of the family
caregivers with adequate and appropriate information on the trend of development of the mentally
challenged child and to know-how of managing developmental delays so that they could provide
suitable environment for their care and development.

Mushtag, Inam, and Abiodullah (2015) conducted a study on attitudes of parents of children with
intellectual disabilities, with regard to the management of problematic behaviour of their children.
The study was designed to understand the a attitudes of parents of children with intellectual
disabilities, with regard to the management of problematic behaviour of their children, and to identify
whether the mothers or the fathers had more positive attitudes. A structured interview schedule was
developed. Convenience sampling was used to select 74 parents (30 fathers and 44 mothers) of
children with intellectual disability. The data was analysed using descriptive and inferential statistics.
Indications were that parents of children with intellectual disability had positive attitudes towards
their children. While mothers had more positive attitudes than fathers, there was no significant
difference between the negative attitudes of fathers and mothers towards their children with
intellectual disability.

Mohammad and Osman (2015) studied on “Parental Attitudes Towards Children with Mental
Retardation: Across Sectional Study from NGOs in Northern India”. The objective of the study was
to explore the attitude of the parents towards their children with mental retardation (now IDD). The
study applied a 4x2x2 factorial research design. Samples included 192 parents having children with
IDD. Parental Attitude scale developed by Rangaswamy was used in the study. The result showed
that there was a parental negative attitude towards children with mental retardation (IDD), and there
was a positive correlation of overprotection with education and future, home management and total
attitude. The study concluded that there was a parental negative attitude towards children with mental
retardation which is highly on home management and lowest on acceptance.

Chourasiya, Baghel, Kale, and Verma (2018) conducted a cross-sectional study on stress perceived
by families of mentally challenged children enrolled in special schools of a city of central India”. It
was noticed that, 47.97% of fathers and 68% of mothers are in the age group of 30-40 years. The
severity of retardation was mild in 36 children, moderate in 46 children while 20 had severe
retardation, 32% of mother feel mild stress of which 59.3% having education level up to degree
college. 61% of mother showing moderate stress of which 68.8% having education level up to Degree
College. (67.3%) nuclear families show mild stress while only 22 (52.3%) joint families show mild
stress.
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Behari (1991) studied the attitudes of mothers of mentally retarded boys towards 23 areas of child
rearing as influenced by their strata and education. A sample study of 30 uneducated, low class
mothers were matched with those of the mothers of well- educated upper middle class. Their results
indicated that the attitudes of educated mothers were significantly different from those uneducated
mothers in about seven areas of child rearing practices namely marital conflict, rejection of home
making role, intrusiveness, approval of activity and equalitarianism. Hence, it was concluded that it
is not the strata and the education per se, which is important in child rearing attitudes, but other
psychological variables also play crucial role.

Rose, Nelson, and Hardiman (2016) conducted a study to assess the relationships between maternal
stress, challenging behaviour of intellectual disabled children and parental cognitions and specifically
whether maternal cognitions mediated the effect of challenging behaviour on parenting stress. The
study included 46 mothers of children and young adults with ID (IDD) as sample. The Questionnaire
was used in the study which included questions related to the child's challenging behaviour, maternal
cognitions and stress. Results indicated significant correlations between challenging behaviour and
maternal stress. The overall mediation models for aggression and self-injurious behaviour were
significant.

Smith, Romski, Sevcik, Adamson, and Barker(2014) conducted a study to examine differences in
parental stress and parental perceptions of language development among parents having children with
Down syndrome and Other Developmental Disabilities. The samples included 29 parents of young
children having Down syndrome and 82 parents of children having other Developmental Disabilities.
The result of the study showed lower levels of overall stress, stress related to the child, and stress
related to parent-child interaction reported by the parents having children with Down Syndrome.
Despite the fact that children in both groups showed similar language skills, the parents of children
with Down Syndrome perceived their child’s communication difficulties as less severe. The parents
of children in other group reported about feeling successful in their ability to influence their child’s
communication development.

Upadhyay and Havalappanavar (2007) conducted a study to investigate the support of spouses and
stress levels among the parents of mentally retard (Intellectually and Developmentally Disabled)
children. They compared the stress levels of widowed and widower parents to those of families with
both parents alive. Seventy-seven single parents (Fifty-eight widows and nineteen widowers) were
compared to seventy-seven families (matched groups) where both parents (father and mother) were
alive. The results of the study showed that widow and widower single parents had significantly
different stress levels in all four stress areas: care, emotional stress, financial stress, and social stress.
Widow and widower had similar levels of care stress, but there was a significant difference in total
stress. The stress level of single parent families with mentally retard (Intellectually and
Developmentally Disabled) children was higher than that of families with both parents alive. The
overall level of emotional, social, and financial distress experienced by widows was significantly
greater than the level of care stress experienced by widowers.

Vidhya and Raju (2007) studied the level of adjustment and attitude of parents of children with
mental retardation with a sample consists of 50 parents in the age group of 25-50 yrs (either mother
or father) of children diagnosed as mentally retarded through an Adjustment Inventory, Scale of

39



Parental Attitude Towards Mental Retardates, and a Personal Data Sheet. Subjects were grouped on
the basis of Religion, Education, Locality, and Income. The results indicated that parental religion,
income, and education do not have any significant influence on adjustment variables, but there is
change in parental attitude among different religious groups. Locality of parents' put influences only
on the dimensions of social adjustment and parental attitude.

Gupta, Mehrotra, and Mehrotra (2012) noticed that female sex of the child was associated with
higher stress related to failure of the child to meet parent’s expectations and to satisfy the parents in
their parenting role. Parents engaged in more lucrative and prestigious occupations had more stress
than parents engaged in less prestigious and lucrative occupations irrespective of their income. Many
parents reported receiving little support from their extended families in taking care of their child.
Religion was found to be a common coping resource used by the parents. Higher parenting stress in
parents of girls raises the possibility of abuse and neglect. Little support from informal family
resources underscores the need for developing formal resources for supporting the parents.

Vivian (2006) studied the parental stress and psychological distress among parents of children with
mental retardation (Intellectual and Developmental Disabilities). He examined the relative
contributions of child characteristics, parents' socio-demographics, and family environment to
parental stress and psychological distress. His 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 was less when the child was older. Parents reported
more psychiatric symptomatology when the child showed a high level of dysfunction. Lower
socioeconomic level was associated with greater symptom rates of cognitive disturbance, depression,
anxiety, and despair among parents.

Singh & Nizamie (2023) conducted a study to assess and compare the behaviour problems and health
coping strategies among parents children with intellectual disability and functional psychosis. This
study was a cross-sectional hospital based study. The study samples were selected through purposive
sampling technique. Results showed that parents of children and adolescents with functional
psychosis reported (20.62) higher mean score in this domain that focuses they have better
strengthening family life and relationships and the parents *outlook on life with a psychologically
challenged child as compared to the parents of children and adolescents with intellectual disability.

Bunga, Manchala, Tondehal, and Shankar (2020) conducted their research to examine the effect
of disabilities and nature of parent and child relationships when raising an IDD kid. The findings
revealed that 56.63% of parents had a disability impact on the areas of DIS linked to maintaining
social relationships with friends and neighbours because of social restrictions, financial difficulties
(58.87%), loss of the support from the relatives and the in-laws, and physical care of the kid. The
effect of a disability on physical care as well as certain negative emotions increased with the severity
of IDD. The majority of those parents (71.72%) said that their IDD child did never cause any
humiliation. Positive effects included increased patience and tolerance, according to 67.3% of the
parents. According to the research, 67.3% of the parents of the IDD children said that their children
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had a more beneficial influence than a negative one. This suggested that having a disabled child in
the family does not always have a negative outcome or represent poor luck. Increased self-efficacy,
parental happiness, and overall family contentment with life can all be beneficial effects in many
families, enabling parents to give the required care and support and manage the situation more
tactfully.

Sharma, Singh, Murthi, Chatterjee, and Rakkar (2021) conducted a study in order to investigate
the psychosocial correlates of anxiety and depression in parents of children with intellectual and
developmental disabilities. The goal was to find out how common depression and anxiety were among
industrial workers who had children with IDD, as well as to investigate any variations in these
conditions between the primary caregivers and the other parents. The study, a cross-sectional
observational one, was carried out in a Maharashtra tertiary care multispeciality hospital. The
research looked at 99 parents whose kids and teenagers had developmental and intellectual
disabilities. The assessment tool utilized was the Hospital Anxiety and Depression Scale (HADS).
The findings demonstrated that 66.7% of fathers and 94% of mothers of children with IDD
experienced symptoms of depression or anxiety, or both. Additionally, the study found that 91.8% of
mothers had anxiety-related scores, 66.3% had depression-related scores, and 64.3% had both
depression and anxiety-related scores. Fathers scored suggestively for anxiety in 57.6% of cases,
depression in 35.4%, and both in 26.3% of cases. The results showed a significant correlation (P-
value <0.05) between the father's age and the child's medical co-morbidities and his anxiety and
depression scores.

Merla & Kumar (2021) looked at the anxiety, stress, and depression levels of parents of
IDD children. A random selection of 80 parents, 40 of whom were mothers and 40 of whom were
fathers, was done in Hyderabad, India. According to research, parents of children with intellectual
disabilities—both mothers and fathers—experienced seriously marked levels of stress, anxiety, and
depression. Based on statistical analysis of the data, it was concluded that there was no apparent
distinction between the levels of depression, stress, and anxiety experienced by mothers and fathers;
these conditions were persistent in both genders. Anxiety, stress, and depression were related; if one
is present in parents, the two others must appear as well.

Majumder and Chakraborty (2021) studied how parents of IDD children coped with stress. In this
study, parents of one IDD child, two kids (one diagnosed with IDD and one without having any
disability), and a control group (with one or two children without any disability) were asked to
compare their perceived levels of life stress and coping strategies. The observations showed that the
parent groups differed in how they perceived their level of stress in life and how they dealt with it.
One important factor that was mentioned was gender. This implies, parents of IDD children felt more
stress in their lives than parents of children without disabilities of any kind.

Majumder, Pereira, and Fernandes (2005) carried out a research related to stress and anxiety in

parent who had children with Mental Retardation (now IDD). The three major aims of the study were

to: 1. Determine whether the perceived stress levels of the two parents of IDD children differ; 2.

Investigate whether the parents of IDD children experience these stresses more frequently than the

parents of children without IDD; and 3. Look for any relationships between the parents' anxiety levels
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and the perceived stress levels of those parents. This study was conducted in a hospital that provides
tertiary care psychiatry. The sample included 180 parents of IDD children. The 180 participants in
the study were split up into three groups: Sixty parents made up Group A, whose children suffered
from profound to moderate IDD; sixty parents made up Group B, whose children suffered from mild
to borderline IDD; and sixty parents made up Group C, the control group, whose children had normal
intelligence. The Hamilton Anxiety Rating Scale (HARS) and the Family Interview for Stress and
Coping (FISC) in Mental Retardation were used to assess each parent. Results showed that, compared
to parents in groups B and C, parents in group A experienced stressors more frequently and
experienced higher levels of anxiety. According to the findings of the study, parents' anxiety levels
and stressors were positively correlated. Compared to the parents in the control group, parents in
groups A and B were more susceptible to stress due to a variety of complex reasons.

Upreti and Singh (2017) conducted research in order to examine the variations in the kind and degree
of coping mechanisms used by parents of children with intellectual disabilities across a range of
educational backgrounds. The study found that parents' perceived educational attainment had an
impact on their coping strategies. Mothers who had completed more education had lower
misconceptions, better level of awareness of their child's condition, higher expectation for their
children, positive outlook toward their child and child management, and positive training-specific
parenting practices. In a similar vein, fathers who had completed more education also reported having
superior coping mechanisms in these areas.

Francina, Tintu, and Ivan (2018) studied the difficulties faced by parents of two IDD children. The
purpose of the study was to evaluate psychosocial issues that parents of multiple children with IDD
in Mangalapuram Panchayath, Trivandrum District, Kerala, faced. The emotional flexibility of
parents, the function of support networks, and the safety measures the family adopted after their first
child was born, were among the psychosocial factors taken into account for this qualitative study.
Data were gathered from five of the fifteen cases that Mangalapuram Panchayath had identified.
Compared with families whose children are typically developing, the challenges faced by the families
of two disabled children indicated multiple levels of stress. These families dealt with a variety of
issues that impact their quality of life, from financial to social, psychological, and physical issues.

Santosh (2016) carried out a research to identify the stressors that could jeopardize the adaptability
of parents of children with IDD. 50 parents of IDD children from various panchayats in the districts
of Calicut, Kannur, and Wayanad in the Indian state of Kerala made up the sample. The parents of
those IDD children showed a negative correlation between their resilience and extra-familial stress.
The findings also showed that parents who were older and in the later stages of young adulthood
exhibited comparatively higher levels of resilience in comparison to parents who were in the earlier
stages of the same period.

Gull (2015) made an effort to investigate the disparities in psychological health and hope between

parents who had physically and intellectually disabled children. It also investigated if hope and

psychological health were significantly correlated. 200 parents with differently abled children

between the ages of 35 and 45 made up the sample (100 parents with physically challenged children

and 100 parents with intellectually disabled children). The results indicated that parents having
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physically disabled children and those who had children with intellectual disability, differed
significantly in terms of their psychological well-being and sense of hope. Furthermore, the results
indicated a strong, favourable, and statistically significant correlation between psychological well-
being and hope among parents of disabled children.

Sekar and Gopalakrishnan (2015) conducted their study on the emotional and the psychological
conditions of parents of children with IDD. This primary objectives of the current study were to have
better understanding of mental as well as emotional health of parents of IDD children and to
demonstrate how parents generally perceive this condition in their children. The anxieties of parents
whose daughter has mental illness are exacerbated. Owing to these anxieties, the findings showed
that parents had considered having their daughter's reproductive organs removed and had admitted to
hiding their identity in public. The study concluded that parents must receive basic medical training
and education about their daughters' reproductive rights in order to prevent mismanaging their child's
health.

Meek (1981) asserted that when parents learn their child has an Intellectual and Developmental
Disability, they almost always go through a period of intense emotional distress. Working with those
parents of children IDD suggested that they frequently had special needs and felt more anxious about
their IDD children than those parents who had normal children. These needs might include anything
from help adjusting to their child's condition to counselling and direction on how to raise their IDD
child. When parents discussed their experiences with their child who had an Intellectual and
Developmental Disability, it became clear that professionals frequently had not met their needs, or
had only met them on the surface.

Pahantasingh, Krishnan, Pradhan, Samantaray, and Pradhan (2018) carried out a study to
evaluate parents' attitudes toward their IDD children, the psychosocial effects of those attitudes, and
the relationship between the two.The results of their study showed that parents had an attitude that
was 23.34% negative and 70% positive. It also showed that parents had an intermediate positive
psychosocial impact of 10%, a severe positive psychosocial impact of 90%, an intermediate negative
impact of 86%, and a mild and severe negative psychosocial impact of 7%. Analysis of the data
showed a significant positive relationship between parents' attitudes and psychosocial impact, with a
r value of 0.18. This implied that a good attitude would have a favourable effect.

Ahmad, Nazli, and Chavan (2022) conducted a study on the parents of children with Intellectual
(and Developmental) Disabilities to determine their knowledge, attitudes, and practices regarding sex
education. 130 parents of IDD children were taken as sample by using random sampling technique.
The researchers used the Awareness on Sexual Education for Parents of Intellectually Challenged
Children Scale, developed by Lakshmi and Navya (2014), to assess parents' knowledge, attitudes,
and practices. The findings indicated that there were no appreciable differences in parents'
knowledge, attitudes, or practices based on their gender. Based on their educational background,
parents' attitudes and knowledge differed significantly. Additionally, a significant positive correlation
was found between practice and knowledge (r = 0.233), knowledge and attitude (r = 0.453), and
practice and attitude (r = 0.252). The study found that while parents' income and education levels
would greatly increase their children's awareness of sexual education, gender had no bearing on the
process of teaching sex education to IDD children.
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at Lehlaba area of South disabled children.
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Disabled
Children and
Their Parents’
Problems:
Preliminary
Evaluation and
the Suggestion of
Effective
Strategies.

Malekshabhi, F.,
Rezaian, J., &
Almasian, M.
(2020).

Crescent Journal
of Medical and
Biological
Sciences

To ascertain the
psychological
issues faced by
the parents of
children with
intellectual
disabilities

Families of IDD
children dealt
with a variety of
emotional,
financial, and
educational
challenges in
addition to
numerous social
and psychological
issues related to
raising their
child.
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The experiences
of mothers of
children with
Autism in
Jamaica: An
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Mann, A. R.
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USF Tampa
Graduate Theses
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https://digitalcom
mons.usf.edu/etd/
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To examine the
experiences and
problems of
mothers caring
for children with
autism living in
Jamaica, and to
look at the needs
that were unmet.

A lack of early
diagnosis,
inadequate local
services for
preschoolers and
early elementary
students,
difficulties in
accessing those
available
services, and a
lack of parental
understanding of
the symptoms and
risk status of
autism spectrum
disorder.

9 | The experiences | Tekola, B., Kinfe, | Autism To explore the Parents' early

of parents raising | M., Girma experiences of detection of

children with Bayouh, F., parents raising developmental

developmental Hanlon, C., & developmentally | delays or

disabilities in Hoekstra, R. A. disabled children | differences in
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support.
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Experiences of Review. parents’ children
Parents of managing the experienced
Children with stigma of their stigma in relation
Intellectual child’s disability. | to their offspring.
Disability. Depending upon

whether or not
their child's
disability is
apparent, parents
take different
approaches to
coping with
stigma.

46



https://digitalcommons.usf.edu/etd/4722/
https://digitalcommons.usf.edu/etd/4722/
https://digitalcommons.usf.edu/etd/4722/
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The Parents'
Acceptance of
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with Intellectual
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Phenomenologic
al Study

Abani, M.,
Anislag, R.,
Budiongan, G.,
Cagape, W., &
Paz, C. (2023).

International
Journal of
Research
Publications
(IJRP),

To investigate
about parents'
real-life
experiences with
accepting their
child’s condition
of IDD.

The impact of
societal
prejudices,
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myths about
parental
acceptance and
the family's
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wellness was
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study.
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Parents' Training | Laden, S.J. & on Mental how parent great satisfaction
on Families of Kashina, K. J. Retardation training affects with the training
Children with (1991). IDD children. programme.
Mental There was a
Retardation: slight but
Increased Burden statistically
or Generalized significant drop
Benefit? in the number of
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American
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attributed to Cummins, R. & Intellectual & parenting stress | attributed by the
family members | Yiolitis, L. Developmental was related to parents to those
with and without | (2000). Disability. family members | disabled family
disability: A who had children | members was
longitudinal with disabilities | nearly twice as
study. as well as high as that

without placed on the

disabilities. youngest sibling
who was not
disabled.
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Life for Family | Mannan, H., Applied Research | experiences were proper
Carers of People | Garcia Iriarte, E., | in Intellectual family carers of | intervention,
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Retardation

experienced by
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IDD children had
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71.4% mothers of
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mental anxiety
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Onset of
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the birth of a
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retrospective
cohort study.

Fairthorne, J.,
Jacoby, P.,
Bourke, J., Klerk,
N., & Leonard, H.
(2015).

J Psychiatr Res

To understand
the prevalence of
new
psychological
disorders in
mothers after the
birth of their
eldest child with
IDD.

Mothers of mild
to moderate level
of IDD children
for a cause that
was unknown had
around 2-3 times
greater the
prevalence of
psychological
disorders than
those of mothers
having no IDD or
ASD children.
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Exploring
Resilience from a
Parent's
Perspective: A
Qualitative Study
of Six Resilient
Mothers of
Children with an
Intellectual
Disability.

Gardner, Jenny &
Harmon, Tony.
(2002).

Australian Socal
Work

To study the
experiences of
mothers of IDD
children.

Mothers used
networks of
similar parents
for sharing
information
regarding
services. Mothers
of IDD children
stated the role of
respite care
facilities which
helped them to
take a break from
tiring daily
caregiving duties
and provided
them additional
time for other
family members
who needed their
attention.
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Mental health
condition of
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children with
mental
retardation and
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Yang, Q. Y., &
Jing, J. (2006).

Chinese Journal
of Clinical
Rehabilitation

To analyze the
psychologic
health status,
especially the
influential factors
and intervention
conditions of

Parents'
emotional
condition for
having IDD
children are
effected by many
different factors

interventions. parents of IDD and complex
children. process.

40 | Parental Stress Shrestha, A., Birat Journal of | To determine the | The degree of
and Coping Adhikari, R., & Health Sciences | stress and coping | coping mechanics
Mechanisms in | Pokhrel, G. mechanisms and parents'
Rearing Children | (2022). experienced by | educational
with Intellectual parents of IDD attainment were
Disability: A children in significantly
Study Conducted Kathmandu. correlated.
in Kathmandu. Mothers, parents

without any

formal schooling,
as well as parents
of IDD children
under 17 or
below, reported
high levels of
parenting stress.
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Intellectually (1994). Journal of Social | families with an | suggested that the
Disabled Work and IDD child. services provided
Children. Development should not be

restricted to
teaching
functional skills
to those
individuals with
IDD.

42 | PSYCHOLOGIC | Arzeen, N., & KHYBER To study the Mothers suffered
AL DISTRESS, |Irshad, E. (2021). | MEDICAL mental anxiety, | from greater
PERCEIVED UNIVERSITY support from mental stress,
SOCIAL JOURNAL society, and anxiety, and
SUPPORT, fulfillments in depression,
AND LIFE life of parents of | whereas fathers
SATISFACTIO IDD children in | stated higher
N OF FATHERS Pakistan. levels of support
AND from society and
MOTHERS OF satisfaction with
INTELLECTUA life.

LLY
DISABLED
CHILDREN.

43 | Life Experiences | Budak, M. 1., Journal of To investigate the | Not all mothers
of Mothers of Kiguk, L., & Mental Health experiences of IDD children
Children with an | Civelek, H, Y. Research in mothers raising | viewed their
Intellectual (2018). Intellectual IDD children. experiences with
Disability: A Disabilities a negative
Qualitative mindset. Nearly
Study. all of them went

through major
changes in their
social and
familial
relationships as
well as worries
about the future.

44 | Parents' needs of | Noman, A. A. A., | International To identify the The material
children with & Yasir, A. A. Journal of Health | sociodemographi | needs of parents
intellectual (2022). Sciences c factors that of IDD children
disability. were related to were the mostly

the needs of
parents of
children with
IDD.

required need,
then there was
cognitive needs,
followed by
social and
emotional needs.
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45 | “I hope I'll Kruithof, K., Journal of To study about The majority of
outlive him”: A | Olsman, E., Intellectual & the concerns of | parents of IDD
qualitative study | Nieuwenhuijse, Developmental parents about children wished
of parents’ A., & Willems, D. | Disability their child with | to outlive their
concerns about | (2022) profound IDD offspring and
being outlived by outliving them. associated that
their child with with the belief
profound that their child's
intellectual and quality of life
multiple would have been
disabilities. declined after

they had died.

46 | “My greatest joy | Myers, B. J., Research in To explore the The study
and my greatest | Mackintosh, V. Autism Spectrum | experiences of discovered 15
heart ache:” H., & Goin- Disorders parents having negative themes
Parents’ own Kochel, R. children with aswellas 9
words on how (2009). Autism Spectrum | positive themes.
having a child in The combination
the autism of positive and
spectrum has negative themes
affected their was seen as a
lives and their dialectical
families’ lives. perspectives on

meaningful life.

47 | Parenting Stress, | Dumas, J., Wolf, | Exceptionality To measure the | Parents of
Child Behavior | L., Fisman, S., & differences in the | children with
Problems, and Culligan, A. feedback given | behavioural
Dysphoria in (1991). by parents about | issues stated that
Parents of dysphoria, compared to other
Children with parenting stress, | children, their
Autism, Down and behavioural | child's
Syndrome, issues found in behavioural
Behavior children. issues were more

Disorders, and
Normal
Development.

severe.

