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Abstract: A stress among parenting caregivers of children with special needs is pervasive 

and lead to difficulty of interacting with community and negative psychological 

consequences. This review provide comprehensive summary to explain subjective and 

objective burden on parenting caregivers who caring of children with different intellectual 

developmental disabilities, their treatments and specific strategies to deal with such cases. 
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INTRODUCTION 
Mental health is more than the mere lack of 

mental disorders. It includes subjective well-being, 

perceived self-efficacy, autonomy, competence, 

intergenerational dependence and recognition of the 

ability to realize one‘s intellectual and emotional 

potential. It is a state of well-being whereby individuals 

recognize their abilities, are able to cope with the 

normal stresses of life, work productively and fruitfully, 

and make contributions to their communities. In 

addition to this, mental health is about enhancing 

competencies of individuals and communities and 

enabling them to achieve their self-determined goals. 

Such individuals function well in society, are accepted 

within a group, and are generally satisfied in their lives. 

In contrast, mental illness is a disorder, which is 

characterized by disturbances in persons‘ thought, 

emotion, behavior and relationship. In other word, 

mental illness is a health problem that significantly 

affects how a person feels, thinks, behaves, and 

interacts with other people [1]. According to WHO 

there are greater than one billion people with 

disabilities; that includes about 15 percent of the 

world‘s population or approximately one in seven 

people. An estimated 93 million children, or about one 

in twenty of those below 15 years of age, live with 

moderate or severe disability. This includes autism 

spectrum disorder (ASD), cerebral palsy, intellectual 

disability (ID), and developmental delays, among others 

Children with intellectual developmental disabilities 

(IDD) are at risk for health problems, 

psychopathological and behavioral problems [1]. The 

UNICEF reported that I billion people have a disability; 

at least 1 to 10 is a child (100 million children); and 

80% live in developing countries
 
[2]. An intellectual 

disability is the most common developmental disability-

nearly 6.5million people in the United States have some 

level of ID. More than 545.000 are ages 6-21 [3, 4]. The 

mental health problems of children greatly impact the 

social, familial, educational and leisure domains of their 

parents‘ lives, creating challenges and burden for them. 

Many studies have in fact shown that parents of 

children with psychiatric disorders experience both 

objective and subjective burden. The objective burden 

refers to the disrupted daily life routines of the family, 

and to the limitations on the social, occupational, and 

familial domains of quality of life, which arise as a 

result of the child‘s disorder. The subjective burden 

refers to the relatives‘ various psychological reactions, 

such as anxiety, frustration and depression. It should be 
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noted that the parents‘ emotional reactions could affect 

the child‘s symptomatology, which can in turn increase 

the parents‘ emotional experience. Previous studies 

have shown that objective and subjective aspects of 

family burden are correlated with patient 

characteristics, such as severity of symptoms and 

number of hospitalizations and with family environment 

and support. In addition, variables related to illness 

perception, such as insight into the illness and 

internalization of the stigma by parents were also found 

to be positively associated with the family burden 

experienced by parents of children with psychiatric 

disorders [5]. 

 

INTELLECTUAL DEVELOPMENTAL 

DISABILITIES 
Parents of children with intellectual and/or 

developmental disabilities are presented with a unique 

set of challenges associated with providing care for 

their children. Depending upon the nature and severity 

of the disability, the child may require significant 

personal care and monitoring to ensure his or her 

wellness and safety. Parents are usually the primary 

provider of this care. Given other responsibilities that 

parents typically have in relation to maintaining 

stability for their family, the additional responsibility of 

providing significant levels of care for their child 

indefinitely may task parents‘ ability to maintain 

balance in their own lives [6, 7]. Siblings have the 

longest-lasting familial relationship, when a disability is 

present; siblings may fulfill unique roles related to their 

brother or sister with (IDD) such as caregivers and 

advocates [8]. Parents of children with IDD report 

higher levels of stress than parents of typically 

developing children. Factors related to levels of 

increased stress include financial challenges, level of 

parental education and social support, psychological 

distress, child‘s diagnosis, and child behavioral 

problems [9].  

 

DEVELOPMENTAL DISABILITY 

The parents and families of children with DDs 

experience distress during and after the diagnosis. 

Specifically, those parents who are caring for children 

with DDs face great distress. Children with DDs cause 

or involve themselves in problems in the community or 

at school. Children with DDs and their mothers have 

received lower quality of life (QoL) scores than their 

normal control group peers. Inada reported that both the 

psychological and social QoL of children with 

pervasive DDs were significantly lower than that of the 

general population. Markowitz et al., also revealed that 

the QoL of caregivers of children with autism spectrum 

disorder was already impaired before the diagnosis [1].  

 

INTELLECTUAL DISABILITY 

Intellectual disability is a health condition that 

often requires special healthcare needs They are more 

likely to experience somatic complaints, social 

problems, attention problems, thought problems, 

delinquent behavior, aggressive behaviors or 

internalizing or externalizing problem and are also more 

likely to be at higher risk of a mental health disorder 

than children without ID; 30 to 50% of children with ID 

have a mental health disorder compared with 8 to 18% 

of those without. Caregivers of children with 

developmental disabilities experience higher levels of 

distress than caregivers of children without disabilities.
 

ID affects about 1.8% of children and youth and is more 

prevalent in men than in women. Moreover, it is more 

common in low income and middle-income countries 

than in high income countries [1]. One study in Taiwan 

demonstrated that caregivers of family members with 

an intellectual disability reported a lower quality of life 

than caregivers of family members with mental illness
 

[2]. Multiple studies from India suggest that family 

members of patients with severe intellectual disorder 

face considerable caregiver burden and suffer from 

psychological distress, also experience poor QoL and 

face considerable stigma because of their association 

with a person with intellectual disorder [3].  

