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Abstract: Care givers of Mentally retarded children experience stress in myriad ways. Their coping styles and
awareness influence the outcome of the families’ ability to deal with it. This study conducted at Maharajah’s
Institute of Medical Sciences, Nellimarla, India examined the Stress and Coping styles of Care givers of the
children who were identified as Mentally Retarded in the Sadarem camp of Outpatient Department of
Psychiatry. Out of 73 MR children found to meet the criteria of the study 14 were classified as Mild MR, 5 were
Moderate MR, 22 were Severe MR and 32 Profound MR. FISC — MR a tool developed at NIMHANS Bengaluru
was used to assess Stress and Coping styles in Care givers. Statistical analysis found highly significant
correlation of amount of Stress with degree of Coping (p<0.0001). In the face of increasing stress they drew
upon better coping styles! 1Q of the child had an inverse relationship with the amount of stress but was not
statistically significant. Age of the child was not significantly correlated with Stress or Coping of families. Care
givers of Profound MR had significantly more stress (p<0.05). This stress was likely to be financial for the
major part.
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. Introduction
Mental Retardation (MR) is a generalized neuro developmental disorder characterized by significantly
impaired intellectual and adaptive functioning. An 1Q below 70 with deficits in two or more adaptive behaviors
that affect activities of daily living would warrant a diagnosis of MR or Intellectual disability*. While dealing
with children with disabilities the Care givers experience a variety of psychological stresses®.

Il.  Review Of Literature

Earlier studies focusing on negative stress on the family have given way to a focus on Stress-Coping
models recently®*. Instead of focusing exclusively upon the harmful effects of Stress on the families the newer
models try to address the questions “How is it that many parents seem to be coping so well under such severe
Stress? and What can be learnt from their Coping Styles?”. Some studies correlate stress to the age or degree of
severity of MR while others focus on coping styles of parents® °.It is necessary to evaluate the stress of care
givers in relation to the age of the MR children to test the assumption that the older children with behavior
problems are a major problem for parents. Poor Maternal education was found to be associated with stress in
parents’.Surprisingly,in a study in Karnataka, most of the parents report mild to moderate stress and none of
them report very high stress® indicating the need for further studies before making assumptions that such
conditions invariably lead to high care giver stress. Identifying and supporting the parents in their efforts to meet
the needs of the children is one of the efficient forms of intervention and maybe a better way to relieve stress® *°.
In various dimensions of perceived stress, families with mentally retarded children with IQ <50 experienced
significantly higher stress than the families with mentally retarded children with IQ>50 was reported by a study
in Rajasthan although families in both groups used similar coping strategies™. High level of stress and burden is
associated with increased level of disability; it being the maximum in the caregivers of persons with severe to
profound MR according to a study from Haryana'?. These studies show the importance of studying further the
nature of the relationship of the disability of Severe and Profound MR instead of clubbing all forms of Mental
Retardation including Mild and Moderate who are educable and trainable respectively under a single category of
MR. This would be useful in planning services in the community to the different subtypes of MR instead of
single standard care for all. Thus within the context of parenting, the predominant view is that mental retardation
creates stress and burden for the care givers™ ** but further studies with sound methodologies are required to
evaluate the relationship between the amount of Stress and its relationship to the age of the child with MR, the
1Q levels of the child and coping styles of care givers. This is the rationale for taking up this study. In the light
of subsidies, tax breaks, pensions being disbursed by governments to such Care givers this study tries to
examine the above questions in MR Children and their Care giver population seeking largesse of the
Government.
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Aims
1. To assess the care givers perceived stress as well as their coping strategies
2. To evaluate the importance of degree of mental retardation in relation to stress and coping of care givers.

I11.  Materials And Methods

The children and care givers of all those who attended the SADAREM camp at Department of
Psychiatry MIMS Vizianagaram from the period of January and February months of 2016 formed the subjects
of this study. A standardized Mental Retardation Assessment Proforma Part B is used for input data which are
filled by qualified psychiatrists or clinical psychologists. These items are based on Developmental Screening
test (DST). Other items from Vineland Social Maturity Scale (VSMS) are also used for the purpose of assessing
Adaptive skills but not a part of a detailed analysis in this study. 1Q is calculated by a computer algorithm
utilized by the District Rural Development Agency of the Government of Andhra Pradesh for the purpose of
categorization into Mentally retarded or not, for assessing disability for the purpose of pension payment by the
Government of A.P.