48

Effect of early
intervention on
the development
of mentally
retarded children

Dhoot, H. (1992)

Doctoral
Dissertation,
SNDT Women’s
University.
http://hdl.handle.

net/10603/11949
6

To examine what
were the impacts
that early

intervention had,
on IDD children.

In comparison to
children who did
not receive any
intervention, the
experimental
group's early
training was
associated with
better outcomes
in various
developmental
domains.
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http://hdl.handle.net/10603/119496
http://hdl.handle.net/10603/119496

49

Parenting
Satisfaction and
Self-Efficacy: A
Longitudinal
Study of Mothers
of Children with
Down Syndrome.

Gilmore, L. &
Cuskelly, M.
(2012).

Journal of
Family Studies

To explore self-
efficacy along
with parenting
satisfaction of
mothers who had
children suffering
from Down
Syndrome.

There were
definitely some
kind of major
notable
relationships
between mothers’
proficiency with
characteristics of
their kid and the
style of parenting,
especially in the
way that was
expected.

50

The Perceived
Meaning of Life

Stelter, Z. (2015).

https://www.diam

etros.iphils.uj.edu

To understand
how parents

The perceived
meaning of life

in the Case of .pl/diametros/arti | having an IDD for parents of

Parents of cle/view/838 child perceived | IDD children was

Children with their life. related to the

Intellectual suffering

Disabilities (in experienced by

Polish). those parents due
to the limited
intellectual ability
of IDD child.

51 | Relationship Jeong, C. & Seo, |Journal of To verify the The relationship
among Parenting | Y. (2016). Korean Clinical | relationship between self-
Stress, Self Health Science | among parenting | esteem and
Esteem and stress, self- parenting stress,
Social Support esteem and and between
on Mental support from parenting stress

Retardation
Child Mother's.

society when
mothers have an
IDD child.

and social
support- both had
negative
relationship. The
parenting stress
and self esteem
are highly related.

52

Experiences of
parents of
children with
intellectual
disabilities in the
Ashanti Region
of Ghana.

Badu, E. (2016).

Journal of Social
Inclusion

To look into the
experiences of
parents of IDD
children.

Managing
behavioural
challenges of
IDD children and
financial costs
were the major
sources of
stressors for
parents.
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https://www.diametros.iphils.uj.edu.pl/diametros/article/view/838
https://www.diametros.iphils.uj.edu.pl/diametros/article/view/838
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53 | Quality of Life | Misura, A. & Journal of To study about A statistically
of Parents of Memisevic, H. Educational and | the lifestyle of marked major
Children with (2017). Social Research | parents of IDD difference was
Intellectual children. there between the
Disabilities in perceived
Croatia. lifestyle of

parents of IDD
children and
parents of normal
children.

54 | Supporting Fourie, J. & https://www.rese | To investigate the | Parents needed an
Parents who have | Roux, V. (2017). | archgate.net/publi | support needs of | intense support
children with cation/32071674 | parents who had | from other
Mild Intellectual 9 _Supporting_Pa | children with parents, as well
Disabilities in a rents_ who_have_ | mild IDD. as, from the

Special Needs

children with M

teachers. They

Class in ild_Intellectual required some
Gauteng. Disabilities_in_a guidance on the
Special_Needs day-to-day
Class_in_Gauten challenges of
o] parenting as well
as professional
advice regarding
their child's
disability and
future plans.

55 | Parents' Jalan, R. K., Journal of To examine how | When it comes to
Perceived Adhikari, J., Nepalgunj behavioural sex, males were
Behavior . Belbase, M., Medical College :;?juis/?c;gals with g:ggg ;;/kﬁgrfo
Problems inthe | Khan, T. A, IDD correlate females were to
Persons With Gupta, V., & with degree of physically harm
Mental Sinha, U. (2017). severity, others. Parents
Retardation: An sexuality and Wz_inted_ assistance

S age. primarily for
Analysis for dealing with

Parents' Need.

issues related to
disobedience,
unusual
behaviour, and
the then issues
related to
physical harm to
other people.
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https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng
https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng
https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng
https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng
https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng
https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng
https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng
https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng
https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng
https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng
https://www.researchgate.net/publication/320716749_Supporting_Parents_who_have_children_with_Mild_Intellectual_Disabilities_in_a_Special_Needs_Class_in_Gauteng

56 | Prevalence of Masulani, C., BMC Psychiatry | To ascertain the | Among parents of
psychological Kauye, F., risk factorsand | IDD children, no
distress among | Gladstone, M., & frequencies of source of
parents of Mathanga, D. psychological emotional support
children with (2018). distress among strongly predicted
intellectual Malawian parents | psychological
disabilities in of IDD children. | distress.

Malawi.

57 | Rewards and Sheldon, J., Disability and To examine the | Fathers rarely

challenges of Oliver, M., & Rehabilitation benefits and reported financial

parenting a child
with Down
syndrome: a
qualitative study
of fathers’
perceptions.

Yashar, B. (2020).

difficulties of
raising a child
who had Down
syndrome
focusing on
fathers' points of
view.

stress or the
negative
behaviours of
their child. Many
fathers reported
speech problems
faced by their

children.

58 | Understanding Davenport, S. & | Journal of To investigate As the parents
mental health Zolnikov, T. Intellectual psychological learned about the
outcomes related | (2021). Disabilities implications in disability in their
to compassion parents of IDD child, the results
fatigue in parents children. showed that their
of children very first
diagnosed with emotional
intellectual reactions were a
disability. mix of grief,

worry, and
Contentment with
compassion.

59 | Resilience and | Indriasari, F. Jurnal To study the The findings
Parenting Stress | (2022). Keperawatan | effects onanxiety  revealed that
. . and endurance in | there was an
in Mothers who Soedirman

have Children
With Mental
Retardation
during the
COVID-19
Pandemic.

mothers of IDD
children during
COVID-19
period.

influence of
parenting stress
on the resilience
level of mothers
having IDD child
during the covid-
19 period. The
study showed,
though mothers’
anxiety level was
low but mothers’
endurance level
was moderate.
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60 | Level of Ahmad, Z., Journal Riphah | To find out how | Single mothers
Depression in Afnan, Z., Shabir, | College of depressed the having IDD
Parents of J., & Ahmad, B. | Rehabilitation parents were and | children were
children with (2022). Sciences. how found to be more
intellectual psychosocially depressed than
disabilities in connected they mothers living
District Swabi, were with their | with their
Pakistan. IDD children. SpOuses.

61 | Exploring Rios, K. & Burke, | Autism research : | To investigate the | Parents, due to

correlates among
Latino/a parents
of young
children with
intellectual and

M. (2023).

official journal of
the International
Society for
Autism Research

relationships
among
empowerment,
anxiety, disability
type in the child,

having an autistic
children, reported
much higher
levels of anxiety
and also

developmental and special knowledge about
disabilities. education special education.
knowledge in
parents of IDD
children.
62 | Parental Abdalrazek, H. https://www.rese | To identify Most of the
Attitudes (2023). archgate.net/publi | parenting parental attitudes
Towards Mental cation/37206168 | attitudes towards | were initially

Retardation (A
Field Study on
the Families of
Children

Enrolled in the
Social Welfare

4 Parental Attitu
des Towards Me
ntal Retardation

A_Field Study o
n_the Families o
f _Children_Enrol

their

Intellectually and
Developmentally
Disabled children

characterized by
the discrimination
between the IDD
child and his or
her non-disabled
siblings.

House in Al led_in_the_Socia
Bayda City). |_Welfare House
in_Al-
Bayda_City
Studies Conducted in India

Sl. | Title Author & Year |Journals/Books/ | Objectives Major Findings
No Links
63 | Magnitude of Bhattacharya, R., | Bengal Journal | To examine the | In the areas of

problem of
persons having
intellectual
disability its
impact on
parents and their
unmet needs in
Indian
subcontinent.

Ghoshal, M. K.,
& Sanyal, D.
(2015).

of Psychiatry

disability status
of IDD persons
as well as the
nature and to
what extent it
impacts their
parents.

physical care,
health, career
sibling effect, and
specific thought
domain, mothers
faced more
challenges than
fathers. Whereas,
fathers had more
difficulty in the
areas of support,
finances, social
interaction, and
embarrassment or
humiliation.
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https://www.researchgate.net/publication/372061684_Parental_Attitudes_Towards_Mental_Retardation_A_Field_Study_on_the_Families_of_Children_Enrolled_in_the_Social_Welfare_House_in_Al-Bayda_City
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https://www.researchgate.net/publication/372061684_Parental_Attitudes_Towards_Mental_Retardation_A_Field_Study_on_the_Families_of_Children_Enrolled_in_the_Social_Welfare_House_in_Al-Bayda_City
https://www.researchgate.net/publication/372061684_Parental_Attitudes_Towards_Mental_Retardation_A_Field_Study_on_the_Families_of_Children_Enrolled_in_the_Social_Welfare_House_in_Al-Bayda_City
https://www.researchgate.net/publication/372061684_Parental_Attitudes_Towards_Mental_Retardation_A_Field_Study_on_the_Families_of_Children_Enrolled_in_the_Social_Welfare_House_in_Al-Bayda_City
https://www.researchgate.net/publication/372061684_Parental_Attitudes_Towards_Mental_Retardation_A_Field_Study_on_the_Families_of_Children_Enrolled_in_the_Social_Welfare_House_in_Al-Bayda_City
https://www.researchgate.net/publication/372061684_Parental_Attitudes_Towards_Mental_Retardation_A_Field_Study_on_the_Families_of_Children_Enrolled_in_the_Social_Welfare_House_in_Al-Bayda_City

64 | Impact of Chhotaray, S. The International | To study about While both
children’s (2020). Journal of Indian | various impacts | parents were
intellectual Psychology that IDD children | adversely
disability on and their impacted by their
parents. disability had on | child's disability,

their parents’ life. | mothers were
heavily impacted.

65 | Stress coping Vijila, S., & International To examine how | Almost 60%
ability of parents | Sreelatha, S. Journal of Health | well parents of parents of IDD
of mentally (2022). Sciences IDD children children had
challenged coped with stress. | moderate stress
children. coping ability.

66 | A study on Jubina Bency, A. | International To evaluate the | The knowledge
knowledge, T., John, George., | Journal of parenting level among
attitude and Navya, C.J., & Current Advance | practices, mothers who had
practice on child- | Saju, C.R. (2017). | Research attitudes, and higher

rearing among
parents having
children with
intellectual
disabilities in
thrissur district
kerala.

knowledge of
parents of IDD
children.

educational was
found to have
high statistical
significance.
Compared to
parents of
consecutive birth
orders, parents
who had an IDD
children in their
first birth showed
a higher
knowledge level.

67 | Awareness on Purty, S., & International To ascertain the | Caregivers with
different aspects | Singh, A. R. Journal of level of lower levels of
of Intellectual (2018). Research in knowledge education had
Disability among Social Sciences | among caregivers | higher levels of
caregivers. of IDD children | misconception in

regarding various | each of the three

aspects of IDD. | domains of
awareness
compared to
those with higher
levels of
education or at
least a
matriculation.

68 | A study on the Shetty, L., & Global Journal of | To explore the 50% of
problems faced | Menezes, S. Interdisciplinary | problems and respondents from
by the parents in | (2013). Social Science issues that were | non-urban

handling the
mentally
challenged
children in

faced by parents
of IDD in
Mangalore, India.

localities thought
that their child's
condition was
brought on by the
evil eye, 16.67%
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mangalore thought that the

district. condition was
something the
mother had
developed during
her pregnancy,
5.56% thought
that the condition
was hereditary,
and 27.77%
thought that the
condition was
caused by an
injury sustained
during childbirth

69 | ASTUDY ON | Kapil,Y. & Scholarly To determine the | The awareness
LEVEL OF Selvan, T. R. M. | Research Journal | level of level had no
AWARENESS | (2017). for awareness among | difference on the
ON ETIOLOGY Interdisciplinary | parents having basis of the
OF Studies IDD children gender of parents.
INTELLECTUA related to the The awareness
L DISABILITY medical and level did not have
AMONG etiological significance
PARENTS OF factors of IDD. | effect too on he
CHILDREN basis of socio-
WITH economic status
INTELLECTUA of those parents.
L DISABILITY.

70 | Parental Khatib, J. M., & | Karnataka J. To understand 88.33% mothers
knowledge Khatib, P. B. Agric Sci parents’ lacked knowledge
regarding mental | (2014). knowledge about | about disabilities.
retardation and IDD and the
special importance of
education. special schools.

71 | Parents having Hameed, A. P. V. | DIRT To recognize the | Older parents of
Intellectually (2021). lifestyle of IDD children had
Disabled parents, the a low quality of
Children: A intervention life, and while
Systematic strategies social support
review of Quality provided to them | services were
of Life and as primary offered, they
Mental caregivers of were insufficient
wellbeing. IDD children. to meet the high

needs.

72 | Resilience and Rajan, A. M., & | Journal of To examine Raising an IDD
impact of John, R. (2017). | intellectual parental child presented
children's disabilities resiliency and its | both pleasant and
intellectual connection to the | unpleasant
disability on effects of a experiences for

Indian parents.

child's disability.

the parents.
Positive attitudes
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toward the child's
handicap served
as a protective
factor, while
negative ones
served as a risk

factor for
resilience.

73 | Needs of Indian | Verma, Rajesh & | International To understand The needs
parents having Kishore, M. journal of the combined differed
children with (2009). rehabilitation needs of both according to the
intellectual research. parents of IDD sex and also age
disability. children. of the IDD child.

The study showed
that severity of
IDD had less
effect on parents’
needs.

74 | Parents of Sahay, A., International To concentrate Parents referred
Intellectually Prakash, J., Journal of on familial to strong needs
Disabled Khaique, A., & Humanities and | requirements about information
Children: A Kumar, P. ( Social Science from the of current and
Study of Their 2013). Invention viewpoint of future service
Needs and parents of IDD available in
Expectations. children. society and the

community

75 | A Study on Wagh, S. D., & International To evaluate and | Needs and
Parental Attitude | Ganaie, S. A. Journal of comprehend the | attitudes were
and Needs of the | (2014). Clinical needs and interconnected,;
Parents Having Therapeutics attitudes of when parents had

Children with
Intellectual
Disability.

and Diagnosis

parents of IDD
children

a favourable
attitude towards
their kids with
IDD, they
showed greater
needs and care.

76

Social Burden in
the Families of
Mentally
Retarded
Children.

Mamta. & Punia,
S. (2003). In
Singhal, C.S.
(Ed.).

Behavioural
Management in
Rural
Development.
Ambala: The
Associated
Publishers.

To analyse the
parental
knowledge about
IDD on the basis
of background of
residential area
and
socioeconomic
status.

Parents had high
and moderate
knowledge on all
aspects except
facilities
available.
Socioeconomic
status and
residential area
made a
significant
influence on the
knowledge of the
parents.
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77 | Knowledge of Vijayarani, M., International To assess the Majority of 78%
family caregivers | Balamurgan, G. & | Journal of level of of the family
on care of Kasthuri, G. Applied Research | knowledge of caregivers had
mentally (2016). family caregivers | inadequate
challenged towards IDD knowledge.
children at children.
selected
institution,
Bangalore: A
descriptive study

78 | Attitudes of Mushtaqg, A., Disability, CBR | To understand While mothers
Parents towards | Inam, A., & & Inclusive the a attitudes of | had more positive
the Behavioural | Abiodullah, M. Development parents of attitudes than
Management of | (2015). children with fathers, there was
their Children intellectual no significant

with Intellectual

disabilities, with

difference

Disability. regard to the between the
management of | negative attitudes
problematic of fathers and
behaviour of their | mothers towards
children, their children

with intellectual
disability.

79 | Parental Mohammad, S. & | Int J Res Health | To explore the There was a
Attitudes Osman, A. Sci attitude of the parental negative
Towards (2015). parents towards | attitude towards
Children with their children children with
Mental with IDD. mental
Retardation: retardation which
Across Sectional is highly on home
Study from management and
NGOs in lowest on
Northern India. acceptance.

80 | A cross- Chourasiya, S.K., | IntJ Community | To study onthe | 32% of mother
sectional study | Baghel, A., Kale, | Med Public stress perceived | feel mild stress of
on stress S., & Verma, A. | Health by families of which 59.3%
perceived by (2018). IDD children. having education
families of level up to degree
mentally retarded college. 61% of
children enrolled mother showing
in special schools moderate stress of
of a city of which 68.8%
central India. having education

level up to
Degree College.

81 | The mental Behari, R. (1990). | Disabilities and | To study the The attitudes of
attitude- Impairments attitudes of educated mothers
childrearing link mothers of were significantly
for mentally mentally retarded | different from
retarded boys towards 23 | those uneducated

children: A study

areas of child

mothers
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of some socio-
psychological
influences.

rearing as
influenced by
their strata and
education.

82

The Relationship

Rose, J., Nelson,

Behavioural and

To assess the

Results indicated

Between L., & Hardiman, | cognitive relationships significant
Challenging R. (2016). psychotherapy, between maternal | correlations
Behaviour, stress, between
Cognitions and challenging challenging
Stress in Mothers behaviour of IDD | behaviour and
of Individuals children and maternal stress.
with Intellectual parental The overall
Disabilities. cognitions. mediation models
for aggression
and self-injurious
behaviour were
significant.

83 | Parent Stress and | Smith, A. L., Family relations | To examine Children in both
Perceptions of Romski, M., differences in groups showed
Language Sevcik, R. A, parental stress similar language
Development: Adamson, L. B., and parental skills, the parents
Comparing & Barker, R. M. perceptions of of children with
Down Syndrome | (2014). language Down Syndrome
and Other development perceived their
Developmental among parents child’s
Disabilities. having children | communication

with Down
syndrome and
Other
Developmental
Disabilities.

difficulties as less
severe.

84

Stress among
Single Parent
Families of
Mentally
Retarded
Children.

Upadhyay, G. R.
&
Havalappanavar,
N. B. (2007).

Journal of the
Indian Academy
of Applied
Psychology

To investigate the
support of
spouses and
stress levels
among the
parents of IDD
children.

Widow and
widower single
parents had
significantly
different stress
levels in all four
stress areas: care,
emotional stress,
financial stress,
and social stress.
The stress level
of single parent
families with IDD
children was
higher than that
of families with
both parents
alive.
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85

Adjustment and
Attitude of
Parents of
Children with
Mental
Retardation.

Vidhya, R. &
Raju, S. (2007).

Journal of the
Indian
Association of
Applied
Psychology

To study the
level of
adjustment and
attitude of
parents of IDD
children.

Parental religion,
income, and
education do not
have any
significant
influence on
adjustment
variables, but
there is change in
parental attitude
among different
religious groups.
Locality of
parents' put
influences only
on the dimensions
of social
adjustment.

86

Parental stress in
raising a child
with disabilities
in India.

Gupta, V.,
Mehrotra, P., &
Mehrotra, N.
(2012).

Disability CBR &
Inclusive
Development

To determine
parenting stress
and determinants
among parents of

Many parents
reported

receiving little
support from their

children with extended families

disablities in in taking care of

India. their child.
Higher parenting
stress in parents
of girls raises the
possibility of
abuse and neglect

87 | Psychological Vivian, K. (2006). | Social Science To study the Parents reported
distress among Medicine parental stress more psychiatric
parents of and symptomatology
children with psychological when the child
mental distress among showed a high
retardation in the parents of level of
United Arab children with dysfunction.
Emirates. IDD.

88 |HEALTH Singh, J., & IJCAR To assess and Parents of
COPING Nizamie, S. H. compare the children and
AMONG (2023). behaviour adolescents with
PARENTS OF problems and functional
CHILDREN health coping psychosis
AND strategies among | reported higher
ADOLESCENT parents of IDD mean that focuses
S WITH children. they have better
INTELLECTUA strengthening
L DISABILITY family life and
AND relationships and
FUNCTIONAL the parents’
PSYCHOSIS. outlook on life

with a
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psychologically
challenged child
as compared to
the parents of

IDD children.

89 | Children with Bunga, D., Indian Journal of | To examine the | The effect of a
intellectual Manchala, H., Social Psychiatry | effect of disability on
disability, impact | Tondehal, N. R., disabilities and physical care as
on caregivers: A | & Shankar U. nature of parent | well as certain
cross-sectional (2020). and child negative
study. relationships emotions

when raising an | increased with the
IDD kid. severity of IDD.

90 | Depressionand | Sharma, R., Industrial To investigate the | 66.7% of fathers
anxiety in Singh, H., Murthi, | Psychiatry psychosocial and 94% of
parents of M., Chatterjee, Journal correlates of mothers of
children with K., & Rakkar, J. anxiety and children with
Intellectual (2021). depression in IDD experienced
Disability parents of IDD symptoms of
IndPsychiatryJOO children. depression or
0-6252997 anxiety, or both.
172209.

91 | A study on the Merla, S., & The International | To look at the There was no
levels of Kumar, S. (2021). | Journal of Indian | anxiety, stress, apparent
depression, stress Psychology and depression distinction
and anxiety of levels of parents | between the
parents having of IDD children. | levels of
children with depression, stress,
intellectual and anxiety
disability. experienced by

mothers and
fathers

92

Perceived Life-

Majumdar, A., &

Indian Journal of

To study how

Parents of IDD

stress and Chakraborty, A. | Health and parents of IDD children felt more
Coping: A (2021). Wellbeing children coped stress in their
Comparative with stress. lives than parents
Study between of children
Parents with without
Intellectually disabilities of any
Disabled kind.

Children and

Control.

93 | Stress and Majumdar, M., Indian Journal of | To examine Parents' anxiety
anxiety in Pereira, Y., & Psychiatry stress and anxiety | levels and
parents of Fernandes, J. in parent who stressors were
mentally retarded | (2005). had children with | positively
children. IDD. correlated.
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94

Coping
Strategies of

Upreti, R., &
Singh, R. (2017).

International
Journal of Basic

To examine the
variations in the

Mothers who had
completed more

Parents for and Applied kind and degree | education had
Perceived Stress Agricultural of coping lower
Resulting from Research mechanisms used | misconceptions,
having by parents of better level of
Intellectually IDD children. awareness of their
Disabled Child: child's condition,
Comparison and positive
Across outlook toward
Educational their child and
Level of Parents. child
management.

95 | Challenges of Francina, X., Artha - Journal | To evaluate Compared with
Parents with Two | Tintu, S., & lvan, | of Social psychosocial families whose
Intellectually V (2018). Sciences issues that children are
Disabled parents of typically
Children. multiple children | developing, the

with IDD. challenges faced
by the families of
two disabled
children indicated
multiple levels of
stress.

96 | Stress and Santhosh, K. R. In R. Gopalan To identify the Parents who were
Resilience in (2016). (Ed.), Handbook | stressors that older and in the
Parents of of Research on could jeopardize | later stages of
Intellectually Diagnosing, the adaptability | young adulthood
Disabled Treating, and of parents of exhibited
Children. Managing children with comparatively

Intellectual IDD. higher levels of
Disabilities (pp. resilience in
109-117). IGI comparison to
Global. parents who were
in the earlier
stages of the
same period
97 | Comparative Gull, M. (2015). | International To investigate the | Parents having

study of hope
and
psychological
well-being
among the
parents of
physically and
intellectually
disabled
children.

Journal of
Modern Social
Sciences

disparities in
psychological
health and hope
between parents
who had
physically and
intellectually
disabled children.

physically
disabled children
and those who
had children with
intellectual
disability,
differed
significantly in
terms of their
psychological
well-being and
sense of hope.
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98

Psychological
and emotional
state of parents
having
intellectually and
developmentally
disabled

Sekar, N., &
Gopalakrishnan,
A. (2015).

International
Journal on
Disability and
Human
Development

To have better
understanding of
mental as well as
emotional health
of parents of IDD
children.

