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The Economic and Social Effect of
a Disabled Child on the Family

M. Kandamuthan
1. Introduction

I1Iness or disablement of a child may affect the economic functioning of afamily asit aters
the employment pattern and earnings of parents. It creates special demands on the income of
the family. Children with disabilities are more likely to need continuous care and supervision
of the parents. Effort and resources are required for contacting the hospitals, housing, clothing,
and diet may be more for the disabled children. Most of the previous studies have found that
the employment patterns of both women and men are affected adversely by disablement in a
child. However, a study by Piachaud, et al, cast considerable doubt on the hypothesis that
disablement in a child is typically affected with loss of parental employment.

Measuring the financial effect of disablement could be done subjectively by asking the
concerned familiesto estimate any losses of income or extracosts; or objectively, by comparing
income and expenditure datafrom similar familieswith or without adisabled child. Subjective
datamay bevery unreliable. Comparative dataare morereliable but often difficult to interpret.
Most of the previous studies on this topic have relied on subjective data except the study by
Piachaud, et al, and Sally Baldwin, et al, who have compared the data on hours of work of
men and women or on their earnings or on family incomes. The present study is designed to
overcome the methodological weakness of previous studies.

Childhood disability

A disabled child has been defined as one “who is unable to ensure by himself, wholly or
partialy, the necessities of a normal individual or socia life including work, as a result of
deficiency whether congenital or not, in his physical or mental capabilities’.

It was estimated that in India in 1981, the number of disabled children consisted of 250
thousand blind, 250 thousand deaf, 500 thousand with severe orthopaedic disability and two
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to three million mentally retarded, which figure included cases due to iodine deficiency. In
1994, the prevalence of total blindness among children in the rural areas of India was 1264
per 100,000 and in the urban areas 1325 per 100,000. In the same year the prevalence rate of
physical impairment was 1149 for rural areas and 878 for urban areas. In Keral a, the rate of
disabled per 1000 children was 23.3. Disability mainly occurred in the age group 1-4, and
speech and hearing was the most common type of disability.



2. Review of Literature

The United Nations Expert group cited many implications of disability for family life and
productivity. They postulated the possibilities of: increased personal stress, both physical
and emotional, for parents and family members of the disabled. This condition of the parents
reduced their ability to care for other children and/or to undertake household tasks. It also
reduced time and energy available to the parents and members of the family for work, within
and outside the home, both paid and unpaid. The effect of disability on family income may
be doubly adverse: it may cause one of the parents of the disabled child to lose his or her
income from work, and/or the need to care for the disabled child may cause one of the
parents to stop working. The result of all these factorsin combination may be adisruptionin
the economic status of the disabled family.

Creese and Fielden compared the cost of hospital and home care incurred by the severely
disabled in London. This study revealed a preference for home care of the disabled because
of an existent supportive household income and the presence of a husband, wife or mother.
Susan and Maikowski surveyed the economics of disabilities. They examined the socio-
economic impact of disability prevention and rehabilitation measuresfound in arehabilitation
international analysis of literature from about 40 countries and studies conducted by the
United Nations. This study revealed that the social and economic costs of disability are
enormous. The financial impact of the loss of labour power, reduced earnings of the disabled
individual aswell as of thefamily membersresponsiblefor the care are all together constituted
the direct costs. The study found that disability had a significant impact on family income,
particularly on those below the poverty line. The study showed that health expenditure for
the disabled was three times more than that of the non-disabled. And, not only disability led
to poverty, but poverty also led to disability. It also found that the children of the poor were
thirteen times more likely to be disabled than those of the middlie and upper classes.

Dijkstra analysed the cost and socio-economic consegquences of being visibly handicapped.
The hypothesis tested was that on an average, workers with a visible handicap in production
organi sation occupied alower socio-economic position than their colleagues whose handicap
was not visible. The results of the study showed that socio-economic position of workers
with visible handicap was significantly lower than that of their colleagues whose handicap
was invisible.

