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INTRODUCTION

It is necessary to assess level of awareness amongst general public towards
mental retardation. It is equally important to find out if parents having children
with mental retardation have misconceptions. Such assessment is necessary to
launch awareness program in the community. For any community based
rehabilitation program, it is important to demonstrate change in the level of
awareness or change in the attitude of people towards mental retardation. Hence,
there is a need to develop a tool which can systematically make this assessment
and be sensitive enough to changes which can occur over a period of time with
intervention or the impact of awareness campaign.

The need was felt to develop NIMH-GEM questionnaire for the following
reasons:

1. To measure level of awareness amongst parents, family members and
general public towards the condition of mental retardation.

2. To develop an instrument that is sensitive to record misinformation and
misconceptions held by general community with reference to the social
cultural conditions prevalent in India.

3. To develop an instrument that can give guidelines on the thrust areas to
be taken up in awareness campaign or an intervention program or a training
program designed to enhance knowledge about mental retardation.

4., To develop an instrument that reliably assesses misconceptions held by
parents so that a guidance and counselling program could be designed
to help the parents overcome these misconceptions.

METHODOLOGY

DEVELOPMENT OF NIMH-GEM QUESTIONNAIRE Misconceptions expressed
by parents were compiled from consecutive case records of 100 clients with
mental retardation who attended general services of NIMH during the year 1985.
These statements were classified into 3 categories of general information, etiology
and management. It was observed that 29 out of 100 parents had reported some
misconceptions as shown in table 1. Table 2 gives the rank order about
endorsement of these statements by 29 parents.




TABLE 1

PARENTS AND MISCONCEPTIONS

Total No. of No. of cases with No. of cases without Total
cases misconceptions misconceptions
100 29 71 100
TABLE 2

MISCONCEPTIONS AMONGST 29 PARENTS

S.No. MISCONCEPTIONS No. of cases
1. | Fate, destiny, luck 13
2. | Evil spirit, black magic 4
3. | The child will improve with age even without intervention 4
4. | Belief that total cure is possible 2
5. | Marriage helps in curing 1
6. | Denial that the child has any deficiency 1
7. | Lack of feeding on mothers milk during infancy 1
8. | Medicines will cure the condition 1
9. | Psychological trauma 1
10. | Physical weakness causes MR 1

An attempt was made to find out the relationship between father’s age and
misconceptions, mother’s age and misconceptions, father’s education, mother’s
education in relation to misconceptions, misconceptions and religion, rural-urban
status and severity of mental retardation as reported in tables 3 to 9.




TABLE 3
FATHERS AGE AND MISCONCEPTIONS
20-29 | 30-39 | 4049 50+ Total
yrs yrs yrs

Fathers with misconceptions 1 4 10 12 27
Fathers without misconceptions 3 29 26 9 67
Total 4 33 36 21 94
X2 =12.767 Significant level .001

TABLE 4

MOTHERS AGE AND MISCONCEPTIONS
20-29 | 30-39 | 4049 50+ Total
yrs yrs yrs

Mothers with misconception 6 9 12 2 29
Mothers without misconception 18 33 15 5 71
Total ‘ 24 42 27 7 100
X2 =4.478 Not Significant

TABLE 5

FATHERS EDUCATION AND MISCONCEPTIONS
llliterate| Matric | Inter + |Gradua- | Total
Diploma| tion

Fathers with misconceptions 8 6 5 8 27
Fathers without misconceptions 7 19 16 25 67
Total 15 25 21 33

X2 = 5.197 Not Significant




TABLE 6

MOTHERS EDUCATION AND MISCONCEPTIONS

Illiterate| Matric | Inter + |Gradua-| Total
~ |Diploma] tion

Mothers with misconception 14 14 0 1 29
Mothers without misconceptions 11 46 6 8 71

25 60 6 9 100
X2 = 11.896 Significant level .01 '

TABLE 7
MISCONCEPTIONS AND RELIGION

Hindu Muslim Others Total
Parents with misconceptions 20 9 0 29
Parents without misconceptions 59 7 5 71
Total 79 16 5 100
X2 = 6.883 Significant level .05

TABLE 8
AREA SETTING OF PARENTS
Rural "Urban Total
Parents with misconceptions 5 24 29
Parents without misconceptions 9 62 71
Total 14 86 100
X2 =0.355 Not Significant
TABLE 9 _
MISCONCEPTIONS AND DEGREE OF RETARDATION

Mild Moderate | Severe Total
Parents with misconceptions 7 11 11 29
Parents without misconceptions 20 31 20 71
Total 27 42 31 100

X2 =0.918 Not Significant




It was observed that father’s age had significant relationship with
misconceptions, higher the age greater were the chan¢es having misconceptions,
while there was no relationship between mother’s age and misconceptions.
Mother’s education played a crucial role in determining the presence or absence
of misconception. It was observed that greater the literacy amongst mothers
less were the chances of having misconceptions while no significant association
was found between father’s education and misconceptions. Similarly, there was
no association between misconceptions and religion as reported in table 7. There
was no significant association between rural urban status and misconception,
however parents from urban areas had marginally reported larger number of
misconceptions. As regards severity of mental retardation again there was no
significant association with misconceptions.