Parents had
considered
having their
daughter's
reproductive
organs removed
and had admitted

children. to hiding their
identity in public.
99 | Parents of Meek, T. (1981). | Australian Child | To explore the Parents
Intellectually and Family experiences of frequently had
Handicapped Welfare parents of IDD special needs and

parents about sex
education of their
children with
intellectual
disability.

practice towards
sex education
among parents
having children
with IDD.

Children — How Children. felt more anxious
they are Told. about their IDD
children than
those parents who
had normal
children.
100 | Attitude of Pahantasingh, S., | International To evaluate There was a
Parents towards | Krishnan, J., Journal of Health | parents' attitudes | significant
Their Pradhan, J., Sciences and toward their IDD | positive
Intellectually Samantaray, K., | Research children. relationship
Disabled & Pradhan, R. between parents'
Children and its | (2018). attitudes and
Associated psychosocial
Psychosocial impact.
Impact on Them.
101 | Knowledge, Ahmad, W., Indian Journal of | To find out While parents'
attitude, and Nazli., & Chavan, | Social Psychiatry | knowledge, income and
practice among | Bs. (2022). attitude, and education levels

would greatly
increase their
children's
awareness of
sexual education,
gender had no
bearing on the
process of
teaching sex
education to IDD
children.

2.4. Rationale of the Study:

It can be extremely upsetting for parents to find out that their child has a diagnosis related to their
health, development, learning, or mental health. In “You Are Not Alone”, Patricia McGill Smith
wrote, “The day my child was diagnosed as having a disability, |1 was devastated—and so confused
that I remember little else about those first days other than the heartbreak.”
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Parenting an MR child (now IDD) is not an easy task (Peshawaria, 1992). Parents having an MR child
(IDD) experience a variety of stressors and stress reactions related to the child’s disability ( Orr et al.,
1993 ). Parents of children with IDD are generally affected in many ways. This includes parents who
feel sad, depressed, and experience other emotional reactions at various stages of their child's life.
Recreational and leisure activities are restricted, which can affect social life. Connections with loved
ones, as well as with acquaintances and others, are also impacted. Marital harmony is disturbed for
many reasons related to IDD children. The financial burden can also add up. Peshawaria and Menon
(1991) stated that having an IDD child in the family means that parents and family members need to
adapt to new challenges and circumstances. Some families manage the circumstance better than
others. Experience and research have shown that strategies that address the needs of every family
member are more successful in assisting the family in coping with the circumstance than strategies
that solely address the needs of the IDD child. Understanding and helping parents take care of their
family can help them become better at supporting their family's growth, including their own. Studies
have also shown that a parent's report of emotional and physical issues increases with the number of
unfulfilled needs. (Dunst & Leet, 1987; Dunst, Vance & Cooper, 1986).

Many people have aspirations for their offspring. Although those expectations are not expressed
verbally, they nonetheless exist. Their perceptions of their children's potential are diminished when
they learn that they have an intellectual handicap. They begin to believe that the dreams they once
had would never come true. The question of how family life is affected by intellectual handicap is
one that someone has. That is a legitimate cause for worry. The stress levels of parents with IDD
children are greater than those of parents with typically developing children. (Hamid, 2021).

In townships, disability is frequently linked to stigma, discrimination, shame, and negativity, which
affects how parents perceive it when their child has a disability. Due to uncertainty and a lack of
knowledge and understanding about IDD, parents who have recently learnt of their children's
condition of IDD, frequently suffer psychological and emotional trauma (Lefakane and Maseko,
2023). Having a child with a disability comes with a number of challenges, such as managing the
problematic behaviour of the child, higher medical expenses for treatment, and social stigma. Due to
the widespread stigma associated with disabilities in the community, research has shown that kids
with disabilities may lack the bravery or not so self-confident to play with kids without disabilities.
(Gill and Liamputtong, 2011)

Family recreation, finances, parents' physical and mental health, marital connections, relationships
with friends, neighbours, and family members are all aspects of family life that are impacted by an
intellectual disabilities. Having a child with an intellectual disabilities poses a number of challenges
that directly affect how well parents and families operate. Numerous elements of family life are
impacted, including the physical and mental health of all family members, severe stress experienced
by all family members, ignorance or neglect of other children's needs, and strained sibling
relationships. Kumar & Singh (2012) found significant differences between parents of mentally
challenged (now Intellectually and Developmentally Disabled) and normal children. This may be due
to the fact that the children affect the psychological life space of parents.
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Stress among parents of IDD children was studied by Gupta & Kaur in 2010. The findings
indicated that the majority of parents of children with IDD experienced stress; there was a significant
correlation between mental stress and physical stress; differences in gender with regard to stress were
seen in the mental domain; and parents reported feeling more mental stress and less physical stress.

Upon discovering that a newborn has an Intellectual and Developmental Disability, parents are
naturally upset. Avoidance is prevalent and has an impact on day-to-day living. A parent's hopes and
expectations for their child must often be drastically altered when they learn that their child has an
Intellectual and Developmental Disability, which is often not diagnosed until after the child turns one
year old. They frequently struggle with protracted sadness, rage, guilt, and an inability to handle
significant practical and financial issues. Some parents choose to ignore their kids, while others
become overly preoccupied with raising them, neglecting other crucial facets of family life. Having
a child with an Intellectual and Developmental Disability is always challenging for the parents. It has
a negative inverse effect on their lives (Abdul Hamid, 2021).

Service providers would be able to give each family member with the proper support services if they
had an understanding of how the nature of needs of parents of children with IDD vary over time. For
a while, a child with IDD generates additional needs. A need is anything that is wanted or absent but
that is needed to fulfil a purpose or arrive at a particular result. When a child is identified as having a
disability, parenting is impacted, and future expectations about the child and the future may need to
be revised. According to Peshawaria & Menon (1991), the most important requirements for parents
who have an IDD child, are parental and familial adaptations, information on government benefits,
communication of diagnosis, the future of the child, accessibility to formal as well as informal
support, and parent training programmes. According to a research by Haldy (1990), mothers'
satisfaction with the assistance they received from family members in caring for their child was
positively correlated with their feelings of competence. Adequate social support was also found to
have a positive impact on mothers' feelings of competence regarding their ability to raise children.
When their children were classified as having milder mental retardation, mothers expressed higher
levels of satisfaction with the guidance and services provided by different professionals.

According to a survey of seven kinds of needs conducted by Bailey, Blasco, and Simension (1992),
the most common needs were for information, specific financial assistance, and the chance to connect
with other parents. Mothers reported to have significantly greater needs than fathers in the areas of
child care, communication with others, and support from family and friends. According to studies,
parents were more likely to report that they lacked the time, energy, or personal commitment
necessary to carry out the intervention that was recommended for their child if they had more needs
unrelated to child-level interventions (Dunst and Leet, 1987; Dunst, Vance and Cooper, 1986).
According to Boon (1990), the main concerns expressed by parents, who had mentally retarded (now
intellectually and developmentally disabled) children, were high care requirements, communication
skills of the child, self-help training, transportation/service access, and respite care. According to
Whitehead (1990), the most frequently mentioned needs by parents were for information on how to
teach the child, assistance in finding respite care, more time for oneself, information about future
services, community resources that were available, and information about prognosis and diagnosis.
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Parents indicated a need for information in Gowen's (1993) study on how to manage the time and
emotional demands of parenting, find community resources, plan for their child's future, and
comprehend their child's legal rights. According to Peshawaria’'s (1988) analysis of service demand,
the most significant needs identified by parents for which they wanted were training in self-help,
behaviour problem management, and communication. Peshawaria et al. (1998) discovered that there
were gender disparities in enabling and impeding elements that impact the abilities to cope for parents
of children with IDD in India. There is increased pressure on mothers to manage household duties
and paid time off for child care.

One of the major concerns of parents of Intellectually and Developmentally Disabled (IDD) children
is how their child will be taken care of when they die. They feel that no one else treat them with such
a love and care, even they are scared have about how their child will be able to manage to survive in
the world. Sometimes they try to acquire wealth for children but that does not take them out of worry
regarding the future of child.

Apart from a number of unforeseen issues, Intellectual and Developmental Disabilities have caused
significant problems across the globe because of their intricate social, medical, psychological, legal,
and educational components. At all societal levels, it is regarded as one of the most challenging issues
to comprehend, characterize, teach, and resolve to everyone's satisfaction. Recently, there has been
an increase in parents who have IDD child and researches have become increasingly diverse in nature.
A significant number of studies on the parents having IDD children have been published in recent
years, and many of them contain insightful data. The problem of IDD has engaged the attention of
parents, teachers, professionals, NGOs and psychologists in both India and abroad.

2.5. Knowledge Gap

The researcher conducted a thorough review of related literatures in abroad and in India related to
parents’ knowledge, problems and needs for having an IDD child. Despite a thorough review of the
literature, the present researcher was unable to locate any adequate studies in West Bengal that have
examined the needs, problems, and knowledge of parents raising an IDD child. The researcher, thus,
discovered a knowledge gap in the above mentioned research area and formulated her current research
title.

2.6. Statement of the Problem

Keeping the above discussion in mind, the researcher has conducted her current study under the title:
Parents of Intellectually and Developmentally Disabled Children: Their Knowledge, Problems and
Needs

2.7. Operational Definitions of the Key Terns Used

2.7.1. Parents: A person's father or mother.
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2.7.2. Disability: Limitation or inability to carry out a task within the parameters or in the way that
is thought to be typical for a human being.

2.7.3. Intellectual and Developmental Disability (IDD): Severe and chronic disability that leads to
notable deficits in intellectual functioning (thinking, learning, problem solving) as well as in adaptive

skills.

2.7.4. Intellectually and Developmentally Disabled Children: Children having notable deficits in
intellectual functioning as well in adaptive skills.

2.7.5. Knowledge: Knowledge, which can be acquired via experience, education, perception,
discovery, or learning, is the familiarity, awareness, or understanding of someone or something,
including facts, information, descriptions, or skills.
2.7.6. Problem: Something that causes difficulty or that is hard to deal with
2.7.7. Need: Something that is required as essential in life.
2.7.8. Gender: Either of the two sexes (male and female)
2.8. Research Questions:
The present study has been carried out with the following Research Questions:
1. Do Parents have enough knowledge about Intellectual and Developmental Disability (IDD)?
2. What are the problems faced by the parents of IDD children?
3. What are the needs of parents of IDD children?
2.9. Objectives
The researcher has proposed the following objectives for the current study:
1. To Study the knowledge of parents about intellectual and developmental disability (IDD)
1.1. To Study the knowledge of parents about IDD on the basis of their gender
1.2. To Study the knowledge of parents about IDD on the basis of their age
1.3. To Study the knowledge of parents about IDD on the basis of their education
1.4. To Study the knowledge of parents about IDD on the basis of their occupation
1.5. To Study the knowledge of parents about IDD on the basis of their residential background

1.6. To study the knowledge of parents on the basis of early intervention therapy provided to their
IDD children
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2. To investigate the problems faced by the parents of IDD Children

2.1. To investigate the problems faced by the parents on the basis of their gender

2.2. To investigate the problems faced by the parents on the basis of the level of disability of their
children

2.3. To investigate the problems faced by the parents on the basis of their income

2.4. To investigate the problems faced by the parents on the basis of their residential background
2.4. To investigate the problems faced by the parents on the basis of the type of their family

2.5. To investigate the problems faced by the parents on the basis of the type of schooling of their
IDD children

2.6. To investigate the problems faced by the parents on the basis of the gender of their differently
abled child

3. To study the needs of parents of IDD Children

3.1. To study the needs of parents of IDD children on the basis of the gender of their differently abled
child.

3.2. To study the needs of parents of IDD children on the basis of the level of their child’s disability
3.3. To study the needs of parents on the basis of their income

3.4. To study the needs of parents on the basis of their residential background

3.5. To study the needs of parents of IDD children on the basis of early intervention therapy provided
to their child

3.6. To study the needs of parents on the basis of their availability of training about management of
their child

2.10. Variables

Independendent or Predictor Dependent

Age, Gender, income, education, occupation, | Knowledge, Problems and needs of parents of
residential background, family type, schooling, | IDD children

level of disability, early intervention therapy,
training

2.11. Hypotheses
All the hypotheses are formulated in null form for testing as mentioned below:

Hoa. There will be no significant mean difference in knowledge of parents about IDD on the basis of
their gender

Hoz. There will be no significant mean difference in knowledge of parents about IDD on the basis of
their age
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Hos. There will be no significant mean difference in knowledge of parents about IDD on the basis of
their education

Hos. There will be no significant mean difference in knowledge of parents about IDD on the basis of
their occupation

Hos. There will be no significant mean difference in knowledge of parents about IDD on the basis of
their residential background

Hos. There will be no significant mean difference in knowledge of parents on the basis of early
intervention therapy provided to their IDD children

Hoz. There will be no significant mean difference in problems faced by the parents on the basis of
their gender.

Hos. There will be no significant mean difference in problems faced by the parents on the basis of the
level of disability of their children

Hos. There will be no significant mean difference in problems faced by the parents on the basis of
their income

Hoio. There will be no significant mean difference in problems faced by the parents on the basis of
their residential background

Ho11. There will be no significant mean difference in problems faced by the parents on the basis of
the type of their family

Ho12. There will be no significant mean difference in problems faced by the parents on the basis of
the type of schooling of their IDD children

Ho1s. There will be no significant mean difference in needs of parents on the basis of the gender of
their differently abled child.

Ho1a. There will be no significant mean difference in needs of parents on the basis of the level of
disability of their children.

Hois. There will be no significant mean difference in needs of parents on the basis of their income
Hoies. There will be no significant mean difference in needs of parents on the basis of their residential
background

Hoi7. There will be no significant mean difference in needs of parents on the basis of early
intervention therapy provided to their IDD children

Hois. There will be no significant mean difference in needs of parents on the basis of the availability
of training about management of their child.

2.12. Delimitations of the Study:

e The present study was delimited to the 200 parents who have children with Intellectual and
Developmental Disabilities (IDD) admitted to special schools and mainstream schools.

e The samples were selected from Kolkata and surroundings in West Bengal.

e Sample selection was done by using purposive sampling.
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CHAPTER - 111
RESEARCH METHODOLOGY
3.1. Introduction

The act of conducting research is about adding something new to the field of knowledge to improve
it, as well as, to help it grow. Research refers to the pursuit of truth and the truth is sought by
investigating, observing, comparing and experimenting. Research aims to seek solutions to the
queries by employing scientific procedures. As Kothari (2004) stated,

“when we talk of research methodology we not only talk of the research methods but
also consider the logic behind the methods we use in the context of our research study
and explain why we are using a particular method or technique and why we are not
using others so that research results are capable of being evaluated either by the
researcher himself or by others.”

This chapter talks about how the study was done. It describes the way the study was designed, the
methods used, the people studied, the tools and techniques used, and how the data was collected.

3.2. Research Design

Creswell (2014) explains, “Research designs are plans and the procedures for research that span the
decisions from broad assumptions to detailed methods of data collection and analysis.”

The research design for this study, as applied by the researcher, involves a combination of different
methods, known as the Mixed Method Research design. Mixed Methods are utilized across a variety
of fields such as Sociology, Education, Psychology, Nursing and health sciences, and business. As
Creswell and Plano Clark (2011) stated, “Mixed methods research is the procedure for collecting,
analyzing and mixing both qualitative and quantitative methods in a single study or a series of studies
to understand a research problem”.

Mixed method research involves answering not just the "what" questions in a study but also the "how"
and "why" questions simultaneously (when the researcher needs to integrate both qualitative and
quantitative methods, tools, data, as well as, techniques for data analysis). Hence, mixed methods
research is selected by researchers seeking a comprehensive understanding of study variables from
diverse perspectives.

Creswell (2015), presented six Mixed Method Research designs, namely “Convergent Parallel
Design”, “Explanatory Sequential Mixed Design”, “Exploratory Sequential Mixed Design”,

“Embedded Mixed Design”, “Multiphase Mixed Design’ and “Transformative Mixed Design”. Mills
and Gay (2016) showed three different ways to conduct Mixed Method Research. They are called
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“Explanatory Sequential Design”, “Exploratory Sequential Design” and “Convergent Parallel
Design”. The researcher has used the Convergent Parallel Design to conduct her current study.

The convergent parallel design (QUAN + QUAL) is also referred to as “integrative” or “concurrent
triangulation design”. The researchers in this study place equal emphasis on both qualitative
and guantitate data and gathers them simultaneously; afterwards, look at the results to find out what
is similar and different between the two sets of data. In this study, the data are gathered at the same
time instead of in different studies. When researchers obtain similar results from different methods,
they use triangulation as a way to confirm their findings.

As Creswell (2015) stated, there are different ways to demonstrate the comparison, such as
transforming one data set to directly compare it with another, or by presenting the qualitative and
quantitative results side by side in the discussion section, or by merging them into a single topic-
based table. The design is visible in the diagram presented below:

Gather Quantitative
data and examine
closely

Triangulate data

Gather Qualitative
data and examine

closely

Diagram: Convergent Parallel Design (QUAN+QUAL)
3.3. Method for Data Collection

The researcher used Descriptive Research Method for her study. For quantitative data collection she
used Survey method. It has been commonly utilized in the field of education for a long time. Creswell
(2014) stated that, in survey research researchers conduct a quantitative survey to a set of individuals
to find out information about their mindsets, point of view, behaviours, as well as traits or
characteristics. Then the researcher followed Case Study method for qualitative data collection. A
case study is a helpful way to study a particular programme, process or person in a thorough and
complete way to understand it better. Creswell (2014) defined case study as a method through which
researchers deeply study a specific thing, like an event or a group of people, and gather lots of
information about it. He also advised the use of case studies to achieve a deep understanding of a
particular problem or situation.

3.4. Population and Sample

Best and kahn (2007) stated, “A population is any group of individuals who have one or more
characteristics in common that are of interest to the researcher. The population may be all the
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individuals of a particular type or a more restricted part of that group”. The researcher selected West
Bengal as the population of her study.

A sample is a subset of a larger population chosen to represent the entire population. It is a smaller
version the entire collection or group that it was extracted from. It is a miniature representation of a
larger entity. An ideal sample should accurately represent the population and have a size that ensures
the reliability of its traits.

The process of sampling entails choosing a small representative sample from a larger population to
study and make inferences from. According to Kerlinger (2007) “Sampling is taking any portion of
a population or universe as representative of that population or universe”.

For the present study a sample of 200 parents of children with Intellectual and Developmental
Disability admitted to special schools and mainstream school in Kolkata and surroundings were
selected out of the total population with the help of purposive sampling technique.

3.5. Tools and Techniques

In order to collect relevant data for the fulfilment of the proposed objectives, the following tools were
employed by the researcher:
For Survey, the researcher used three questionnaires

i. Knowledge Questionnaire- (Adopted from Panigrahi and Nanda)

ii. Parents Problem Inventory (PPI)- (Adopted from Dr. Anju Singh)

iii. Family Need Schedule (Parents)- (Adopted from Reeta Peshawaria, 1994)

I.  Knowledge Assessment Tool/ Questionnaire : The questionnaire was developed by Panigrahi
and Nanda in 2014. 25 Items were taken from the GEM Questionnaire developed by NIMH
Secundrabad. Zero (0) was given for every wrong responses and One (1) for every correct
responses. Higher the score more the knowledge. The questionnaire has three sections: Section
I consisted of 12 questions to measure knowledge about general information regarding disability.
Section 1l consisted of 9 questions related to causes of disability and Section Ill contained 4
questions on management of students with special need. Validity of the tool was established
through content validity. The scale demonstrates well face validity. The draft questionnaire was
given to the professionals for selecting the items from the draft tools. After 21 days the first draft
questionnaires were again given to same 3 professionals for selecting and considering the items.
Reliability of the scale was established by inter-rater reliability method. The reliability
coefficient of the scale is 0.79 including internal reliability.

Il. Parents Problem Inventory (PPI) : Parents Problem Inventory was designed by Dr. Anju Singh
to assess the problems of mothers and fathers having children with Intellectual and
Developmental Disabilities. The PPI tool consists general information about family background
information and 57 items were distributed over nine (9) problems areas. They were family
problems, psychological problems, physical problems, social problems, school and vocational
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problems, profession advice problems, child management problems, financial problems and
psychosomatic problems. In each area the number of items varied from 3-10.

Areas No of Items
1. Family problem 10
2. Psychological problem 6

3. Physical problem 9

4. social problem 8

5. school and vocational problem 6

6. profession advice problem 4

7. child management problem 6

8. financial problem 5

9. psychosomatic problem 3

Scoring was like if the response was Yes' a score of "2" was given. For 'No’ response a score of
was given. So the total score on this inventory ranged from 57-114. The higher the score the greater
was the problems of parents with the IDD children. Reliability for Parents Problem Inventory was
established by test-retest method. Reliability coefficients were calculated for each area of the problem
inventory, they are family problems= 0.781, for psychological problems= 0.73, for physical
problems= 0.68, for child management problems= 0.68, for financial problems= 0.81, for vocational
problems= 0.77, for social problems=0.66, for psychosomatic problems=0.81 and for professional
advice problems= 0.706. The content validity of the test was established by the contemporary method
of validation by expert opinion.

I1l. Family Need Schedule (parents): The tool was developed by Peshawaria, Menon, Ganguly,
Roy, Pillay and Gupta in 1995. NIMH- FAMNS is a semi structured interview schedule and it
is used for the following purposes:

1. To identify needs of the Indian families having individuals with Intellectual and
Developmental Disability.

2. To priorities the needs for family intervention.

3. To objectively evaluate family intervention programme.

The schedule contains 45 items organised into 15 categories or areas, including information-
condition, child management, facilitating interaction, services, vocational planning, sexuality,
marriage, hostel, personal-emotional support, personal-social support, physical support, financial
security, family relationships, future planning and Govt benefits.

Areas No of Items
1. Information condition 6
2. Child management 8
3. Facilitating interaction 2
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Areas No of Items

4. Services

5. Vocational planning
6. Sexuality

7. Marriage

8. Hostel

9. Personal-emotional
10. Personal-social

11. Support-physical
12. Financial support
13. Family relationship
14. Future planning
15. Government benefits and legislation

N DN W WNDEDNREPE P PO

For Case Study, the researcher used Semi-structured Interview schedule.
3.6. Procedure for Data Collection

The researcher collected quantitative and qualitative data concurrently to have a better understating
of the findings of her study, analysed the two data sets separately and mixed the two databases by
merging the results during data analysis and interpretation. Quantitative data were obtained through
three questionnaires. Written consent was taken from the school authority to conduct the survey
through questionnaires filled by the parents of IDD children admitted to their schools. Parents were
briefed about the nature of the study and then consent was taken from them to collect the data. The
questionnaires were made both in English and Bengali language as the majority of the state speaks
in Bengali. After getting back the filled questionnaires the responses were scored according to the
scoring procedure.

Qualitative data were obtained through interview to have a better understanding of the study.
Participants were informed of the study through the school authorities. After the initial contacts were
made, interviews were taken from those parents who gave consent for the same. Permission was taken
from parents to use a voice recorder during their interviews. Adequate rapport with the parents of
IDD children. During the interviews, parents were requested to give a detailed description of their
experiences of having IDD child. All the interviews were conducted in Bengali Language, recorded
with mobile voice recorder and lasted for 20-30 minutes.
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CHAPTER - IV
DATA ANALYSIS AND INTERPRETATIONS

4.1. Introduction

This chapter deals with the detailed description of data analysis and interpretations. The obtained data
were analysed by using SPSS. Descriptive Statistics like Mean and Standard Deviation; and
inferential statistics like t-Test, ANOVA and Pearson Coefficient Correlation were used to analyse
the data. The analysis and interpretations of the results are presented below:

4.2. Analysis of Quantitative Data

4.2.1. Analysis of Mean Score and Testing of Hypotheses through t-Test and ANOVA

Researcher computed t-test and ANOVA for testing hypotheses. All the hypotheses are formulated
in null form for testing as mentioned below:

Ho1. There will be no significant mean difference in knowledge of parents about IDD on the
basis of their gender

Table 1. t-Test

Group Statistics

Score
Variable Group N Mean SD t value
Gender of Male 89 16.35 3.012 0.614
Parents

Female 111 16.62 3.222

The mean value of Table 1 shows that the mother’s secured mean value is 16.62 and the father’s
secured mean value is 16.35. Hence, the above mean values revealed that the mothers have more
knowledge than fathers. The obtained t value is 0.614 which is less than the critical value. Hence, the
null hypothesis is accepted and it is concluded that there is no significant mean difference in
knowledge of parents about IDD on the basis of their gender.

