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ABSTRACT 

Studies published in journals in the West have never looked at problems of the 

stigma of mental retardation in India. Most studies so far have focussed on stigmas in 

general, but have not investigated it along with family coping strategies and culture. 

Those studies that have discussed both stigma of mental retardation and culture have 

usually been based on a non-Indian sample. 

This thesis used a conceptual approach to study the effect of the stigma of 

having a mentally retarded child on Indian families, and also the coping abilities and 

strategies caregivers employed. Information regarding discriminatory experiences, 

stigmatisation, family and social support, and coping strategies and abilities of the 

respondents was gathered using a questionnaire. 

A majority of families claimed to have experienced stigmatisation through 

socially discriminating behaviour expressed by "normal" non-stigmatised parties. The 

discrimination faced was largely at the hands of a prejudiced society, one with its 

roots in the ancient Hindu caste system. While the extended family in Indian culture is 

usually no different from the immediate family, data showed little financial or moral 

support from them. For those who were members of a parental self-help group, a 

source of moral support was readily available in the form of other similarly affected 

parents of mentally retarded children. Few caregivers had much help from their own 

family members in looking after their retarded children as well as in peliorming 

household tasks. Many respondents were solitary in their struggle, with the spouse 

and other children being present in most cases but not always helpful. The coping 

strategies they used were more family-oriented as well as centred around the mentally 

retarded child, but very little coping involved self-related strategies (e.g. developing 

hobbies, being well-dressed, etc.). 
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CHAPTER ONE: INTRODUCTION 

PART I: STIGMA & ASSOCIATED CONCEPTS 

Stigma is a concept that is universal, present in cultures all over the world. Not least 

of the stigmas discriminated against is that of mental disability. For example, in 

Hungary if one is diagnosed with a mental disorder, one's identity card is taken away 

and one is often denied everyday activities, even that of borrowing a book from a 

library. Throughout the world mentally disabled people face pervasive discrimination, 

abuse, neglect and segregation from society. According to the WHO (Macan-Markar, 

2001) an estimated 400 million people suffer from mental or neurological disorders of 

which some 60 million are afflicted with mental retardation. In India there is a 

mentally ill population of over 20 million people (Basu, 1999). But because of the 

stigma associated with mental disability and the associated discrimination, the 

mentally disabled have been kept from receiving proper care. People with mental 

disabilities are often "hidden", kept a secret that no one wants to acknowledge or talk 

about (Macan-Markar, 2001). 

In India stigma is a part of our everyday lives and the stigmatization and poor 

treatment of the mentally ill is a common phenomenon. In 1999 a 35-year-old man 

was discovered chained to a wall in his house in a busy residential area in Bangalore 

(India). Inquiries revealed that he was mentally ill and as a result his family had 

chained him up for 18 years in a small room, its only window kept tightly shut (Basu, 

1999). 
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The phenomena of social stigma are all around us, even among young children. And 

many of us would have at some point in time experienced (how ever temporary or 

benign) some form of discreditation and been momentarily stigmatised by our deviant 

status (e.g., having acne). 

In the case of the mentally retarded, whatever the extent of retardation may be, the 

social stigma of retardation is so severe that they have to hide their mental status or 

else normal life in society is impossible (Jones, Farina, Hastorf, Markus, Miller, Scott, 

& French, 1984). The impact of stigma is not limited to the affected individual alone. 

Families also report lower self-esteem and strained relationships with other family 

members because of stigma (Lefley, 1992; Wahl & Harman; 1989, all cited in 

Corrigan & Penn, 1999) and may be the victims of a "courtesy-stigma" (stigmatised 

through association with their mentally ill family member; Goffman, 1963). 

This thesis seeks to explore and understand the phenomenon of social stigma as 

experienced by families of mentally retarded individuals in India. India, with its 

history of the caste system, has known the concept of stigma for centuries. Few 

studies, however, have been done to reveal the ubiquitous nature of stigma in India; 

and even fewer studies on the stigma associated with mental retardation. Information 

on how Indian families with mentally retarded children face discrimination and also 

cope with other problems associated with the disability is largely unavailable. This 

thesis also undertakes to evaluate various coping strategies used by such families. In 

order to understand and explain the concept of stigma and associated concepts a 

literature review will examine various studies and essays on the topic. This will be 
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followed by a section on families and how they cope. Then subsequently the proposed 

study will be discussed. 

Stigma and Stigmatisation 

The term "stigma" was used by Goffman (1963) to refer to that attribute of an 

individual that is deeply discrediting and lessens a person's self-value. The bearing of 

the stigma creates a situation whereby an individual is denied full social acceptance 

(Goffman, 1963). Link and Phelan (2001) defined stigma as the co-occurrence of 

labelling, stereotyping, separation, status loss, and discrimination processes. 

According to Farina, Allen, and Saul (1968), stigmata are a variety of conditions that 

have the common element of degrading the afflicted person. They also have the 

potential of affecting social interaction between two people: the stigma of the afflicted 

person does not allow smooth interaction and it would be characterised by tension and 

uncertainty on both sides about choosing the right things to say and do. 

Stigmatisation is the social rejection of a person through the devaluation of his/her 

identity. Exclusion is a function of stigmatisation through which a solution is found to 

problems of sociality - also a function of the process of "natural selection", whereby 

we are able to avoid potentially communicable pathogens (Goffman, 1963; Kurzban 

& Leary, 2001). 

According to Crocker, Major, and Steele (1998), stigmatisation is a situational threat. 

It is a predicament wherein a person bearing a stigma could be treated and judged 
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according to the influence of his/her stigma. Such a situation, they argue, is similar to 

a nonstigmatised individual who faces self-threats, and the coping mechanisms that 

are utilised are the same. 

According to Jones et al. (1984), avoidance is at the heart of the stigmatising process. 

"Markers" or stigmatisers cope with the revulsion, discomfort, or hostility they feel 
) 

towards "marked" individuals by minimising social contact and interaction. 

The theory that stigma is based on the exclusion - partial or complete - of the 

individual who is not "normal" springs from the concept that human beings may 

possess a fundamental need to belong (Baumeister & Leary, 1995; cited in Kurzban & 

Leary, 2001). This is accented by the fact that those who feel socially alienated or 

rejected are susceptible to a variety of behavioural, emotional, and physical problems. 

In the case of social stigmatisation, social rejection is based on the shared values or 

preferences of groups of individuals (Kurzban & Leary, 2001). These shared ideals 

provide a basis for the systematic rejection of certain individuals who possess 

particular characteristics that are undesirable, or belong to a particular group that is, 

for some reason, unacceptable within a given community. Examples of such groups 

that have been known to be "excluded" are the mentally retarded, homosexuals, 

epileptics, HIV/AIDS patients, and cancer patients, as well as members of various 

racial, ethnic, and religious groups (Kurzban & Leary, 2001). The study that will be 

described in this thesis seeks to understand this phenomenon as it occurs in India with 

families of the mentally retarded, because they are a group easily discriminated 

against in the already segregation-prone Indian society. 
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Problems of stigmatisation are most likely to arise in interactions between the 

stigmatised and nonstigmatised when those interactions are not structured, when the 

social roles of the participants are not clearly defined, and when norms for apt 

behaviour are unclear (Crocker et al., 1998). The prejudice and discrimination that 

could follow arise during such social situations wherein deviant attributes of an 

individual become evident - that she/he does not possess certain characte1istics that 

are socially expected (Goffman, 1963; Kurzban & Leary, 2001). Thus, the person's 

social identity is spoiled as she/he is automatically then assumed to be incapable of 

fulfilling the role requirements of social interactions (Kurzban & Leary, 2001). 

As MacKeith (1973; cited in Gallagher, Beckman, & Cross, 1983) suggested, 

attitudes of others towards them or their handicapped child cause parental 

embarrassment and subsequent social withdrawal. If a handicapped child is placed in 

a mainstream educational institution, parents are reminded daily of the differences 

between their child and the other "normal" children. In addition they may be forced to 

share the stigma of the handicap with their child and may not feel respected or 

accepted by other parents. 

A stigmatised individual is one who possesses an attribute to which people respond, 

that makes others evaluate him/her as unsuitable for participation in social interaction, 

and leads others to give them a devalued social identity. This suggests that 

stigmatisation occurs when an individual is negatively evaluated. Kurzban and Leary 

(2001), however, suggested that while negative evaluation might occur with anyone 

and is an inevitable part of life, what makes it stigmatising is the evolutionary 

associations it has with adaptation. 
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Because of potential fitness costs and benefits associated with evolution, human 

beings have evolved exclusionary mechanisms that enable us to solve various 

adaptive problems of sociality. Together the behavioural manifestations of these 

exclusionary mechanisms generate the phenomenon that is stigmatisation (Kurzban & 

Leary, 2001). Kurzban and Leary (2001) argued that "characteristics that lead to 

stigma-based social exclusion are nonarbitrary and derive from evolved adaptations 

designed to cause people to avoid interactions that are differentially likely to impose 

fitness costs" (pg. 188). Personal rejections based on idiosyncratic preferences would 

not be considered stigmatisation. 