Shanmugham studied the socio-economic problems of the orthopedically handicapped
persons. It explored the various economic, psychological, and vocational problems that
influenced their treatment as applicable to the Indian conditions. Sally, Christine, and Staden
tried to establish how the disablement of a child in afamily in Britain affected finances of
families, and to quantify any such effects and thereby provide information relevant to the
formulation of criteriafor new or increased cash support. The study found that the participation
rates, hours, and earnings of women with a disabled child were all substantially lower than
for those women in the control group. Thus the results showed that the costs in the families
of disabled children were greater. The financial support should be increased to provide
compensation.



Newachek conducted a study on the prevalence, severity, and access to health needs of the
adolescents with special health needs in USA. The study attempted to achieve estimates of
the prevalence of disabling chronic conditions of adolescents between 10 to 18 years, to
describe the severity of the disabling chronic conditions, compare the health service use
patterns between disabled and non-disabled, adolescents and to describe and emphasise the
importance of health insurance for the disabled adol escents.

Khan and othersframed ten questionsto providearapid and culturally useful tool for detecting
several types of disability in two to nine year old children. Research perspectives in
investigating chronic illness and disability in Britain were examined by Harper. Historical
research conceptualisations in childhood disability were reviewed and newer contexts for
evaluating disorder were presented by him. Kothari and Gulaty tried to analysethelimitations
of the concept of Disability Adjusted Life Years (DALY) and the implications of adopting
DALY asapolicy guide in the pursuit of health care objectives in the context of developing
country like India.

Though various national aswell asinternational studies have shown that thereisasignificant
relationship between socio-economic factors and handicapped children, the impact of
childhood disability on the economic status of their families has not received adequate
attention. So, the present study is expected to be useful to fill up this lacuna.



3. Research Questions

The study aims at finding answers for the following two questions.
Primary question

Does the severe disablement in a child in Kerala have a significant impact on the family
finances of their parents?

Secondary question

Does the childhood disability in Kerala have a significant effect on the occupationa and
socia status of the families?



4. Objectives

The overall aim of the study is to establish whether, and how, severe disablement in a child
affected finances of their families; to quantify any such effects; and to provide information
relevant to the establishment of criteria for new or increased cash support.

The specific objectives are:

1. To estimate the strength of associ ation between childhood disability and the economic
status of the family.

2. To estimate the cost of caring for the disabled child at home, in hospitals and
institutions.

3. To estimate the effects of childhood disability on the occupational and social status
of the family.

4. To find out the relative importance of socio-economic variables on the expenditure

of the family with a disabled child, and of the family with a normal child.
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5. M ethodology

This was a case-control study. The design of the study is described below:
Design

Both comparative and subjective data were collected. The study contained three discrete
elements:

1 Comparisons of income and expenditure patterns of families with, and without, a
disabled child.

A sample of 300 families with a severely disabled child drawn from the register of
ongoing Community Based Rehabilitation Programme in Pangappara and
Vattiyoorkavu PHC area. These data were compared with data from a control group
of 300 families with normal children matched for age, sex of the disabled child, and
occupational status of the parents.

2. A supplementary survey of families with a disabled child.

A supplementary survey was carried out to collect information on important topics
not covered in the questionnaire. To guide the interpretation of the comparative
data, parent’s views on the effect of the disabled child on family finances was also
sought.

3. A case study.

A general survey of the samples was followed by an in-depth study using semi-
structured interviews on 10 percent of the families with a disabled child.

Sampling frames

From atotal of 1400 disabled children below 15 yearsfrom the Pangapparaand Vattiyoorkavu
area, asample of 300 severely disabled children below 15 yearswas sel ected by the stratified
sampling procedure with proportional alocation. Stratification was done according to the
type of disability condition. By ensuring the minimum sample size within each stratum should
be 12, the number of cases selected for study for each type of disability is given below.

Locomotor disability: 116; Disability of speech: 25; Disability of hearing: 57; Visualy
impaired: 17; Mental retardation: 53; Mental illness: 22; and Other types of disabilities:
10.