Ho2. There will be no significant mean difference in knowledge of parents about IDD on the
basis of their age
Table 2. Descriptives

Score
Variable Group N Mean SD
Age 25-34 70 16.19 3.191
35-44 110 16.95 3.088
45-54 20 15.15 2.681
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Table 2.1. ANOVA

Score
Source of Sum of df Mean Square F Sig.
Variation Squares
Between 65.192 2 32.596 3.418 0.035
Groups
Within Groups 1878.808 197 9.537

Total 1944.000 199

P value is significant <0.05

The mean value of Table 2 shows that the mean value of parents in the age group 35-44 is 16.95
which is higher than the mean value of parents in the age group 25-34 (16.19) and parents in the age
group 45-54 (15.15). Hence, the above mean values revealed that the parents in the age group of 35-
44 have more knowledge than the parents in the age group of 25-34 and 45-54. In the ANOVA test
done in Table 2.1, the significance value is 0.035 (i.e., p=0.035), which is below 0.05. Therefore, the
null hypotheses is rejected concluding that parent’s age has a high impact on knowledge of parents
about IDD. There is a significant mean difference in knowledge of parents about IDD on the basis of
their age.

Hos. There will be no significant mean difference in knowledge of parents about IDD on the
basis of their education
Table 3. Descriptives

Score
Variable Group N Mean SD
Education PG 73 18.37 2.348
UG 34 18.85 2.231
9-12th 41 15.68 2.055
Upto 8th Std 52 12.98 1.393
Table 3.1. ANOVA
Score
Source of Sum of df Mean Square F Sig.
Variation Squares
Between 1114.863 3 371.621 87.848 0.000
Groups
Within Groups 829.137 196 4.230

Total 1944.000 199

P value is significant <0.05
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The mean value of Table 3 shows that the mean value of parents who completed their UG is 18.85
which is higher than the mean value of parents who completed their PG (18.37) and parents who
studied upto 9-12th (15.68) and parents who studied upto 8th (12.98). Hence, the above mean values
revealed that the parents who completed their UG expressed more knowledge than the parents who
did their PG, 9-12th or upto 8th. In the ANOVA test done in Table 3.1, the significance value is 0.000
(i.e., p=0.000), which is much below 0.05. Therefore, the null hypotheses is rejected concluding that
parent’s education has a high impact on knowledge of parents about IDD. There is a significant mean
difference in knowledge of parents about IDD on the basis of their education.

Hos. There will be no significant mean difference in knowledge of parents about IDD on the
basis of their occupation
Table 4. Descriptives

Score
Variable Group N Mean SD
Occupation Govt 62 18.89 1.661
Private 91 16.08 3.049
Housewives 47 14.17 2.615
Table 4.1. ANOVA
Score
Source of Sum of df Mean Square F Sig.
Variation Squares
Between 624.690 2 312.345 46.640 0.000
Groups
Within Groups 1319.310 197 6.697
Total 1944.000 199

P value is significant <0.05

The mean value of Table 4 shows that the mean value of parents who are employed in govt sectors is
18.89 which is higher than the mean value of parents who worked in private sectors (16.08) and
parents who are housewives (14.17). Hence, the above mean values revealed that the parents who are
employed in govt sectors showed higher level of knowledge than those who are in private sectors or
housewives. In the ANOVA test done in Table 4.1, the significance value is 0.000 (i.e., p=0.000),
which is much below 0.05. Therefore, the null hypotheses is rejected concluding that parent’s
occupation has a high impact on knowledge of parents about IDD. There is a significant mean
difference in knowledge of parents about IDD on the basis of their occupation.
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Hos. There will be no significant mean difference in knowledge of parents about IDD on the
basis of their residential background

Table 5. t-Test
Group Statistics

Score
Variable Group N Mean SD t value
Residence Urban 88 18.86 2.018 12.769

Non-Urban 112 14.64 2.532

The mean value of Table 5 denoted that the parents who reside in urban area secured 18.86 mean
value and the parents residing in non urban area secured mean value of 14.64. Based on the mean
value, the parents who reside in urban area have higher knowledge than those who reside in non urban
areas. The obtained t value is 12.769. The t value is greater than the critical value. Hence, the null
hypothesis is rejected and it is concluded that there is a significant mean difference in knowledge of
parents about IDD on the basis of their residential background.

Hos. There will be no significant mean difference in knowledge of parents on the basis of early
intervention therapy provided to their IDD children

Table 6. t-Test
Group Statistics

Score
Variable Group N Mean SD t value
Child Yes 104 18.87 1.916 18.111
Therapy

No 96 13.94 1.929

The mean value of Table 6 denoted that the parents whose IDD child was provided with early
intervention therapy secured 18.87 mean value and the parents whose IDD child did not get any early
intervention therapy secured mean value of 13.94. Based on the mean value, the parents whose IDD
child got early intervention therapy expressed more knowledge than those whose IDD child did not
get any early intervention therapy. The obtained t value is 18.111. The t value is greater than the
critical value. Therefore, the null hypothesis is rejected and it is concluded that there is a significant
mean difference in knowledge of parents on the basis of early intervention therapy provided to their
IDD children.
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Hoz. There will be no significant mean difference in problems faced by the parents on the basis
of their gender

Table 7. t-Test

Group Statistics

Score
Variable Group N Mean SD t value
Gender of Male 93 73.19 6.496 -0.216
Parents

Female 107 73.39 6.504

The mean value of Table 7 shows that the mother’s secured mean value is 73.39 and the father’s
secured mean value is 73.19. Hence, the above mean values revealed that the mothers faced greater
problems than fathers. The obtained t value is 0.216 which is less than the critical value. Hence, the
null hypothesis is accepted and it is concluded that there is no significant mean difference in problems
faced by the parents on the basis of their gender.

Hos. There will be no significant mean difference in problems faced by the parents on the basis
of the level of disability of their children

Table 8. t-Test

Group Statistics

Score
Variable Group N Mean SD t value
Level of Mild 110 70.54 6.069 7.541
Disability

Moderate 90 76.68 5.285

The mean value of Table 8 denoted that the parents having Mild IDD child secured 70.54 mean value
and the parents who have Moderate IDD child secured mean value of 76.68. Based on the mean value,
the parents who have moderate IDD child faced greater problems than those having mild IDD child.
The obtained t value is 7.541. The t value is greater than the critical value. Therefore, the null
hypothesis is rejected and it is concluded that there is a significant mean difference in problems faced
by the parents on the basis of the level of disability of their children.

Hoo. There will be no significant mean difference in problems faced by the parents on the basis
of their income
Table 9. Descriptives

Score
Variable Group N Mean SD
Income 10,000/- 65 75.98 5.461
Below 10,000/- 19 76.16 5.814
Above 10,000/- 116 71.33 6.444
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Table 9.1. ANOVA

Score
Source of Sum of df Mean Square F Sig.
Variation Squares
Between 1074.937 2 537.469 14.518 0.000
Groups
Within Groups | 7293.063 197 37.021

Total 8368.000 199

P value is significant <0.05

The mean value of Table 9 shows that the mean value of parents earning below Rs. 10,000/- is 76.16
which is higher than the mean value of parents earning Rs. 10,000/- (75.98) and parents earning above
Rs. 10,000/- (71.33). Hence, the above mean values revealed that the parents who earn below Rs.
10,000/- faced more problems than the parents who earn Rs. 10,000/- and above. In the ANOVA test
done in Table 9.1, the significance value is 0.000 (i.e., p=0.000), which is much below 0.05.
Therefore, the null hypotheses is rejected concluding that there is a significant mean difference in
problems faced by the parents having IDD child on the basis of their income.

Hozio. There will be no significant mean difference in problems faced by the parents on the basis
of their residential background

Table 10. t-Test

Group Statistics

Score
Variable Group N Mean SD t value
Residence Urban 89 72.53 6.280 1.512

Non Urban 111 73.92 6.599

The mean value of Table 10 denoted that the parents who reside in urban area secured 72.53 mean
value and the parents residing in non urban area secured mean value of 73.92. Based on the mean
value, the parents who reside in the non urban area faced much greater problems than those who
reside in the urban areas. The obtained t value is 1.512. The t value is less than the critical value.
Therefore, the null hypothesis is accepted and it is concluded that there is no significant mean
difference in problems faced by the parents on the basis of their residential background.

Ho11. There will be no significant mean difference in problems faced by the parents on the basis
of the type of their family
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Table 11. t-Test
Group Statistics

Score
Variable Group N Mean SD t value
Type of Nuclear 115 72.26 6.721 2.676
Family

Non Nuclear 85 74.71 5.902

The mean value of Table 11 denoted that the respondents belonging to the nuclear family secured
72.26 mean value and the respondents who belonged to the non nuclear family secured mean value
of 74.71. Based on the mean value, the respondents who belong to the non nuclear family faced much
greater problems than nuclear family. The obtained t value is 2.676. the t value is greater than the
critical value. Therefore, the null hypothesis is rejected and it is concluded that there is a significant
mean difference in problems faced by the parents on the basis of the type of their family.

Ho12. There will be no significant mean difference in problems faced by the parents on the basis
of the type of schooling of their IDD children

Table 12. t-Test
Group Statistics

Score
Variable Group N Mean SD t value
Type of Special 100 71.21 6.503 4.804
Schooling

Regular 100 75.39 5.780

The mean value of Table 12 denoted that the parents whose IDD child is admitted to special school
secured 71.21 mean value and the parents whose IDD child is admitted to regular school secured
mean value of 75.39. Based on the mean value, the parents whose IDD child is admitted to regular
schools faced much greater problems than those admitted to special schools. The obtained t value is
4.804. the t value is greater than the critical value. Therefore, the null hypothesis is rejected and it is
concluded that there is a significant mean difference in problems faced by the parents on the basis of
the type of schooling of their IDD children.

Ho1s. There will be no significant mean difference in problems faced by the parents on the basis
of the gender of their disabled child

Table 13. t-Test

Group Statistics

Score
Variable Group N Mean SD t value
Gender of Male 96 73.78 6.479 1.008
child

Female 104 72.86 6.489
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The mean value of Table 13 denoted that the parents having male IDD child is secured 73.78 mean
value and the parents who have female IDD child secured mean value of 72.86. Based on the mean
value, the parents who have male IDD child faced much greater problems than those having female
IDD child. The obtained t value is 1.008. the t value is less than the critical value. Therefore, the null
hypothesis is accepted and it is concluded that there is no significant mean difference in problems
faced by the parents on the basis of the gender of their disabled child.

Ho14. There will be no significant mean difference in needs of parents on the basis of the level of
disability of their children

Table 14. t-Test
Group Statistics

Score
Variable Group N Mean SD t value
Level of Mild 109 79.20 2.364 0.332
Disability

Moderate 91 79.32 2.603

The mean value of Table 14 denoted that the parents having Mild IDD child is secured 79.20 mean
value and the parents who have Moderate IDD child secured mean value of 79.32. Based on the mean
value, the parents who have moderate IDD child expressed greater needs than those having mild IDD
child. The obtained t value is 0.332. the t value is less than the critical value. Therefore, the null
hypothesis is accepted and it is concluded that there is no significant mean difference in needs of
parents on the basis of the level of disability of their children.

Hois. There will be no significant mean difference in needs of parents on the basis of their
income

Table 15. Descriptives

Score
Variable Group N Mean SD
Income 10,000/- 65 79.78 2.281
Below 10,000/- 19 80.68 1.565
Above 10,000/- 116 78.72 2.549
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Table 15.1. ANOVA

Score
Source of Sum of df Mean Square F Sig.
Variation Squares
Between 89.733 2 44.866 7.862 0.001
Groups
Within Groups 1124.262 197 5.707

Total 1213.995 199

P value is significant <0.05

The mean value of Table 15 shows that the mean value of parents earning below Rs. 10,000/- is 80.68
which is higher than the mean value of parents earning Rs. 10,000/- (79.78) and parents earning above
Rs. 10,000/- (78.72). Hence, the above mean values revealed that the parents who earn below Rs.
10,000/- expressed greater needs than the parents who earn Rs. 10,000/- and above. In the ANOVA
test done in Table 15.1, the significance value is 0.001 (i.e., p=0.001), which is below 0.05. Therefore,
the null hypotheses is rejected concluding that parent’s income has a high impact on the needs
expressed by parents having IDD child. There is a significant mean difference in needs of parents
having IDD child on the basis of their income.

Hois. There will be no significant mean difference in needs of parents on the basis of their
residential background

Table 16. t-Test

Group Statistics

Score
Variable Group N Mean SD t value
Residence Urban 89 78.08 2.404 6.665

Non Urban 111 80.20 2.097

The mean value of Table 16 denoted that the parents who reside in urban area secured 78.08 mean
value and the parents residing in non urban area secured mean value of 80.20. Based on the mean
value, the parents who reside in the non urban area expressed greater needs than those who reside in
the urban areas. The obtained t value is 6.665. The t value is greater than the critical value. Therefore,
the null hypothesis is rejected and it is concluded that there is a significant mean difference in needs
of parents on the basis of their residential background.

102



Hoi7. There will be no significant mean difference in needs of parents on the basis of early
intervention therapy provided to their IDD children

Table 17. t-Test
Group Statistics

Score
Variable Group N Mean SD t value
Child Yes 105 78.07 2.350 8.279
Therapy

No 95 80.57 1.866

The mean value of Table 17 denoted that the parents whose IDD child was provided with early
intervention therapy secured 78.07 mean value and the parents whose IDD child did not get any early
intervention therapy secured mean value of 80.57. Based on the mean value, the parents whose IDD
child did not get any early intervention therapy expressed greater needs than those whose IDD child
got the early intervention therapy. The obtained t value is 8.279. The t value is greater than the critical
value. Therefore, the null hypothesis is rejected and it is concluded that there is a significant mean
difference in needs of parents on the basis of early intervention therapy provided to their IDD
children.

Hois. There will be no significant mean difference in needs of parents on the basis of the
availability of training about management of their child

Table 18. t-Test
Group Statistics

Score
Variable Group N Mean SD t value
Parents’ Yes 13 77.69 1.888 2.387
training

No 187 79.36 2.473

The mean value of Table 18 denoted that the parents who did a training course about management of
their IDD child secured 77.69 mean value and the parents who did not get any training about
management of their IDD child secured mean value of 79.36. Based on the mean value, the parents
who did not get any training about management of their IDD child expressed greater needs than those
who did a training course about management of their IDD child. The obtained t value is 2.387. The t
value is greater than the critical value. Therefore, the null hypothesis is rejected and it is concluded
that there is a significant mean difference in needs of parents on the basis of the availability of training
about management of their child.
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4.2.2. Assessing Relationships among Knowledge, Problems and Needs of Parents

The researcher applied Pearson Correlation Coefficient to assess the relationship among parent’s
knowledge, problems and needs. Results are given below:

Table 19. Correlations between Knowledge and Problems

K Score P Score
K Score Pearson Correlation 1 -0.206**
Sig (2-tailed) 0.003
N 200 200
P Score Pearson Correlation -0.206** 1
Sig (2-tailed) 0.003
N 200 200

** Correlation is significant at the 0.01 level (2-tailed).

A Pearson Correlation Coefficient was computed in Table 19 to assess the relationship between the
two variables, i.e., knowledge of parents and problems faced by parents. There was a significant
negative correlation between the two variables, r= -.206, n=200; and the relationship was significant
(p=.003).

Table 20. Correlations between Problems and Needs

P Score N Score
P Score Pearson Correlation 1 0.077
Sig (2-tailed) 0.279
N 200 200
N Score Pearson Correlation 0.077 1
Sig (2-tailed) 0.279
N 200 200

A Pearson Correlation Coefficient was computed in Table 20 to assess the relationship between the
two variables, i.e., problems of parents and needs of parents. There was a positive correlation between
the two variables, r=.077, n=200; however the relationship was not significant (p=.279).
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Table 21. Correlations between Knowledge and Needs

N Score K Score
N Score Pearson Correlation 1 -0.395**
Sig (2-tailed) 0.000
N 200 200
K Score Pearson Correlation -0.395** 1
Sig (2-tailed) 0.000
N 200 200

** Correlation is significant at the 0.01 level (2-tailed).

A Pearson Correlation Coefficient was computed in Table 21 to assess the relationship between the
two variables, i.e., knowledge of parents and needs of parents. There was a significant negative
correlation between the two variables, r=-.395, n=200; and the relationship was significant (p=.000).

Table 22: Summary of the Inferences

No of Hypotheses Inference
Hypotheses
Ho1 There will be no significant mean difference in knowledge Accepted

of parents about IDD on the basis of their gender

Ho2 There will be no significant mean difference in knowledge Rejected
of parents about IDD on the basis of their age

Hos There will be no significant mean difference in knowledge Rejected
of parents about IDD on the basis of their education

Hos There will be no significant mean difference in knowledge Rejected
of parents about IDD on the basis of their occupation

Hos There will be no significant mean difference in knowledge Rejected
of parents about IDD on the basis of their residential
background

Hos There will be no significant mean difference in knowledge Rejected

of parents on the basis of early intervention therapy
provided to their IDD children

Ho7 There will be no significant mean difference in problems Accepted
faced by the parents on the basis of their gender.
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No of Hypotheses Inference
Hypotheses

Hos There will be no significant mean difference in problems Rejected
faced by the parents on the basis of the level of disability
of their children

Hoo There will be no significant mean difference in problems Rejected
faced by the parents on the basis of their income

Ho1o There will be no significant mean difference in problems Accepted
faced by the parents on the basis of their residential
background

Ho11 There will be no significant mean difference in problems Rejected
faced by the parents on the basis of the type of their family.

Ho12 There will be no significant mean difference in problems Rejected
faced by the parents on the basis of the type of schooling
of their IDD children

Ho13 There will be no significant mean difference in problems Accepted
faced by the parents on the basis of the gender of their
disabled child

Ho14 There will be no significant mean difference in needs of Accepted
parents on the basis of the level of the disability of their
children

Hois There will be no significant mean difference in needs of Rejected
parents on the basis of their income

Hoie There will be no significant mean difference in needs of Rejected
parents on the basis of their residential background

Ho17 There will be no significant mean difference in needs of Rejected
parents on the basis of early intervention therapy provided
to their IDD children

Hozs There will be no significant mean difference in needs of Rejected

parents on the basis of the availability of training about
management of their child

4.3. Analysis of Qualitative Data

4.3.1. Case Study Reports

The researcher conducted individual case studies of parents having children with IDD and explored
the experiences of those parents to determine the problems and needs associated with raising a child
with IDD. Twenty (20) parents were purposively selected from parents whose IDD children attended
special schools or regular schools. Parents who consented to be interviewed with voice recorder were
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included in the interview process. Parents of IDD children were interviewed using semi-structured
interview to gather data on their experiences. During the interview, participants were asked about
their demographic details, their experiences as parents of an IDD child, the obstacles they faced, as
well as necessary support and needs.

All the audio recordings were then transcribed after the completion of interview through MS Word
Processing programme. The recordings were translated into English before transcribing them. The
researcher also checked those transcribed data to make sure all interview information were accurately
captured.

Case Study 1

Mrs. Shrirupa is a school teacher aged 40 years old and a mother of a 15 years old daughter. Her
daughter has a mild intellectual and developmental disability. She has mild Autism. She had also
Epilepsy during her childhood but the effect of that Epilepsy is weaken now. They live as a nuclear
family in an urban area in Kolkata. Their daughter remains very weak almost all the time. The Parent
is more concerned about the her physical health than intellectual problems because they had to spend
a long time in the hospitals for her treatment. She loves and cares for her child very much and she
believes that it was by proper treatment and parental support her child will grow as per her potential.
But she has a fear about the safety of her child. She doesn’t trust anyone regarding the safety of her
child as there are a lot of abuse cases happening around the world so she is very much worried about
that.

Case Study 2

Madhuboni (Age: 44) is a housewife and a mother of her 13 year old daughter named Sreeja. Sreeja
has moderate Autism. Madhuboni live in a nuclear family in a area near Kolkata. After almost three
years of birth of Sreeja, Madhuboni realized that there is a problem in her child. But she didn’t know
about the exact condition. She was admitted to a regular school where her daughter was very obedient
and active in her initial school days. But day by day she showed some lackings in communication
skill, slowed in academics. Madhuboni’s husband is a school teacher and after consultation with other
colleagues her husband and she took their child to a doctor for exact diagnosis and the report
confirmed about autism. That time both Madhuboni and her husband were shattered as they had no
idea about the consequences of the disability. . After 5 years her child started showing very violent
behavior. So the child underwent medication. When her daughter became sexually matured, she had
to face sexual harassment by a relative of them when they went to a house gathering. After that
incident, the child started showing fearsome behaviour towards boys. During that time the Madhuboni
suffered a lot because the child was not ready to get accepted or adapted to that situation. On the other
hand her husband is supportive of the child but he didn’t know how to deal with his differently abled
child. So finally they admitted her to a reputed special school in Kolkata for therapy. Now Sreeja is
showing improvements after some therapies and also improvements are shown in academics with the
help of her special teachers. But still Madhuboni is anxious about her child’s safety as she had to face
an abuse. So she doesn’t leave her child alone anytime.
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Case Study 3

Sumana is a 38 year old house wife and a mother of a 11 years old boy named Akash . Akash has
Mild level of Intellectual Disability. They live in a nuclear family in South 24 Pgs district. Akash’s
disability was identified before he reached two year old. Although Sumana was initially depressed
because of the child's disability, later she tried to understand the abilities and potentials of her child
and worked to uplift him at their best. Now Akash tries to do his daily chores by himself. As the child
shows more interest in dancing,Sumana is giving priority to develop his skill. Akash got prizes in
many dance programmes. She said that she didn’t get much support from her in laws but her own
parent is so much supportive. Her husband also supports her. Akash went to normal school for one
year but didn't continue because of the lack of support from the teachers and the institution there.
Sumana suffered a lot of stress because Akash didn’t get the appropriate care and support that he
really needed from that regular school. So she admitted her child to a special school in Kolkata.
Things began to change after Akash got admission in special school. She said that she received all
the support from that institution. She also said that she was worried about who will take care of her
child after her death. Akash sometimes becomes violent and tortures her mother, but she stays calm
that leads the child also to calm himself. She wants to give a message to the society from her
experience that along with the children, parents especially mothers should receive care and support.
Also she says that such students should be sent to special schools only as regular schools have not
proper resources for the child. She said that it is the decision of the Almighty to have this child so
she will take care of him without any regrets till her death.

Case Study 4

Ankita is a housewife. She is 34 years old. Her baby girl (Trisha) could talk earlier. For two years she
was completely normal, she could speak. She had no walking delay or speech delay then. After two
years Ankita suddenly noticed that Trisha started living completely alone. She slowed down talking.
She didn’t want to play at all. She stopped playing with toys as before. First Ankita and her husband
lived in Mumbai. They went to Dr Samir Dalwai. They then came to know from him that Trisha has
Autism and ADHD. She did not want to sit in one place. Ankita and her husband then admitted her
to a normal play group so that she can play and talk to other children of her age. She used to go to
classes regularly but nothing positive was seen in her behaviours. Since then, they started her therapy.
But after knowing that she has Autism, Ankita was little depressed as her child and she used to stay
alone at home all day. Her husband was on tour all day. So she could not handle all this and was
getting depressed. They also went to NIMHANS. They then told Ankita to stay with her parents,
friends and family so that she would be better. Because if she is good, the child will be good too.
Then she moved to Kolkata and started living with her parents. Husband lived there in Mumbai as he
has his workloads. After coming here, Ankita sent her child to a special school. She also kept a special
educator at home. She learned about teaching with special materials from the Special Educator there.
Before she had no idea about this kind of disability. Now she knows a little bit. When that special
educator was teaching, she said, she used to sit with him sometimes. She learned something from
him, for example, her child used to be very afraid of cutting her nails, cutting her hair, then she was
afraid of loud noises. Earlier, she had to be told through a story or by showing a picture or video that
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"today | will cut my nails, this is how I cut my nails."” If there is a sound of “Dhaak”, first Ankita tells
her the story that such a sound is made during puja. She (Trisha) can understand these then. Ankita
has never received much support from her in-laws, but her parents have been very supportive of her
and her child. She said, “if you do the survey, you will see that in 99% of the cases, the father-in-law
did not get any support!” Her husband is very supportive though. He treated her very well..