 

TYPES OF DISABILITIES 
NEURODEVELOPMENT DISORDERS 

Intellectual Disabilities: includes Intellectual 

Disability (Intellectual Developmental Disorder), 

developmental delay, unspecified Intellectual Disability 

(Intellectual Developmental Disorder), mental 

retardation, Down syndrome and epilepsy. 

 

Communication Disorders: includes language disorder 

and speech sound disorder (previously Phonological 

Disorder). 

 

Autism Spectrum Disorder: includes autism spectrum 

disorder. 

 

Attention-Deficit/Hyperactivity Disorder: includes 

attention deficit/Hyperactivity disorder, other specified 

attention-deficit/Hyperactivity disorder and unspecified 

attention-deficit/Hyperactivity disorder. 

 

Specific Learning Disorder: includes Specific 

Learning Disorder. 

 

Motor Disorders: Includes developmental coordination 

disorder. 

 

OTHER NEURODEVELOPMENT DISORDERS 
Other specified neurodevelopment and 

unspecified neurodevelopment disorder.  
 

DISORDERCHARACTERISTICS 
Mental disorder refers to ―a health condition 

characterized by significant dysfunction in an 

individual‘s cognitions, emotions, or behaviors that 

reflects a disturbance in the psychological, biological, 

or developmental processes underlying mental 

functioning‖. Intellectual disability involves 
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impairments of general mental abilities that impact 

adaptive functioning in three domains, or areas.  

 

These domains determine how well an 

individual copes with everyday tasks: The conceptual 

domain includes skills in language, reading, writing, 

math, reasoning, knowledge, and memory, the social 

domain refers to empathy, social judgment, 

interpersonal communication skills, the ability to make 

and retain friendships, and similar capacities and the 

practical domain centers on self-management in areas 

such as personal care, job responsibilities, money 

management, recreation, organizing school and work 

tasks. While intellectual disability does not have a 

specific age requirement, an individual‘s symptoms 

must begin during the developmental period and are 

diagnosed based on the severity of deficits in adaptive 

functioning. The disorder is considered chronic and 

often co-occurs with other mental conditions like 

depression, attention-deficit/hyperactivity disorder, and 

autism spectrum disorder [4, 5]. 

 

NEURODEVELOPMENT DISORDERS 
The degrees of intellectual disability include 

mild, moderate, and severe and profound intellectual 

disability. Intellectual disability is a public concern due 

to the number of people affected by this condition with 

consideration of the increased demand of specialized 

medical, psychosocial, and educational services 

required to improve their quality of life. According to 

recent reviews and meta-analysis, globally, about 1% of 

general population is affected by intellectual disability. 

Child/adolescent population has higher prevalence 

(18.30/1000) than the adult population (4.94/1000). 

Furthermore, it is estimated that about 1% of children 

between the ages 3 and 10 years are affected by 

intellectual disability worldwide
. 
Study done in Kenya 

showed that high proportion (40%) of children was 

suffering moderate intellectual disability. Children with 

moderate intellectual disability tend to have remarkable 

limitations in meeting expected standards of personal 

independence and social responsibility in different 

aspects of daily life, especially when they start school. 

Therefore, when child starts to show slow academic 

achievements, he/she is referred for psychological 

evaluation [6]. 

 

DISORDER OF INTELLECTUAL 

DEVELOPMENT, MILD 
A mild disorder of intellectual development is 

a condition originating during the developmental period 

characterized by significantly below average 

intellectual functioning and adaptive behavior that are 

approximately two to three standard deviations below 

the mean (approximately 0.1 – 2.3 percentile), based on 

an appropriately normed, individually administered 

standardized tests or by comparable behavioral 

indicators when standardized testing is unavailable. 

Affected persons often exhibit difficulties in the 

acquisition and comprehension of complex language 

concepts and academic skills. Most master basic self-

care, domestic, and practical activities. Persons affected 

by a mild disorder of intellectual development can 

generally achieve relatively independent living and 

employment as adults but may require appropriate 

support. 

 

DISORDER OF INTELLECTUAL 

DEVELOPMENT, MODERATE 
A moderate disorder of intellectual 

development is a condition originating during the 

developmental period characterized by significantly 

below average intellectual functioning and adaptive 

behavior that are approximately three to four standard 

deviations below the mean (approximately 0.003 – 0.1 

percentile), based on appropriately normed, individually 

administered standardized tests or by comparable 

behavioral indicators when standardized testing is 

unavailable. Language and capacity for acquisition of 

academic skills of persons affected by a moderate 

disorder of intellectual development vary but are 

generally limited to basic skills. Some may master basic 

self-care, domestic, and practical activities. Most 

affected persons require considerable and consistent 

support in order to achieve independent living and 

employment as adults. 

 

DISORDER OF INTELLECTUAL 

DEVELOPMENT, SEVERE 
A severe disorder of intellectual development 

is a condition originating during the developmental 

period characterized by significantly below average 

intellectual functioning and adaptive behavior that are 

approximately four of more standard deviations below 

the mean (less than approximately the 0.003rd 

percentile), based on appropriately normed, individually 

administered standardized tests or by comparable 

behavioral indicators when standardized testing is 

unavailable. Affected persons exhibit very limited 

language and capacity for acquisition of academic 

skills. They may also have motor impairments and 

typically require daily support in a supervised 

environment for adequate care, but may acquire basic 

self-care skills with intensive training
 
[7].  

 

DEVELOPMENTAL LEARNING DISORDER 

Developmental learning disorder is 

characterized by significant and persistent difficulties in 

learning academic skills, which may include reading, 

writing, or arithmetic. The individual‘s performance in 

the affected academic skill(s) is markedly below what 

would be expected for chronological age and general 

level of intellectual functioning, and results in 

significant impairment in the individual‘s academic or 

occupational functioning. It first manifests when 

academic skills are taught during the early school years. 