Age above 15 years was part of the exclusion criteria as the DST had items only upto age 15. 1Q of 70
and below along with poor adaptive skills as seen on VSMS were a part of the inclusion criteria for this study.
Consent was obtained from adult care giver guardians or parents who accompanied the children. They were
explained about the study, its voluntary nature and anonymity and confidentiality was maintained. The
assessments were made based on one on one interviews with the primary care giver and the child. With a view
to improve the methodological rigor, the second author who collected the data and made the assessments was
blind to the 1Q generated by the algorithm, while the first author who analyzed and presented the results was
blind to the children and care givers.

Out of a total of 115 children who attended the Sadaram camp OPD 23 patients were excluded due to
age above 15 years, 19 patients who got an 1Q above 70 were excluded. Finally a sample size of 73 patients
met the criteria of the study. A frequency distribution table was generated with class intervals defined by
categorization into Mild (1Q 50 to 69), Moderate (1Q 35 to 49), Severe (IQ 20 to 34) and Profound (0 to 19).

Study Tool: The family assessment schedule developed for the ‘Family Interview for Stress and
Coping in Mental Retardation, (FISC-MR), a semistructured interview, developed at NIMHANS Bangalore was
used.

The tool consists of 2 sections:
Section 1- Measuring Perceived Stress in the family and
Section 2- Measuring mediators of stress or coping strategies

Section ONEfor assessing perceived stress has 4 areas(Daily care, emotional stress, social stress and
financial stress) and 11 subscales, and section TWO for coping assessment has 5 areas(awareness, attitudes&
expectations, child rearing practices, social support and global adaptation) and 9 subscales. A 5-point rating
scale for section one (0 to 4 both inclusive) and a 4-point rating scale (1 to 4) for section two is provided.

At administration, this instrument provides for:

1. Quantification of perceived stress, in the family as a whole under different areas with subscales on Extra
inputs for care, decreased leisure time, neglect of others, disturbed behavior under area Daily care, Personal
distress, Marital problems, interpersonal problems and effect on sibs under area Emotional stress, Altered
social life and social embarrassment under area Social stress and financial implications under area Financial
stress.

2. Quantification of different mediating influences and coping strategies which are likely to alter the perceived
stress such as general awareness and misconceptions under Awareness, expectations from child, general
attitude towards child and attitude towards management under area Attitudes and expectations, general
rearing practices and practices specific to training under rearing practices, social support and global family
adaptation are self explanatory.

Evaluation was done on each of these 20 subscales and grouped under 9 areas. Correlation analysis was
done across different variables of 1Q, Perceived Stress and Coping on the one hand and the relation between the
4 areas of stress comprising of 11 sub sections, 5 areas of coping with 9 sub sections, 4 types of Degree of
Mental Retardation was evaluated on the other. Correlation analysis, Tests of significance, Levine’s Variability
and ANOVA were applied as appropriate for statistical analysis.

IV. Results
The mean age was 8.7+ 3.692 with a range of 2 to 15 amongst the included cases (N=73)and there
were 31 females and 42 Males i.e. 57.5% were males and 42.5% females. Pearson coefficient of correlation did
not show any significance when 1Q was compared with Amount of Stress undergone by the caregivers or their
coping techniques when compared as a whole group.(Table 1)There was however a highly significant positive
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correlation between the amount of stress and the degree of coping (Table 2). The more the stress the more the
coping by the care givers!! (Fig 1)A trend analysis of the relationship between 1Q and stress shows an inverse
relationship (More the 1Q lesser the stress for care givers) though not statistically significant (Fig2). The
correlation of 1Q and coping only showed a very slight inverse relationship which was not significant.

Age was not significantly correlated with stress, Pearson Coefficient of Correlation = 0.068 and p value
= 0.569.

No difference was found between the sexes in relation to stress or coping (Table 3).

When sub categorized into Mild, Moderate, Severe, Profound,( Table 4) Moderate MR children care
givers experienced less stress (Mean of 13.4 and SD 1.673) compared to other group care givers (Fig 3.),
however no difference was noticed in the amount of Coping. Analysis of Variance (ANOVA) did not show any
significance across the groups (Table 5).