An interview with the head of the household, or mother of the child, was made in which
details of income and certain regular expenditures were collected. A diary record of all
household expenditure in the 14 days after the interview was maintained. In the course of the
study, detailed information on each child’s condition including disease or disorder, disabilities
and handicaps were collected from the parents.
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Sample cover and size

To reduce variations due to factors other than type of disablement, the sample of families
with adisabled child was matched at the design stageitself on the basis of regional distribution
to age, sex of the child, and occupation of the parents and the timing of the field work was
modified to suit the collection of data on that basis. Further matching was carried out in the
stage of analysis. The fina sample of families with disabled child was 300. The control
group with normal children also contained 300 families.

The important components of income earnings and social security payments were examined
separately. Differences in participation rates, days of work, and earnings were examined in
relation to women and subsequent to men. Consideration was also given to the part played
by the disability benefits in making good any loss of earnings. Finaly, to assess the final
impact of the child’s disablement, family’stotal income and expenditure was compared. The
cost of disability was estimated from the families of disabled children included in the study.
The kinds of costs involved include the following:

Direct cost

This refers to the specific cost of disability related expenditure. The basic expenditure for
disability prevention and rehabilitation servicesincluded the cost of specialised health service,
counselling and hire or purchase of technical equipment, specialised nursery programme,
resource classes and educational programmefor disabled children such as centrefor vocational
training and retraining.

Extra cost

Disabled people and their families experienced extra cost as aresult of disability. Extra cost
also includes the cost of travel, domestic help, medical care, and other forms of daily living
assistance.

Health care expenditure included the spending on physician services, dentistry, drugs, and
others.

Sample specification

A sample of 300 severely disabled children of the total of 1400 disabled children below 15
years who were registered under the Community-based rehabilitation programme at the
Department of Physical Medicine, Medical College, Thiruvananthapuram and residing at
the Pangapparaand Vattiyoorkavu areawasincluded in the study group. An equal size sample
of normal children matched for age and sex of the study group was enrolled in the control
group from the houses next to that of cases selected. The incomes and regular expenditure
pattern for familieswith and without adisabled child was compared. A supplementary survey
of the families with a disabled child was done to obtain the parent’s views on the effect of
having adisabled child on family finances. All the families with and without a disabled child
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was followed up by an in-depth study to estimate the money spent by these parents on the
children for medical care, and loss of earning of the parents. This helped to estimate the
additional economic burden to the family due to the disability of the child in the family.
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6. Outcome M easurements

The main outcome expected from the study is the estimation of average expenditure of the
families with and without disabled children and from that to estimate the money lost due to
the presence of adisabled child in the family. Women’s paid work and earnings, men’s paid
work and earnings, social security benefits, family incomes, and income related to need
were al estimated. Income related to need was the additional income earned by the parents
by the overtime work to meet the extra need of their disabled children like travel, domestic
help, needed care and other forms of necessities. The percentage of social contribution by
the parents, interaction of family memberswith the society, friends, relatives, and co-workers
was estimated and compared with the families of normal children. Participation rate in social
gatherings was estimated. The extent of the disability condition of a child in the family
becoming a barrier for the marriage of family members, reduction in status of the family in
the society, social stigma, isolation from the society, and reduced educational opportunities
to the child and siblings were estimated.

If a disabled child exists in a family with a boy or girl of marriable age, people will be
hesitant to seek alliance for marriage of the boy or girl from that family asthey presume that
the disability condition is genetically inherited. Existence of a disabled child in the family
becomes a burden to the family and the society as such view thisfamily involved with social
and economic problems. This in turn leads to reduction in the status of the family in the
society. Due to the disability conditions like mental retardation and locomotor disability of
the child, socia stigmaislikely to develop which results in the isolation of the family from
the society. Children with deaf and dump, mental retardation or locomotor disability have to
be admitted in the special schools which limit their opportunities for higher studies like
professional education and this also became a barrier for the education of their siblings due
to financial difficulties.