Also is not due to a disorder of intellectual 

development, sensory impairment (vision or hearing), 

neurological or motor disorder, lack of availability of 
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education, lack of proficiency in the language of 

academic instruction, or psychosocial adversity.
 

 

ATTENTION DEFICIT HYPERACTIVITY 

DISORDER 
Attention deficit hyperactivity disorder is 

characterized by a persistent pattern (at least 6 months) 

of inattention and/or hyperactivity-impulsivity, with 

onset during the developmental period, typically early 

to mid-childhood. The degree of inattention and 

hyperactivity-impulsivity is outside the limits of normal 

variation expected for age and level of intellectual 

functioning and significantly interferes with academic, 

occupational, or social functioning. Inattention refers to 

significant difficulty in sustaining attention to tasks that 

do not provide a high level of stimulation or frequent 

rewards, distractibility and problems with organization. 

Hyperactivity refers to excessive motor activity and 

difficulties with remaining still, most evident in 

structured situations that require behavioral self-control. 

Impulsivity is a tendency to act in response to 

immediate stimuli, without deliberation or consideration 

of the risks and consequences. The relative balance and 

the specific manifestations of inattentive and 

hyperactive-impulsive characteristics vary across 

individuals, and may change over the course of 

development. In order for a diagnosis of disorder the 

behavior pattern must be clearly observable in more 

than one setting. 

 

AUTISM SPECTRUM DISORDER 
Autism spectrum disorder is characterized by 

persistent deficits in the ability to initiate and to sustain 

reciprocal social interaction and social communication, 

and by a range of restricted, repetitive, and inflexible 

patterns of behavior and interests. The onset of the 

disorder occurs during the developmental period, 

typically in early childhood, but symptoms may not 

become fully manifest until later, when social demands 

exceed limited capacities. Deficits are sufficiently 

severe to cause impairment in personal, family, social, 

educational, occupational or other important areas of 

functioning and are usually a pervasive feature of the 

individual‘s functioning observable in all settings, 

although they may vary according to social, 

educational, or other context. Individuals along the 

spectrum exhibit a full range of intellectual functioning 

and language abilities [7, 8]. These deficits can be a 

major source of stress and frustration for parents. The 

number of children diagnosed with ASD worldwide has 

and is still growing to 1 in 59 children in 2018 from 1 in 

68 in two years previously [9].
 
Children with ASD often 

require additional primary care as well as more 

specialized and long-term medical care. Functional 

limitations may necessitate structural or technical 

modifications in the physical home environment. Also 

require parents to seek educational and recreational 

accommodations to ensure that the child has 

opportunities that are equal to those of a child [10].
 

 

CEREBRAL PALSY (CP) 

(CP) is a chronic condition defined as a set of 

functional limitations due to alterations in the 

development of the central nervous system, it is 

estimated that the incidence of this disorder worldwide 

is between 2 to 2.5 cases per 1,000 births. Although 

motor malfunction is the cardinal limitation of CP, the 

severity of disability is also determined by the presence 

of sensory, cognitive and social impairments leading to 

significant limitations in self-care functions related to 

food, personal hygiene and mobility. For these reasons 

CP can be taken as a prototype of childhood disability. 

The limitations of those affected can result in demands 

and requirements for long-term care, which can greatly 

exceed the normal requirements associated with the 

early stages of child development.
 
While care is part of 

parenting, it can often generate a significant burden 

when the requirements are excessive and long lasting. 

This excessive responsibility may adversely affect the 

physical and psychological health of caregivers, 

affecting their social, cultural and professional lives and 

possibly reducing their quality of life
 
[11]. The first 

aspect of treating children with Cerebral Palsy is 

ensuring that the families have heard and come to some 

level of acceptance that their children have some 

problem called Cerebral Palsy, which is permanent and 

will not go away. The limitations of the child with CP 

can result in requirements for long term care, far 

exceeding the usual needs of children as they develop, 

or the expectations of their families as they parent
 
[12].

 

 

DOWN SYNDROME (DS) 

DS is developmental disability associated with 

various health problems such as congenital heart 

disease, hearing loss and endocrine disorders [13]. 

Mothers of children with Down syndrome display better 

psychological wellbeing than mothers of similarly-aged 

children with other types of intellectual developmental 

disabilities. Also have less pessimism about their 

child‘s future, more closeness in the relationship with 

their child, and fewer depressive symptoms and more 

likely to perceive that the child reciprocated feelings of 

closeness compared with mothers of children with other 

types of intellectual developmental disabilities. Mothers 

of children with Down syndrome have reported less 

conflicted family environments, less stress and lower 

level of divorce, more satisfaction with their social 

supports, more optimism and acceptance of their child‘s 

disability
 

but increasing the degree of dependence 

affecting QoL and caregivers‘ health [14-16]. 

 

EPILEPSY 

Epilepsy is a treatable but potentially 

devastating condition emerges in the first year of life
 

[17, 18] in low resource areas where access to treatment 

is not readily available. It has been estimated that about 

3-4 million Africans suffer from epilepsy with 80% of 

them having no access to modern medical facilities. The 

disease is associated with stigma which is not only 

limited to the patient but also includes other family 
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members. Caregiver‘s with epileptic child develop 

symptoms such as mood swings, fatigue, headaches, 

joint and muscle pains, marital and family conflicts, and 

financial problems. Reports of studies carried out in 

various parts of the world have indicated that caring for 

patients with epilepsy is associated with emotional 

distress, burden, impaired quality of life in caregivers 

and poor outcome of the disease in both patients and 

caregivers. Social support, provision of psycho-

education, accessible and affordable modern health care 

facilities lower levels of depression, stress, and anxiety 

to both patients with epilepsy and caregivers [19, 20].  