ITEM POOL Apart from the search from the case records, misconceptions
towards mental retardation held by general public or parents were also collected
from other sources like information pamphlets, journals and manuals. An item
pool of 33 statements in English language was made which was administered to
50 persons which included 36 parents having a child with mental retardation
and 14 primary school teachers. This draft questionnaire was administered with
a view to find out whether the statement is simple enough that parents can
understand the contents easily and also to find out which of the items may not
perform satisfactorily. Out of 33 items 3 items failed to reach the endorsement
rate of 60% and above which were excluded. Language of some of the statements
was modified keeping in view the difficulties expressed by the respondents with
regard to language and content of the statements.

FORMAT OF NIMH-GEM QUESTIONNAIRE The NIMH-GEM questionnaire
has 30 items divided into 3 sections namely general information(G), etiology
(E) and management (M). The items are stated in the form of a statement
and the respondent is expected to indicate whether he/she agrees with the
statement or no. If the respondent agrees with the statement he/she is expected
to answer by making a circle with pen/pencil on “yes”. If the respondent does
not agree with the statement, he/she is expected to encircle “no”. The items are
jumbled up. '




There are 11 items in the category of general information, 9 items on
etiology and 10 items on management aspects. NIMH-GEM Questionnaire in
English, Hindi and Telugu are appended in this booklet.

TRANSLATION The original questionnaire was prepared in English language.
In order to ensure wider application in the general public, the questionnaire was
translated into English and Telugu languages by bilingual experts. The accuracy
of translation was checked by retranslating Hindi or Telugu version into English
language. The language was considered satisfactory when two experts who
developed the original questionnaire ensured that the retranslated version closely
matched the original English version.

ADMINISTRATION AND SCORING The questionnaire can be administered
individually in one to one situation, however, the NIMH-GEM questionnaire can
also be administered in group setting. The instructions given in the beginning of
the questionnaire are self explanatory, therefore, in group situations a literate
person can give response to the statements by encircling ‘yes’ or ‘no’ responses
to indicate whether he agrees or does not agree with the statement. In the case
of illiterate respondent, it is appropriate that the statements are read out to the
respondent and his/her opinion be recorded by the person administering the
questionnaire. Each statement is given a score of 1 given in the direction of
misconception. For example, if the respondent says ’yes’ to the statement no.13
‘mental retardation is due to fate or karma’ a score of 1 is given. Similarly, when
the respondent gives ‘yes’ to the statement no.18 ‘mental retardation is caused
as an effect of lunar eclipse at the time of pregnancy or birth of the child’, a
score of 1 is given. NIMH-GEM Questionnaire has 30 items. Items 1 to 11 identify
misconceptions telated to general information on mental retardation, item 12 to
20 on etiology and item 21 to 30 on management of mental retardation. The
higher the scores the higher the misconceptions regarding the condition of mental
retardation.

FINAL TRY OUT AND VALIDITY In this study, NIMH-GEM questionnaire was
administered to 100 parents having a child with mental retardation, 100 adults
from general public not having any association with mental retardation, 50
primary school teachers from regular schools and 25 professionals engaged in
providing special education and rehabilitation services to persons with mental




retardation. Misconception scores were obtained in four groups i.e. parents,
general public, school teachers and professionals as given in table 10.

TABLE 10
MISCONCEPTION SCORES ON NIMH-GEM QUESTIONNAIRE
GROUP N MEAN SD
Parents 100 10.71 4.05
General public 100 10.64- 4.63
School teachers 50 1 9.00 3.39
Professionals 25 0.56 -

Professionals were expected to have least number of misconceptions as
compared to the remaining 3 groups who are not exposed to mental retardation.
Surprisingly, parents having a child with mental retardation compared favourably
with general public and school teachers not exposed to scientific study of mental
retardation. This was understandabie as these parents had attended the general
services at NIMH for the first time and therefore were not expectes to have
undergone guidance and counselling which could have reduced their
misconception score. ‘ .

As the NIMH-GEM questionnaire was designed to elicit misconceptions
amongst parents, teachers and general public, given in table 11 please find
percentage endorsement obtained by parents. Keeping in view the diversity in
endorsement of misconceptions, the NIMH-GEM questionnaire really measured
what it purported to measure as can be seen in table 11.