Trisha loves to go to school. But she has not many friends still now. However, she is not as upset as
before. Therapy is still ongoing. Speech development is not yet observed as such. Trisha can speak
only one or two words and always wants to be around mother. She can't say everything properly, so
if Ankita doesn't understand something, her child gets very angry and cries. Because she hopes that
her mother will understand everything, Trisha said. She doesn't take her everywhere, she takes her
where everyone will understand her. She always takes care of such things so that no one will question
her wrongly when she goes there. If someone asks, "Your child is not normal?" Why do you look like
that?" Even if her child can't say it, she understands it. She can't go everywhere by bus or train,
because Trisha grabs someone's hair and harms them.. That's why the hire Ola or Uber and goes
everywhere. This is a disadvantage. Money is also very expensive. But there is nothing to do.

Other expenses are deductible while taking care of the child. Ankita would like to say to the
Government that not only the parents below the poverty line will have financial needs, but they also
need financial support.

Case Study 5

Mr. Abdul is a 46 year old government employee and a father of 14 year old son named Azaad. Azaad
has moderate level of Autism. They live in a nuclear family in Garia, Kolkata. Azaad had normal
growth and development like other children until the age of three. He had Epilepsy and had brain
injury due to this. Later his brain development became very slow. Medications for epilepsy are still
going on, Abdul said. Doctors confirmed that the child had a moderate level of intellectual disability.
According to the doctors the brain damage was the cause of intellectual disability in children. Abdul
and his wife Fatima are government employees in Baruipur. Abdul said that his biggest stress is due
to lack of cooperation and anger of the child in his daily chores activities. Abdul lives in a nuclear
family so it's very difficult for him to seek someone’s support when his child is showing disturbances.
That gave him a lot of problems in his professional work also. All his relatives were away from them
so he couldn’t obtain their proper support also. Abdul relieves his stress by spending time with his
child, taking him for outings, playing with him etc. This Child came across many changes by the
training and special care from the special school. Abdul didn’t feel like he had to spend extra money
for his child’s disability. He said that many awareness and training from governmental and non-
governmental sectors were very useful for such children but they should focus on this more and more
so that these schemes and programs reach the needed parent on time.

Case Study 6

Mrs. Aditi shared her bitter life experiences because of the her child’s condition. Her child has

moderate Autism and she is non verbal. Mrs. Aditi was always blamed by in-laws and relatives. She

is a working women in private company. And her in laws blamed that her child has these problems
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as she went for work during pregnancy. They didn’t like her going to work. Aditi even thought of
leaving her family along with her child when she was being ignored from relatives and society. But
she didn’t because despite all these problems she is getting good support from her husband. She is
not fully aware of the child's disabilities. And she admits that it is mandatory for parents of children
with such disabilities to participate in various awareness programmes and ensure the early
intervention methods for the development of children.

Case Study 7

Atasi is a 28 years old housewife and a mother of a 9 years old son named Ankit. This child has Mild
level of intellectual disability. She lives in a nuclear family in Kolkata with her husband and Ankit.
Atasi is still reluctant to believe that Ankit has intellectual disability. When Ankit was four years old
he was diagnosed with Autism by a doctor. So Atasi and her husband consulted their child in
homeopathy, allopathy, Ayurveda etc. for treatment. In this condition of the child the young mother
Atasi suffered high levels of stress and she cannot even lead a good family life. Ankit went to regular
school for a few months but later he didn’t go regularly. He is not able to do anything himself, so he
always seeks mother’s support for eating, dressing, bathing, and other daily living activities. This
gives her lots of stress and anxiety.

Case Study 8

Rajlakshmi is a 42 years old mother and a school teacher. She has two children in which youngest
son Devangshu (16 years old) is having Moderate level IDD. Rajlakshmi had to face lots of problems
from her relatives and society because of her child’s condition. Devanshu joined a special school
when he was twelve years old. When he was seven years old, he joined the regular school but found
it difficult to continue there and after that his studies stopped. Rajlakshmi said that she has no idea
how to teach him and to train him for his daily activities. It was in an awareness programme conducted
by a local NGO and one of her colleague in school where she came to know about such special schools
for IDD children. Devangshu developed lots of positive behavioural changes after going to special
school. Rajlakshmi has a 21 years old daughter. She was stressed the most due to Devangshu’s
disability when her daughter’s marriage proposals were coming. When the marriage proposals were
coming, the groom’s side family had biggest doubt that her brother’s disability was hereditary and
may this disability be passed on to the next generation also.

Case Study 9

Veena is 39 years old and a mother of two children. Among them, Abhash (Son) is a moderate level
of Intellectually Disabled child. Her son is now 14 years old. They live as a nuclear family near
Kolkata. The doctor informed that the child had Intellectual and other physical disabilities. But Veena
couldn't accept the child’s condition. She used to stay with Abhash while he goes to special school.
She feels relieved as she can share her experiences with other mothers of disabled children. The
biggest stress of Veena is that her son behaves very aggressively when he is in a public place. VVarsha’s
elder child is a girl and her husband is also very supportive to her but other relatives are not interested
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to pay attention to her child's condition. Husband’s family blames her for the child's disability. This
issue makes her mentally depressed.

Case Study 10

Krishna Majumder, aged 39, is a widowed women. She passed Higher Secondary. Her child has mild
Autism. His name is Krish. He is 12 years old. He was seen by a doctor when he was three years old.
She used to live in Odisha with her son and husband. Then her family doctor said that Krish is growing
and still not able to speak properly, so asked to observe for another year. Then when he was four
years old they moved to Kolkata for his treatment. There he was diagnosed with autism. After three
years from then her husband died and since hen she has been bringing up her child alone. This gives
her lots of stress, anxiety and pain in life. No body showed a supportive hand to her. She then started
to give her house on rent to girls and bears the expenses of her child’s treatment from that. So financial
problem is a big problem she said.

Case Study 11

Aruna is a 32 years old private employee. She has a child named Vihaan who has Down Syndrome.
Vihaan is 9 years old. He can’t fulfil his basic needs without the help of others. Aruna’s husband and
her parents are very supportive related to child matters. But nowadays, Aruna and her husband are
facing problems because their child starts showing hyper activities when he stays in public. It makes
it difficult for them to travel with him in public transport or to attend public functions. Her relatives
and friends are also very supportive to them. When the family wants to go outside for any urgent
work, their relatives and friends take care of the child. Aruna’s view is against the society who shows
sympathetic attitudes towards the disabled children. As a mother she does not agree with this
sympathy instead these children needs empathetic attitude and positive and practical social support.

Case Study 12

Mrs. Mandira (35 years old) is a high school teacher and a mother of a 12 year old son named Pratham.
Pratham has Mild Intellectual disability. They live as a Joint family in Kolkata. Now she is on leave
for the last few months when her son started showing violent behaviour. Till fourth standard, her son
studied very well in a reputed English Medium school in Kolkata. After that he started showing
symptoms of disability, and gradually her child started losing the ability to understand and to
remember. After realizing that her son has a mild level of IDD, she went for better treatment for her
son. Same time her son showed hehisr interest in music and dance. He has also been showing very
violent behaviour for the past few months but when she applied music therapy for the child; gradually
Pratham started changing and reduced his violent nature. Mandira said that music therapy is a good
treatment for such type of disabled children. Her child was showing good attitude only with parents
and his school teachers while he showed violent behaviour with others. Her husband and family
members are very supportive of her. She suggested that society needs to change their mentality
towards such children. She shared two shortcomings also, one is after the death of them, no residential
home available in Kolkata for such children. The second is that many special training schools follow
same conventional training methods where differently abled children are studying, and should need
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to adapt and apply new treatment and training methods in these institutions as in other states of India
and in foreign countries.

Case Study 13

Reema (36 years) is a housewife and mother of a 15 year old son named Roni. This child has moderate
level intellectual disability. They live in a nuclear family in a rural area near Kolkata. During the case
study the mother recalled her stressful days when her child’s disability was identified for the first
time. Reema gave birth to Roni by caesarean; but Roni didn’t cry after the delivery. Reema was
skeptical, even though the baby did not responding to other sounds and milk feed. But she realized
that the development of the child was very slow as compared to normal children. At that time, Reema
was depressed completely and she was mentally and physically down when she felt helpless about
her child’s condition. The child was not able to walk until he was three years old. After consulting
with the doctor, she realized that there was no cure for this disease.

Case Study 14

Mukti is a 38 years old working woman and a mother of an 12 years old daughter named Ankita. This
child has Mild level of Aurism. She lives in a nuclear family in Kolkata with her husband and Ankita.
Mukti shares her concerns regarding her daughter’s hormonal changes, sexual urges and period. She
was anxious to ask about how to make her daughter understand about menstruation and how to handle
the situation when her daughter will experience first period. She was very anxious her daughter’s
safety as she is developing fully and there are so many instances like physical abuses. She wants help
from Govt for these things.

Case Study 15

Asha is a 40 year old housewife who lives in a rural area of Kolkata along with her three children and
her husband. Asha’s second son has down syndrome. Other two children are absolutely fine. Asha
didn’t have any idea about thus disability as she is a mere housewife who completed her 10t only.
Her husband is a daily wage earner. So they have financial problems too. When the researcher asked
them abut the schooling of their child , they told that they can’t afford much for his education and
they thought this is a waste of money. Her other two children study in a govt primary school. But
they didn’t send their disabled child to school because they leave it to the Almighty.

Case Study 16

Sourav Roy is a father of a 12 year son named Ankush who has Mild Autism. Sourav is an IT
employee. He can’t take care of his son all the time so he kept a special educator at home for Ankush.
Ankush’s mother Rina spends all the time with her son. She left her job for taking care of Ankush.
Sourav acknowledges his wife’s sacrifice but Rina showed sadness and frustration to the researcher
as she left the job. Rina also misses her parents sometimes as she can’t handle Ankush always. Sourav
and Rina sometimes have quarrel regarding their child’s condition and this hampers their peace of
mind too, they admitted. But they try to take best possible care for their child.
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Case Study 17

Devangana is a School Teacher (35) and a mother of 13 year old son, Priyo. Priyo was identified
with Down Syndrome. Devangana got divorced when her child was three years old and now she lives
alone with her son in Kolkata. She is suffering from high blood pressure and is worried about her
child’s future. Her parents accepted their grandson and sometimes visit them in Kolkata. But being a
divorcee, Devangana has to face some problems while taking her son to social gatherings. So she
avoids those gatherings. But she made some good friends in special school where other mothers come
with their disabled child.

Case Study 18

Mrs. Rajani is a 39 year old housewife and a mother of 8 year old son Barun. Barun has moderate
Autism. She sends her son to a special school. Sometimes her son becomes violent and harms himself.
This gives her lots of stress. She requested NGOs, Govt for some kind of short trainings without free
of cost for managing these children because financial issue is always there while taking care of these
children. She wants to receive more information on this disability and more awareness programmes,
care and support for parents.

Case Study 19

Godhuli Roy started crying while giving interview. She lost her husband when she gave birth to her
son. After two years her son was diagnosed with Moderate Autism. Her son is very inattentive, hyper
active and aggressive at this 13 years of age. She is so worried about her son’s hormonal changes.
Her son can’t change shirts, pants properly, combo hair properly and can’t eat properly. He is admitted
to a special school but till now he is not showing any improvement there. She is facing financial
issues. Her parents are very supportive though but she misses her husband and regrets that if her
husband were alive, managing her son could be easier.

Case Study 20

Reena is a private employee (28 years old) and a mother of a 6 years old son. Reena and her husband
had a love marriage. But after their son’s birth her hushand is showing reluctance and indifference to
their relationships. They had quarrel most of the times regarding their son’s condition. Though she is
hopeful that her son will improve. Her in laws are also not supportive. As she earns money by herself
so she handles all the expenses. Her husband is not cooperating with her that much and that give her
pain. But she urges to Govt to arrange some kind of special homes for children with disability so that
after their death their children can survive.

Six major themes from the analysis and interpretation of the data, were derived:
1. Emotional reactions
2. Social reactions
3. Knowledge about the condition
4. Cause of the condition
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5. caregiving challenges
6. Needs to raise the IDD child.

The table below outlines the key themes and sub themes from the case studies.

Table 23: Themes and Sub-themes Emerged from Case Studies

Themes Sub-themes

Emotional Reactions Sadness

Worry about future

Stress
Social Reactions Stigma
Isolation
Knowledge about the Condition Personal Knowledge

Medical Diagnosis

Teacher Information

Cause of the Condition Spiritual Beliefs
Medical
Caregiving Challanges Management of the child

Safety Issues

Employment and financial issue

Needs to raise IDD child Support Services and financial help

Govt benefits

1. Emotional Reactions: Parents of IDD children stated their feelings of sadness, concerns for the
future, and also stress and anxiety about looking after their IDD child.

1.1. Sadness: Every parent acknowledged that finding out about their child's conditions caused
them to feel depressed. Statements from certain parents serve as examples of this:

“On that day when | came to know that our child has Down Syndrome | cried a lot. |
have two kids now. And | was very delighted to have a baby girl as my first child since
that is what | wanted, but when the doctor told me about my child’s condition, my
husband and | was shattered | sobbed a lot.”
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1.2. Worry About Future: Most of the parents in this study expressed their confusion and concern
about the current and future condition of their IDD child. They were especially worried that their
child was not reaching milestones and would not be able to be independent in the future. Two parents
worried about how their child is growing and what will happen in the future. The following quotes
from two parents illustrate this:

“I am so much concerned about his future because even though he is almost ten years
old, there are many things he cannot perform on his own. He is not been able of walking
properly or communicating with other things. When we will not be there what will be
his condition that worried me a lot.”

“I'am very worried about his future because as of now he can’t talk, do anything himself
and has to rely on us completely. So one day when | die, he will be alone, what will he
do then! Who will take care of him?”

1.3. Stress: Parents also talked about how difficult it is to care for a child with IDD. One of the
parents made the following statement:

“Every parent become stressed in raising a children as parenting is not that easy enough!
But the stress associated with raising a child with Autism or Down syndrome or any
other disabilities like this is very deep. Your child is always running up and down and
always shouting and you need to control her, which is very stressful. Thinking of all the
sacrifices you have to make for her development and how to get her through the daily
activities, getting the other disciplines to understand the situation, financing her
education to special schools, which is more expensive than regular school. It is truly a
lot of trouble.”

2. Social Reactions: All parents, during the interview, expressed that having an IDD child was like
a transition into a new and often unwelcome identity in society even to some of the family
members too. Parents expressed their awareness of societal attitudes which made them feel
stigmatized and isolated. This is illustrated in the following narratives by one of the parents:

2.1. Stigma: Some parents expressed that though the world is growing scientifically but there are
some stigmas related to disabilities still exists:

“Its a very difficult journey of having a child with special needs. In this society, it is a
taboo to have and people often say that you have a child with intellectual disability
because of something bad you have done. And if it is a mother then the blame is always
on you!”

2.2. Isolation: Parents also admitted feelings of loneliness and being left out of the wider community
due to their IDD children. A mother explained how things are for her:
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“l cannot take my daughter out to any social program or gathering all the time. This is
not that | want her not to go but this is because | do not like the way other people would
look at her. Instead of asking what is wrong with her they stare at her and | feel very
bad so | stay with her in the house and attend those functions where she is accepted.”

3. Knowledge about the Condition: This theme described the different ways in which mothers
learned about their children's conditions. Mothers indicated that they knew about their children's
condition from three sources, including their personal information from observing the child's
physical characteristics, medical or psychological consultation, and teacher information.

3.1. Personal Knowledge: 20% parents, during their interview, expressed the doubts about their
child’s development. It was regarding the physical characteristics of these children as well as
developmental delay. One parent said,

“It was a few months after giving birth that I realized there was a problem with my baby.
.. As my husband is a doctor so | have some knowledge about these conditions, | know
their characteristics and speed of development. My child had Down syndrome features
like a round face, slanted eyes, | knew something was wrong. Still not talking but he
was crying a lot, he just looked and was quiet and I didn't know if he was hungry or wet.
| knew something was wrong.”

3.2. Medical Diagnosis: 60% parents in this study reported uncertainty about their child's
developmental delay. To understand what happened, the parents reported seeking medical attention:

“Because of his developmental delay, | took him to the child specialist and the doctor
told me that my son has PDDNOS and Autism which doesn’t make him grow normally.”

3.3. Teacher Information: 20% parents stated that they came to know about their child’s condition
from teachers in regular schools. The children did not behave like other school children and did not
behave properly. One parent told,

“His teacher told my husband that when she teaches the child, he does not understand.
When she asks my child a question, he just looks here and there. He doesn't say anything
or doesn’t communicate.”

4. Cause of the Condition: Most parents relayed the explanation provided by doctors about the
condition of their child and the cause of that. Well, most of the educated parents reported being
aware of the medical condition of having an IDD child. But some parents being not that much
educated and living in rural areas reported that having an IDD child depends on the will of God
or luck. A statement in favour of medical condition is illustrated: “After My child was diagnosed
with Down syndrome, | understand that may be it is because | got pregnant at the age of 41 which
was definitely a late pregnancy.”
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5. Caregiving Challenges: Parents reported their challenges and problems involved in raising an
IDD child. These problems were explained below:

5.1. Management of the Child: The parents reported a greater problem regarding the management
of the child. They need to assist the child in carrying out everyday tasks like brushing teeth, having
food, using toilet, taking bath, and getting dressed. One parent stated:

“I have to go through a lot of works during a normal day. In the morning when | wake
up, | have to brush his teeth which became difficult for me. | have to bath him, dress
him, feed him and literally do everything for him. | don’t get any fair time for myself.
The issue is that he cannot do anything for himself so | have to help him out all the time.
| have to take him school and till the end I have to sit by his side so that he doesn’t
disturb or doesn’t get hyper and hurt himself or others.”

5.2. Safety Issues: All parents showed their anxiety regarding the safety issues of their child with
IDD. One parent of a female IDD child reported:

“My daughter is now 15 years old. And I have fear how | keep her safe always. | can’t
keep her all the time with me. Sometimes she has to get a therapy session to a teacher.
And if he is a male teacher | have to take extra care of that. You know about female
harassment right! Even in the family also | have to take extra care to keep her safe
because if something bad happens she can’t even speak about the problem!”

5.3. Employment and Financial Issue: All parents expressed how difficult it is to find and retain a
job while supporting their IDD children, leading to financial difficulties. One mother of an IDD
child described his experiences as follows:

“Earlier | had many plans of working and having a great career, but because of my son
was diagnosed with Moderate level of Autism, | had to admit the fact that | have to
chose to be a caregiver all my life instead of a hectic work life. | cannot work like other
women do. | made a decision to stop working as | could not work and also take care of
my son at the same time.”

One father of an IDD child reported about his financial condition :

“Iam currently working as a sales manager and my salary is not that much high. Because
| have to do many therapy session for my child | have to cut all sorts of extra expenditure
for the betterment of my son. | have to buy medicines, | have to give fees to the special
schools which sometimes gives me stress to manage those monetary problems.”

6. Needs Associated with Raising IDD Child: Almost all the parents reported greater needs in
the field of support services, financial help and Govt benefits. Parents want child level support

services and interventions. Parents do need information about state as well as central
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government benefits, legislations and provisions of services in order to raise child with IDD.
One illustration by a parent goes like,

“I want to admit my son to a regular school but my worry is | don’t know about the
facilities he will be provided there. Only admitting him to a regular school is not enough.
| want to know what Govt is providing us to support his needs there. Even when | admit
him in special schools | have to spend lot of money for bearing the expenditure which
be comely costlier for mediocre family like us. So what are the Govt benefits, schemes
to cope up with this financial crisis is a must know for all parents like us.”
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CHAPTER -V

FINDINGS AND DISCUSSION

5.1. Findings

The present study assessed the knowledge, problems and needs of parents of Intellectually and
Developmentally Disabled Children in West Bengal, India. The findings of the study are mentioned
below.

5.1.1. Findings related to the knowledge of parents of IDD children about Intellectual and
Developmental Disabilities

From the statistical analysis, it was found that there was no significant mean difference in
knowledge about Intellectual and Developmental Disabilities between mothers and fathers of
IDD children.

There were significant mean differences in knowledge among parents of IDD children about
Intellectual and Developmental Disabilities on the basis of their age. The parents in the age group
of 35-44 possessed more knowledge than the parents of 25-34 and 45-54 age group.

It was noticeable that parent’s education had a high impact on knowledge of parents about IDD.
Parents who completed their Undergraduate degree possessed more knowledge than those who
completed their education upto 9-12th or upto 8th standard.

The study revealed that parent’s occupation had a high impact on the knowledge of parents about
IDD. Parents who were employed in Govt. sectors showed higher level of knowledge that parents
working in private sectors or parents who were housewives.

The study concluded that there was a significant mean difference in knowledge of parents about
IDD on the basis of their residential background. The parents who resided in urban area had a
better knowledge than parents residing in rural areas of West Bengal.

The study observed significant mean difference in knowledge of parents about IDD on the basis
of the early intervention therapy provided to their IDD children. Parents who child got any kind
of early intervention therapy showed higher level of knowledge than those whose child did not
get any kind of intervention therapies.

5.1.2. Findings related to the problems of parents having IDD children

It was observed that the mean difference in problems faced by the parents of IDD children on
the basis of their gender was not statistically significant.

119



2. There was a significant mean difference in problems faced by the parents on the basis of the
level of disability of their IDD children. The parents who have moderate IDD child faced greater
problems than those having mild IDD child.

3. The study concluded that the mean difference in problems faced by the parents having IDD child
on the basis of their income were statistically significant. The parents who earn below Rs.
10,000/- faced more problems than the parents who earn Rs. 10,000/- and above.

4. It was found that there was no significant mean difference in problems faced by the parents on
the basis of their residential background.

5. There was a significant mean difference in problems faced by the parents on the basis of the type
of their family. The parents who belonged to the non nuclear family faced much greater problems
than nuclear family.

6. There was a statistically significant mean difference in problems faced by the parents on the
basis of the type of schooling of their IDD children. The parents whose IDD child is admitted to
regular schools faced much greater problems than those admitted to special schools.

7. There was no significant mean difference in problems faced by the parents on the basis of the
gender of their disabled child.

5.1.3. Findings related to the needs of parents having IDD children

1. It was concluded that there was no significant mean difference in needs of parents on the basis
of the level of disability of their IDD children.

2. There was a significant mean difference in needs of parents having IDD child on the basis of
their income. The study revealed that the parents who earn below Rs. 10,000/- expressed greater
needs than the parents who earn Rs. 10,000/- and above.

3. There was a significant mean difference in needs of parents on the basis of their residential
background. The parents who reside in the non urban area expressed greater needs than those
who reside in the urban areas.

4. There were significant mean differences in parental needs on the basis of early intervention
therapy provided to their IDD children. The parents whose IDD child did not get any early
intervention therapy expressed greater needs than those whose IDD child got the early
intervention therapy.

5. It was noticed that parents who received training on how to manage their child had different
needs compared to those who did not receive training. The parents who did not get any training
about management of their IDD child expressed greater needs than those who did a training
course about management of their IDD child.
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5.1.4. Findings related to Correlation among knowledge, problems and needs of parents having
IDD children

1. Inthis study there was a significant negative correlation found between knowledge and problems
of parents of IDD children.