Dimensions of Stigmatisation 

In order to understand what causes an attribute or characteristic to become a shameful 

stigma, the following is a description of the dimensions of stigmatisation. These are 

certain mediating aspects of a stigma that cause or bring about the consequences of 

stigmatisation, prejudice and discrimination. 

a) Visibility: - In considering dimensions of stigmatisation and factors that contribute 

to the severity of stigmatisation, Kurzban and Leary (2001), based on reviews by 

previous researchers (Frable, 1993; Jones et al., 1984), suggested that visibility is a 

key factor in the mediating of stigmatisation. That is, the more visible a deviant 

attribute of an individual is, the greater its negative impact on interactions, and by 

lessening the conspicuousness of the affliction, one could improve social relationships 

(Jones et al., 1984). Thus, of those who are physically stigmatised, those whose 
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deformities are more conspicuous have more of an impact on the perceiver than those 

whose disabilities are less visible. It may be noted, however, that although visible 

marks may lead to stigmatisation, the one who causes the mark to be borne could be 

reversed. In other words a stigmatising attribute may be forced onto an 

individual/group. For instance, the Nazis stigmatised the Jews, forcing them to wear 

the Star of David to identify themselves; similarly the Untouchables in India were 

made to abide by certain clothing proscriptions. 

b) Controllability: - Another important factor is 'controllability', which refers to the 

nature of origin of and the degree to which the stigmatising attribute can be changed. 

Data seem to suggest that the extent to which the mark is perceived to be under the 

control of the victim correlates with negative attitudes and behaviours toward the 

individual (Crandall, 1994, 1994; Crandall & Biernat, 1990; Crocker et al., 1993; 

Pullium, 1993; Rodin, Price, Sanchez, & McElligot, 1989; Weiner, Perry, & 

Mangnusson, 1988; all cited in Kurzban & Leary, 2001; Crocker et al., 1998). That 

is, stigmatising conditions can be controlled when the stigmatised individual is 

responsible for the condition (Crocker et al., 1998). Even so, in some cases, those 

whose conditions are not controllable are still harshly stigmatised, such as the 

mentally ill or physically disabled (Albrecht, Walker, & Levy, 1982; Mehta & Farina, 

1997, all cited in Kurzban & Leary, 2001). The case holds true also with the 

stigmatisation of members of racial and ethnic groups and low ranking members of 

hereditary caste systems who clearly are not in control of their social group 

membership: For many stigmatising conditions, who or what is responsible for it and 

the extent to which it can be controlled is not known. For example, in the United 

States people are evenly split between believing sexual orientation to be a lifestyle 

choice and believing it to be a biological condition over which people have little 
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control (Ernulf, Innala, & Whitman, 1989; Whitley, 1990; all cited in Crocker et al., 

1998). This suggests that although controllability is important to certain cases of 

stigma, it is not always relevant. 

Corrigan and Penn (1999) argued that stigmatising attitudes towards the mentally ill 

are more condemning than those towards people with physical disabilities. Unlike 

physical disabilities, people with mental illness are perceived to be more in control of 

their illness and therefore responsible for it (Weiner et al., 1988; cited in Corrigan & 

Penn, 1999). People with severe mental illnesses have been categorised on the same 

level as people with drug addiction problems, prostitution, and criminality (Albrecht, 

Walker, & Levy, 1982; Skinner, Berry, Griffith, & Byers, 1995; all cited in Corrigan, 

1999) 

c) Disruptiveness, aesthetics and danger: - Disruptiveness, aesthetics and danger 

are three other dimensions that have been identified as important to the functions of 

stigmatisation. Deviant attributes tend to be disrupting, for example, a mentally ill 

person disrupts the course of normal social interactions. Aesthetically, the less 

attractive the individual is the more she/he is avoided; data for which have been 

collected over the last decade or so (Grammer & Thornhill, 1994; Orians & 

Heerwagen, 1992; Singh, 1993; Singh & Young, 1995; Symons, 1995; Thornhill, 

1998; Thornhill & Gangestead, 1993; all cited in Kurzban & Leary, 2001), and while 

danger is understandably avoidable, how one would estimate potential danger in an 

interaction is not very clear. 
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What makes one a candidate for exclusion is (a) unpredictable goals and behaviour, 

(b) a known history of cheating (e.g., trying to pass as normal through concealing of 

one's disability in some way), and (c) evidence of little "capital" in the form of social 

or economic resources. Some of the mentally ill behave in unpredictable ways 

(Goffman, 1963), and their future actions cannot be inferred from any usual cues that 

normally signify one's intentions. This explains in part why the mentally ill are often 

seen as "unpredictable, dangerous, and untrustworthy" (Mehta & Farina, 1997; cited 

in Kurzban & Leary, 2001). And once a person is categorised and labelled, further 

perceptions of the individual are guided by the connotations of the label. How and 

whether these factors are evident in the stigmatisation of the mentally retarded in 

India will be examined in the study undertaken in this thesis. Experiences of families 

of the mentally retarded will illustrate whether the label of mental retardation, with 

the associated deviant behaviours, causes this group of people to be negatively 

perceived and socially rejected. 

As stated above, the stigmatised person is stigmatised because she/he possesses a 

certain attribute that conveys a social identity that is devalued in some way. Crocker 

et al. (1998), however, argued that it is the belief that the person possesses the 

attribute, either by the stigmatised or others, rather than the actual possession of it that 

leads to the stigmatisation. They also emphasised the difference between bearing a 

stigma and being deviant. Although deviance from a norm can include the very rich as 

well as the very poor, being rich does not mean you are stigmatised. Thus, deviance 

can be either valued or devalued, unlike stigma, which always conveys a devalued 

social identity. Furthermore, one can be stigmatised and devalued without being 
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deviant - such as women in many cultures who are not deviant but are still not valued 

and are stigmatised. 

Functions of Stigma 

The universal and ubiquitous nature of social stigma suggests a functional value for 

the individual who stigmatises, his/her group, or society, or for all these. Following 

are an evolutionary view and a socio-psychological view of the functions of stigma, 

that try to explain why the human species seem almost inherently programmed to 

discriminate and stigmatise. 

The evolutionary perspective: 

Kurzban and Leary (2001) built the case for stigmatisation and exclusion as an 

adaptive function by elaborating on research carried out with animal species. 

Examples of social exclusion are found in bird species, baboons, lions, and 

chimpanzees amongst various other species. Territoriality, establishing of social 

hierarchies, and intergroup conflicts are the kinds of social exclusion most frequently 

found in nonhuman samples, illustrating that the tendency to discriminate is present in 

species other than human. Thus, Kurzban and Leary (2001) believed that the human 

psychology of social exclusion may also have been shaped by similar adaptive forces 

that are characteristic of the above animal samples. 
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Because we are an essentially social species, we engage in a variety of interactions 

from economic to personal. And because of the need to maximise benefits and 

minimise costs, we need to be selective about whom we interact with. 

Thus: 

1. We avoid interaction with individuals who are poor social-exchange partners, 

and who pose more cost risks than social benefits; 

2. In coalitional groups we prevent weaker individuals from reaping the benefits 

of a locally dominant group; 

3. We are adapted to avoid individuals whom we perceive as potential pathogen 

carriers. 

In their book on social stigma, Jones et al. (1984) cited an example from Van Lawick 

Goodall's 1971 account of the reactions of a group of chimpanzees to another whose 

legs were paralysed. Their initial response was that of fear, finding comfort in each 

other, then avoidance, and then outright attack. The ostracised (male) chimp had no 

idea why he was being left out, and when he made an attempt at socialisation (when 

they were grooming each other), the others swung away, completely isolating him. 

This account by Goodall demonstrates that it is not just the human species that has 

evolved an ability to stigmatise; that stigmatisation is not entirely a socialised process, 

but is also an evolved adaptation. 
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Kurzban and Leary (2001) argued that we have evolved certain checks or "brakes" on 

our sociality, so as not to be at a selective disadvantage. Natural selection directs all 

one's efforts towards being productive, and so the limits on sociality. Thus, in a way 

there is an adaptive necessity to be discriminating in one's selection of partners for 

various types of social interaction. And this need to discriminate, they suggested, 

might play an important role in generating the stigma phenomenon. 

The socio-psychological perspective: 

Crocker et al. (1998) suggested that the functions of stigmatisation are those of self

enhancement, social identity enhancement, self- and system justification, and an 

anxiety-buffering or terror management function. All these functions use a 

"downward comparison theory". The self-enhancement function discriminates against 

a downward comparison target that is worse off than the self. By feeling superior to 

the devalued target, one enhances one's own self-esteem .. 

Similar to the self-enhancement function is the social identity or in-group 

enhancement function whereby derogating out-groups contributes to maintaining a 

positive social or collective identity. Discriminating against out-groups and enhancing 

in-groups relative to out-groups also enables a downward comparison process, and 

one feels that one's group is superior. This in-group superiority in tum justifies the 

discrimination against the out-groups. 

System justification is the legitimation of unequal group status in society. People of 

higher status may stigmatise those of a lower status to justify their advantages (Jost & 

Banaji; cited in Crocker et al., 1998). By justifying the system in this way, one is able 
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to feel that one deserves one's privileges, and the system that one benefits by is fair. 

For example, India's caste system whereby one enjoys the privilege of birth when one 

is born a high caste Brahmin (as compared to the low caste Untouchable). In contrast 

to the previous two functions, system justification also explains why there is 

widespread agreement within a culture regarding the groups to be devalued. This 

approach also accounts for the acceptance of negative stereotypes about one's own 

group. By both the advantaged and disadvantaged believing that the system is just, 

intergroup conflict is minimized. 