TABLE 11 ,
ENDORSEMENTS ON SELECTED ITEMS ON NIMH-GEM QUESTIONNAIRE
ITEMS % Endorsement by
parents (N=100)
As infectious disease 18
As mental illness 53
Can be fully cured 74 _
Due to fate or karma 60
Marriage can cure 48
Will become normal as he grows up | , 76
Born due to sins of parents 50
Residential school is the only solution 77
Involvement of parents essential in training 03

RELIABILITY Split half (odd even split) reliability for NIMH- GEM questionnaire
using Spearman Brown profecy formula after correction was observed to be .66.

Test-retest reliability was computed by comparing scores of 15 parents by
readminstering the NIMH-GEM questionnaire in a span ranging from 10 days to
14 days. Test-retest reliability was found to be 0.86.

Thus the NIMH-GEM questionnaire can be taken as safe and reliable
instrument to measure misconceptions in parents of mentally retarded children,
school teachers and general public.

APPLICABILITY To make sure that this instrument can be used in rural as well
‘as urban areas, the analysis on NIMH-GEM questionnaire was obtained using
rural and urban groups of general public as shown in table 12.

10



TABLE 12
GENERAL PUBLIC : RURAL VERSUS URBAN NIMH-GEM SCORES
GROUP N G E M MEAN SCORE
Rural _ (50) 5.92 2.66 4.02 12.24
Urban __ (50) 3.96 2.08 3.0 9.04

It was observed that adults drawn from general public from thé rural areas
had greater misconception score as compared to those from the urban areas.
This is in the expected direction, keeping in view the fact that general level of
education and awareness is higher amongst urban adults as compared to their
rural counterparts.

11
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Instructions

As you well know that some persons are very intelligent while some are
average and some below the average in intelligence. When the intelligence of a
person is exceptionally below the average this condition is known as mental
retardation or mental handicap. In Hindi this condition is known as #=< gfg and
in Telugu Soodend.

The following 30 statements are given, relating to the mentally retarded or
mentally handicapped persons in general and do not pertain to any particular
individual. If you agree with the statement, please encircle 'YES' and if you do
not agree with the statement, please encircle 'NO'. It is important that you
complete the questionnaire quickly.

1.  The problem of mental retardation is found only in

children. YES NO
2. Individual differences exist among mentally

retarded persons. . YES NO
3. Mental retardation is an Infectious disease. YES NO
4. Some of the mentally retarded persons can be as

energetic as normal persons. YES NO
5. Mentally retarded persons are able to manage

themselves to some degree. YES NO




10.

11.

12.

13.

14.

15.
16.
17.

18.

19.

Mental retardation is mental illness.
Mentally retarded persons can be fully cured.

Most of the mentally retarded individuals can become
capable of helping other persons in simple tasks.

As the mentally retarded child grows up he would
gradually become normal.

Mentally retarded persons usually remain unhappy.

The problem of mental retardation does not exist in
our society. '

The condition of mental retardation may not

always be transmitted from parents to children but
can also be caused by factors during pregnancy, after
birth, during childhood or adolescence.

Mental retardation is due to fate or Karma.

Children suffering from fits may not suffer from
mental retardation.

A mentally retarded child is born due to the sins of parents.

Mentally retarded individuals are disobedient.
Mental retardation is due to black magic or spells.

Mental retardation is caused as an effect of Lunar
ecilpse at the time of pregnancy or birth of the child.

Accidents, high fever, fits, causing brain damage in
childhood may cause mental retardation.

YES

YES

YES

"YES

YES

YES

YES

YES

YES

YES

YES

YES

YES

YES

NO

NO

NO

NO

NO

NO

NO

NO

NO

NO

NO

NO

NO

NO
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20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

Malnutrition in pregnant women can cause mental
retardation.

Medicines only can cure mental retardation.

The mentally retarded individuals require continuous
training to learn various simple activities.

Marriage can cure a mentally retarded person.

Many of the mentally retarded persons are capable
of looking after their basic needs.

Traditional healers, poojaries can cure mentally
retarded persons.

The only solution to the problem of mentally retarded
person is to put him in a residential school / hostel.

Involvement of the parents is essential in the training
of the mentally retarded child.

Mentally retarded individuals will not improve without
any amount of training.

A mentally retarded individual can become as capable
as a normal individual.

Love alone will not benefit a mentally retarded
individual.

YES

YES

YES

YES

YES

YES

YES

YES

YES

YES

YES

NO

NO

NO

NO
NO
NO
NO
NO
NO
NO

NO
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