2. There was a positive correlation between problems and needs of parents of IDD children.

3. There was a significant negative correlation between knowledge and needs of parents of IDD
child.

5.2. Discussion Related to the knowledge, problems and needs of parents of Intellectually and
Developmentally Disabled Children

The researcher concluded that gender did not have any effect on the knowledge of parents of IDD
children regarding IDD. Similar to this conclusion. Similar to this result, the result of a study
conducted by Purty and Singh (2018) clearly indicated that there were no differences found among
mothers, fathers and other caregivers who were part of the study. Regarding the misunderstanding of
the etiology, general knowledge, and management concerning IDD children, they all had somehow
the same understanding.

There were significant mean differences in knowledge among parents of IDD children about
Intellectual and Developmental Disabilities on the basis of their age. The researcher found that
parent’s education and occupation had a high impact on the knowledge of parents about IDD. In a
similar vein, Bency et al. (2017) discovered that mothers belonged to higher occupational status
showed higher knowledge than mothers with lower occupational status, and that this association was
statistically significant. Mothers who completed more education had a higher degree of knowledge,
and the difference was statistically significant.

Purty and Singh (2018) also discovered that caregivers with less education than matriculation
exhibited greater misconceptions about the etiology, general information, and management of IDD
children when compared to caregivers with matriculation-level education or above.

Parents who resided in urban area had a better knowledge about Intellectual and Developmental
Disabilities than parents residing in rural areas of West Bengal. Similarly it was found in the study
by Purty and Singh (2018) that the caregivers from rural areas were more likely to be misinformed
about the causes and contributing factors of intellectual disability. On the other hand, there was no
apparent distinction in the general information area between caregivers who worked in rural and
urban areas .

The finding of the current study is also supported by the study conducted by Shetty and Menezes
(2013) in which it was found that 50% parents who resided in rural areas believed that it is the evil
eye that has caused their child to develop this condition. They also mentioned that uneducated parents
of ID had not possessed any knowledge of Intellectual Disability.
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A growing proportion of children are being diagnosed with IDD. Increasing awareness of this
disability and ensuring that the affected family accepts the diagnosis are being supported by
educational, cultural as well as the social facets of society. Not all parents of IDD children have
adequate knowledge regarding IDD. It was found in a study conducted by Vijayarani, Balamurgan
and Kasthuri (2016) that 11.8 was the average knowledge score, while 39.33% was the average
percentage. Those parents or caregivers (39.33%) indicated a lack of understanding. Only 2% parents
had complete knowledge compared to the majority of 78% who had had inadequate knowledge and
20% who had somewhat adequate knowledge

The present study observed that the mean difference in problems of parents of IDD children on the
basis of their gender was not statistically significant. Similarly in Rajan and Mondal’s study (2015)
there was no difference relationship domain (29.5% vs 30.1%;p=0.56) in between the parents. In
terms of career, sibling influence, physical care, health, and particular thought domain, mothers faced
greater challenges than fathers. In terms of support, finances, social interaction, and shame/ridicule,
fathers face greater difficulties.

But in contrary to these findings, Malekshahi et al. (2020) found that psychosocial difficulties affected
all parents; however, mothers experienced greater difficulties on average because of their distinct
roles within the family.

As per the results of this study, parents faced significantly different problems depending on the level
of disability of their IDD children, income, type of the family of parents and type of schooling of
their IDD child. Likewise, in the findings of a research conducted by Fadakar Sogheh and others, it
was found that over 50% of the families with differently abled children had trouble identifying their
problems. The seriousness of these issues had important consequences. A significant association was
there among the gender of the child, the income of the family, and the level of their disability.

Parents who earn below Rs. 10,000/- faced more problems than the parents who earn Rs. 10,000/-
and above. Likewise, Abasi et al. (2010) discovered that having adequate financial resources is
essential for the mental well-being of parents.

Parents have a profound and significant influence on how well their child grows and develops in a
variety of domains. If a child has a disability, this influence is amplified because the child is more
dependent on his parents for longer periods of time, which leads to issues that call for special needs.

Findings of the present research revealed that no significant mean differences were found in needs of
parents on the basis of the disability level of their IDD children. Similarly, findings of a study by
Noman and Yasir (2022) demonstrated that there were notable variations in parents' material, social,
emotional, and cognitive needs based on the level of disability of their child.

Parents of children with IDD showed a significant mean difference in their needs on the basis of their
income. The parents who earn below Rs. 10,000/- expressed greater needs than the parents who earn

Rs. 10,000/- and above. In contrary to this, findings of the study by Noman and Yasir (2022)
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demonstrated that parents' cognitive, material, social, and emotional needs were not significantly
different based on their financial situation.

Parents of IDD children have more problems when they know less about the disabilities. The results
match up with other studies that show parents with higher levels of education are better able to adapt
to their child's disability.

Similarly, according to Davys, Mitchell and Haigh (2014) children's level of functioning is limited
by families' ignorance of IDD. In support, the study of Davys, Mitchell and, Haigh discovered that
Families with children with IDD faced difficulties in making plans for the special care of their
children due to a lack of knowledge about IDD.

Another study by Hjemdal (2007) reported that educated parents experienced greater resilience than
others. The researcher also identified education and having a better knowledge as a protective factor
of resilience and better child management. Having a better knowledge and awareness about the
condition of the child helps a person to find out the possibilities of how to deal with the problems and
managing the IDD child. When parents increase their knowledge, they will be able to accept their
child’s condition as a fact and at times, they do discover paths, use them, and become more adept at
facing those difficulties and experience more peace.

5.3. Implications

The outcomes of the present research contribute to the knowledge in the area of parents "awareness,
knowledge, problems and needs for having IDD children. This study offers more evidence-based
policy recommendations for government agencies to consider when developing policies regarding
the support that families of children with IDD require. Additionally, better systems and programs for
professional support must be planned and implemented in order to greatly improve the quality of life
for families raising IDD children. More generally, it is crucial on a number of pragmatic levels to
assist families in addressing the difficulties posed by caring for children with IDD. So,
professionals should have ongoing conversations with the families of these IDD children when
offering services to them.

It is important to never forget how parents' dreams about their lives would change after welcoming
their first child, who seems to be everything to them, but is diagnosed with a disability. The changed
dynamics at home, including the decision of parents to give their disabled child more attention, have
also been known to have an impact on that disabled child's relationships with other siblings. These
situations are inherently stressful and deeply upsetting for parents, who find it difficult to balance
their already limited time and energy between providing for their children’s (CWSN) basic needs—
such as regular medical care and rehabilitation, and their own. Helping parents gain a basic
understanding of their disabled child's problems and educational needs can result in a more positive
attitude about their effectiveness as parents, which increases the child's chances of making a
satisfactory adjustment at home. The realisation that they are not alone, and that the disability in the
family, as well as the family's reaction to it, is shared by others, will encourage the parents to adopt
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a more positive attitude. It is critical that parents properly explain their child's condition to others in
order to help people develop positive opinions and attitudes toward intellectually disabled people.
Parents can only do this if they are fully aware of their child's condition and accept their child as it is.
Service providers, NGOs, Govt. would be able to give each family member with the proper support
services if they had an understanding of how the needs of parents of IDD children vary time to time.

5.4. Recommendations

This study looked at what parents of children with IDD know about that disability, what problems
they have, and what help they need. It made some suggestions for how to better support these parents.
It suggests that government, NGOs, schools, and community leaders should all work together to help
parents of children with intellectual or developmental disabilities. This will help improve the quality
of life for these families. Understanding the problems and needs of parents better can help the
government make better policies and provide more support to the caregivers of children with
disabilities.

5.3. Limitations

1. The study was limited to only 200 parents of IDD children. So generalisation cannot be made.

2. Self made standardised tools could be developed by the researcher.

3. The researcher could not take interviews of many fathers as fathers were not been able to give
enough time to the researcher as they had to go to the jobs or were not available at the time of
interview.

5.4. Scope of Further Studies

Though there were many limitations, the current research produced some significant findings which
can contribute to the research knowledge base in the area of parents’ awareness, knowledge, problems
and needs for having IDD children. The researcher recommends the following investigations:

1. Majority of studies on parenting problems, family burden and needs associated with raising a
disabled child have focused on mothers. Further research can be conducted on fathers of IDD
children and their problems.

2. Indepth Case Studies can be done on the real life journey of mothers having girl child with IDD.

3. Qualitative research can be done on the parents dealing with the sexual problems of Children
having IDD.

4. Further research can be done on the perspectives of school teachers and parents on the health
and hygiene needs of IDD children.
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6.1. Introduction

The World Health Organization provides a definition of the word “disability” as having any limitation
or incapacity to carry out a task in a manner regarded suitable for a human. One type of disability is
Intellectual and Developmental Disability (IDD). The International Classification of Functioning,
Disability and Health (ICF) defines disability as a broader term that encompasses impairments,
limitations on activities, and restrictions on participation. It describes the unfavorable interactions
that occur between individuals having health conditions (depression, Down syndrome, or cerebral
palsy) and external and internal factors (like negative mindsets, inaccessible public places and
transportation, and a lack of social supports).

Approximately 200 million of the more than one billion individuals with disabilities globally face
serious functional difficulties. The rising prevalence of disability means that it will become a more
significant issue in the years to come. This is due to the global rise in chronic illnesses like diabetes,
heart disease, cancer, and mental health problems as well as population ageing and the increased risk
of impairment in the elderly. Compared to people without disabilities, people with disabilities
experience worse health, lower success in school, a lower level of income, and a greater incidence of
poverty.

In the past, individuals with intellectual disabilities went by variety of names. The knowledge and
societal prejudices of that era were reflected in these names. These people were objectified. This
implies that their infirmity overpowered their humanity. Throughout history, individuals with
Intellectual and Developmental Disabilities faced stigma, fear, persecution, and oftentimes ill-
treatment. A stigma is a distinctive emblem or mark used to denote either a characteristic or a
condition. This characteristic or condition is viewed as harmful or socially unacceptable. Those who
experience stigma become outcasts in a society that isolates and rejects them. Language that
stigmatises someone can have serious negative effects.

Individuals with Intellectual and Developmental Disabilities were commonly labeled as "idiots,"”
"feebleminded,"” or "retarded"”. Controversial discussions still surround the labelling and naming of
the conditions of these people. The term "Intellectual and Developmental Disabilities" (IDD) has
lately replaced the word "Mental Retardation”.

The World Health Organization (WHO) and the International Society for the Scientific Study of
Intellectual Disabilities have both adopted the term "Intellectual and Developmental Disabilities”
(IDD). Because the term "Mental Retardation” has negative connotations and is stigmatized, the
American Association on Mental Retardation (AAMR) was renamed as the American Association on
Intellectual and Developmental Disabilities (AAIDD) in 2009 based on a vote by its members. IDD,
as defined by the AAIDD (2010), is characterised by significantly below average general
cognitive functioning that coexists with a deficit in adaptive behaviour and develops during
developmental stage, negatively impacting a child's academic performance.

In India, parents of differently abled children struggle with poverty which is linked to their child’s
disability. Many families with children with disabilities earn much less than the below poverty line.
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Miles (2000) asserts that although poverty causes disability, in country like India, it's also plausible
that poverty leads to disability. A state of simultaneous deprivation comes from the coexistence of
poverty and disability. According to Padencheri & Russell (2004), in India, people with disabilities
are still assumed to be unhappy and to have a poor quality of life, and disability continues to be
regarded as a "tragedy" resulting in a "better dead than disabled” mentality. In India, the perception
of a family regarding disability found in any member and the steps they take to prevent, treat, and
rehabilitate them are greatly influenced by the cultural beliefs surrounding the condition. Parents in
rural areas of India typically have negative and unrealistic hope for their differently abled child
(Gupta & Singhal, 2014).

In India, there are between 0.22 and 32.7 cases of intellectual disability per 1,000 people. Children
with IDD are becoming more and more reliant on their family members, especially their parents. As
a result, they need greater assistance and support for a variety of needs. Reeta Peshawaria (1995)
stated that 2-3% of the general population suffers from MR, now known as IDD. Thus, she opined
that there might be about 10% of the general population in India to have child with mental retardation
and hence parents having mentally retarded child need to develop coping mechanisms and manage
the situation.

Upon discovering that a newborn has an Intellectual and Developmental Disability, parents are
naturally upset. Avoidance is prevalent and has an impact on day-to-day living. A parent's hopes and
expectations for their child must often be drastically altered when they learn that their child has an
Intellectual and Developmental Disability, which is often not diagnosed until after the child turns one
year old. They frequently struggle with protracted sadness, rage, guilt, and an inability to handle
significant practical and financial issues. Some parents choose to ignore their kids, while others
become overly preoccupied with raising them, neglecting other crucial facets of family life. Having
a child with an Intellectual and Developmental Disability is always challenging for the parents. It has
a negative inverse effect on their lives (Abdul Hamid, 2021).

6.2. Review of Related Literatures

The researcher conducted 101 literature reviews to formulate her current research. She did 61 reviews
of the studies conducted in abroad and 39 literature reviews of the studies conducted in India.

6.3. Knowledge gap

The researcher conducted a thorough review of related literatures in abroad and in India related to
parents’ knowledge, problems and needs for having an IDD child. Despite a thorough review of the
literature, the present researcher was unable to locate any adequate studies in West Bengal that have
examined the needs, problems, and knowledge of parents raising an IDD child. The researcher, thus,
discovered a knowledge gap in the above mentioned research area and formulated her current research
title.
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6.4. Statement of Problem

Keeping the above discussion in mind, the researcher has conducted her current study under the title:
Parents of Intellectually and Developmentally Disabled Children: Their Knowledge, Problems and
Needs.

6.5. Objectives

1. To Study the knowledge of parents about intellectual and developmental disability (IDD)

1.1. To Study the knowledge of parents about IDD on the basis of their gender

1.2. To Study the knowledge of parents about IDD on the basis of their age

1.3. To Study the knowledge of parents about IDD on the basis of their education

1.4. To Study the knowledge of parents about IDD on the basis of their occupation

1.5. To Study the knowledge of parents about IDD on the basis of their residential background

1.6. To study the knowledge of parents on the basis of early intervention therapy provided to their
IDD children

2. To investigate the problems faced by the parents of IDD Children

2.1. To investigate the problems faced by the parents on the basis of their gender

2.2. To investigate the problems faced by the parents on the basis of the level of disability of their
children

2.3. To investigate the problems faced by the parents on the basis of their income

2.4. To investigate the problems faced by the parents on the basis of their residential background
2.4. To investigate the problems faced by the parents on the basis of the type of their family

2.5. To investigate the problems faced by the parents on the basis of the type of schooling of their
IDD children

2.6. To investigate the problems faced by the parents on the basis of the gender of their differently
abled child

3. To study the needs of parents of IDD Children

3.1. To study the needs of parents of IDD children on the basis of the gender of their differently abled
child.

3.2. To study the needs of parents of IDD children on the basis of the level of their child’s disability
3.3. To study the needs of parents on the basis of their income

3.4. To study the needs of parents on the basis of their residential background

3.5. To study the needs of parents of IDD children on the basis of early intervention therapy provided
to their child

3.6. To study the needs of parents on the basis of their availability of training about management of
their child
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6.6. Hypotheses

Hoz1. There will be no significant mean difference in knowledge of parents about IDD on the basis of
their gender

Ho2. There will be no significant mean difference in knowledge of parents about IDD on the basis of
their age

Hos. There will be no significant mean difference in knowledge of parents about IDD on the basis of
their education

Hos. There will be no significant mean difference in knowledge of parents about IDD on the basis of
their occupation

Hos. There will be no significant mean difference in knowledge of parents about IDD on the basis of
their residential background

Hos. There will be no significant mean difference in knowledge of parents on the basis of early
intervention therapy provided to their IDD children

Hoz. There will be no significant mean difference in problems faced by the parents on the basis of
their gender.

Hos. There will be no significant mean difference in problems faced by the parents on the basis of the
level of disability of their children

Hos. There will be no significant mean difference in problems faced by the parents on the basis of
their income

Hoio. There will be no significant mean difference in problems faced by the parents on the basis of
their residential background

Ho11. There will be no significant mean difference in problems faced by the parents on the basis of
the type of their family

Ho12. There will be no significant mean difference in problems faced by the parents on the basis of
the type of schooling of their IDD children

Ho1s. There will be no significant mean difference in needs of parents on the basis of the gender of
their differently abled child

Ho1a. There will be no significant mean difference in needs of parents on the basis of the level of
disability of their children

Hois. There will be no significant mean difference in needs of parents on the basis of their income
Hoies. There will be no significant mean difference in needs of parents on the basis of their residential
background

Hoi7. There will be no significant mean difference in needs of parents on the basis of early
intervention therapy provided to their IDD children

Hois. There will be no significant mean difference in needs of parents on the basis of the availability
of training about management of their child

6.7. Research Methodology

Research Design: For the present study the researcher has applied Mixed Method Research Design.
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Method: The researcher used Descriptive Research Method for her study. For quantitative data
collection she used Survey method, and for qualitative data collection the researcher used Case Study
method.

Population snd Sample: The researcher selected West Bengal as the population of her study. For
the present study a sample of 200 parents of children with Intellectual and Developmental Disability
admitted to special schools and mainstream school in Kolkata and surroundings were selected out of
the total population with the help of purposive sampling technique.

Tools and Techniques: In order to collect relevant data for the fulfilment of the proposed objectives,
the following tools were employed by the researcher:
For Survey, the researcher used three questionnaires

i. Knowledge Questionnaire- (Adopted from Panigrahi and Nanda): The questionnaire was
developed by Panigrahi and Nanda in 2014. 25 Items were taken from the GEM Questionnaire
developed by NIMH Secundrabad. Zero (0) was given for every wrong responses and One (1) for
every correct responses. Higher the score more the knowledge. The questionnaire has three sections:
Section | consisted of 12 questions to measure knowledge about general information regarding
disability. Section Il consisted of 9 questions related to causes of disability and Section I1l contained
4 guestions on management of students with special need.

ii. Parents Problem Inventory (PPI)- (Adopted from Dr. Anju Singh): Parents Problem Inventory
was designed by Dr. Anju Singh to assess the problems of mothers and fathers having children with
Intellectual and Developmental Disabilities. The PPI tool consists general information about family
background information and 57 items were distributed over nine (9) problems areas. They were
family problems, psychological problems, physical problems, social problems, school and vocational
problems, profession advice problems, child management problems, financial problems and
psychosomatic problems. In each area the number of items varied from 3-10.

iii. Family Need Schedule (Parents)- (Adopted from Reeta Peshawaria, 1994): The tool was
developed by Peshawaria, Menon, Ganguly, Roy, Pillay and Gupta in 1995. NIMH- FAMNS is a
semi structured interview schedule. The schedule contains 45 items organised into 15 categories or
areas, including information-condition, child management, facilitating interaction, services,
vocational planning, sexuality, marriage, hostel, personal-emotional support, personal-social support,
physical support, financial security, family relationships, future planning and Govt benefits.

For Case Study, the researcher used Semi-structured Interview schedule.

Procedure for Data collection: The researcher collected quantitative and qualitative data

concurrently to have a better understating of the findings of her study, analysed the two data sets

separately and mixed the two databases by merging the results during data analysis and interpretation.

Quantitative data were obtained through three questionnaires. Written consent was taken from the

school authority to conduct the survey through questionnaires filled by the parents of IDD children

admitted to their schools. Parents were briefed about the nature of the study and then consent was
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taken from them to collect the data. The questionnaires were made both in English and Bengali
language as the majority of the state speaks in Bengali. After getting back the filled questionnaires
the responses were scored according to the scoring procedure.

Qualitative data were obtained through interview to have a better understanding of the study.
Participants were informed of the study through the school authorities. After the initial contacts were
made, interviews were taken from those parents who gave consent for the same. Permission was taken
from parents to use a voice recorder during their interviews. Adequate rapport with the parents of
IDD children. During the interviews, parents were requested to give a detailed description of their
experiences of having IDD child. All the interviews were conducted in Bengali Language, recorded
with mobile voice recorder and lasted for 20-30 minutes.

6.8. Data Analysis and Interpretations
The quantitative data were analysed by using SPSS. Descriptive Statistics like Mean and Standard
Deviation; and inferential statistics like t-test, ANOVA and Pearson Coefficient Correlation were

used to analyse the data. The qualitative data were analysed by Thematic analysis.

Summary of the Inferences

No of Hypotheses Inference
Hypotheses

Ho1 There will be no significant mean difference in knowledge Accepted
of parents about IDD on the basis of their gender

Ho2 There will be no significant mean difference in knowledge Rejected
of parents about IDD on the basis of their age

Hos There will be no significant mean difference in knowledge Rejected
of parents about IDD on the basis of their education

Hos There will be no significant mean difference in knowledge Rejected
of parents about IDD on the basis of their occupation.

Hos There will be no significant mean difference in knowledge Rejected
of parents about IDD on the basis of their residential
background.

Hos There will be no significant mean difference in knowledge Rejected

of parents on the basis of early intervention therapy
provided to their IDD children.

Ho7 There will be no significant mean difference in problems Accepted
faced by the parents on the basis of their gender.

Hos There will be no significant mean difference in problems Rejected
faced by the parents on the basis of the level of disability
of their children

Hoo There will be no significant mean difference in problems Rejected
faced by the parents on the basis of their income
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No of Hypotheses Inference
Hypotheses

Ho1o There will be no significant mean difference in problems Accepted
faced by the parents on the basis of their residential
background

Ho11 There will be no significant mean difference in problems Rejected
faced by the parents on the basis of the type of their family.

Hoa2 There will be no significant mean difference in problems Rejected
faced by the parents on the basis of the type of schooling
of their IDD children

Ho13s There will be no significant mean difference in problems Accepted
faced by the parents on the basis of the gender of their
disabled child.

Hois There will be no significant mean difference in needs of Accepted
parents on the basis of the level of the disability of their
children.

Hois There will be no significant mean difference in needs of Rejected
parents on the basis of their income.

Hozse There will be no significant mean difference in needs of Rejected
parents on the basis of their residential background

Ho17 There will be no significant mean difference in needs of Rejected
parents on the basis of early intervention therapy provided
to their IDD children.

Hozs There will be no significant mean difference in needs of Rejected

parents on the basis of the availability of training about
management of their child.

Themes and sub-Themes Emerged from Case Studies

Themes Sub-themes

Emotional Reactions

Sadness

Worry about future

Stress

Social Reactions Stigma

Isolation

Knowledge about the Condition

Personal Knowledge

Medical Diagnosis

Teacher Information
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Themes Sub-themes

Cause of the Condition Spiritual Beliefs
Medical
Caregiving Challanges Management of the child

Safety Issues

Employment and financial issue

Needs to raise IDD child Support Services and financial help

Govt benefits

6.9. Findings

o Findings related to the knowledge of parents of IDD children about Intellectual and

Developmental Disabilities:

From the statistical analysis, it was found that there was no significant mean difference in
knowledge about Intellectual and Developmental Disabilities between mothers and fathers of
IDD children.

There were significant mean differences in knowledge among parents of IDD children about
Intellectual and Developmental Disabilities on the basis of their age. The parents in the age group
of 35-44 possessed more knowledge than the parents of 25-34 and 45-54 age group.

It was noticeable that parent’s education had a high impact on knowledge of parents about IDD.
Parents who completed their Undergraduate degree possessed more knowledge than those who
completed their education upto 9-12th or upto 8th standard.

The study revealed that parent’s occupation had a high impact on the knowledge of parents about
IDD. Parents who were employed in Govt. sectors showed higher level of knowledge that parents
working in private sectors or parents who were housewives.

The study concluded that there was a significant mean difference in knowledge of parents about
IDD on the basis of their residential background. The parents who resided in urban area had a
better knowledge than parents residing in rural areas of West Bengal.