M ethods of outcome measurement

A diary record of all household expenditurein the 14 days after the interview was made from
both groups. The condition of the child including the nature and type of disease or disorder,
the type of disabilities, and degree of handicaps was collected from the parents. Differences
in participation rates, hours of work, and earnings in relation to men and women were
examined. Part played by disability benefitsin making good any loss of earningswas collected.
Comparison of families' total income was made and the regular expenditure on the family
wasmade. Comparison of incomerelated to need was made by taking into account of additional
income earned by the parents for the special care needed to the disabled children when
compared to the normal children.
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7. Analysis

Analysis of main outcome

The main outcome of interest is the comparison of the average expenditure of families with
disabled children and without disabled children.

As the main outcome is the continuous data, the comparison of the outcome measurements
was analysed and tested by the students ‘t’ test.

Discriminant analysis was made to find out the effect of socio-demographic variables on the
disability condition of the children.

Data handling and collation
All information about the study subjects was recorded on data sheets. They were

counterchecked by the principal investigator to ensure that there was no missing information.
The data were subjected to computerised statistical analysis.
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8. Resaults

Of the 300 disabled children studied, 31.3 percent were in the age group of 0-4, 29.3 percent
in the 5-9 years and 39.4 percent in 10-14. Of the disabled children, 52 percent were males
and 48 percent females and in the case of normal children 56 percent were males and 44
percent females. Table 8.1 shows the type disability of the disabled children according to
Sex.

Table 8.1 Type of disability of the children

Type of disability Male Female Number Per cent
Speech 13 12 25 8.3
Hearing 30 27 57 19.0
Visual 6 11 17 5.7
L ocomotor 62 54 116 38.7
Mental retardation 24 29 53 17.7
Mental illness 14 8 22 7.3
Others 6 4 10 3.3
Total 155 145 300 100

It was noted that the locomotor disability accounted for the highest proportion of cases.
Hearing disability was found in 19 percent of the cases and mental retardation accounted for
18 percent. It was noted that mental retardation was found more among females whereas
mental illness was more among male children. The nature of disability showed that disability
was hereditary in 45 percent of the cases while the rest 55 percent were with developmental
delay. A considerably high percentage of the total disabled cases were hereditary, and most
cases had chances of curability. When there are more chances of curability, more amount has
to be spent on them.

Table 8.2 Educational level of father

Education of father Disabled Normal
No.| % No. | %

No schooling 4 | 14 2 0.7
Lower primary 24 | 8.6 5 1.7
Upper primary 72 | 25.7 68 23.7
High school 129 | 46.1 151 | 52.6
College 30 | 10.7 34 | 118
Technical 8 2.9 13 4.5
Graduate 11| 39 13 45
Post graduate 2 0.7 1 0.3
Total 280 | 100 287 | 100

X?=16.81, P=.019
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Table 8.2 reveals that 10 percent of the fathers of disabled children were either with no
schooling or with lower primary education as against 2.4 percent in the corresponding case
of normal children. The association between education level of father and disability of the
children (G? = 16.81, P = .019) indicates that association between these attributes was not a
causal association but a non-causal association. This indicates that the educational level of
parents cannot be attributed as a significant causative factor for the occurrence of disability
condition of the children though low educational level of fathers was found to be more
among the disabled children than that of the normal children. There was no significant
difference in the educational level between the mothers of disabled and normal children.

Order of birth of the children was found associated with the disability of the children (X2 =
9.49, P=0087). It isseen from Table 8.3 that the order of birth of 6.7 percent of the disabled
children were 3 and above when compared to only 1.7 percent of the normal children, who
belonged to the corresponding order of birth of 3. Thisindicates that higher order of birth of
the children are likely to have a higher risk for disability of the children when compared to
normal children as odds ratio (O.R) = 4.2. This indicates that higher order of birth of the
children is likely to produce a higher risk for disability of the children when compared to
normal children, as odds ratio is equal to 4.2. Odds ratio is a measure of the strength of the
association between risk factor and outcome. Here, oddsratio of 4.2 indicatesthat the children
of order of birth of 3 and above showed arisk of having 4.2 timesrisk of devel oping disability
than that of normal children.