Here Crocker et al. (1998) emphasised that it is important to avoid defining social 

stigma according to the subjective viewpoint of the stigmatised because those who 

may have a devalued social identity may not see it as so and may see their situation as 

fair and legitimate, and not feel stigmatised because they accept the legitimating 

myths perpetuated by their culture. In other words, they believed that it is important to 

have objective measures to define social stigma that do not rely on the individual's 

perspective alone. 

Yet another function that social stigma may serve is that of providing a buffer against 

existential anxiety. In other words, it is one way of dealing with the fact that we are 

all mortal and the anxiety that comes of such a realisation. According to this theory, 

we need a cultural worldview that imposes order and meaning on a world that is 

otherwise random and seemingly senseless, so as to have value as human beings and 

individuals. When there is such a framework, those who are different and deviate 

from social n01ms are rejected, resulting in social stigma. These deviants threaten our 

perception of reality and the validity of our worldview. For example, individuals with 
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"abominations of the body" (Goffman, 1963) may be stigmatised because they remind 

us of the possibility of pain, tragedy and death. 

The Predicaments of the Stigmatised 

In order to understand what the stigmatised go through, it is important to understand 

the experiences of prejudice and discrimination that they may face on a day to day 

basis - in the form of insults, rejections, or even overt hostility. Following these 

experiences there are three other aspects worth noting: awareness of their devalued 

social identity, the threat of stereotype, and attributional ambiguity - these 

predicaments represent states of mind that the experiences of stigmatisation may 

create in the stigmatised (Crocker et al., 1998). 

Fiske (1998) discussed the various aspects of stereotype, prejudice, and discrimination 

that are still prevalent in the twenty-first century. Throughout the world there has been 

bloodshed and all sorts of outrages under names such as ethnic cleansing. There may 

have been changes in the statuses of various historically excluded groups, however, 

despite social scientists' deeper understanding of these processes, stereotyping, 

prejudice and discrimination still persist. 

Gordon Allport (1954; cited in Fiske, 1998) claimed that social categorisation is 

driven by context. He said humans tend to categorise objects and people in their 

world, and that to prejudge is completely normal. Just as we categorise furniture into 

chairs and tables, so do we group people into in-groups and out-groups. This core 

insight, suggested Fiske, still sustains most current theories of stereotyping, prejudice, 
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and discrimination. After 50 years or more of research on stereotyping, prejudice, and 

discrimination, Fiske considered that automatic categorisation and automatic 

associations to categories are the major culprits in the endurance of bias. 

Prejudice and discrimination:-

When one has been stigmatised, the experience presents the ever-present possibility 

that one may at any time be the target of discrimination and prejudice (Goffman, 

1963). 

Prejudice and discrimination are threatening to the self at different levels. On a 

practical level, they create barriers to obtaining resources such as employment and 

housing, etc., which threatens the well-being and comfort-levels of the stigmatised. 

On a more psychological level, the prejudice and discrimination convey a disregard 

for one's social identity and of one's worth as a person. 

Awareness of the negative value of one's self-identity is a threat to one's personal and 

collective self-esteem. Especially if the devaluation is justified by society in some 

way and the stigmatised think that the devaluation is just, then it becomes an even 

greater threat to one's personal sense of self-worth. The study in this thesis will 

explore this threat in terms of Indian families' /caregivers' success in coping 

strategies. Given the cultural leaning towards discrimination, and the general 

acceptance of one's place in society, the question is that of the caregiver being able to 

maintain his/her integrity and self esteem while at the same time taking care of the 

mentally retarded child as well as coping with the stigma associated with him/her. 
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Prejudice, suggested Fiske, comes from two intergroup contexts: group threats and 

direct contact. Pettigrew and Meertens (1995; cited in Fiske, 1998) suggested that 

prejudice occurs when there is perceived threat to one's group, with a focus on 

relative gains, jobs, and welfare. In the case of direct contact, close personal contact 

can evoke highly personal prejudice. The differences in interacting with members of 

an out-group can cause anxiety, discomfort, and irritation. 

Where discrimination is concerned, the primary underlying process is a self-fulfilling 

prophecy, whereby the perceiver's stereotypes and prejudices, their treatment of the 

target, induce the target to behaviourally confirm those stereotypes and prejudices. 

People express their prejudice by avoiding the out-group member or by 

overcompensating. Discrimination can also be of two types: one is "hot 

discrimination", based on disgust, resentment, hostility, and anger; the other, "cold 

discrimination", based on stereotypes or beliefs about an out-group - and its aspects 

such as interests, knowledge, and motivations (Fiske, 1998). 

Stereotype threat:-

Social psychologists view stereotypes as knowledge structures that are learned by 

most members of a social group (Augoustinos & Ahren, 1994; Esses, Haddock, & 

Zanna, 1994; Hilton & von Rippel, 1996; Judd & Park, 1993; Krueger, 1996; Mullen, 

Rozell, & Johnson, 1996; all cited in Corrigan & Penn, 1999). Stereotypes are 

efficient means of categorising information about social groups and allow people to 

quickly generate impressions and expectations of individuals who belong to a 

stereotyped group (Hamilton & Sherman, 1994; cited in Corrigan & Penn, 1999). But 

knowledge of a set of stereotypes does not necessarily preclude endorsement of them 
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or the use of them in a discriminatory manner. (Jussim, Nelson, Manis, & Soffin, 

1995; cited in Corrigan & Penn, 1999). Jones et al. (1984), however, defined 

stereotypes as "overgeneralised, largely false beliefs about members of social 

categories that are frequently (but not always) negative." Stigma may be viewed as 

another term for negative stereotyping. In terms of mental illness, stigmas represent 

poorly justified knowledge structures that lead to discrimination (Corrigan & Penn, 

1999). Such beliefs, however false, affect the holder's relations with the bearer of the 

stigma. Because stereotypes are usually pervasive in the culture, the stigmatised are 

likely to be aware of the stereotype that others hold of their group. For example, lower 

caste Hindus are likely to be aware that the stereotype held of them describes them as 

being intellectually inferior and physically unclean/impure. The awareness of the 

negative stereotype of oneself then is called "stereotype threat" (Steele & Aronson, 

1995; cited in Crocker et al., 1998). It is a situational threat, wherein the person with 

the stigma is aware of the stereotype that would apply to her/him. Thus in order to 

feel the threat the stigmatised is aware of the stereotype and its domains of 

applicability. Susceptibility to stereotype threat comes with caring about the domains 

of applicability and is also accompanied by a threat to self-importance (Crocker et al., 

1998). In India social acceptance and family support are the key domains of a 

person's life. The study in this thesis will examine how attitudes of relatives and 

friends affect the experience of stigmatisation by Indian families with mentally 

retarded children. 

Attributional ambiguity:-

Another interesting aspect of stigmatisation that Crocker et al. (1998) discussed is that 

of attributional ambiguity. This occurs when a stigmatised person is unclear whether 
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the treatment she/he receives from a nonstigmatised person is attributable to prejudice 

or some other motive. For instance, negative treatment could be attributable to either 

one's lack of merit, poor performance. Or, alternatively, it could be due to prejudice 

based on one's devalued social identity. Similarly, positive outcomes may also be 

attributionally ambiguous for the stigmatised. Here reasons for positive behaviour 

from others could be genuine feelings of respect or admiration. On the other hand 

they might just be avoiding appearing prejudiced and trying to reflect egalitarian and 

nonprejudiced values. It is no joke then that it should be less threatening to self

esteem to be sure that a rejection is the result of prejudice than to wonder if it might 

have been due to prejudice (Crocker et al., 1998). Thus, attributional ambiguity is 

threatening to the self when positive events occur, or when negative events occur that 

cannot be confidently attributed to prejudice. 

Thus, facing prejudice and discrimination, experiencing a devalued social identity, 

experiencing the stereotype threat and facing attributional ambiguity all may have 

serious impacts on a stigmatised individual's self-esteem and self-worth, as well as 

the esteem and worth of his/her social group. 

Coping with Stigma 

As is natural in any kind of predicament, those who are stigmatised actively attempt 

to cope, instead of accepting passively what is set down to them. Just as 

nonstigmatised individuals cope with various kinds of threats m their lives, the 

strategies adopted by the stigmatised are adaptive as well and are not necessarily 

interpreted as pathological, as might be expected. 
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Crocker et al. (1998) suggested three strategies of coping that stigmatised people use 

to cope. 

1. Attributions to Prejudice and Discrimination: 

A major threat of stigma is that of hurting one's individual and collective self-esteem. 

In order to avoid this threat, the stigmatised individual attributes all negative 

outcomes to negative causes such as prejudice and discrimination. Questions arise as 

to whether in personal matters, stigmatised individuals are likely to attribute negative 

behaviours and outcomes and reactions of others to their stigma rather than to 

anything else simply because it is more plausible than non plausible. According to 

Crocker et al. (1998), studies show that stigmatised individuals seem to be sensitive to 

information in their environment that could affect the likelihood of negative reactions 

or evaluations of others being due to prejudice and discrimination. Other studies 

(reviewed by Crocker et al., 1998), however, show that while stigmatised individuals 

could actually be experiencing disc1imination and prejudice, they may be reluctant to 

admit it, as there are several costs associated with attributing negative outcomes to 

prejudice and discrimination. While on the one hand it serves as a protective 

mechanism for one's self esteem associated with one's performance, on the other it 

may lower one's self-esteem and decrease perceived control over one's outcomes. 