When compared individually between each type of Mental retardation versus another, it was
statistically significant that Profound MR parents experienced significantly (p<0.05) more stress compared to
moderate MR parents (Table 6). Financial stress was the most important type of stress severe MR and profound
MR care givers experienced compared to Mild and Moderate MR parents (Table 7). This trend as shown in bar
chart Fig 4 although not statistically significant assumes practical and clinical significance in the context of the
amount of pension to be paid. Tables 8,9 depict the various subcomponents of the stress and Coping dimensions
of the FISC. There was no difference in the subcomponents of Coping styles across the different sub types of 1Q
(Table 10). Analysis of Variance (ANOVA) also did not show any significance either across the groups or
within the groups.

Table 1
1Q COPING STRESS
Pearson correlation -0.014 -0.178
Significance (2 tailed) 0.908 0.132
N 73 73

Correlation of 1Q with Coping and Stress

Table 2
STRESS COPING
Pearson correlation 0.499

Significance (2 tailed)

0.0001 (Highly Significant)

N

73

Correlation of Stress & Coping
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Stress was highly significantly (p<0.0001) positively correlated with coping

Fig 1.
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Table 3
Parameters SEX N Mean Std. Deviation Std. Error Mean P VALUE
Stress M 42 18.69 7.327 1.131 0.279
F 31 20.58 7.311 1.313
Coping M 42 20.76 3.766 .581 0.262
F 31 19.68 4.415 793

Stress and Coping in males and females

Table 4
N Mean Std. Std. 95% Confidence Interval for Mean | Mini Maxi
Deviation | Error Lower Bound Upper Bound mum | mum
Stress MILD 14 18.14 7.091 1.895 14.05 22.24 7 31
MODERATE 5 13.40 1.673 748 11.32 15.48 12 16
SEVERE 22 19.45 7.998 1.705 15.91 23.00 6 29
PROFOUND 32 21.06 7.116 1.258 18.50 23.63 7 33
Total 73 19.49 7.330 .858 17.78 21.20 6 33
Coping MILD 14 20.29 4.445 1.188 17.72 22.85 12 27
MODERATE | 5 19.40 2.302 1.030 16.54 22.26 17 23
SEVERE 22 20.41 4216 .899 18.54 22.28 13 32
PROFOUND 32 20.38 4.141 732 18.88 21.87 12 28
Total 73 20.30 4.061 475 19.35 21.25 12 32

Stress and Coping compared across Mild, Moderate, Severe, Profound degrees of Mental Retardation.

Table 5
Sum of Squares df Mean Square F Sig.
Stress Between Groups 290.003 3 96.668 1.864 144
Within Groups 3578.244 69 51.859
Total 3868.247 72
Coping Between Groups 4.495 3 1.498 .087 .967
Within Groups 1182.875 69 17.143
Total 1187.370 72

ANOVA between the groups and within the groups of Mild, Moderate, Severe and Profound MR for

Stress and Coping

Table 6
Dependent | (1) IQQ ) 1QQ Mean Std. Sig. 95% Confidence Interval
Variable Difference (I-J) | Error Lower Bound Upper Bound
Stress MILD MODERATE | 4.743 3.752 | .210 -2.74 12.23
SEVERE -1.312 2462 | .596 -6.22 3.60
PROFOUND | -2.920 2.308 | .210 -7.52 1.68
MODERATE | MILD -4.743 3.752 | .210 -12.23 2.74
SEVERE -6.055 3.568 | .094 -13.17 1.06
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PROFOUND -7.662" 3.463 | 0.030* -14.57 -75
SEVERE MILD 1.312 2.462 .596 -3.60 6.22
MODERATE | 6.055 3.568 | .094 -1.06 13.17
PROFOUND -1.608 1994 | 423 -5.59 2.37
PROFOUND MILD 2.920 2308 | .210 -1.68 7.52
MODERATE | 7.662" 3.463 .030 75 1457
SEVERE 1.608 1.994 | 423 -2.37 5.59
Coping MILD MODERATE | .886 2.157 | .683 -3.42 5.19
SEVERE -.123 1.416 931 -2.95 2.70
PROFOUND | -.089 1327 | .947 -2.74 2.56
MODERATE MILD -.886 2.157 .683 -5.19 3.42
SEVERE -1.009 2.051 | .624 -5.10 3.08
PROFOUND | -.975 1.991 | .626 -4.95 3.00
SEVERE MILD 123 1.416 931 -2.70 2.95
MODERATE | 1.009 2.051 | .624 -3.08 5.10
PROFOUND .034 1.147 .976 -2.25 2.32
PROFOUND MILD .089 1327 | .947 -2.56 2.74
MODERATE | .975 1.991 .626 -3.00 4.95
SEVERE -.034 1.147 976 -2.32 2.25
*. When Moderate MR parents were compared with Profound MR for Stress
(p < 0.05) it was significant.