Table 8.3 Order of birth of children

Order of birth 1 2 3 4 Total
Disabled No. 164 116 17 3 300
% 54.7 38.7 5.7 1.0 100
Normal No. 169 126 5 - 300
% 56.3 42.02 17 - 100

X?=9.49, P=.0087; O.R=4.2

Table 8.4 shows that when the whol e population is considered, the incomes of father, mother
and other family members of disabled children are not affected significantly by the occurrence
of disabled child in the family.

As regards the family monthly income of the study groups, it was seen that income of 9
percent of the families with disabled children was less than Rs 2000 per month as against 4
percent in the control group. It may be seen from the table that the association between total
family incomeswith the disability condition isfound to be not significant (X2 = 8.9, P =.06).
Moreover, the Median income of the study group was found to be same for both groups (Rs
2500).

It was aso found that the Median monthly expenditure for the family of the disabled child

was Rs 3250, whereas the Median monthly expenditure of the normal child was Rs 3000.
The difference between expenditure is statistically not significant (P > .05).
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Table 8.4 Income of Family Members (in Rs)

Income Father Mother Others
Disabled
Mean 3383 2132 1400
Std. Deviation 1517 1504 1941
Median 3000 1800 600
Normal
Mean 3562 2158 1553
Std. Deviation 1276 1293 2453
Median 3000 2000 1000
Total
Mean 3473 2142 1431
Std. Deviation 1402 1421 2037
Median 3000 2000 675

Table 8.5 Total family monthly income

Total Monthly Disabled Normal Total
Incomein Rs No. | % No.| % No. | %
Below 2000 27| 9.0 12| 4.0 39| 65
2000-4000 207| 69.0 48 | 16.0 11 | 37
4000-6000 48 | 16.0 54 | 18.0 102 | 17.0
6000-8000 11| 37 5 17 16| 27
8000-10000 1| 03 5] 17 6 1.0
Above 10000 6| 20 2| 07 8 13
Total 300| 100 300 100 600 | 100

X2=89,P=.06

Mean : 3544 3403; SD: 1474 1040

Median: 3250 3000

As regards the family monthly income of the study groups, it was seen that income of 9
percent of the families with disabled children was less than Rs 2000 per month as against 4
percent in the control group. It may be seen from the table that the association between total
family incomeswith the disability condition isfound to be not significant (X2 = 8.9, P=.06).
Moreover, the Median income of the study group was found to be same for both groups (Rs
2500).

It was also found that the Median monthly expenditure for the family of the disabled child
was Rs 3250, whereas the Median monthly expenditure of the normal child was Rs 3000.
The difference between expenditure is statistically not significant (P > .05).

Though the total family income and family expenditure of these two groups were almost
same, the money spent for the disabled child was significantly higher than that of the normal
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child. Table 8.6 showsthat 29 percent of the families with disabled children spent more than
Rs 1000 per month exclusively for their children whereas only 1 percent of the families of
normal children spent such high amount for their children. The difference between these
percentages is statistically significant (X? = 93.9, P = .0001). The mean money spent on the
disabled child was Rs 852 whereas for the normal child it was only Rs 389. The difference
between these values is statistically significant (t = 16.86, P = .00001).

Table 8.6 Money spent for the child

Rupees Disabled Normal Total
No. | % No. % No. %

L ess than 1000 214, 713 298| 99.3 512| 85.3

1000-2000 79 26.3 2| 07 81 135

2000-3000 7| 23 - |- 7 12

3000-4000 300/ 100 300| 100 600, 100

X?=93.9, P=.0001

Mean: 852 389 t=16.86, P=.00001

S.D: 428 207

Median: 800 350

It was noted that the income lost by the parents of disabled child due to not working was Rs
795 per month whereas none of the parents of normal children lost income by not working.
Parents spent Rs 176 per month for the transportation of the disabled children (with S.D of
202), whereas the corresponding mean money spent for the transportation of normal children
wasonly Rs 24 (with S.D of 44). Thedifference between these valuesis statistically significant
(t=12.7, P =.00001).