Similarly, the admission of attribution of negative outcomes to prejudice and 

discrimination might also prove costly where interpersonal and working relationships 

are concerned, regardless of whether the stigmatiser was aware or unaware of his/her 

discriminating actions. 
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What makes the stigmatised more willing to attribute negative outcomes to prejudice 

and discrimination? Crocker et al. (1998) suggested that perceived stigmatisation of 

oneself and one's group might be one such factor. For example, some studies (cited in 

Crocker et al., 1998) revealed that black students were most likely to perceive 

themselves as targets of discrimination than were Latinos, who in turn were more 

likely to see themselves as targets of discrimination than were Asian students; the 

least discriminated against - in their own opinion - being the white students. 

Another factor that may affect the willingness to attribute one's negative outcomes to 

discrimination and prejudice is perceived controllability of the stigma itself. Those 

who believe that the stigmatising condition is within their control, or is their own 

fault, are less likely to blame any negative outcomes associated with the stigma on 

prejudice and discrimination, because they feel they deserve these outcomes (Crocker 

et al., 1998). 

One of the main reasons that the caste system in India has lasted as long as it has is 

that the lower castes themselves perpetuate the notion that it is "right" or justifiable. 

They accept foul treatment at the hands of the upper-castes, while simultaneously 

discriminating against those of a lower caste than themselves (Guru & Sidhva, 2001). 

2. Social Comparison: 

A second coping mechanism that could be employed is that of social comparison. By 

restricting their social comparisons to others who share the same stigmatised status, 

stigmatised 'individuals tend to compare themselves with similar others whose 

outcomes could be equally poor. Comparison of oneself with members of out-groups 
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could be damaging. Awareness that there are those who are better off than oneself 

with respect to valued attributes, abilities, or outcomes, is a threat to one's self 

esteem. And awareness that other groups are better off than one's own poses a threat 

to collective self-esteem. 

In-group social comparisons also occur because of proximity: either through enforced 

discrimination (housing, schooling, etc.) these individuals are brought together, or 

through preference to interact with people of one's own in-group. The similarities that 

these individuals share are another basis for in-group comparison: outcomes and 

performances within the in-group are likely to be regarded as informative and 

diagnostic when evaluating one's own outcomes or abilities. The function that in

group comparison serves is that of self-protection. By not comparing themselves with 

out-groups members, they are protecting themselves from painful consequences for 

their self-esteem. 

Social comparisons m the service of self-protection can be injurious to the 

stigmatised, though. While there are threats posed by negative interpersonal and 

intergroup comparisons, the making of these comparisons does increase the likelihood 

that the disparities are noticed and acknowledged as injustices (Major, 1994; cited in 

Crocker et al., 1998). 

3. Psychological Disengagement and Disidentification: 

The threat that stigmatised individuals may feel in stigma-threatening situations can 

also be dealt with through a disengagement of one's self-esteem from the outcomes 

in a given domain or context. If one refrains from evaluating oneself in a domain, then 
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the outcomes in that domain become less relevant to one's self-esteem. Eventually, 

through consistent disengagement, one is able to form a disidentification - a chronic 

disengagement - in response to the chronic threat of stigmatisation in a domain. 

Central to the disengagement/disidentification hypothesis is the extent to which an 

individual values the domain or dimension. Psychological disengagement and 

disidentification are most likely to occur when a stigmatised individual experiences 

negative outcomes as a result of prejudice/discrimination, or as a result of his/her 

performance being undermined by a stereotype threat, and when success is made 

impossible because of the nature of their stigma. For example, stigmatised people may 

disengage their self-esteem from the opinion of others who are prejudiced against 

them. 

If the social context that led to the initial disengagement is sustained, it eventually 

leads to disidentification. While this strategy provides protection to the self-esteem, it 

can prove to be costly in terms of its potential to undermine motivation. Crocker and 

Major (1989) described the vicious cycle that may occur when discrimination and 

blocked opportunities in a domain lead to a stigmatised individual devaluing that 

domain to protect self-esteem. This in tum produces decreased motivation to achieve 

in that domain. The lack of achievement then is interpreted by others as reflecting a 

lack of ability rather than the reality - blocked opportunities. Thus the person's stigma 

is reinforced and the cycle begins again. 

It should be noted that the coping strategies described above are responses to 

predicaments and their threats. As such they are the same as coping strategies adopted 

by nonstigmatised individuals in response to self-threats. Thus, these strategies are 
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normal, nonpathological, and adaptive. While each strategy has associated costs, these 

costs may be less to the stigmatised individual than the cost of accepting and 

internalising the negative images, devalued identities, and negative outcomes that they 

experience (Crocker et al., 1998). 

Though the immediate response to the concept of the stigmatised is to picture a group 

of miserable, ostracised, indignant, depressed, and bitter individuals, the truth of the 

matter is quite different. Several studies conducted, reviewed by Crocker et al. (1998), 

demonstrate that stigma does not necessarily lead to negative evaluations of one's 

social · group, or low levels of personal or collective self-esteem. In addition, 

stigmatised and other disadvantaged people are also not necessarily unhappy with 

their lives. Depression is the only consequence that has been more prevalent among 

the stigmatised, above any other, with women as a group experiencing higher levels 

of depression. Thus, while some stigmatised individuals and groups may suffer from 

lowered self-esteem, diminished life-satisfaction and depression, there are a majority 

who have positive views of their situations, lives of their groups and so on. The 

suggestion that depression is higher among the stigmatised does, however, 

demonstrate that they are vulnerable to psychological distress. 

As far as stigma affecting self-esteem is concerned, because stigmatising situations 

depend on the specific features of the social context, the effects of social stigma may 

be very powerful, but context-dependent. Thus, stigma has a more "statelike" than 

"traitlike" consequence on self-esteem. Due to varying features of the social context, 

effects of stigma on the self concept result in temporary changes in the aspects of self

concept that are activated (Crocker et al., 1998). 
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PART II: CAREGIVING, FAMILIES, COPING, AND STRATEGIES 

Caring for the Mentally Disabled 

Caring for people with disabilities is an emotion-filled task. It is a task that is 

dominated by the concern to provide an environment of care that meets physical, 

developmental, and psychological needs and fosters the individual's integration and 

well-being in all these areas (Cummins, 2001). Although western ideology holds that 

such care is best available from the family of the disabled person, the effects of the 

responsibilities of the task, and the several demands made on the family, are 

implications that have received far less attention (Cummins, 2001). 

The history of caring for the mentally disabled (as opposed to locking them up with 

no facilities for treatment/care) can be traced back to the 1800s in the USA where 

families were largely responsible for their well-being. Institutionalisation came in 

around the 1880s, but was not always affordable or easily available. But by the 1890s, 

with the view of removing the intellectually disabled from society's sight, institutions 

multiplied and between 1890 and 1910, the number of people with intellectual 

disabilities that were institutionalised quadrupled. By 1969, numbers peaked with 

214,000 people, under 25, living in "institutions for the retarded" in the USA (Boggs, 

1992; cited in Cummins, 2001). 

Alternative thinkers had, however, already begun to question the underlying 

philosophy of institutionalisation in the 1950s. By the 1970s, the impetus for 

deinstitutionalisation was created by people such as Nirje (1970, 1976) and 

Wolfensberger (1972) who advocated better living conditions for the normalising of 

the disabled and less restrictive environments that conformed to general population 
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standards. This was followed by a legal action case that involved violation of patients' 

rights by an institution, providing further impetus to the deinstitutionalisation 

movement. Finally, the ideology of economic rationalism, with an emphasis on "user 

pays", and the withdrawal of government expenditure on human services, ensured the 

last force of change towards deinstitutionalisation. Thus, by the end of the twentieth 

century, most families once again took on the responsibility of caring for their 

disabled members at home. 

Much has changed in the century that went by though, and family structures in the 

west - as well as the east - have undergone changes that have a new impact on the 

caregiving role. In general, families are smaller, containing fewer relatives and 

comprising largely just the primary members. This is highly significant, as now fewer 

people must share the responsibility · of caring for the disabled member. Social 

circumstances too are more complex now with single parents, and mixed or blended 

families (with second marriages and children from previous marriages), all adding to 

the level of difficulty in the task of family management (Cummins, 2001). It is then 

important to note that whatever the social forces that encourage families to take care 

of their own disabled members, they have not taken into consideration the life quality 

of the families themselves. 

According to Cummins' review (2001), data show that most families caring for a 

disabled member have a low quality of life. This is not to say that all families of all 

disabled individuals suff~r, and suffer the same amount. Much also depends on the 

severity of the disability. For instance, a person who is highly dependent, 

unpredictable and non-verbal is much harder to look after and care for, and will also 

have more of a negative impact on quality of family life than a person who is self-
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sufficient to the extent of being able to self-administer insulin shots, for example. 

Thus, the degree and type of disability is a major factor (Cummins, 2001). 