 

MENTAL RETARDATION 

Mental retardation remains the world problem 

particularly for developing countries. It is estimated that 

the incidence of severe MR approximately 0.3% of total 

population and nearly 3% the IQ is fewer than 70. 

About 0.1% of those children require treatment, 

guidance and prolonging supervision throughout their 

life. MR remains a dilemma, leading anxiety for 

families and communities because the diagnosis, 

treatment, and its prevention are indistinct [21]. Mental 

retardation is a result of pathologic process in the brain 

that illustrates the limitations of intellectual and 

adaptive function, but it is not a disease. May occur 

with or without disruption of mentally or physically 

disorders [22]. It is classified into three groups 

including mild (IQ between 52-68 Binet scale), 

moderate (IQ between 36-51 Binet scale), severe (IQ 

between 20-30 Binet scale) [23]. 

 

BURDEN ON CAREGIVERS 
Caregivers face unique challenges in their role 

of children with IDD. These challenges include extra 

financial costs, chronic stress, social isolation, and 

perhaps most importantly, additional responsibilities of 

navigating multiple social service systems [24]. The 

family of children with IDD experience burden due to 

various problems encountered with regard to financial 

conditions, routine family interaction, and leisure, 

physical and mental health of other members of the 

family caused by the handicapped family member. The 

psychological trauma of the family members is 

generally more profound.  

 

One study reported that parental burden in the 

form of interfaces in their family routine or leisure and 

recreational, which even resulted in social, partial 

familial and emotional problems in the home setting of 

individuals with mental handicap. The mothers of 

mentally handicapped children reported higher social 

burden than those of the physically handicapped 

children.
 

In a study conducted by Mulroy et al., 

focusing on sibling impact of having a teenager with 

ID, parents indicated that the toddler (TD) sibling 

experienced disadvantages due to having a sibling with 

ID. These disadvantages included the parents having 

less time to spend with the TD child, decreased number 

of family activities, diminished financial resources, 

increased care giving responsibilities placed on the TD 

child, and decreased peer acceptance [25, 26]. 

 

SOCIAL BURDEN 
Family stigma has been proposed as an 

efficient way of referring to the prejudice and 

discrimination experienced by individuals related to 

someone experiencing mental health issues and can be 

as harmful as the symptoms, leading to family discord, 

job discrimination, and social rejection. Mak and 

Cheung demonstrated a positive association between 

caregivers‘ feelings of stress and subjective burden and 

affiliate stigma among caregivers of children with 

intellectual disability [25, 26]. A natural consequence of 

increased time strain and financial pressure on 

caregivers is a reduction in the quantity or quality of 

social interactions such as marital, peer, and community 

relationships. Parenting a child with an ASD has been 

shown to potentially contribute to stress on the 

caregivers‘ spousal relationship, leading to decreased 

marital satisfaction; one United States of America 

(USA) study demonstrated greater likelihood for 

divorce in parents of children with an ASD 24% as 

opposed to the standard rate of 14% [27]. Indeed recent 

evidence shows that stigma is associated with burden, 

marital satisfaction and social exclusion in parents of 

children with IDs. Stigma refers to the impact of 

negative attitudes and behaviors from the general public 

on individuals and often results in negative 

psychological and physical health for the stigmatized 

individual [26]. Parents of children with disabilities are 

vulnerable position of associative stigma in form of 

shame, embarrassment, and social censure due to the 

presumably causal relationship between parental 

practices and children‘s bodies, behaviors, and 

development [28].  

 

PSYCHOLOGICAL BURDEN 

Parents caring for children with intellectual 

disabilities (IDs; e.g. Autism and Down syndrome) 

often report higher depressive symptoms when 

compared with parents of typically developing children 

[29]. Burden may be higher in families raising children 

with disability (CWD), as a result of the demands of 

caring for the CWD, as well as other children in the 

family. Stresses can originate from family problems, 

child behavioral and social issues, or lack of resources 

and support. Research shows that the type of disability 

is related to the stress and subsequent burden 

experienced by parents. Specifically, Parents of children 

with autism report more stress than parents of other 

disabilities because autism is a debilitating, life-long 

neuro-developmental disorder characterized by social 

deficits, restricted interests and repetitive behaviors' and 

IQ less than 70 and limitations in adaptive behavior 

present before 18 years [30, 31].  

 

Roles within the family may need to be 

restructured and the resulting strain may manifest itself 

in family problems, including high rates of dissertation, 
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divorce, family quarrelling and marital breakdown; 

establishing and maintain satisfying social networks. As 

the child grows up and disability becomes quite 

noticeable by others, parents face a very distressing 

predicament of social embarrassment and stigma. This 

may lead to isolation of the child even within the 

family, the child may be restricted from coming out 

when relatives and friends visit the house or may be left 

back at home when parents go out [31]. 

 

National Health Interview Survey data indicate 

higher levels of depressive symptoms and health issues 

and poorer access to health care for some caregivers of 

children with IDD in comparison with other families 

[32]. The relationship between caring for these children 

and psychological distress for their parents has been 

studied but mainly in developed world settings. Some 

studies have been conducted in Low and Middle 

Income Countries such as Kenya, Kuwait, Qatar and 

India which similarly report rates of 47–50% 

prevalence of psychological disorders amongst these 

parents. Parenting such children may lead to difficulties 

with family functioning, parenting stress, and different 

parenting style compared to parenting normally 

developing children. Several studies highlight the child, 

parental and environmental factors which predict 

psychological distress amongst parents of intellectually 

disabled children. Factors include: lower socioeconomic 

status, single motherhood, feminine gender, perceived 

burden of care, lack of psychosocial support, 

knowledge of child‘s disability and having more than 

one child with a disability in the family. Autism is more 

likely to cause high psychiatric symptomatology among 

parents
 (33)