As regards the medical expenditure, the mean expenditure for the disabled children was
Rs.362 per month (S.D = 340), whereasfor the normal children it wasonly Rs66 (S.D = 61).
Median expenditure for the disabled child was Rs 290 and for the normal child it was Rs 50.
The difference between the mean medical expenditure of these two groups is statistically
significant (t = 14.81, P = .00001).

Other expenses for the disabled child was found to be significantly higher (Mean = 270, S.D
= 166) than that of the normal child (Mean = Rs. 256, S.D = 104), (t= 2.65, P = .008).

We now turn to the issue of social security payments received by the disabled children. It
was found that only 9.7 percent of the disabled children were in receipt of social security
payments. The mean annual social security payment received was Rs 8280 with standard
deviation of Rs 4501. Median socia security payment received was Rs 10000. The data
collected from the parents of the disabled children revealed that 40.2 percent of their children
did not get any social security payments. Those who received social security payments, 9.2
percent received it through government sources and only 0.5 percent received from other
sources like NGO or public assistance programme. None of these parents who got the social
security payment were satisfied with the amount they received. They stated that the amount
they received wasinsufficient. The average additional amount they demanded associal security
payment was Rs 9050 per year.
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The person who actually takes care of the disabled/normal child is shownin Table 8.7. It is
seen that 86.7 percent of the disabled children are looked after by the mothers as against 76
per cent in the case of normal children. 8.3 percent of the disabled children are looked after
by therelatives or otherswhereasin the case of normal children the corresponding percentage
isonly 0.3. Thisindicatesthat for the caring of disabled child, the help of relativeslike grand
parents, aunt or uncle or servants is essential in 8 percent of the cases.

The next issueisthe effect of disability on theloss of job of parents. The datarevealsthat 3.7
percent of the parents (6 fathers and 6 mothers) of disabled children have lost their jobs, as
they have to be with the disabled child for their special care.

Data reveals specifically that disability of the child affected care of other children in 31.7
percent of the families of disabled children.

Table 8.7 Person caring the child

Person caring Disabled Normal Total
No. | % No. | % No. | %
Mother 260 86.7 228 | 76.0 488 81.3
Father 3|10 - 3|05
Both parents 9 30 69 | 23.0 78/13.0
Sibling 3110 2 |07 5/0.8
Relative 103 - 1/02
Servants 3|10 - 3105
Other 21| 7.0 1| 03 22| 3.7
Total 300 | 100 300 | 100 600 100

Itisseen from Table 8.8 that 60 percent of the parents of disabled children did not participate
in the social organisations due to the presence of disabled child in the family whereasin the
case of normal children, 32 percent of their parents did not participatein social organisations.
The difference between these percentages is statistically highly significant (X2 = 47.4, P <
.0001; RR=1.76, C.I: 1.57 - 2.02). Here, social organisationsincluded residence associations,
arts and sports clubs, community clubs, women'’s society, cultural associations, and parent
teacher associations. The implication is clear that the presence of a disabled child in the
family does restrict the ability of the parents to participate in social organisations.

Table 8.8 Participation in social organisations

Participate Disabled Normal Total
No. | % No. | % No. | %
Yes 121 | 40.3 205 | 68 326 | 54
No 179 | 59.7 95 | 32 274 | 46
Total 300| 100 300 | 100 600 100

X?=47.4,P<.0001; O.R =176, 95% C.l.. 1.57-2.02
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The reason for avoiding social functions is shown in Table 8.9, which shows that 20.3
percent of the parents of disabled child avoid the socia functions only because of their
disabled child whereas the corresponding percentage for normal child isonly one. However,
nearly 80 percent of the parents of disabled children participate in social functions. So the
inability to participatein socia functions might have arel ationship with the degree of disability
of the child.

Table 8.9 Reason for avoiding social functions

Reason as child Disabled Normal Total

No.| % No.| % No. | %
Yes 61 | 20.3 3|10 64| 11.0
No 239| 79.7 297| 99.0 536, 89.0
Total 300| 100 300/ 100 600, 100

X?=625,P=.0001; RR=214,Cl.: 1.99-2.23

Itisseen from Table 8.10 that there is asignificant association between disability of the child
in the house and the visit of parents to the houses of friends and relatives (x? = 81.4, P =
.0001; R.R = 2.15, C.I. 1.99 - 2.30). It is noted that only 69.7 percent of the parents of
disabled child visit the houses of friends and relatives as against 97 percent in the case of
normal children.