In reviewing various studies in the area of family well-being, Cummins (2001) 

discussed cases for both positive and negative impacts of caring for the disabled at 

home. The case for positive benefits, rests on three foundations: economic rationalism 

- saving money for the state; the fact that not all caregivers are overly stressed - that 

many are able to adapt successfully, and even experience some kind of positive 

impact; and that rewards can be derived from the caregiving experience - people 

believe that their lives have been enriched by their disabled children's presence. 

Cummins (2001) refuted these, however, arguing that economic rationalism does not 

take into account any of the hardships encountered by the family; that the opinion that 

not all caregivers are overly stressed is largely that of the professionals who only 

consider that it is in the best interests of the disabled person to be cared for at home; 

and as far as the caregiving experience being a rewarding one goes, Cummins (2001) 

argued that evidence for such claims is anecdotal, is not supported by empirical 

findings, and as such cannot support this view. 

Although a large amount of research indicates that parents with disabled children 

experience higher levels of stress and depression (Baxter, Cummins, & Yiolitis, 2000; 

Byrne & Cunningham, 1985; Yau & Li-Tsang, 1999), there is a growing body of 

knowledge that counters this with evidence to the contrary showing that a member 

with a disability may actually contribute to the strengthening of the whole family, as 

well as to the quality of life of the individual members (Yau & Li-Tsang, 2001, 1999). 

Researchers who argue that there are positive aspects to caring for the disabled 

individual state conditions under which positive outcomes may be expected to occur. 
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These include personal resources, strong marital relationships, a strong social support 

network, high socio-economic status, and adequate crisis-meeting resources. While 

these may be necessary in order to experience the positive benefits of caring for a 

disabled child/member of the family, it should be noted that they are clearly not 

applicable to the majority of families (Cummins, 2001). India being a third-world 

country, with the majority of the population without access to resources of many 

kinds, the question that arises is what kind of resources do the families of the mentally 

retarded have; how do they affect levels of stress; and are there any positive aspects to 

having to care for a mentally retarded child? 

The Birth of a Mentally Retarded Child - A Crisis 

According to students of family crisis, the family is a social system. Rodgers (1964, 

cited in Burr, 1973) described the family as a "semiclosed system ... which is 

composed of interrelated positions and roles defined by the society of which it is a 

part ... ". It is also assumed here that the system exists to accomplish various goals 

such as reproduction, socialization, and emotionally intimate interaction (Burr, 1973). 

A crisis then, is that event which disrupts the routine operation of the family as a 

social system; the severity of the disruption determines the seriousness of the crisis. 

For over 40 years, families of mentally retarded children have been an area of great 

interest to researchers (Dykens & Hodapp, 2001). The most popular research question 

in literature in this area is 'Are families of mentally retarded children different from 

families of nonretarded children?' and the hypothesis is generally that there are 

usually differences - negative outcomes with special reference to the amount of stress 

experienced by families of mentally retarded children (Stoneman, 1999). 
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In a review of literature on the subject, Gallagher, Beckman, and Cross (1983) 

concluded that families of children with handicaps are often faced with a unique set of 

problems as they attempt to adapt to the presence of the child within the family unit. 

As opposed to the birth of children without disabilities, those born with 

developmental disabilities may impose additional physical, financial, and emotional 

demands on parents (Yau & Li-Tsang, 1999). 

A stressor is essentially a set of circumstances that requires change in an individual's 

ongoing life pattern (Holmes & Rahe, 1967; cited in Gallagher et al., 1983). Hill 

(1958; cited in Gallagher et al., 1983) defined a stressor as any crisis provoking event 

for which the family has little or no preparation. And the presence of a chronic 

disability in a child is a stressor that requires an ongoing coping process (Friedrich, 

Wilturner, & Cohen, 1985). On the basis of this definition, there have been several 

types of responses identified through research and clinical evidence that seem to 

indicate that families of handicapped children experience high amounts of stress 

(Gallagher et al., 1983). 

Just as other individuals and groups do, families under stress also react with 

diminished or improved performances. Different families of children with disabilities 

may react differently from each other depending on a number of interacting factors 

(Dykens & Hodapp, 2001). 

Hill (1949; cited in Burr, 1973) developed one of the first major models of family 

crisis: the ABCX model. Bliefly, it is: 
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The ABCX MODEL 

A (the stressor / stress-causing event)- interacting with B (the family's crisis-meeting 

resources) - interacting with C (family's definition / perception of the event) -

produces X (the crisis). According to Hill, factors B and C, or the family's resources 

and perception, are to be seen in terms of the family's structures and values. The main 

idea here is that the outcome X is determined by several other phenomena apart from 

the initial stressor event. 

The stressor event, such as discovering that their child is severely mentally retarded, 

is an event that produces change in the family social system. It changes some aspect 

or other of the system such as the boundaries, structures, goals, processes, roles, or 

values, and can produce a certain amount of stress in the system (Burr, 1973). 

The major contribution of Hill's formulation is the two variables that influence the 

relationship between the stressor event and the amount of crisis that results. The B 

factor, or the crisis meeting resources of the family, denoted variation in a family's 

ability to prevent a stressor event of change from creating some amount of crisis or 

29 



disruptiveness in the system. Thus, it is also the vulnerability to stress, which 

influences the effect of the stressor on the crisis. 

It is with this B factor that a part of the present study is concerned. What Hill and 

others termed the crisis-meeting resources, is largely associated with what in this 

study is termed the coping abilities - of the Indian families with mentally retarded 

children. 

Factor C of Hill's model is the definition that the family makes of the stressor event. 

It would seem that such a definition would be made from a subjective perspective and 

deals with defining the change in the system as easy or difficult. Burr (1973) 

suggested that the definition the family makes of the severity of the changes (brought 

about by the stressor event) in the family social system influences the family's coping 

abilities (vulnerability to stress). 

The X factor then may be termed the amount of stress as it denotes a variation in the 

amount of disruption (e.g. incapacitation to disorganisation) in the family social 

system (Burr, 1973). 

According to Minnes (1988; cited in Dykens & Hodapp, 2001) the ABCX model is 

dynamic and can be expected to change over time. Faced with the stress and other 

simultaneously occurring life events and changes, there are differences in the way 

families survive, some growing stronger while others grow weaker and even dissolve. 

In understanding this variability in family response to chronic illness and other 

stressors, Patterson & McCubbin advanced the Double ABCX Model of Family Stress 

(Patterson & McCubbin, 1983). This model provides a way of viewing family efforts 

over time in adapting to various stressors through the use of various family resources 
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and perceptual factors. It accounts for the fact that crises are not one-time events but 

evolve and are resolved over a period of time (Golby & Bretherton,1999). 

Double ABCX Model 

~ 
God 
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~ 
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Figure 2 - The Double ABCX Model 

The first part of the model is as explained above in Hill's ABCX Model. The second 

part is as follows. The factor. aA is the pile-up of various demands and changes that 

emerge as a result of a previous stressor (e.g. diagnosis of cerebral palsy). These 

strains are hard to resolve and become chronic strain. Factor bB include two general 

types of resources: those that are already in place and new resources that emerge in 

response to new demands (e.g. learning about cerebral palsy and finding medical 

help). Factor cC suggests two forms of perception. The first is the family's perception 

of the stresso.r (e.g. viewing the chronic illness as shameful), the second 'C' suggests 

that over time families that manage to constructively deal with the stressor will 

redefine the total situation. This means redefining the situation in terms of a 
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"challenge" or "opportunity" in order to usefully facilitate family copmg and 

adaptation (Patterson & McCubbin, 1983). 

The Double ABCX Model suggests that coping is the central process in adapting and 

achieving an organised and balanced family system. Coping emerges out of the 

several demands on the family and involves an interaction of resources, perception, 

and behavioural responses (Patterson & McCubbin, 1983). 

Giving birth to a child with disabilities is potentially a stressful event as it involves 

the disappointment and the violation of parental expectations. The expectations that 

rise through the months of pregnancy, of the perfect, idealised child, when lost are the 

loss of the child of one's dreams, though not the child itself (Dykens & Hodapp, 

2001). 

Factors associated with the child that contribute to the stress experienced by parents 

include the age of the handicapped child. It may be that as age increases, the 

handicapped child becomes more difficult to handle and the differences between the 

child and its peers become more conspicuous (Bristol, 1979; Farber, 1959, cited in 

Gallagher et al., 1983). Other problems faced by parents/families of handicapped 

children include increased financial difficulties, decreased social mobility, fatigue, 

and a variety of negative emotions such as depression, guilt, anger, and anxiety 

(Gallagher et al., 1983). 

Another factor thought to influence the level of stress of the parents is the diagnostic 

category of the child. When Holroyd and McArthur (1976) compared parents of 

children with autism, children with Down's syndrome, and children who were 

outpatients in ·a psychiatric unit, they found that families of autistic children reported 
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the most overall stress. Further investigation by Bristol (1979; cited in Gallagher et 

al., 1983) showed that sex of the child was also associated with parental stress, along 

with other individual characteristics such as degree of dependency or incapacitation, 

and so on. 

Parents' and Families' Reactions to the Birth of a :Mentally Retarded Child 

A family's reaction to the advent of a retarded child into its midst may vary from the 

individual family unit, their religious orientation, to whether or not the child was 

wanted in the first place. Chinn, Drew, and Logan (1975) suggested that the advent of 

any newborn represents some degree of intrusion in the family setting. When the child 

is retarded, the intrusion is intensified. Such a child requires more attention, care, and 

possibly is a greater expense to the family. The normal attention and time spent by 

spouses on each other and on other children may have to be compromised on in order 

to care for the handicapped child whose need may be greater. 