. The literature suggests that these carers' 

have a greater propensity to stress, anxiety, depressive 

symptoms [44]. Parents undergo chronic sorrow which 

is periodic in nature, precipitated by child‘s deviants 

from normal performance. The intensity of reaction was 

related to the particular developmental stage and the 

individual coping strengths of the family. Feelings of 

depression are common, particularly when realization 

of the child‘s retardation is recent. Some mother‘s react 

to the retarded child as if he had died and manifest the 

typical grief reaction associated with the loss of a loved 

one. Mothers are more active in their child‘s care and 

bear most of the burden associated with it. They tend to 

give themselves little time to adjust, as the child with 

the disability continues to require ongoing care. Mainly 

mothers have difficulty on child care taking, difficulty 

of feeding, bathing and dressing and caretaking time. 

Many mothers suffer loss of self-esteem when they 

recognize retardation in their child. A serious defect, 

and may feel responsible for disappointing her mate and 

other family members by presenting them with a 

defective child. Closely allied to loss of self-esteem and 

with the feeling of shame they may anticipate social 

rejection, pity or ridicule and related loss of prestige. 

Some studies shows that mothers have to tend to do 

more work than their fair share and their activities are 

often restricted [35-37]. 

 

 

Levels of caregiver strain are often suggested 

to differ by diagnostic group. Across multiple studies, 

caregivers of children with ASD report higher levels of 

strain than parents of children with DD, children with 

attention deficit hyperactivity disorder, children with 

emotional and behavioral disorders (EBD), and children 

with other healthcare needs. Study done by Abbeduto et 

al. Found that parents of children with ASD had higher 

levels of strain when compared with parents of children 

with Down syndrome, but lower than those of children 

with Fragile X [38]. 

 

In India, majority of the mentally ill persons 

are cared by family which stigmatizes the family as 

well. Other studies found that female of the patient and 

a younger age of both patient and caregiver enhanced 

associative stigma, and caregivers‘ stigma increased 

with male gender, literacy, rural residence [39]. The 

effects of stigma are strong and are manifested in the 

realm of; employment, housing, education, 

transportation, medical care, making and keeping 

friends, lower self-esteem and damaged family 

relationships [40]. 

 

FINANCIAL BURDEN 
Children with ASD or ID (ASD/ID) have more 

challenging behavior, sleep disorders and 

psychopathologies than typically developing children. 

Their mothers have increased expenses, more stigma 

and less informal support which may contribute to their 

poorer psychiatric health after the birth of their child. 

Their poorer psychiatric health after the birth might also 

result from higher rates of treatment episodes for 

psychiatric disorders before the birth [41]. Families 

with a person who has IDD often experience financial 

hardship because these families may work fewer hours, 

quit working, or experience high care costs [42]. 

Medical costs for children 0–4 years with Down 

syndrome (DS) are 12–13 times higher than for those 

without DS and higher still when the diagnosis includes 

congenital cardiac conditions. Families are seeking 

early intervention, medical, and therapeutic services for 

their child; ideally, care for infants and children should 

occur within a continuous, co-ordinate and culturally 

effective system accessible for families and delivered 

by experienced healthcare professionals [43]. 

 

PHYSICAL BURDEN 
A body of evidence exists internationally to 

suggest that providing care to a family member with 

intellectual disability within the family home can have 

an adverse effect upon carers‘ physical and 

psychological health. A large-scale study comparing 

health outcomes of carers' of children with intellectual 

disability with age-matched non-care giving peers 

showed that carers' were significantly more likely to 

report experiencing higher rates of arthritis, diabetes, 

high blood pressure, osteoporosis, cardiovascular 



 

Amel Ahmed Hassan et al., EAS J Nurs Midwifery; Vol-3, Iss-2 (Mar-Apr-2021): 63-75 

© East African Scholars Publisher, Kenya   69 

 

diseases, obesity and activity limitation than their non-

care giving peers [44]. 

Children may require special equipment, 

medical care, and programming and at the same time; 

family income may be reduced because care giving 

responsibilities make it difficult for two parents to work 

outside the home [45]. 

 

SOCIAL SUPPORT 

Social support is broad term encompassing a 

variety of constructs, including support perceptions 

(perceived support) and receipt of supportive behaviors' 

(received support). Mothers of children with disability 

have the higher the perception of economic situation 

and income adequacy, parenting social support, and 

religious practices, and the lower the symptoms of 

depression and found that minority mothers showed the 

higher the religious coping, the lower the symptoms of 

depression. Some studies found that the presence of 

social support significantly predicts the individual's 

ability to cope with stress and it was knowing that they 

are valued by others is an important psychological 

factor in helping them to forget the negative aspects of 

their lives, and thinking more positively about their 

environment [45]. 

 

Specialized education and interventions can 

greatly benefit children with DS ages 3–21 years. These 

services are publicly supervised, provided free to 

families in natural environments (e.g. home or daycare) 

by qualified personnel, are individualized to meet the 

developmental needs of children with significant 

delays. Additionally, Children‘s Medical Services 

(CMS), a Florida statewide network of physicians and 

healthcare, providers funded through Federal Title V 

legislation, assists with referral, care co-ordination, and 

a range of medical, therapeutic and supportive services 

for eligible children (by income and medical diagnosis). 

Although additional community-based and private 

intervention services and supports exist (e.g. parenting 

and disability-specific support groups, recreation, 

therapy services), access is limited by geography, 

programme capacity, costs and lack of publicity [46]. 

This meant transferring people suffering from mental 

illness from institutions to the local community. A 

recently published Swedish study revealed that family 

members spent an average of 22.5 hours/ week on care-

related activities [47]. In Sweden, the political strategy 

was to structure mental health care in order to enable 

mentally ill patients to live as normal a life as possible 
(48)

.
 