Table 8.10 Visiting houses of friends and relatives

Visit houses Disabled Normal Total
No.| % No. | % No. | %
Yes 209 69.7 291 97.0 500| 83
No 91| 30.3 9| 30 100| 17
Total 300 | 100 300/ 100 600| 100

X? =814,P=.0001; R.R=2.15,C.l.: 1.99 - 2.30

It may be seen from Table 8.11 that 50.7 percent of the parents of disabled children hesitate
to visit other houses due to the disability of their disabled children whereasin 2 percent of
the parents of normal children showed hesitation to visit other houses. The association between
disability of the child and the hesitation to visit other houses is statistically significant (X2 =
183.6, P=.0001; R.R =287, C.l.: 2.715 - 3.0).

Table 8.11 Hesitation to visit other houses

Hesitation to visit Disabled Normal Total
other houses No. | % No. | % No. | %
Yes 152 | 50.7 6|2 158 | 26.3
No 148 | 49.3 294| 98 442 | 73.7
Total 300 100 300/ 100 600 | 100

X?=183.6, P=.0001; RR=2.87, C.l =2715-3.0
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From Table 8.12 it is noted that disability of the child became a barrier for marriage of other
members of the family in 8.3 percent of the families of the disabled children.

Table 8.12 Barrier for the marriage of family members

Barrier Disabled Normal
No. % No. %
Yes 25 8.3 - -
No 275 91.7 300 100
Total 300 100 300 100
Table 8.13 No. of families stigmatised due to the disabled child

Stigmatised Disabled Normal

No. % No. %
Yes 16 5.3 - -
No 284 94.7 300 100
Tota 300 100 300 100

Itisnoted from Table 8.13 that 5.3 percent of the families of disabled children are stigmatised
due to the presence of the disabled child in the family.

Table 8.14 shows that 12.7 percent of the families of the disabled children are isolated from
the society due to the occurrence of disabled child in those families.

Table 8.14 I solation of the family from the society

| solated Disabled Normal
No. | % No. %
Yes 38 12.7 - -
No 262 87.3 300 | 100
Total 300 100 300 | 100

Table 8.15 shows that disability of the child reduced status in the society in 45 percent of the
families of disabled children.

Table 8.15 Reduction of the status of the family in the society due to the disabled child

Reduced status Disabled Nor mal

No. % No. %
Yes 135 45 - -
No 165 55 300 100
Total 300 100 300 100
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9. Deter minantsof Family Expenditure

Discriminant analysis showed that money spent for the transportation of the child, medical
expenditure for the disabled child, total money spent for the transportation of the child and
stigma attached to the family of the disabled child was found to be significantly associated
with the disability of children in the family.

Discriminant analysis

In the present study on the effect of childhood disability on the economic and social burden
of the households, an analysis was made to discriminate between those households with risk
factorswho had adisabled child or anormal child. The types of variables used in describing
differences between those two groups are measures concerning total family income, total
money spent on child, medical expenditure for the child, money saved, money spent for the
transportation of the child, working days lost to the mother, barrier for the marriage of other
members of thefamily, reduced statusin the society, visit to the houses of friendsand relatives
and various socio-economic and demographic variables.

Discriminant analysis technique is used in deciding which linear combination of those variables
is most helpful in predicting whether a household with these factors belongs to the group of
familiesof thedisabled child or to the group of familiesof thenormal child. Thisanaysisdetermined
whether the economic loss and reduced socia statusin the society to the families of the disabled
child is different in any significant way from that of the families with normal children.