Rosen (1955; cited in Chinn et al., 1975) suggested five stages that parents of a 

mentally retarded child go through before they are able to accept the child as she/he 

is. These are: 

1. Awareness of a problem 

2. Recognition of the basic problem 

3. Search for a cause 

4. Search for a cure 

5. Acceptance of the problem 

In conside1ing this procession of stages, it would seem appropriate to take into 

account other vaiiables that might affect a parent's reaction to his/her mentally 
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retarded child. An important variable is the degree of severity of the handicap. As 

discussed earlier, a mildly retarded child's disability becomes apparent only after 

his/her joining school and failure at academic tasks, while a profoundly retarded child 

may be so identified at birth. It should ~e noted, however, that the degree of impact, 

frustration, or disappointment of the parents does not necessarily correlate with the 

degree of deficiency. Parents of severely retarded children have indicated that while 

the initial shock was high, because of the obviousness of the disability, they were able 

to acknowledge (not necessarily accept) the fact more quickly (Chinn et al., 1975). 

Religious background may also be a factor that affects the impact on parents, as are 

the aetiology and the age of onset. Studies by Farber (1959; cited in Chinn et al., 

1975) and Zuk (1959; cited in Chinn et al., 1975) suggested that religious affiliation 

affects a family's reaction to a handicapped child. Both studies indicated that Roman 

Catholic families tend to be more accepting of a retarded child than either Protestant 

or Jewish families. Perhaps this may have some association with the theological 

explanation provided by each faith of the mental retardation/the event. The socio

economic and intellectual levels of the family may also be factors that modify the 

impact of a mentally retarded child on a family. In families that Begab (1966, cited in 

Chinn et al., 1975) called "limited families" the mentally retarded child is not treated 

as any different from the rest of the members. Such families are "intellectually 

limited" and any feelings of guilt, anxiety, or despair are seldom evident, and 

problems are precipitated in areas such as school failure, neighbourhood problems, 

child neglect ·and abuse, limited work skills and earning capacity. The problem of 

mental retardation is second in importance to the "real" problems, which are socially 

and intellectually related. 
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Families in which parents are educated and goal-otiented are more likely to 

experience frustration along with despair over a destruction of plans for the future, 

with the birth of a retarded child (Chinn et al., 1975). 

While awareness and recognition of the basic problem may come simultaneously to 

parents of severely retarded children (Rosen, 1955; cited in Chinn et al., 1975), 

moderately and mildly retarded children may not have physically distinguishing 

characteristics that would identify them as retarded. Though there may be suggestions 

of developmental inconsistencies, it is not until the child attends school that the reality 

manifests itself, when the child is unable to keep up with his/her peers and, on 

investigation and evaluation, is declared to be retarded. 

When confronted with this news, parents may acknowledge and recognise the 

problem as it is, or they may resort to various defence mechanisms in order to cope. 

The impact may have the effect of a transient stress disorder for one or both parents or 

may even have a permanently debilitating effect on the entire family unit. 

Farber (1960; cited in Chinn et al., 1975) suggested that the birth of a mentally 

retarded child need not necessarily be construed as a crisis by the family. How the 

family perceives and interprets the event will determine the extent to which the birth 

of the mentally retarded child is a crisis. Chinn (1974; cited in Chinn et al., 1975) 

described three conditions that are indicative of whether or not an event becomes a 

crisis: 1. the nature of the event, 2. the resources of the family, and 3. how the family 

defines the event. This is on the same lines as the model of family stress proposed by 

Hill (1949) as mentioned above. 
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The reactions of parents confronted with the recognition that their child is mentally 

retarded are highly unpredictable. A child represents an extension of oneself and the 

birth of a "defective child" could represent a threat or serious damage to the parental 

ego (Chinn et al., 1975). As a child is a physical production of his/her parents, and 

when this product is defective, it reflects negatively on the parents. Parents tend to 

have many aspirations for their children - hoping to see them achieve physically, 

educationally, professionally, and financially, as they would have liked to do 

themselves. Children are also viewed as legacies that ensure the immortality of 

parents. The mentally retarded child, who cannot meet these dreams and aspirations, 

thus causes his/her parents extreme disappointment and perhaps even feelings of 

being deprived of or denied the children they truly desire and deserve. 

Other reactions parents may have towards their retarded child are those of denial, 

projection of blame, mourning, death wishes, and rejection. Denial is a defence 

mechanism against the reality of the situation. A parent who goes through this tends 

to act like there is no problem, and they impute the child's disabilities to other causes, 

like laziness. Denial helps them to cope with the intense emotional stress that they 

experience and with feelings of fear of stigmatisation, and a questioning of their 

integrity and adequacy as parents or human beings, until with time they are able to 

accept and face reality and their retarded child. 

Projection of blame is when the parents project the blame for their child's mental 

retardation on vaiious professionals, from the obstetrician to the paediatrician, and to 

social workers, psychologists and teachers. Invariably the attacks on these individuals 

is baseless; however, when there have been inadequacies on the part of the 
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professionals, the expressing of anger seldom reflects these and instead holds them 

responsible for the child's condition which is unlikely to be their fault. 

Parents, unconsciously or consciously sometimes wish their retarded child was dead, 

especially when caring for the child becomes increasingly problematic and 

burdensome. Some parents have reported feeling like they were in mourning when 

faced with the knowledge that their newborn was retarded. Others institutionalised 

their retarded child soon after birth, while placing an obituary in the papers and 

declaring the child was stillborn (Chinn et al., 1975). Still other parents may choose to 

risk public censure by refusing to grant permission for life-saving surgery or medical 

treatment that would prolong the life of their retarded child. In order to understand 

these kinds of reactions, one would have to understand the true extent of the 

emotional, financial, and physical hardships that these parents have to endure. 

Rejection of a child by a parent is associated with the negative connotation of such a 

parent being incompetent and inadequate. But it cannot be denied that at some point 

every parent harbours negative feelings toward their child when they exceed the 

tolerance levels of the parents. And if it can be imagined that children of normal 

intelligence can provoke negative responses from their parents, it can be understood 

how a retarded child with his/her extent of disabilities, limitations, and problems can 

elicit parental rejection. Gallagher (1956; cited in Chinn et al., 1975) suggested four 

different ways in which parental rejection is expressed: 

1. Strong under-expectations of achievement - wherein the parents have 

undervalued the child's capabilities to the extent that she/he perceives 

him/herself as worthless and behaves accordingly. 
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2. Setting of unrealistic goals - parents set their mentally retarded children goals 

that are unrealistically high. When the child is unable to achieve them, the 

parents then are able to justify their negative feelings and attitudes. 

3. Escape - this method of rejection is simply the inability of the parents to face 

the problems associated with the mentally retarded child everyday. Such 

parents may desert the child, leaving them alone in the world, or may spend as 

much time as possible away from the child, or may institutionalise the child 

with the aim of not having to deal with him/her. 

4. Reaction formation - parents who harbour negative feelings towards their 

mentally retarded child, but are unable to accept these feelings, may put up a 

public display of how much they love and value the child. Such parents are 

afraid of being called rejecting parents and cannot accept · themselves as 

anything but kind and loving parents. Thus, expression of love and caring for 

their mentally retarded child may also be interpreted as a reaction formation. 

As opposed to the claim made by Chinn et al. (1975) that families go through stages 

when confronted with having to cope with a developmentally disabled child, Yau and 

Li-Tsang (1999) resisted the idea that parents of disabled children go through any 

particular order of "stages of adjustment", or that they do at all attain a "final stage" 

of acceptance. While, with time parents may learn to appreciate their child and learn 

to deal with his/her disability, it does not mean that they lose the intense feelings 

associated with having a child with disabilities (Searl, 1978; cited in Yau & Li-Tsang, 

1999). Factor"s such as events and transition phases of the family life cycle may result 

in the re-emergence of feelings surrounding the identification of the disability. In 

addition, the various contradictory findings about demographic variables and their 
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effects on family adjustment may also be due to the fact that families are at different 

stages within the life-events and life cycle (Byrne & Cunningham, 1985). 

Considering the above various possible reactions of parents, there are few families 

who, when faced with the stigma imposed by society, will not cause the event to be 

interpreted as a crisis (Chinn et al., 1975). How then do these families cope with both 

the stress of looking after the afflicted child as well as with the stigma imposed on 

them? 

Coping 

Just as children's charactetistics influence their parents' reactions, so do parents' 

charactetistics have an effect on their own ability to cope with stressors. Gallagher et 

al. (1983) suggested that factors such as socio-economic class, intelligence, verbal 

skills, morale, personality characteristics, past experience, age, occupation, and 

income all mediate the perception of stress in general. In addition, the parents' view 

of the cause (e.g. their own carelessness, God, fate, etc.) of the handicapping 

condition may also affect their behaviour towards their handicapped child. 