Table 7
N Mean | Std. Std. 95% Confidence Interval for Mean | Mini Maxi
Deviation | Error | Lower Bound | Upper Bound mum | mum
DC MILD 14 7.50 3.180 .850 5.66 9.34 2 12
MODERATE | 5 6.40 .894 .400 5.29 7.51 5 7
SEVERE 22 9.00 3.599 767 7.40 10.60 2 15
PROFUND 32 9.16 2.985 .528 8.08 10.23 2 15
Total 73 8.60 3.200 .375 7.86 9.35 2 15
FES MILD 14 5.43 2.593 .693 3.93 6.93 3 11
MODERATE | 5 3.60 1.517 .678 1.72 5.48 2 5
SEVERE 22 491 2.827 .603 3.66 6.16 1 9
PROFUND 32 5.62 3.066 .542 4.52 6.73 0 11
Total 73 5.23 2.831 331 457 5.89 0 11
SS MILD 14 3.57 1.651 441 2.62 4,52 1 6
MODERATE | 5 1.80 1.483 .663 -.04 3.64 0 4
SEVERE 22 3.50 1.970 420 2.63 4.37 0 8
PROFUND 32 3.88 2.060 .364 3.13 4.62 0 8
Total 73 3.56 1.958 .229 3.10 4.02 0 8
FS MILD 14 1.64 1.008 .269 1.06 2.22 0 3
MODERATE | 5 1.60 1.517 .678 -.28 3.48 0 3
SEVERE 22 2.05 .950 .203 1.62 2.47 0 3
PROFUND 32 241 911 161 2.08 2.73 0 4
Total 73 2.10 1.016 119 1.86 2.33 0 4

Area of stress in relation Degree of Mental retardation
DC — Daily Care Stress, FES — Family Emotional Stress, SS — Social Stress, FS- Financial Stress
MILD MR - 1Q 50 to 69 , MODERATE MR - 35 t0 49, SEVERE MR - 20 to 34, PROFOUND MR -0 to 19.

Table 8
ANOVA of area of Stress with Degree of MR
Sum of Squares df Mean Square | F Sig.
DC Between Groups 54.561 3 18.187 1.838 .148
Within Groups 682.919 69 9.897
Total 737.479 72
FES Between Groups 21.094 3 7.031 .873 460
Within Groups 555.947 69 8.057
Total 577.041 72
SS Between Groups 18.744 3 6.248 1.676 .180
Within Groups 257.229 69 3.728
Total 275.973 72
FS Between Groups 7.241 3 2414 2.483 .068
Within Groups 67.088 69 972
Total 74.329 72
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Table 9
Areas of Coping Strategies in relation to degree of Mental Retardation
N Mean | Std. Std. 95% Confidence Interval for Mean | Mini | Maxi
Deviation | Error | Lower Bound | Upper Bound mum | mum
AWC | MILD 14 4.57 1.089 291 3.94 5.20 2 6
MODERATE 5 4.20 1.304 .583 2.58 5.82 3 6
SEVERE 22 4.50 1.504 321 3.83 5.17 2 8
PROFUND 32 4.53 1.459 .258 4.01 5.06 2 7
Total 73 451 1.376 161 4.19 4.83 2 8
AEC MILD 14 6.71 1.590 425 5.80 7.63 4 9
MODERATE 5 6.40 .548 .245 5.72 7.08 6 7
SEVERE 22 6.50 1.535 .327 5.82 7.18 3 10
PROFUND 32 6.50 1.459 .258 5.97 7.03 3 9
Total 73 6.53 1.444 .169 6.20 6.87 3 10
RPC MILD 14 4.50 1.092 .292 3.87 5.13 2 6
MODERATE 5 4.60 .894 400 3.49 571 4 6
SEVERE 22 441 1.221 .260 3.87 4.95 2 7
PROFUND 32 4.88 1.008 178 451 5.24 3 7
Total 73 4.64 1.085 127 4.39 4.90 2 7
SSsC MILD 14 2.36 .929 .248 1.82 2.89 1 4
MODERATE 5 2.00 .000 .000 2.00 2.00 2 2
SEVERE 22 2.68 .839 179 2.31 3.05 1 4
PROFUND 32 2.25 .842 149 1.95 2.55 1 4
Total 73 2.38 .844 .099 2.19 2.58 1 4
GC MILD 14 2.14 770 .206 1.70 2.59 1 3
MODERATE 5 2.20 447 .200 1.64 2.76 2 3
SEVERE 22 2.32 .568 121 2.07 2.57 1 3
PROFUND 32 2.22 .659 117 1.98 2.46 1 3
Total 73 2.23 .635 .074 2.08 2.38 1 3