Discriminant analysisis astatistical rule, which is devised to decide which combination of a
number of important variables enumerated above provides for the best discriminator between
two defied populations. Here, there are two popul ations designated as study group and control
group, and there are two sets of households of 300 in each group selected from each population.
These are measured or observed values on a number of correlated random variables. The
basic strategy in discriminant analysisisto form alinear combination of those values, which
isgiven as

Z:BIX1+ BZ X2+ Bg X3+ B4X4

and then to assign a new individual household that belongs to either the study group or the
control group on the basis of the value of Z obtained for that new household. In the model for
the current study, the stepwise discriminant analysis was done. Examination of the
classification table suggested that the model contained four variables and does a better job of
classifying individual households than the model with one variable or all other variablesin
different combinations. The four most significant variables in the model and those, which
turns out to be the best discriminator between the two popul ations based on the standardised
canonica discriminant functions are, stigma, money spent for transportation of the child,
medical expensefor the child, total money spent for the child. Wilk's Lamdawas obtained as
0.092 and chi-square value was 1417.46 for 4 degree of freedom, which were found to be
highly significant P < 0.0001.
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The discriminant model with standardised canonical discriminant function coefficients isZ

=0.979 (stigma) - .392 (money spent on transport) - .28 (medical expenditure) + .192 (total
money spent for the child).

Classification results showed that 97.5 percent of original grouped cases were correctly
classified.
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10. Policy Implications
1. More socia security payments and special concessions should be made available to
the disabled children.

2. Institutions like non-government organi sations should come forward to assist families
with disabled children.

3. Medical prsonnel should create greater awareness of ways of reducing the chances of
the birth of disabled child.
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11. Summary and Conclusion

There was no significant differencein the mean income of families with a disabled child and
without a disabled child (t = .5987, P = .55). The mean expenditure of the families with a
disabled child was Rs 852 per month, which is significantly higher than the corresponding
expenditure of Rs 389 per month of families with normal child, (t= 16.86, P < .00001).
Eighty-seven percent of the disabled children were looked after by their mothers and three
percent by their both parents. In nine percent cases, they werelooked after by other relatives.
Twenty-one percent of the mothers of the disabled children were unemployed as against 12
percent in the case of normal children. The percentage of expenditurefor the disabled children
accountsfor 23 whereasit was 11 in the case of normal children. Of the disabled children, 81
percent were not getting any social security payments and 90 percent had no special
concessions for medical and other educational purposes. Average loss in terms of money by
not working to the parents of disabled children was Rs 795 per month, which is an additional
economic burden to the family.

In our survey, parents of disabled children demanded an average additional amount of Rs
9050 per year associal security paymentsfrom the government to meet the essential necessities
of their disabled children. Parents of 40 percent of the disabled children did not participatein
social functions (OR = 1.76, Cl: 1.57 - 2.02) and a significant percentage of these parents
attribute disability condition of their children as a reason for such non-participation (OR =
2.14, CI: 1.99 - 2.23). Disability condition of one child became barrier for the marriage of
other members of the family in 8.3 percent of the cases. Parents of 50.7 percent of disabled
children hesitate to visit the houses of friends and relatives (RR = 2.87, ClI: 2.71 - 3.0).
Families of 5.3 percent of disabled children are stigmatized due to the presence of disabled
child in the family and 12.7 percent of the families of disabled children are isolated from the
society due to this reason. Presence of disability condition of the child reduced statusin the
society in 45 percent of the families of disabled children.

The disability condition of the child postulated the possibilities of : increased personal stress,
both physical and emotional, for parents and family members. This condition of the parents
of disabled reduced their ability to care for other children and/or to undertake household
tasks. It aso reduced time and energy available to the parents and members of the family for
work, within and outside the home, both paid and unpaid. Thusit reduced social contribution
and interaction of the child directly affected, and, of the other close family members and
friends. Disability condition of the child hasreduced the status of the family in the community,
possibly making it the focus of anxiety or stigma in the local community. The result of all
these factors in combination was a disruption in the economic status of the disabled family.
In addition to reduced earnings, there are extracostsfor disabled children for travel, domestic
help, medical care, and health care expenditures (hospital care, physician services, dentistry,
drugs and others) for disabled individuals. A strong case could be made for improving the
financial support to such families possibly through the introduction of an allowance specially
to compensate for the earnings lost by parents due to the disability of their children.
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