The study observed significant mean difference in knowledge of parents about IDD on the basis
of the early intervention therapy provided to their IDD children. Parents who child got any kind
of early intervention therapy showed higher level of knowledge than those whose child did not
get any kind of intervention therapies.
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o Findings related to the problems of parents having IDD children:

o}

It was observed that the mean difference in problems faced by the parents of IDD children on
the basis of their gender was not statistically significant.

There was a significant mean difference in problems faced by the parents on the basis of the
level of disability of their IDD children. The parents who have moderate IDD child faced greater
problems than those having mild IDD child.

The study concluded that the mean difference in problems faced by the parents having IDD child
on the basis of their income were statistically significant. The parents who earn below Rs.
10,000/- faced more problems than the parents who earn Rs. 10,000/- and above.

It was found that there was no significant mean difference in problems faced by the parents on
the basis of their residential background.

There was a significant mean difference in problems faced by the parents on the basis of the type
of their family. The parents who belonged to the non nuclear family faced much greater problems
than nuclear family.

There was a statistically significant mean difference in problems faced by the parents on the
basis of the type of schooling of their IDD children. The parents whose IDD child is admitted to
regular schools faced much greater problems than those admitted to special schools.

There was no significant mean difference in problems faced by the parents on the basis of the
gender of their disabled child.

Findings related to the needs of parents having IDD children:

It was concluded that there was no significant mean difference in needs of parents on the basis
of the level of disability of their IDD children.

There was a significant mean difference in needs of parents having IDD child on the basis of
their income. The study revealed that the parents who earn below Rs. 10,000/- expressed greater
needs than the parents who earn Rs. 10,000/- and above.

There was a significant mean difference in needs of parents on the basis of their residential
background. The parents who reside in the non urban area expressed greater needs than those
who reside in the urban areas.

There were significant mean differences in parental needs on the basis of early intervention
therapy provided to their IDD children. The parents whose IDD child did not get any early
intervention therapy expressed greater needs than those whose IDD child got the early
intervention therapy.
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5. It was noticed that parents who received training on how to manage their child had different
needs compared to those who did not receive training. The parents who did not get any training
about management of their IDD child expressed greater needs than those who did a training
course about management of their IDD child.

o Findings related to correlation among knowledge, problems and needs of parents having IDD
children:

1. Inthis study there was a significant negative correlation found between knowledge and problems
of parents of IDD children.

2. There was a positive correlation between problems and needs of parents of IDD children.

3. There was a significant negative correlation between knowledge and needs of parents of IDD
child.

6.10. Conclusion

It is important to never forget how parents' dreams about their lives would change after welcoming
their first child, who seems to be everything to them, but is diagnosed with a disability. The changed
dynamics at home, including the decision of parents to give their disabled child more attention, have
also been known to have an impact on that disabled child's relationships with other siblings. These
situations are inherently stressful and deeply upsetting for parents, who find it difficult to balance
their already limited time and energy between providing for their children’s (CWSN) basic needs—
such as regular medical care and rehabilitation, and their own. Helping parents gain a basic
understanding of their disabled child's problems and educational needs can result in a more positive
attitude about their effectiveness as parents, which increases the child's chances of making a
satisfactory adjustment at home. The realisation that they are not alone, and that the disability in the
family, as well as the family's reaction to it, is shared by others, will encourage the parents to adopt
a more positive attitude. It is critical that parents properly explain their child's condition to others in
order to help people develop positive opinions and attitudes toward intellectually disabled people.
Parents can only do this if they are fully aware of their child's condition and accept their child as it is.
Service providers, NGOs, Govt. would be able to give each family member with the proper support
services if they had an understanding of how the needs of parents of IDD children vary time to time.

The outcomes of the present research contribute to the knowledge in the area of parents "awareness,
knowledge, problems and needs for having IDD children. This study offers more evidence-based
policy recommendations for government agencies to consider when developing policies regarding
the support that families of children with IDD require. Additionally, better systems and programs for
professional support must be planned and implemented in order to greatly improve the quality of life
for families raising IDD children. More generally, it is crucial on a number of pragmatic levels to
assist families in addressing the difficulties posed by caring for children with IDD. So,
professionals should have ongoing conversations with the families of these IDD children when
offering services to them.
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Appendix Il

Questionnaire to Measure Knowledge of Parents about Intellectual and Developmental

SL.
NO.

10

11

Disabilities

STATEMENT RESPONSE
YES NO
I General Information about Intellectual and Developmental disability

Intellectual and Developmental Disability is found at any age.
(T (PICAT IS (e @ [wiare Sppsror (w2t MCe 21t

Intellectual and Developmental Disability is an infectious disease.
Qe @ [RFHaNs SPFTel ah AT

Intellectual and Developmental Disability can be cured.
Qi @ [RFHars SRl WA S (I AT

Children with Intellectual and Developmental Disability do not

follow instruction.
(s @ Rpare SEps R fNCr! SRpiae 0 Al

Intellectual and Developmental Disability is due to black magic.
I G PR Qs @ R erFrel 23

Medicines can cure Intellectual and Developmental Disability.
Y (dfae @ RPN SrEFae! Y FH0S Al

Traditional healers can cure Intellectual and Developmental
Disability.
Qfogpae NIRRT (qiiae @ e SrwFsro! (N FCo S

Children born during solar/lunar eclipse become Intellectually and
Developmentally Disabled .
S/ valRCeR T T (93T R (e @ [riare SR 20y 2ty

Children with Intellectual and Developmental Disability cannot be

taught like normal children.
Qe @ Riars Srway fRyTre S RRyCus 0ot CRICT 1 1

Children are born with Intellectual and Developmental Disability

due to their sinful activity in previous incarnation.
ST IR 11 S TR et (e @ [eeiole Smes 203 &

Giving a birth to a child with Intellectual and Developmental
Disability is responsible due to fate of mother.
Qe @ RPN S TG &0 (SR &= A @l 71



12

13

14

15

16

17

18

19

20

21

22

Intellectual and Developmental Disability are always hereditary.
([ @ RPN P TR ILH9)

Il Causes of Intellectual and Developmental Disability

Malnutrition of a pregnant mother leads to Intellectual and

Developmental Disability of child.
SIS CIF 2ffE ey (dfae ¢ RImere srrror e Fe Tm)

Consuming drugs/alcohol during pregnancy is harmful for the
fetus & leads to birth of child with Intellectual and Developmental
Disability.

TSI N/ STCFIZET (e FH S Gj HfoPd G2 (A 8 [emiars
o e e e i)

Emotional/ physical trauma of mother may lead to Intellectual and
Developmental Disability in child.
TR TR/ Siars Feg (@ @ a6 srrer S 209 Al

During pregnancy exposure of x-ray to mothers' fetus may lead to
Intellectual and Developmental Disability.
FSRFBR AAHT SO GF-(F I (AP @ [Fore SFFarol 20o Al

Pregnancy at an early age (below 18 years) leads to Intellectual
and Developmental Disabilities.
g 0T STOHIE (18 20 [H0h) (s @ Rprieie epwaror e ey 7w

Height of the mother is responsible for the child with Intellectual

and Developmental Disability.
(e @ Rprare SFps R &y 0T Sopol 71

Delayed birth cry also leads to Intellectual and Developmental
Disability.
QAR 27 (AECS FEe (e @ RPmiEre srFor e W )

Low birth weight leads to Intellectual and Developmental
Disability.
T GCAR @G (Jiia @ [P SpFaoR M Afpirs Fe

Immunization/vaccination leads to Intellectual and Developmental
Disability.
TR/ BeME (e @ e srwer e e m)

111 Management of Intellectual and Developmental Disability

Special teaching materials are required for teaching children with
Intellectual and Developmental Disability.
Qs @ [emiars e RReCrd CARICR G KT st Soiae 2eame)



23

24

25

Special teaching methodology is required for teaching children
with Intellectual and Developmental Disability.
Qe @ Reare Srway fRyTre CHRITCIR &= [e et ofafo sicme,

Special infrastructure is required for teaching children Intellectual
and Developmental Disability.
(s @ Rrare SFp R TG &) [Ox SRSTSICaT 2eae|

Medication is required to minimize the medical complications of
children with Intellectual and Developmental Disability.
(e @ Rrare SFp Retre Hiet A2 eberel S &=y S0

A



Appendix 111

Questionnaire: An Inventory on Problems of Parents Having Intellectual and Developmental
Disabilities

General Information

1 Name of the child (Fres =)
2 Gender (fe2) Son (%@) / Daughter (371 /
Others (=)
3 Age of Child (fres 339)
4 Level of Disability (SrFrsiq @)
5 Relationship of the respondent with child (R s Mother (3rst) | Father (%)
CCELINE R £
6 Parent’s education (fFrommsia fEprsrs camiren)
7 Parent’s occupation (Frorrsts ¢sf=ir)
8 No. of siblings of IDD Child ( IDD s Sizcais se4y)
9 Birth Order of IDD Child ( IDD s seas @)
I Family Problems
SI No. Problems Area Yes (1) No ()
1 Do you blame each other knowing about child's
condition?

A fF AT SR TTHCE TN A G SoCE (AR FCIA?

2 Do you quarrel with spouse for bearing child's extra
responsibility?
Il [F AT Sfofe 7ty A &= S FIR/EF AL
NG FCI?

3 Do in-laws find faults with you for the birth of IDD
child?
IDD fie SR &ey $s@ifes (el 6 Sioiaig car cAieer?

4 Spouse never accept my IDD child
S FIN/A T2 ([ 992 REMITSI e Fete G e
A



10

Taking my child on vacation spoils the pleasure of the
whole family.

SR (R [ CHECE QTS W ColCeT AR AR S J8 3d
ax

I have no privacy to share my feelings with my spouse
GRS SJSo (R P (FI CoNPATST (3

Caring for our IDD child limits the welfare of other
siblings

SICHe (e 992 Reraroeirs s e g Wee Bicy SHyiwy
SIS FEICN 0 4T B 230

Our other siblings never accept our IDD child and tease
him/her.
MR (A 932 [REHPOSI SFEFS Fug SIREINA N3 oIt

I D AT A 932 O Gletod F

Have you lost support from your spouse
WA & QPSR iR (A SRS 2fRHare?

My spouse is irresponsible, unemployed and alcoholic
spouse
SIS FIN/E Ao (PR @ Tyt

Psychological Problems

When | noticed my child’s condition, | became shocked.
(S PR el (A0 S 2091 30 A13)

| worry about future of my IDD child.
S =i DD Ri#E freg efiae o bige 2w 21

I have fear of giving birth to another such child
9 T CFPD AT S (S ©F 2 S

I cannot accept my child’s disability.
SIS S R SEFereE G Wee 27 =

| feel embarrassed about my child's behaviour
S SR AT AB F2IF Rqo (@ I

| feel sad having such child in family
SIfS ARRICT 3 AT (50T 732 (4 Bl

VI



Physical Problems Yes

My child never looks after her/himself independently
S TG FINE FRTSIF OF e (T FACS AT

| feel fatigue to look my son’s needs and household
work
SIS TSI bifRuT g3 S e (e FiE Sged Fi

We have no one to share our child's responsibility
SR AV WG T I (R (P (2

My ward has no transport from home to school and back
SN ABCAS AT (AT FoT ST 32 (TR &) (T Az 551

12

Our IDD child never allows us to sleep till he/she sleeps
S IDD T8I W7 gRICAT SN S 23 A0S (0 =1

| find it difficult to get him/her to do things for

him/herself
I (e (AT [Fg 6 S G S SAF F8 0O 2

I have no leisure to look after myself

I have to carry him/her, wherever | go anywhere
S (TS (2 7 (&SI [ (@A 2

| find very difficult to change naps during her
menstruation

Social Problems

| feel shameful if someone points about my child's
condition or behaviour
S M SR AV ST I SABI TF % 0 I Teqil (14

o

Our IDD child removes clothes in front of others
A IDD A ST AN F19T YT (A

VI

No



My ward has habit of frequent quarreling with other
children
S FABICA Sy RGTHT AN G < FoIST S Srof13] SR

My ward takes others' possessions without their

permission
ST TSI A QIST SCA7 &y o (=

Our neighbours ill-treat our child
SO ARSTRRIET SN TSI AL L 2R FCH

Other children dominate and tease my IDD child that
puts restriction on social life
) PRSI SR TSI T2 (@ITR &Y @32 P giemed

S0 A O ANE G Mg 42 S

| feel fear of discloser of my IDD child's condition as it
may affect his/her future
I A ASIC SR LFICH ©F 2/13 93 (S (T I ©f OF

SRS &9 2SR (FC

It hurts me, if someone indulges about my child's
disability
I (G A ABICT SFFIOR A I O AACE $8 (AT

School and VVocational Problems Yes

Are you aware of services that are available for him/her
©fF Gy Sofera SARCIRT FACE S 5 Ao ?

My IDD child's bchaviour may affect the other children
in school
SIS AT Sbe FCeT Sl e efeie Fh0o 21t

| feel fear whether my IDD child may get admission in
the school or not
S IDD R Fel ©fS 209 AR [ 9 o3 23

We do not have proper guidance to train the child at

home
3fTe Mot 2 rwe (TeTIR &=y Ao NOHHT (72

VI

No



Vi

Vil

I become worried that the child is not upto my
expectations in performing daily activities
wif @3 coCq Sfeal (37 Rl afsfrcag fempet s i

TSI of5el L Al

I have no time to attend training programmes for special

children
Re Firete aférsel S0Ifore (19 (TSTR S SE T (13

Professional Advice Related Problems

| feel that | have lack of proper information about
child's condition and receive wrong suggestions from
others

S T 2 AT SRS T AR IR AT OCAR S @32

SR IR (A ST A TS

| believe that doctors had negligence during delivery of
my child.
SN WO AGH 2P T ey aiifeero f2et abi3 SR

e

I lost all my hopes about my child.
S SR TS TCF 7] ST 2EER)

I do not have enough time to look after my IDD child
and to give training from the professionals in the field
SN 2O TS (AT @32 2o (TR Gy #1ffel 731 (13

Child Management Problems

Caring and nurturing my IDD child stresses me lot
@i IDD Rif¥fE STSiCas 79 F41 @92 SR T ST 05

AP B

My ward does not perform daily living activities

independently
IR A TR CAAA G [FRFeS T4 FCF

My child never clear things after activity
S AT Ty T Gferefer 332 wfec e i

My child does not maintain table manners
SR el (Ate 301 (GREER FBIbR e 9icd 7




Vil

Disciplining and handling my child is a great problem
for me
A ASNCE XTI FN @GR BN T SR G @H IT

AL

My child does not obey the words and find difficult to

make him/her obey
SIS TG PR T AN S A o

Financial Problems

| find difficult to purchase medicines and materials for
his/her development
SR A RITCAF G B 92 TP FF B AW PICR AL

o=

I went for debts for his/her well-being and improvement
S O WoreT 92 TR Gy Yl ey

I am not aware of financial support from other resources
S (PICT TR (ACF S HZITST SFHCF ST o 73

I work for low-wages to maintain for my IDD child’s
future and for the family
Sifs S DD TSI SRYCST Gy @32 AT 276 e J2

Gy FE AGHCS P& B

I do not have secured job
SR (P IS @3 15 5l (3

Psychosomatic Problems Yes

| suffer with blood pressure and giddiness
IS ST 932 T Baify

I do not have interest to take food and suffered with
several nightmares on thinking about him/her
S AR (TS 30 ST 932 AR T0F BT FF 0372 (iR

I got headache for my ward’s condition
IS SRER Gl SN AT A 3

No



Appendix IV

(i) NIMH Family Need Schedule

General Information

Name of the child

Name of the Respondent

Relationship with the child | Mother | Father

Age

Education

o |w] s [w]o]=]

Occupation

INFORMATION CONDITION

2
-4bm
°

Need

Very much

Little

No need

—
.

Do you need information about your child’s
condition or disability?

I

;

Do you need information about assessment
reports of your child?

(8]

Do you need information on what you child
will be able/not able to do?

Do you need help in identifying child’s present
characteristics/features, which may have
negative effects in the future?

Do you need reading materials related to your
child’s condition

Do you need information on nutrition/special
diet for your child?

CHILD MANAGEMENT

Do you need information about normal child
growth and development?

Do you need information on how to bring up
your child?

Do you need help to discipline /handle your
child

Do you need help in managing behavioural
problems or difficult behaviours in your child?

Do you need help in getting your child to
cooperate in his/her daily activities?

Do you need to know about what teachers/
trainers are teaching/ training your child?

Do you need to talk with your child’s teacher/
trainer (how often)
Daily/Thrice a week/Weekly/Monthly

Do you need help in deciding to plan for
another child

I

FACILITATING INTERACTION

1

Do you need information on how to explain
your child’s condition to (specify)

A. Spouse

B. Other siblings

Xl




SI. No. | Need

Very much

Little

No need

C. Significant other member in family

D. Neighbours and friends

E. Others

2. Do yvou need help to involve others in meeting
service needs of your child (specify)

A. Spouse

B. Siblings

C. Grand Parents

D. Significant other member in family

E. Others
IV, SERVICES

i 3 Do you need information on the services that
are presently available for you child?

2 Do you need help in deciding which training
center/school to admit your child?

3 Do you need information from where to
procure training materials for your child?

4. Do you need professionals who could visit

your home and train your child (how often)
Daily/Thrice a week/Weekly/Monthly

3. Do you need information on the effect of
admitting your child to special/normal regular
school?

Y. VOCATIONAL PLANNING

1. Do you need help in finding the most
appropriate vocation for your child?

VL. SEXUALITY

1. Do you need information on sexuality issues
related to your child?

VIL MARRIAGE

1. Do you need information on marriage issues
related to you child?

VIIL. HOSTEL

L Do you need help in deciding whether to admit
or not your child in a hostel?

2o If you have decided to place your child in a

hostel, do you need information which hostel
you should admit your child?

IX. PERSONAL-EMOTIONAL
1. Do you need more time to yourself?
2. Do you need to talk to someone about your
personal problems?
3. Do you need help when you are worried, feel
sad or depressed?
4. Do you need help to manage your physical
health problems?
X. PERSONAL-SOCIAL
1 Do you need to have more friends with whom |

Xl




you can discuss/share joys and sorrows?

Need

Very much

Little

No need |

Do you need to meet and discuss with parents
having children with similar conditions?

SUPPORT-PHYSICAL

Do you need transportation to take your child
from home to school/service center/ training
center and back?

19

Do you need somebody to drop and bring back
your child from school/training center/service
center

(5]

Do you need someone/worker to look after
your child at home? (Specify how often: Daily/
Occasionally/ Part-time/ Full time)

XII.

FINANCIAL

Do you need financial help to pay for medical
care. medicine therapy. or any other services
your child needs?

[S9]

Do you need financial help to purchase
training materials for your child?

(%]

Do you need financial help for meeting any

other needs of your child? (Specify)

o|n|w|>

.

XIIL

FAMILY RELATIONSHIP

L

Do you need help in discussing family
problems and finding solutions? (Specify)

A. With spouse

B. Parent child

C. Between siblings

D. With other significant family members

2.

Do you need information on how your child
with mental retardation could effect other
children

X1V.

FUTURE PLANNING

Do you need help in financial planning for
your child’s training and vocational aspects?

Do you need information on how to transfer
your property/savings accounts/pensionary
benefits to your child after your death?

XV.

GOVERNMENT BENEFITS AND LEGISLATION

Do you need information on various
government benefits for persons with mental
retardation and their families?

Do you need information on the legislation for
persons with mental retardation?

X1l



(i) NIMH Family Needs Schedule (Bengali Version)
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Appendix V
Seminar Presentation Certificates

SdS ‘(9) “Yoyoaang ! Aiejau00g Buiziuebip ejey[oy : 80B|d
(ysoyon uequiuy 10SS9J0.d) (lyobeg 1yyuedLd "sJ F e e

M\\N%\Qw , DIBY)0Y,

Gy S ‘Suanvnbprap; NOSN I Py €202 Judy 67-§¢ uo (usianaup), uadp svygng ivian; (SaSs) sapnis
Jpuoissafoid Jo jooyas ‘souuouor, fo yuamzvdaq ay1 £q pasiuvbio , ypivyg awygmumuy sprmor, ypvosddy iy
— pipuul 39& JMUOUOIT PUD IPDAT, OV, U0 ivunuas Jpuorvp; Ko@-omy, paiosuods }§SIT ay ur

= 7
( S AR T i e e T R :
%@%ﬁﬂéﬁﬁ%ﬁ@l rdadvd u@ 2I1L,) U0SIIDH DY)/ U0SIAT) 32AMOSTY;
/ daruasaid sadod sv_papdingivd svy \?QMSSQ J«:a._.ﬁdw,oml/l Jo
: f=t
JEO) TIPS fuyS/a@/ foid eyi a0z sisiyp,
),.‘,.,.&w.m._.m,./gv,,sw-

uonrdpyarek jo ALIYIP
(ur'oB NOSUGM MMM)

$9000L-BILN[OY ‘T HES ‘[-1019S ‘97-Ad
¥, - 9pD4D YIM DYYN 4G paripaiody

ALISYTAINA NAdO SYHEAS IEVLAN

ABSIOUBIN h % o
BN faany” B “

3

z

4
ALISY

XX




AsaaAtuq yery ‘uoneonpgjo  AISIdAIUN Yely ‘uonesnpy

juauiaeda( “105$9J0.14 JURISISSY Jo jusunaedaq ‘pesy Aissaatun yeryy ‘sedenguer
10UdAUOY) uostadarey) pue saniuewny jo Q4noe, ‘ueaq  AysraAiuf) yerpy ‘Iensidoy
UnuSeax eIRUIN 1 Ieyse] uressny Joye[ “Iq 1zen wiyey %&. ‘Joid Emﬂm SnInN pa4s 1q
=N

e ] W \i@ <§/o L)

", 2.4N31, 2]qDUIDISNS D 10§ A12120S 2AISNIU], UO ADUIWAS [DUOIIDN ADP-0M] 3y Ul \V QN@.&.WWQ!‘\QNS Q\q\ﬂdQIW&G
101 I3[] ojap YjIcT RIXPIIv) WQIH\ ﬂuﬂ;@%wm@\dﬂuu}\xuﬁfﬁ‘Q; &V.J\u.i% papnz 1adod b pajuasaid/uolissas
|D21UY237 D padivyd/paipvdidizind sy s“,\\ IsaanIuy) \X\) G\Gh, o

0o
.NQQW\ .-u\‘§8\< S/ AN/ A 30Y3 AJ12.420 03 S S1Y ],

9)edl1113)

(JSSOI) Yo.aeasay 25uaIds [BID0S JO [IDUNO) ueipuj
Aq paiosuods

[eSuag 1S9 M ‘e1ey[0}] ‘AIISIaAIUN YRI[Y ‘Uoneonpy jo jusunaedaqg
Aq paziuediQ

€707 ‘0€-6Z UdIen

alnny sjgqeuleisns e joj A13130S anisSnjdu|

uo Jeurwas [euoneN Aeq om],

Y21ea52Y IDUINIG [BID0S
J0 [1DuUne) uelpuy

wﬁ

ABSIOUBIA Ly
) 1pezy

)

g :Hyl.\

XXI1



Appendix VI
Paper Publications
Paper 1

IJCRT

WWW.IJCRT.ORG
7.97 Impact Factor by google scholar

editor@ ijcrt.org

International Peer Reviewed & Refereed Journals, Open Access Journal

ISSN Approved | ISSN: 2320-2882 | UGC Approved Journal No: 43023 (2018)

INTERNATIONAL

JOURNAL OF
CREATIVE RESEARCH THOUGHTS

Scholarly Open access journals, Peer-reviewed, and Refereed Journals, Impact factor 7.97
(Calculate by google scholar and Semantic Scholar | Al-Powered Research Tool),
Multidisciplinary, Monthly, Indexing in all major database & Metadata, Citation Generator,
Digital Object Identifier(DOI), Monthly, Multidisciplinary and Multilanguage (Regional
language supported)

e Publisher and Managed by: [JPUBLICATION

INTERNATIONAL JOURNAL OF CREATIVE RESEARCH THOUGHTS

International Peer Reviewed & Refereed Journals, Open Access Journal
ISSN: 2320-2882 | Impact factor: 7.97 | ESTD Year: 2013

Website: www.ijcrt.org | Email: editor@ijcrt.org

XX



INTERNATIONAL JOURNAL OF CREATIVE RESEARCH
THOUGHTS (ISSN: 2320-2882)

International Peer Reviewed & Refereed Journals, Open Access Journal
ISSN: 2320-2882 | Impact factor: 7.97 | ESTD Year: 2013

This work is subjected to be copyright. All rights are reserved whether the whole or part of the material

is concerned, specifically the rights of translation, reprinting, re-use of illusions, recitation, broadcasting,

reproduction on microfilms or in any other way, and storage in data banks. Duplication of this

publication of parts thereof is permitted only under the provision of the copyright law, in its current

version, and permission of use must always be obtained from IJCRT www.ijcrt.org Publishers.