Coping is seen as behaviours, and cognitions or perceptions directed at the mitigation 

of potentially stressful life events (Byrne & Cunningham, 1985). According to the 

review by Yau and Li-Tsang (1999) of vatious studies on parental adjustment and 

adaptation, a family's use (and the availability) of personal resources affects their 

ability to adapt to a ctisis situation. Potential resources include health and energy of 

family members, problem-solving skills, relationships within the family, 

psychological strengths, and family unity and integration (Byrne & Cunningham, 

1985; Yau & Li-Tsang, 1999). Families also depend on various social resources such 
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as the helpful intervention of friends and social services. And lastly, the family's 

definition of the crisis event determines its adaptation to the crisis event (Yau & Li

Tsang, 1999), in this case the event of having a mentally retarded/handicapped child. 

Maintaining normal family functioning: 

Maintaining normal functioning within the family unit is very important in being able 

to cope competently with the problems of having a mentally retarded child. Doing so, 

however, has its own hindrances. Such as the guilt-induced need to stay constantly by 

the side of the child and look after his/her every need; the additional financial burden 

of caring for this child, which may make expenditure on recreational/social activities 

an unaffordable luxury; and the burden of having to care for the child oneself, being 

unable or unwilling to find a supervisor in one's stead, is another problem as it limits 

the availability of free or extra time in which to engage in other activities. In such 

situations parents of mentally retarded children need to be made aware of the needs of 

each other and the rest of the family. In order to prevent the destruction of other 

family relations they need to learn to be less engrossed in the care-taking of the 

retarded child so as not to become oblivious to the needs of other members of the 

family. They must also learn that though the child may be a financial burden, there are 

recreational activities available to them at minimal or no cost that they could afford to 

take part in if they could only make time for it. Trusting the care of their retarded 

child to another individual, while it may not be easy, is possible. Willing individuals 

may be available to be taught and trusted with the responsibility of the mentally 

retarded child; other parents of such children may also be willing to help out, as well 

as the siblings of the child. 
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The role played by informal support - extended family and friends - can be extremely 

important to families of handicapped children as major sources of support (Gallagher 

et al., 1983; Heller, Markwardt, Rowitz, & Farber, 1994). To a certain degree, perhaps 

the ability of the family to maintain normalcy in its social functioning is a function of 

the degree of acceptance accorded to the family by extended family, neighbours and 

the community. Some parents may have to initially contend with misperceptions and 

suspicions that these others may have had about the mentally retarded. It would 

appear then that acceptance and integration is in tum a function of educating these 

third parties towards the acceptance of the child and his/her problems. Findings 

reported by Yau and Li-Tsang (1999) show that successful adaptation to parenting a 

child with a disability is associated with having small, intense human networks in 

which extended family and friends provide different types of human support. Informal 

social support received from one's spouse, friends, relatives and parents of other 

children with disabilities, has been demonstrated to be a powerful mediator of stress 

(Friedrich, 1979; cited in Yau & Li-Tsang, 1999). 

With regard to coping with the various challenges of parenting a child with 

disabilities, Flynt and Wood (1989; cited in Yau & Li-Tsang, 1999) found that there 

were differences in coping based on race, maternal age, ethnicity, marital status, and 

socio-economic status (SES). 

What induces stress in a family varies from each family to the next, according to 

varying conditions like family size, child and community characteristics that may 

worry the parents (Baxter, Cummins, & Yiolitis, 2000). How a family is able to 

competently cope depends on how they experience the stress as well as on the 

resources they have available to them. 
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The important resources that help parents cope better or more successfully are 

participation in a parent support group, strong personal faith and religious affiliation, 

and strong spousal support. These along with other factors such as the quality of 

personal resources, strength of marital relationship, characteristics of the disabled 

child (for instance the degree to which she/he is disabled), and availability of social 

support are factors that affect the family adjustment to the birth of a disabled child 

(Yau & Li-Tsang, 1999). 

Resources: 

Personal resources in parents include personality, self-appraisal, educational level, 

financial status, problem-solving skills, etc. (Yau & Li-Tsang, 1999). According to 

some findings, parents who are more highly educated cope more effectively with their 

child's disability than those who are less educated. In addition high education is 

usually found to be associated with higher SES, another factor that has been found to 

influence parental coping. Other factors may include family size, cultural background, 

and geographic location. Whether personal factors affect the coping strategies or the 

experience of stigmatisation by families of the mentally retarded in India is another 

area that will be investigated in this thesis, along with that of the severity of the 

child's disability. 

In a longitudinal study by Frey, Fewell, and Vadasy (1989), reviewed by Yau and Li

Tsang (2001, 1999), an examination of the relationship between parent and child 

characteristics revealed that the greater the severity of the child's communication 

impairment, the greater the parental adjustment difficulties. Thus the severity of the 

child's disability correlates with parental stress. 

42 



An important source of support for parents is the parents' self-help group. These 

groups promote understanding and offer parents therapeutic involvement with others 

with similar problems. While this may be seen as a form of segregation with parents 

of disabled children forming an in-group, nevertheless such groups are helpful coping 

resources. They provide a forum for discussion of various concerns and anxieties, for 

the exchange of ideas and experiences, and allow parents to channel frustration and 

anxiety into positive action, while gaining hope for the future. For instance, their 

coming together as a group could create opportunities to put into motion a project for 

a home for their children who may outlive them and will need to be taken care of after 

their parents' death. Also through self-help groups parents increasingly tend to act as 

advocates on their own behalf as well as that of their handicapped children. 

With regard to the various demographic factors and other variables associated and 

tested for in relation to parental coping, it is important to note that there are several 

subjective measures in action as well. As Burden (1980) and Beckman (1983, cited in 

Byrne & Cunningham, 1985) suggested, it is na'ive to expect to find a one-to-one 

causal relationship between any one variable and the levels of stress experienced by a 

family of a mentally retarded child. The links between variables and stress are 

complex and families are vulnerable in several ways to the effects of stress (Byrne & 

Cunningham, 1985). 

It is equally important to note that stress is not an inevitable consequence for families 

with mentally retarded children (Byrne & Cunningham, 1985). These authors 

suggested that the combination of stress factors, with the stage of life-cycle of the 

family, their integration p1ior to the stressor event and their interpretation of the 

stressor event, together predict how a family may experience stress. As Chinn et al. 
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(1975) stated: while having a mentally retarded child is an event that brings with it 

many problems and burdens, the life of the family as a unit must needs go on in a 

manner that allows everyone involved to develop and maintain sound mental health. 

Concerns of the stigmatised mentally retarded 

Byrne and Cunningham (1985) reported that many families of mentally retarded 

children consider themselves to be a group whose needs are not often considered. This 

is truer of parents of mentally retarded adolescents who do not receive employment, 

and pass their time in activities regarded as inappropriate and not condoned. This was 

a major source of anxiety and uncertainty for parents. Not the least of their worries is 

the fear of the future - what would happen to their children when their parents would 

no longer be able to take care of them (Byrne & Cunningham, 1985). 

How a stigmatised person and their family may perceive his/her condition would 

depend on how they feel about it. At one extreme he/she may feel responsible, 

ashamed, and deserving of punishment. At the other end he/she may feel that they are 

not accountable for their condition and that they should be treated like anybody else. 

The typical condition is that when the individual considers himself/herself a worthy 

human being and is likely to resent others' attitudes. In such a situation the 

stigmatised person/his/her family tries to dispel the "normal" person's low opinion of 

them by various compensatory behaviours. 

The study by Farina et al. (1968) showed that a person who thinks she/he is 

stigmatised will do what she/he can to dispel the unfavourable impression. The study 

used average individuals who were instructed to convey a prepared stereotype of a 

stigmatised disorder, and recorded fmther interactions between the "stigmatised" 
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person and the other average people. The results suggest the possibility that mere 

belief that one is viewed as degraded or blemished leads to actions which cause 

rejection by others. Thus, Farina et al. (1968) suggested that that the rejection that 

stigmatised people fear and expect is, in some degree, caused by themselves. 

Somehow it would seem that the stigmatised person's behaviour is seemingly affected 

in such a way as to cause another person to reject him/her. Whether such behaviour 

may be that of parents' embarrassment and/or reluctance to discuss .a mentally 

retarded child is also explored in this thesis with regard to parents of mentally 

retarded children in India. 

Concerns for the future 

One of the greatest concerns of parents of mentally retarded children is that of the 

future: what will become of the child once the parents are no longer around or able to 

take care of him/her? Parents have to make arrangements, such as establishing trusts 

or funds for the benefit of the child, and various other provisions for his/her care and 

responsibility. The mildly retarded child, who is educable, can be trained to lead a 

reasonably productive and independent life. Where the moderately and more severely 

retarded children are concerned, specific provisions have to be made. 

Context and culture 

The perspectives that Crocker et al. (1998) presented in their analysis of stigma, is 

that stigma is about maintaining the integrity of the self, about one's understanding of 

the social world and one's place in it, and about the power of situations to shape one's 
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experiences. Stigma depends upon the social context of a situation and the place one's 

identity has in it. 

In the foreword to Edgerton's Cloak of Competence (1967), Walter Goldschmidt 

discussed cultural contexts of stigmatisation. All cultures provide a set of values for 

its followers. These values are related to the economic survival of the people and are 

functional in a sociological sense. They have a public aspect and may be expressed 

symbolically through titles, possessions, public roles, or other externally visible 

marks. The parallel to be drawn here is that with Indian culture. As far back as the 

Hindu way of life goes, there have been ways of differentiating one section of people 

from the others. While the caste-system was originally based on the public roles of a 

group of people, it soon became a method of distinguishing the inferior from the 

superior - as some kinds of occupations were considered more noble than others. 