AWC — Awareness, AEC — Attitudes and expectations, RPC — Rearing Practices, SSC — Social
Support, GC — Global family adaptation

Table 10
ANOVA
Sum of Squares df Mean Square | F Sig.
AWC Between Groups .549 3 .183 .093 .964
Within Groups 135.697 69 1.967
Total 136.247 72
AEC Between Groups .607 3 .202 .093 .963
Within Groups 149.557 69 2.167
Total 150.164 72
RPC Between Groups 3.222 3 1.074 .909 441
Within Groups 81.518 69 1.181
Total 84.740 72
SSC Between Groups 3.273 3 1.091 1.569 .205
Within Groups 47.987 69 .695
Total 51.260 72
GC Between Groups .285 3 .095 .228 .876
Within Groups 28.756 69 417
Total 29.041 72
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V.  Discussion

Thus the only 2 findings of the study which showed statistical significance was the positive correlation
between Stress and Coping styles (p < 0.0001 highly significant) and that between the Stress levels of Moderate
MR caregivers and those of profound MR (p < 0.05). A few trends were noticed but fell just short of statistical
significance e.g. the negative correlation between 1Q and perceived Stress, the sub component of Financial
stress experienced by the Profound MR care givers versus other sub types.

Though many studies indicate that parenting a child with intellectual disabilities can be a stressful
experience’® * 17 it is not that every family will buckle under the stress of care giving*® ** % or hide the disabled
child from others?. Rather, some may see it as an opportunity for psychological growth?.

It is interesting to observe that Care givers are able to adapt and cope with the disability of MR
children. The possible explanation could be that the parents and care givers who have the ego resources to deal
with such children are only likely to take up the onerous responsibilities. Similarly one can try to look into the
possibilities that families in India are more resilient and the culture of tolerance for deviant behavior may be
helpful. Familial and Marital Relationship with the spouse, family cooperation”®, Maintenance of family
integration and Family cohesion #*Social Informal respite resources %, Social support®® %’ may be some of the
other mediators of coping.

Further studies are necessary to establish these for a fact. However, the positive of this study is that as
stress was increasing so were the coping skills showing that Indian parents and care givers are remarkably able
to cope!l. The stress levels of care givers of Profound MR children clearly need to be brought down to at least
that of the milder forms of MR. Usually such children need residential care in a specialized setting. If that’s not
possible at the minimum, they need larger payments and fiscal incentives to cover a part of the costs of care in
the home settings. Further studies with larger samples may be able to throw more light on whether 1Q scores of
below 35 need special financial provisions to reduce the burden on the care givers as shown by the results of this
study summarized in the bar chart. But certainly those caregivers with profound MR children of 1Q below 20
need a special package to deal with the financial stress. Many of these children need expensive institutional care.
As such institutions are few and far between; the parents and care givers of the severe forms of MR may need
additional compensation. This may be particularly helpful as the sub components of coping style are all within
the capacities of healthy care givers except financial stress which fell just short of statistical significance and
may indeed be a pointer to the necessary intervention required being mostly financial. This study also found a
trend of inverse correlation of 1Q and perceived stress which again buttresses the argument that financial help
for the more severely disabled MR children through the care givers which covers the costs would be most
welcome.

The limitations of the study include sample from one geographical area of Vizianagaram district in
Andhra Pradesh, sample derived from seekers of government largesse and the possibility of greater
representation of rural population due to the nature of the pooling of cases as identified by the local
representatives.

VI.  Conclusion
Care givers of those MR children who have profound MR and also possibly those who are categorized
as Severe MR need a higher degree of support to alleviate the stress in the form of financial support if being
cared for at home or government aided care if needed to be institutionalized. Parents and care givers have good
coping skills which can be viewed as a positive and can be leveraged by the community to improve the lot of
those educable and trainable MR children by improving the infrastructure of existing institutions or by
developing more facilities like special schools, training centers, halfway homes and rehabilitation centers.
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