In Perkins‘ case study, experience of one caregiver 

was described increasingly small network of social 

support, the difficulty managing extensive care giving 

demands and a decrease in resiliency to stress
 
[49, 51]. 

 

Care givers specially mothers of children with 

developmental disabilities experienced greater distress 

because of the child‘s behavior problems, dependence 

on care, anxiety and poor communication skills.
 

Families supporting a child with intellectual disability 

are significantly more likely to experience social 

isolation, poverty and the range of environmental 

adversities associated with poverty. This gives cause for 

concern as poverty has been linked to high levels of 

stress and low mental health. social support acts as a 

buffer to stress – decreasing loneliness, facilitating 

coping and having beneficial physiological effects that 

lead to improved health and wellbeing [52, 53]. 

 

Social support for parents caring for child with 

disabilities can take many forms, both informal and 

formal. Formal supports relate to funded initiatives to 

help alleviate parental stress and caregiver burden 

through providers contracted with the government. 

Informal support relates to support from family, peers, 

and the wider community. The perceived usefulness, 

reliability and flexibility of these supports can impact 

on caregiver's wellbeing and QoL. Those who report 

higher levels of perceived social support from friends, 

family, support organizations, and their communities as 

a whole show lower levels of stress and higher levels of 

QoL compared to those who report low levels of 

perceived social support [54]. 

 

PARENTS- CHILD INTERACTIVE THERAPY 

Disruptive behavior among preschool-age 

children is a growing concern because of its high 

prevalence and poor prognosis. The prevalence of 

disruptive behavior disorders, including oppositional 

defiant disorder (ODD) and conduct disorder, is 

estimated at between 2% and 16% according to 

American Psychiatric Association [APA], and even 

higher rates are reported among children with mental 

retardation (MR). Recent studies indicate that parents 

rate children with MR significantly higher on measures 

of disruptive behavior than typically developing 

children. For many children with MR, treatment of 

ODD is imperative. Disruptive behavior often prevents 

these children from participating in important 

educational and community activities as well as 

rehabilitation for associated disorders (e.g., speech 

therapy). Disruptive behavior also contributes to 

physical safety concerns, higher need for supervision, 

reduced opportunities for independent functioning, and 

disrupted interpersonal relationships. More recently, 

Stepping Stones Triple P (SSTP), an adaptation for 

children with MR of the evidence-based Positive 

Parenting Program, was examined with multiple 

measures in a randomized controlled trial. Children 

(ages 2 to 7) with either intellectual or adaptive 

functioning scores 2 standard deviations below the 

mean and parent-reported behavior problems were 

assigned to a waitlist control or 10-session, individually 

delivered SSTP. Parents in the treated group reported 

fewer child behavior problems after treatment than 

control parents [53]. 

 

Autism is usually recognized between 4 and 6 

years of age, and in some cases even later. Only a small 

proportion of children are diagnosed before the age of 
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3. In addition, being diagnosed does not automatically 

mean that the child receives proper support. There are 

too few professionals specializing in therapy and 

developmental support for children with ASD. There is 

no governmental programme of intensive early 

intervention for these children. As a result, only a small 

proportion of children and parents receive appropriate 

support. Specialized services are very expensive. 

Families with low socioeconomic status (SES) and 

those living in small towns or villages have very limited 

access to therapeutic help. When the child has an 

intellectual disability, there may also be increased 

difficulties in care demands [54, 55]. Psychiatrists and 

mental health professionals need to collaborate actively 

with the local media to ensure that an appropriate social 

message is passed on. Education provides accurate 

information to the public about mental illness. Contact 

entails positive social interaction with persons with 

mental illness [56, 57]. Children with intellectual 

disability have poorer health and shorter life spans than 

the general population, as well as high levels of 

unrecognized disease and inadequate health screening 

and promotion lead to Poor performance in physical, 

psychological or social, needs to be compensated by the 

caregivers. This leads to unavoidable stress and 

psychological trauma among the families. In a country 

like India where care provided for MR is mainly home 

based and alternate support systems such as day care 

centers, weekend care and special schools are meager 

the burden of care can be enormous [58, 59]. 

 

COPING STRATEGIES 
Beyond the contributions of diagnosis, a 

number of parent and contextual factors have been 

identified as playing a critical role in the levels of 

experienced strain among caregivers of children with 

ASD and DD. Parent factors include a parent‘s use of 

coping strategies and their locus of control, which help 

account for variations in level of strain. The double 

ABCX model, for example, has been highly researched 

and has resulted in a substantial ability to predict levels 

of strain among caregivers of children with IDD. 

Caregivers‘ assessment of the difficulty of care giving 

tasks has also been a frequently cited contributor to 

level of strain. Contextual factors which may impact the 

experience of caregiver strain include socioeconomic 

conditions (typically measured by maternal education or 

family income and amount of social support) [48]. This 

model of coping to be the central process in the family‘s 

efforts to adapt to a crisis using personal resources of 

family members, internal resources of the family system 

and social support from resources external to the 

family. Personal resources include, among others, 

physical and emotional health, and financial well-being, 

education, and personality characteristics of individual 

family members. The most important internal resources 

of the family system are cohesion and adaptability, 

pattern of communication and mutual support. The third 

type of resources includes social support from people 

and institutions outside the family and from the family‘s 

social network. Family adaptation is a positive response 

to stressors using effective coping strategies. Research 

on coping in families of children with developmental 

difficulties typically focused on specific burdens faced 

by parents rather than on individual differences in 

coping [57].  