INTERNATIONAL JOURNAL OF CREATIVE RESEARCH THOUGHTS is published under the name of JCRT

Publication and URL: www.ijcrt.org.

© IJCRT Journal
Published in India

Typesetting: Camera-ready by author, data conversation
by IJCRT Publishing Services — IJCRT Journal.
IJCRT Journal, WWW.IJCRT.ORG

ISSN (Online): 2320-2882

issw: 2320.2002 Lom P e
INTERNATIONAL JOURNAL OF CREATIVE RESEARCH THOUGHTS - ICRT (/CRT.ORG)

Paper Submission Till:

%&IJC RT 29 of Current Monthd

CALLFOR PAPER o v ory

Benefits of Publishing Paper in IJCRT  momriiy serocaniy o
JOURNALS

- Quick and Speedy Review and Publication Process. Review Results (Acceptanc

- A digital object identifier (DOI) and Hard-Soft Copy of  within 02-03 Days

Certificate.
- Email and SMS Support to Author.
-Fi

Universities among the world. i
-Pw;ldtmmc-nguld-llmllluupcnbym.ﬁl, SSMS & Email Support
SMS and the call. . R
- Indexing of paper in all major online journal databases ISSN: 2320-2882
like Google Scholar, Thomson Reuters, Mendeloy,
Academia.edu, arXiv.org, Research Gato, CiteSeerX,
DOAJ, DRJI, DocStoc, GetCitod,BaseSEDN, Wiki CFP,  Scholarly open access journals,
Index Copernicus Open J Gate, ISSUU, Seribd. B i and B iy

JOIN AS REVIEWER
h I A

t.org/Joi php

P-1h)

PROVIDE DOI HARD & SOFT COPY
OF CERTIFICATE

Contact us For bulk paper Publications
and Conference @ editor@ijcrt.org
Or

visit WWWw.ijert.org

ISS 2320-2882

INTERNATIONAL JOURNAL OF CREATIVE RESEARCH THOUGHTS (IJCRT) is
published in online form over Internet. This journal is published at the
Website http://www.ijcrt.org, maintained by JCRT Gujarat, India.

XXI1H1

V772320 " 288000



www.ijcrt.org © 2023 IJCRT | Volume 11, Issue 9 September 2023 | ISSN: 2320-2882

IJCRT.ORG ISSN : 2320-2882

éh INTERNATIONAL JOURNAL OF CREATIVE
@E% RESEARCH THOUGHTS (1JCRT)

An International Open Access, Peer-reviewed, Refereed Journal

A Study on Psychosocial Problems of Parents
Having Children with Intellectual and
Developmental Disability

Nandini Rooj
Assistant Professor in Education
Raiganj B. Ed. College (Govt. Sponsored)
Karnajora, Uttar Dinajpur

Abstract

Intellectual and Developmental Disability (IDD), earlier termed as Mental Retardation, is a disability condition
that is characterised by having significant limitations in both intellectual functioning and in adaptive behaviour,
that covers everyday social and practical skills of a person. In today’s society the problem of Intellectual and
Developmental Disability has become an alarming issue globally. It has drawn the attention of parents, teachers,
professionals and psychologists in both the developed as well as the developing countries. In recent years a sharp
increase in the number of studies, on working with parents of Intellectually and Developmentally Disabled
children, have been brought out with valuable information. The parents as an agency of socialisation have great
impact on the personality development of the child. Raising a child who had Intellectual and Developmental
Disability, requires lots of emotional strength, flexibility, time and energy commitment. The parents of
Intellectually and Developmentally Disable children have various psychological problems. The present study was
aimed to identify various psychosocial problems faced by the parents who have children with Intellectual and
Developmental Disability. Twenty (20) parents (mother/father) of Children with IDD were selected through
purposive sampling from a child development centre located in Raiganj, Uttar Dinajpur district. Parents Problem
Inventory (PPI), developed by Dr. Anju Singh, was used in order to collect the data for the current study. The
collected data were analysed by Descriptive Statistics. Result showed that having a child with Intellectual and
Developmental Disability (IDD) had huge effect on their parents. Most parents struggled with various
psychosocial problems. Most prevalent problems faced by parents were psychological, physical, social, child
management, school and vocational problems, profession advice and financial problems. The study also
indicated that mothers faced more problems related to psychological, physical, social, child Management and
psychosomatic problems, while fathers faced more financial problems, school and vocational problem, and
profession advice problems. Conclusion of the study suggested that there was need for early diagnosis, prompt
treatment and counselling for psychological problems in parents as well as proper profession advice, and proper
information about Govt benefits and legislation’s regarding child’s welfare and financial help.

Keywords: Intellectual and Developmental Disability, Psychosocial Problems, Parents of Children with
Intellectual and Developmental Disability, Problem of Parents.
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Introduction

It's never been simple to be a parent. There is no compensation for working nonstop for 24 hours a day, 7
days a week. The profession of parenting has no preparation or training, has neither a sick leave nor a casual
leave. Parents, who have children with special needs, especially who have children with Intellectual and
Developmental Disabilities, must work without receiving a bonus or increment. According to AKKOK (1996),
parents of children with Intellectual and Developmental Disabilities must put in more time, effort, and care than
they would with children who are not Intellectually and Developmentally Disabled. Parents who are expected to
raise the socially adapted child with special needs experience significant physical, social, and physiological
repercussions as a result of childhood chronic illness. For the majority of parents, psychosocial problems
involving parents and children who have Intellectual and Developmental Disabilities, can be extremely painful.
A healthy child with special needs benefits from psychological elements as well as parental effects and familial
influences.

When parents discover that their child has a disability, they start on a journey that takes them into a life
that is frequently filled with intense emotion, tough decisions, contacts with many different professionals and
specialists, and a continuing need for information and assistance. Parents might at first feel lonely and alone,
unsure of how to look for knowledge, help, compassion, and support. A differently abled child has a significant
influence on the family especially on parents.. Although having a differently abled child child impacts the entire
family, the parents bear the most of the burden. They experience a range of issues, including psychological,
financial, emotional, and social ones.

Sen and Yurtsever (2007) carried a study on “difficulties experienced by families with disabled children.
The primary objective of this study was to identify the challenges faced by families of differently abled children.
The findings suggested that the families lacked sufficient information regarding their child's condition. Mothers
expressed deep sadness and stated that having a disability child had a negative impact on their social life, job life,
and relationships with their families. Families experienced money issues as well.

Intellectual and Developmental Disability (Previously Mental Retardation) is a condition that impairs
both intellectual functioning and adaptive behaviour. As per American Association on Intellectual and
Developmental Disabilities (AAIDD, 2010), Intellectual and Developmental Disability (IDD) is a disability
characterized by significant limitations in both intellectual functioning and in adaptive behaviour, which covers
many everyday social and practical skills. This disability condition originates before the age of eighteen (18).

S. K. Mangal (2009) asserted that Intellectual and Developmental Disabilities is a condition or state of
mind. It is not a disease or illness of the mind. Instead, it has to do with the subnormal development of the brain
or mind. In addition, he stated that Intellectual and Developmental Disabilities is also related to one’s inadequate
adjustment with the environment. The deficiency may be observed at birth or in early childhood. Intellectual and
developmental disabilities may result from both the inherent and external factors.

The presence of a child with Intellectual and Developmental Disability in the family calls for a lot of
adjustment on the part of the parents and the family members (Peshawaria & Menon, 1991). It takes so much
of resilience and adaptability on the part of the parents to raise a child with Intellectual and Developmental

Disabilities. Parents may get overburdened with different medical, caring, and educational duties because the
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child has special requirements in addition to the regular needs of all children. The parents are inevitably impacted,
regardless matter how complex or small the child's special needs are. Maintaining equilibrium in the home
requires support from family, friends, the community, or paid caretakers.

Tsai and Wang (2009) investigated the association between caregiver’s strains among mothers with
school- aged Intellectually and Developmentally Disabled children in Taiwan. According to the findings, mothers
with intellectually impaired children face significant stress and receive insufficient social assistance. Social
support and strain had a substantial and unfavourable status, social support and amount of time spent as a
caregiver or parent, as well as the dependent degree of daily living activity of Intellectually and Developmentally
Disabled children, were strong predictors of caregiver's strain.

Parents with Intellectually and Developmentally Disabled children may experience physical weariness.
The level of this exhaustion is typically correlated with the level of care required for their child. Physically, it is
much simpler to feed, bathe, move, dress and diaper a newborn than it is to do the same for a person who weighs
70 pounds. The child may require strict medical supervision and may have more doctor's appointments and other
healthcare appointments than the average child. In order to prevent accidental self-harm, such as tumbling down
stairs or walking into traffic, he might also need to be taken care of. A parent may get physically exhausted as a
result of these added duties. A child with Intellectual and Developmental Disability may cost more to raise than
anon-disabled child. These costs may be related to transportation, schooling, tutoring, adaptive tools for learning,
or medical supplies, equipment, and care. For that parents face financial problems in their life.

In this study, the term "psychosocial problem of parents" corresponds to family problems, psychological
problems, physical problems, social problems, financial problems, problems related to profession advice, school

and vocational aspect and psychosomatic problems faced by parents of children with IDD.

2. Objective
The primary objective of the current study is to identify various psychosocial problems faced by parents

who have children with Intellectual and Developmental Disabilities (IDD).

3. Methodology
3.1. Research Design

A non experimental descriptive research design was adopted by the researcher to conduct the study.

3.2. Sample

The study was conducted on purposive sampling of twenty (20) parents (both mothers and fathers having
children with Intellectual and Developmental Disabilities) taken from Shishumangal child development centre in
Raiganj, Uttar Dinajpur district. The study included only those parents whose children were diagnosed with mild

or moderate level of IDD.
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3.3. Tool

Parents Problem Inventory (PPI) tool, developed by Dr. Anju Singh, were employed in the present
investigation to collect the information about psychosocial problems of parents of IDD children. The PPI tool
consists general information about family background information and 57 items were distributed over nine (9)
problems areas. They were family problems, psychological problems, physical problems, social problems, school
and vocational problems, profession advice problems, child management problems, financial problems and
psychosomatic problems. In each area the number of items varied from 3-10. Family problem area consists of 10
items, psychological problem area consists of 6 items, physical problem area consists of 9 items, social problem
area consists of 8 items, school and vocational problem area consists of 6 items, profession advice problem area
consists of 4 items, child management problem area consists of 6 items, financial problem area consists of 5 items

and psychosomatic problem area consists of 3 items.

3.4. Procedure for Data Collection

Written approval was taken from concerned authority to proceed for data collection. The researcher
personally went to the location selected for the current study and briefed about the nature of her study to the
parents of IDD children. Adequate rapport with the parents of IDD children was made at first. The Parent Problem
Inventory (PPI) was individually administered on the parents of IDD Children. After getting back the filled
questionnaires the investigator examined that respondents have given their answers to each and every question.
If any question/item was found unresponsive then the questionnaire was referred back to the respondents again
with the request to make their answer on the unanswered items.
4. Data Analysis

The collected data were analysed by Descriptive Statistics (Frequency Distribution and Percentage
Count). Frequency Distribution of respondents on the basis of gender and age are presented in Table | and Table
2. Distribution of IDD Children according to the level of the disability is shown in Table 3. Data analysis of

parents ‘problems are presented in Fig. 1.

5. Results and Discussion

Table 1: Distribution of Respondents (Parents) based on Gender (N=20)

Respondents Frequency Percentage (%)
Father 6 30
Mother 14 70

Table 2: Distribution of Respondents (Parents) based on Age (N=20)

Age Group Frequency Percentage (%)
20-30 5 25
31-40 13 65
41-50 2 10
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Table 3: Distribution of IDD Children according to the Level of the Disability

IDD Children Frequency Percentage (%)
Mild 12 60
Moderate 8 40

Table 1 and Table 2 show the distribution of parents based on their gender and age. Table 3 shows the distribution
of IDD children according to the level of the disability. Table 1 and Table 2 indicate that majority of respondents
were mothers (70%) and most of the parents belonged to the age group of 31-40 (65%). From Table 3 it is clear
that majority of the parents were having children of mild Intellectual and Developmental Disabilities (60%)
followed by 40% of moderate Intellectual and Developmental Disabilities.

The study was designed with the aim to identify various psychosocial problems faced by parents who

have children with Intellectual and Developmental Disabilities (IDD).
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Fig. 1. shows percentage of responses of parents relating to each of the problem areas in the Parent Problem
Inventory (PPI). The top percentage level was observed in the area of psychological, physical and social problems (85%).

80% parents expressed that they face various difficulties related to Child Management.

Fig.1. Percentage Endorsement of Problems of Parents with the help of PPI
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The problems related to school and vocation and financial support were expressed by 75% parents. 70% parents
expressed their problems regarding profession advice. 45% parents said that they suffer from psychosomatic
problems and 35% parents expressed their family problems. Therefore by analysing parents’ problems and
experiences with the help of PPI tool, the findings of the study indicate that having a child with Intellectual and
Developmental Disability (IDD) had huge effect on their parents. Most parents struggled with various
psychosocial problems. Most prevalent problems faced by parents were psychological, physical, social, child
management, school and vocational problems, profession advice and financial problems. The study also indicated
that mothers faced more problems related to psychological, physical, social, child Management and
psychosomatic problems, while fathers faced more financial problems, school and vocational problem, profession

advice problems.

6. Conclusion

Conclusion of the study suggested that there was need for early diagnosis, prompt treatment and
counselling for psychological problems in parents as well as proper profession advice, and proper information
about Govt benefits and legislation’s regarding child’s welfare and financial help. The current study shed some
light on the problems faced by parents of children with intellectual disability. Children with Intellectual and
Developmental Disabilities are cared for by their parents who serve as their most constant and life-long
caregivers. They play a vital and crucial role in shaping the development and life experiences of their children
with Intellectual and Developmental Disabilities (IDD). Thus, parents of children with Intellectual and
Developmental Disabilities have additional responsibilities and roles in caring for them (Gray, Grove &
Sutherland, 2017). They experience various challenges in caring for their children. It is therefore fundamental for
all stakeholders with an interest in parents of children with Intellectual and Developmental Disabilities to
collaborate and have a better understanding of their challenges. Healthcare professionals, especially professional
nurses, should take an active role in reducing the burden of care for parents of children with Intellectual and

Developmental Disabilities.
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Page No: 457-460 children with Intellectual and Developmental Disability. Twenty parents (both mother
and father) were included in the study as sample from Shishumangal child
development centre in Raiganj, Uttar Dinajpur district. The assessment was done by
using NIMH-Family Needs Schedule (Parents) to measure needs of the parents. In the
present study data were collected by Descriptive Survey method. The collected data
were analysed by descriptive statistics and percentage count. The result of the study
indicated that the majority of parents showed strong needs in the domain of
information condition, child management, services available for their child, Govt
benefits and legislation, financial needs, vocational planning, personal-emotional and
personal-social relationships. Parents showed less expected needs towards the
sexuality, marriage and hostel related information. Mothers showed more needs in the
domain of child management and information condition; while fathers expressed
needs in the domain of financial help, vocational planning and Gowt benefits. This
study contributes to a better understanding of parents' needs from their perspectives,
as well as their descriptions of the strengths and gaps of the present system. A deeper
comprehension of parents' demands could help communities execute government
policies and service models more effectively and provide financial assistance to
families with poor socioeconomic status.
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Introduction

Disability in children causes a variety of needs in parents, which might differ based on the nature of the condition and parental
attributes. Parenting a child with disability, whether a child has a physical disability, a learning disability, an emotional difficulty,
or a developmental disorder, can require the development of particular skills, such as caregiving or advocacy, as well as a time
and energy commitment that may put careers, marriages, and relationships with other children in danger. The term Intellectual
and Developmental Disability (IDD), formerly known Mental Retardation, refers to conditions that typically manifest at birth
and have an adverse impact on a person's trajectory of physical, intellectual, and/or emotional development.
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Mishra (2005) argued that the degree of motivation among
owners varies according to the owners' perceptions of
challenges and opportunities. Financing is one issue that
might have a big impact on the owners' growth motivation.
While previous research indicates that small businesses may
have access to financing, there appears to be a reluctance
among owners to employ external financing (Claessens
2006). As aresult of advances in unravelling the development
and functionality of the brain and identifying the ctiologic
basis of Intellectual and Developmental Disability, there has
been a significant change in the terminology, placement of
the condition, classification, and defining features (Girimaji,
2018). Current approaches view IDD from a developmental
perspective and rely on both intellectual abilities and adaptive
functioning. According to American Association on
Intellectual and Developmental Disabilities (AAIDD, 2010),
Intellectual and Developmental Disability (IDD) is a
disability characterized by significant limitations in both
intellectual functioning and in adaptive behaviour, which
covers many everyday social and practical skills. This
disability condition originates before the age of 18.

The presence of a child with Intellectual and Developmental
Disability in the family calls for a lot of adjustment on the
part of the parents and the family members (Peshawaria &
Menon, 1991) (], Some families cope better with the situation
than others (Peshawaria, 1995) !l Researchers have
extensively researched parenting over the years. But, in
recent years, it has been noticed that this parenting study has
placed a greater emphasis on constructive methods. Research
has indicated that approaches that focus on meeting needs of
all members of the family are more effective in helping the
family to cope with the situation than approaches that focus
only on the child with Intellectual Disability. Identifying and
supporting the parents in their efforts to meet the needs of all
the family members (including themselves) is one of the most
efficient ways of developing parental skills which can
enhance the development of all family members. Rescarch
has also indicated that greater the number of unmet needs,
greater is the number of emotional and physical problems
reported by the parents (Dunst & Leet, 1987) [4],

For parents, the birth of a child with Intellectual and
Developmental Disabilities is a shock, and they go through
antagonistic stages like shock, denial and anger before
accepting the child. As a result, they demand specific needs
and extra requirements for the child and family for the child's
complete growth. The needs of families with children who
have intellectual and developmental disabilities are
extremely complicated, necessitating the implementation of
support programmes specifically for these families. In their
study, Bailey et al. (1992) ! found that the factor structure
for fathers was noticeably different from that discovered for
mothers. Women stated much greater needs than fathers,
primarily in terms of family and social support, explaining to
others, and childcare. They generally mentioned having
financial needs. For programme planning in ecarly
intervention, Bailey and Simeonsson (1988) [} suggested a
collection of needs articulated by families.

In this study, the term "needs of parents" corresponds to
needs related to the child's condition, needs related to child
management, needs related to the facilitation of interaction,
services, emotional and social needs, physical support,
financial support, family relationships, future planning, and
needs related to government benefits and legislation for
parents with children with Intellectual and Developmental

www.allmultidisciplinaryjournal.com

disabilities.

With the widespread adoption of the international
classification of functioning and disability and health (WHO
2001), which considers a person's functioning and disability
as a dynamic interplay between health condition and
contextual circumstances, assessment of family needs has
become essential. Contextual variables encompass both
individual and societal elements, such as sex, age, health
issues, upbringing, coping mechanisms, social background,
and formal and informal social institutions. Understanding
how the nature of needs of parents having children with
Intellectual Disability changes over time would enable
service providers to design appropriate support services.

2. Objective

The main objective of the study is to assess the needs of
parents having children with Intellectual and Developmental
Disability (IDD).

3. Methodology

3.1. Research Design

A non experimental descriptive research design was
undertaken to conduct the study.

3.2. Sample

The study was conducted on purposive sampling of twenty
(20) parents (both mothers and fathers having children with
Intellectual and Developmental Disabilities) taken from
Shishumangal child development centre in Raiganj, Uttar
Dinajpur district. The study included only parents of IDD
children belong to the age group of 1-5 years.

3.3. Tool Used

NIMH Family Needs Schedule (NIMH — FAMNS) for

parents was used to assess the needs of the parents who have

children with Intellectual and Developmental Disabilities.

The tool was developed by Peshawaria, Menon, Ganguly,

Roy, Pillay and Gupta in 1995. NIMH- FAMNS is a semi

structured interview schedule and it is used for the following

purposes:

1. To identify needs of the Indian families having
individuals with Intellectual Disability.

2. To priorities the needs for family intervention.

3. To objectively evaluate family intervention programme.

The schedule contains 45 items organised into 15 categories,
including  information-condition, child management,
facilitating interaction, services, vocational planning,
sexuality, marriage, hostel, personal-emotional support,
personal-social support, physical support, financial security,
family relationships, future planning and Govt benefits.

The area “information condition” consists of 6 items, “child
management” arca consists of 8 items, “facilitating
interaction” consists of 2 items, “services” consists of 5
items, “vocational planning” consists of 1 item, “sexuality”
consists | item, “marriage” consists of 1 item, “hostel”
consists of 2 items, “personal-emotional” consists of 4 items,
“personal-social” consists of 2 items, “support-physical”
consists of 3 items, “financial support” consists of 3items,
“family relationship™ area consists of 2 items, “future
planning” area includes 2 items and last “Government
benefits and legislation” domain consists of 2 items.
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3.4. Procedure for Data Collection

Written consent was taken from the Director of Sishumangal
to proceed for data collection. Consent was also taken to
interview cach of the respondents (parents) separately. They
were briefed about the nature of the study. Adequate rapport
with the parents of IDD children was made initially. The
questions included in the schedule were asked in the same
sequential manner. Each question was asked in a way that did
not influence the responses of parents.

4. Data Analysis

The collected data were analysed by Descriptive Statistics
(Frequency Distribution and Percentage Count). Frequency
Distribution of respondents on the basis of gender and age are
presented in Table 1 and Table 2. Data analysis of parents’
needs based on parent variable are presented in Fig. 1.

Information Needs
Child Management
Facilitating Interaction
Services
Vocational Planning
Sexuality
Marriage i)
Hostel N
Perscnal-Emotional
Personal-Social
Support Physical
Fmancial
Family Relationship 25
Future Plannmg
Govt Benefits & Legislations
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5. Results and Discussion

Table 1: Distribution of Respondents (Parents) based on Gender

(N=20)
Parents Frequency Percentage (%)
Mothers 14 70
Fathers 6 30

Table 2: Distribution of Respondents (Parents) based on Age

Age Frequency Percentage (%)
20-30 25
31-40 13 65
41-50 2 10

Table 1 and Table 2 show the distribution of parents based on
their gender and age. The above tables indicate that majority
of parents were mothers (70%) and most of the parents
belonged to the age group of 31-40 (65%).
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Fig 1: Percentage Endorsement of Needs of Parents

The study was designed to assess the needs of parents having
IDD children under 15 domains.

Figure 1 shows percentage of responses of parents relating to
each of the domains and needs identified in the NIMH-
FAMNS (Parents) Schedule. The top percentage level was
observed in the domain of “information-condition™ of their
child and Govt benefits and legislation (100%). All the
parents of Intellectually and Developmentally Disabled Child
showed a strong need in the domain of “information
condition™ and “Gowt benefits and legislation”. Regarding
“information” area parents wanted to know more about the
disability condition of their child, assessment report,
expected achievement, adverse sequelae, reading material
and nutrition of their child. They wanted to know what the
Government is doing for the children with IDD and their
families which was expressed in the last domain of NIMH-
FAMNS Schedule “Govt Benefits and Legislation. 90%
parents expressed their strong needs in the domain o