 

A psycho-social stress and resilience model 

derived from the transactional theory of coping and 

stress has been used to explain the relationship between 

impacts of stressors associated with caring for a child 

with an intellectual disability on family well-being used 

this model, which emphasizes the cognitive appraisals 

people bring to situations and the secondary and 

consequent appraisals of the coping resources they can 

call upon to deal with their circumstances. They found 

that coping was differentiated according to sex, life 

stage and family structure. A mother of children with 

mental retardation also uses different types of coping 

strategies to overcome with the problem. Denial, 

Rehearsal of outcome, finding a purpose and seeking 

emotional support were the commonly utilized coping 

styles by the mothers of mentally handicapped children 

[58].  

 

Having a child with ID has an impact on all 

family members, with both parents and siblings having 

to adjust and adapt. Much of the parental adjustment 

research has focused on mothers of children with ID, 

with findings indicating that they experience higher 

levels of stress and depression compared to mothers of 

typically developing children and typically engage in 

more of the daily living routines associated with having 

a child with ID than their partner or spouse. Culture or 

ethnicity, which is often a proxy for culture, has been 

found to play a role in overall family adjustment [51]. 

The existing research describes a decrease in resources, 

social support and parent resiliency when faced with 

multiple care giving responsibilities, and these factors 

are known to have an impact on the entire family [52]. 

 

ABC-X MODEL OF FAMILY STRESS AND 

COPING 
The double ABCX model determines the 

relationship between stressful events and crises within 

families [59]. Caregivers‘ assessment of the difficulty 

of care giving tasks has also been a frequently cited 

contributor to level of strain. Contextual factors which 

may impact the experience of caregiver strain include 

socioeconomic conditions typically measured by 

maternal education or family income and amount of 

social support [48]. This model of coping to be the 

central process in the family‘s efforts to adapt to a crisis 

using personal resources of family members, internal 

resources of the family system and social support from 

resources external to the family. Personal resources 

include, among others, physical and emotional health, 

and financial well-being, education, and personality 

characteristics of individual family members. The most 

important internal resources of the family system are 
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cohesion and adaptability, pattern of communication 

and mutual support. The third type of resources 

includes social support from people and institutions 

outside the family and from the family‘s social network. 

Family adaptation is a positive response to stressors 

using effective coping strategies. Research on coping in 

families of children with developmental difficulties 

typically focused on specific burdens faced by parents 

rather than on individual differences in coping [58]. 

 

The development of the ABC-X model was 

influenced by the emergence of concepts such as 

―family resilience,‖ which suggests that families may 

come out better after successfully facing hardships, 

increased study of the role of religion in family life, and 

the social contexts of war and economic disaster. The 

model uses social systems theory and insights from 

family sociological research in its framework and 

approach. In this model, the family unit is seen as a 

system that must maintain equilibrium in order to 

function and provide adequate material and emotional 

resources to its members. The stressor event creates a 

disturbance of family equilibrium such that the family 

system must somehow re-establish equilibrium in order 

to avoid dysfunction. The family system can also be 

conceptualized as a social group or organization with 

specific functions. ―The family system is an 

organization consisting of intricately related social 

positions that have complex sets of roles and norms.‖ 

The existence of family dysfunction presents a crisis 

situation for families. In other words, crisis occurs in 

families when, due to the stress of a change or event, 

they fail to provide such functions as socialization, 

reproduction, resource sharing, and emotional support. 

The family system contains inputs and outputs that are 

represented by the specific variables in the ABC-X 

model. The exogenous variables include (A) the 

specific stressor event, (B) the family‘s available 

resources, and (C) perceptions of the event. The 

endogenous variable (X) of the ABC-X model is the 

degree to which the stressor precipitates a crisis to the 

extent that a family can no longer remain intact and 

functional. Variable A of the ABC-X model represents 

the stressor or stressful situation or event faced by a 

family. A stressor can be any change in a family‘s 

social context or norms including those with both 

positive and negative aspects, such as an occupational 

change that entails both an increase in monetary 

resources and increased time and energy demands. Any 

new situation or event that requires substantial 

adjustments can be a cause of stress for individual 

family members, relationships within the family, or the 

family system as a whole. Family stressors ordinarily 

consist of occupational, housing, health status, or 

relationship changes.  

 

Variable B of the ABC-X model describes the 

resources available to a family, which can help it evade 

crisis when facing a stressor. Without access to the 

appropriate resources, families are more likely to 

experience crisis when encountering a stressor. 

Individual-level psychological resources such as self-

esteem and familial resources such as family integration 

and mutual adaptability can enable families to cope 

with stress events. Variable C describes a family‘s 

perceptions or definitions of a stressful situation or 

event. Variable X in the model thus represents the 

amount of crisis that occurs as an outcome of the 

stressor event‘s interaction with a family‘s available 

resources and perceptions of the stressor. For families 

with adequate resources and perceptions, a stressor may 

not create any crisis at all. A crisis occurs when the 

family, due to a lack of appropriate available resources 

and inability to functionally define the stressor, fails to 

cope with the stressor, causing dysfunction, 

disorganization, or disruption [59].  

 

MR is a condition of disability characterized 

by limitations in intellectual function and adaptive 

behavior, especially in conceptual, social and adaptive 

skill. Children mentally retarded have limited mental 

function, communication skills, ability to maintain 

themselves and independence during the period of 

development [60-62]. Children with mental retardation 

require intensive care by parents to optimize their 

developmental stages such as conducting medical 

examinations, counseling and coaching [63]. 

 

RISK FACTORS OF ID 
Intellectual disability may be caused by a 

problem that begins any time before the child completes 

their 18th year – even before they are born it may result 

from a problem in the brain, injury, or disease
 (64)

. It is 

associated with multi-causal risk factors including 

genetic and non-genetic or acquired causes. But in some 

cases, the etiology is unknown [65]. Genetic factors 

such as chromosomal abnormalities, inherited genetic 

traits, and single gene disorders are the major causes 

accounting for 30% to 50% of all intellectual disability 

cases. Non-genetic causes comprise prenatal, perinatal, 

postnatal, and environmental factors [66]. Most 

prevalent reported non-genetic prenatal risk factors 

include maternal conditions such as asthma, diabetes, 

hypertension, renal conditions, and epilepsy [66, 67]. 

Other factors are tobacco or alcohol use parental 

advanced age, low maternal education, multiparty, and 

maternal black race [66]. Main perinatal factors are low 

birth weight, preterm birth, birth complications, and 

perinatal infections 
(66-68)

. Postnatal infections, exposure 

to toxicants like lead or mercury, developmental 

disorders, central nervous system malignancies, and 

chronic severe malnutrition have been reported as 

postnatal factors [65, 66]. These associated factors of 

intellectual disability are in interactive complexity with 

environmental factors and socio-demographic and 

socioeconomic characteristics of population [67-69]. It 

is that many of the factors and causes of non-genetic 

intellectual disability are preventable, if early detection 

is done and timely interventions are taken [70]. Most of 

the studies regarding risk factors of intellectual 
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disability have been conducted in developed countries, 

with limited information from developing countries 

[71]. 

 

DIAGNOSIS OF ID 

Based on the fact that DSM-5 (Diagnostic and 

Statistical Manual of Mental Disorders, Fifth Edition) 

criteria specify that diagnosis of intellectual disability is 

made during development period, before age of 18 

years [72]. High prevalence rates in South Africa for 

conditions that are associated with onset of intellectual 

disability in the prenatal and developmental period 

would suggest a higher total prevalence of intellectual 

disability than in developed countries [73]. Intellectual 

assessment in autistic preschoolers is the few IQ tests, 

and One of the most widely used cognitive tests in 

preschool autistic children is the Mullen Scales of Early 

Learning (MSEL) [74]. 

 

TREATMENT OF ID 

Anti-epileptic such as Gaba-pentine and 

lamotrigine are broadly considered safe treatment for 

epilepsy in people with an ID [75]. The atypical 

antipsychotics Risperidone and aripiprazole are 

currently the only medications approved by the United 

States Food and Drug Administration (FDA) for the 

treatment of irritability associated with ASD [76]. 

 

COMPLICATIONS OF ID 

Dysphagia in people with intellectual disability 

appears to be associated with more severe levels of 

intellectual disability, co morbid cerebral palsy, and 

motor impairments [77]. Impaired gas exchange at birth 

is risk of intellectual disability and autism [78]. Obesity 

prevalence for children with ID was 28.9% and 15.5% 

for children without ID [79]. Anxiety is common in 

youth with autism spectrum disorder [80].  

 

NURSES ROLE IN THE MANAGEMENT OF 

BURDEN OF CAREGIVERS OF CHILDREN 

WITH IDD 
Nursing in the field of intellectual and 

developmental disability (IDD) has evolved over the 

last decade. With this evolution new challenges related 

to this field of nursing practice have surfaced. The field 

of IDD nursing is complex and considered out of the 

realm of common nursing practice. IDD nursing is a 

specialized area of nursing focused on the complex 

healthcare needs of this population. This field of 

nursing requires a wide range of specified skills in order 

to meet the varied health, behavioral, advocacy, and 

societal needs of persons with IDD. Nurses replied in 

the study by Sowney and Barr that they received no 

formal education or practice experience with the 

disability population prior to providing nursing care. 

Additionally, McKeon‘s findings determined that 

community nurses regarded their knowledge and skill 

related to caring for those with intellectual disability as 

inadequate and noted a need for knowledge and skill 

training specifically related to disability nursing care. In 

the author‘s personal experience this was a common 

theme. The lack of knowledge may be a barrier to 

ensuring quality care for persons with IDD. Nursing 

knowledge deficit also places an undue burden on the 

nurses who support them [81]. 

 

The nurse‘s role is to establish a caring 

relationship with patients and treat patients‘ holistically, 

that is, body, mind and spirit. Through the nurse‘s 

attitude and competence, a patient‘s world can become 

larger or smaller, brighter and drab, rich or dull, 

threatening or secure. This means that patients‘ quality 

care depends mainly on two aspects, namely, attitude 

and competence, meaning that a nurse with positive 

attitude and who is competent can provide first class 

patient care. Nursing care for individuals with 

developmental disabilities is focused on assisting them 

to attain and maintain an optimal state of wellness 

across their natural life span. The nurses who care for 

ID patients experience stress and that has serious 

implications for nurse‘s well-being, for people with ID 

and for services. In terms of the implications for staff, 

recent surveys have suggested that around one-third of 

staff working in adult services experience stress at 

levels indicative of the presence of a mental health 

problem [82]. 

 

The nurse assesses the patient on levels of 

characteristics, which include resiliency, vulnerability, 

stability, and complexity. The family is included when 

the nurse is assessing the (a) availability of resources 

which may be financial, or support systems, (b) the 

ability to participate in care, (c) the ability to participate 

in decision making and (d) the predictability or 

trajectory of illness. The areas of competency assessed 

of the nurse include (a) the ability to use critical 

thinking skills to make clinical decisions, (b) the ability 

to advocate for the patient and family, to be able to 

assist with coming to a resolution of ethical issues, (c) 

to be able to identify the patient or family current or 

future needs, (d) to promote interdisciplinary 

collaboration to achieve the best outcomes for the 

patient and family, (e) the ability to negotiate through 

the health care system and has knowledge of available 

resources, (f) to achieve cultural awareness, (g) the 

ability to assess the education needs of the patient or 

family and provide the teaching in a manner the patient 

or family will understand [82]. 
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