Thus the enormous stigmatisation of the Untouchables among the upper caste Hindus. 

While these values have certain inner meanings to them, they are also the basis for 

self-evaluation, reinforcing for each individual his sense of personal worth 

(Goldschmidt, 1967; cited in Edgerton, 1967). Thus those of lower castes were treated 

and in turn behaved as a group less worthy of various privileges (especially as far as 

the Gods were concerned). 

None of us is perfectly adequate - in whatever terms - and we all manage our affairs 

so as to hide our imperfections. Furthermore, we all develop psychological 

mechanisms to hide imperfection from ourselves - suppression or repression or 

diverting our attention to new strengths (Edgerton, 1967). 
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But among the mentally retarded, these problems of resolving the self with one's 

public and self image, and of managing one's imperfections and making up for them, 

is exacerbated. As Goldschmidt put it (Edgerton, 1967), their problem lies closest to 

what he calls "the soul". Of all attributes, man's mind is the quintessence; and to be 

found mentally inadequate or wanting in intellectual competence, is the most 

devastating of stigmata. In many western cultures, and equally so in India, the self is 

closely connected to one's intellectual potential. The impact of being certified as 

intellectually incompetent by the society of which one is a part can be entirely too 

damaging to the ego, and not least to the egos and self-esteem of closely associated 

family members. 

As Edgerton (1967) put it, the label of mental retardation not only serves as a 

humiliating, frustrating, and discrediting stigma in one's life in the community, but it 

also serves to lower one's self-esteem to such a nadir of worthlessness that many may 

feel that life is not even worth the living. He stated that "to find oneself regarded as a 

mental retardate is to be burdened by a shattering stigma". 

Summary 

At this point, before introducing the Indian element, a summary of the Introduction so 

far will be undertaken. The first section explained the concept of stigma and 

stigmatisation, followed by an explanation of the dimensions of stigmatisation, the 

functions of stigma, predicaments of the stigmatised, and how one copes with stigma. 

This was then followed by a section on families of the disabled: the various 

implications and problems associated with caring for the disabled; understanding the 
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birth of a mentally retarded child as a crisis; families' reactions to the birth of a 

disabled child; how a family learns to cope; and concerns associated with having a 

mentally retarded child in the family. Thus, having discussed at some length the 

various theories, studies, arguments and hypotheses in and around the area of stigma, 

the stigma of mental retardation, families of the mentally retarded, and coping with 

having a mentally retarded child, the next step is to introduce the Indian context with 

regard to stigma. Understanding the Indian context is important as the study that will 

be described later is conducted using an Indian sample. 
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PART III: THE INDIAN CONTEXT 

India, the land of the Hindus, is no stranger to the concept of stigma. It has been 

perpetuated through the ages through the social phenomena of the caste system. Like 

stigma, caste is an "adaptive structure" on the basis of which those who belong to it 

can relate to members of other castes (Lynch, 1969). Just as stigma has been 

described by various researchers as marking in-groups from out-groups, so is the 

function of caste. 

In India the caste system is a social structure built on the cultural notion of ritual 

purification (Lynch, 1969). Castes, or jaatis (about 2000 in number including 

subcastes), are subgroups of larger categories called Varnas. These are four in number 

and from most pure to polluted they are: Brahman (priest), Kshatriya (warrior), 

Vaisya (merchant), and Shudra (menial). The untouchables (called Dalits) fall into a 

fifth category outside the varna system; their assigned tasks were too "ritually 

polluting" to allow inclusion in the vama system (Guru & Sidhva, 2001). To avoid 

pollution from another caste, intercaste marriage and intercaste dining are forbidden. 

Thus, a higher caste member may not have sexual relations with or accept food from a 

member of a lower caste. The importance of understanding this idiom is comparable 

to knowing the language of one's own country. One must speak the language of one's 

country in order to be able to communicate - just as one must know the social system 

of one's country in order to interact within it (Lynch, 1969). 

Within the caste system, one is usually born into one's caste and fulfils the general 

roles (occupational or otherwise) that are assigned to it. Roles do not normally 
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overlap. Discrimination is meted out by higher castes to the lower castes (e.g., the 

Untouchables were not allowed into restaurants, schools, temples, and so forth). Even 

their knowledge of the structural situations of their own and other castes was not 

freely given to them. In the traditional system only the Brahmin priest had access to -

and was the keeper of - the knowledge of the Great Tradition (Lynch, 1969). The 

untouchables were nevertheless allowed to develop certain stores of knowledge, in 

agriculture, or midwifery, for example. But this was only so that they could be of 

service to the upper-castes (Guru & Sidhva, 2001). 

When people are born into these categories or vamas, they have labels that are 

attached to them for life. They are not, however, a group that has organisation, or 

common purpose, or sense of social identity that characterise a social group. One is 

simply born into one's caste and will bear it throughout his/her life. 

The stigmatisation and discrimination against the Untouchables was largely led by the 

Brahmins. The latter, as priests, both wrote and enforced the rules of caste morality 

which were from the Hindu scriptures (Lynch, 1969). Clearly, the caste system was an 

ideological construct exploited by the upper cases in order to create and maintain a 

monopoly over knowledge and education, status and patriarchal domination, political 

power, and wealth (Guru & Sidhva, 2001). 

In the last century or so, with the influence of western education, and with the gaining 

of India's independence from British rule, there have been many movements towards 

the upliftment of the lower castes. With the framing of the Indian Constitution a 

movement towards achieving equality for aU was begun. Laws were enacted against 
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public discrimination and Untouchability (e.g. the Untouchability Offenses Act of 

1955); certain quotas and job allocations were made with the aim of uplifting the 

downtrodden, such as reservations in educational institutions to seats in the 

Parliament. The highest position ever occupied by an untouchable has been that of the 

President of India. But though the term "untouchables" was abolished in 1950 under 

the Constitution, the Untouchables still continue to be discriminated against (Guru & 

Sidhva, 2001). In villages, the social stigma remains too strong to _obliterate by laws 

alone. 

Castes have not, however, been legally abolished in India. It is common to read 

advertisements for matrimonial matches in newspapers citing caste (along with age, 

skin colour, occupation, and education) of a child ready for the marriage market. 

Indian law has only, and realistically, tried to abolish caste inequalities and 

discrimination insofar as it is a matter of public concern (Lynch, 1969). 

Even today, Dalits may not cross certain boundaries within village areas, although 

they may massage the bodies of upper-caste members; upper-caste men rape and 

consort with Dalit women, but to publicly touch them even by accident is sacrilege. 

Between 1997 and 1999 atrocities committed against the lowest castes averaged 

26000 a year as per official figures - just the tip of the iceberg (Lynch, 1969). 

There have been many movements by the Untouchables in attempts to rebel against 

the social place given to them. As accounted by Lynch (1969), they began with an 

attempt at "Sanskritization", which meant trying to be more like the upper castes -for 

example, giving up the eating of beef; wearing the sacred thread. These, from the 
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point of view of stigmatisation, are attempts to conceal one's stigmatising attribute. In 

later attempts to disown the caste .and identify with Buddhism as a preferable 

alternative, the Untouchables were trying to stop identifying with their castes, and 

take on a more acceptable role. 

More than a sixth of India's population continue to bear the burden of a 2000 year old 

caste system, sanctioned by Hindu theology, locking people into a rigid role by virtue 

of birth (Guru & Sidhva, 2001). 

The reader is now aware that India has known stigma in the form of its culturally 

inherent caste system, ever since the inception of the oldest religion in the world, 

Hinduism. With the realisation that people even in the 21st century are conscious of 

intermingling with other castes, as is evident from regular matrimonial advertisements 

in national newspapers, it can come as no surprise that Indians may be a people quite 

ready to stigmatise and discriminate against out-groups/in-groups. 

Apmt from the caste system In India, as in many other countries, there are certain 

other behaviours or characteristics that carry stigmatisation. For example, 

homosexuality and prostitution carry enormous stigma as they are considered 

degenerate because they violate moral sanctions (Bower, 2001). The various attitudes 

towards these kind of behaviours and diseases such as AIDS and leprosy form pre

existing reservoirs of stigmatisation from which the community draw their responses. 

According to anthropologist Veena Das of Johns Hopkins University in Baltimore, in 

many developing nations bearers of stigmatised diseases are assumed to have violated 

moral taboos. For instance, in India, until recently people including public officials 
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believed that only prostitutes, homosexuals and intravenous drug users could contract 

AIDS. They largely ignored the rise in new AIDS cases among monogamous, married 

women (Bower, 2001). 

Given all of the above, it is not difficult to comprehend the almost unavoidable link 

that a socially undesirable disability like mental retardation might have with other 

groups that are discriminated against in India. A 2000 (or more)-year-old caste system 

sets the stage for any kind of inexplicable disease or characteristic to be slotted into 

another group not to be ventured near nor socialised with. Mental retardation, like any 

of the aforementioned stigmatised groups, is something not easily understandable or 

explainable, for example, like a broken leg is. As such, it is easily stigmatised as 

immoral or something born of sin, and therefore looked down upon, discriminated 

against, and stigmatised as a shameful disability. 

The current study is concerned with the stigma of having a mentally retarded member 

in the family. In particular, this study aims at understanding social stigma as a stressor 

and families' reactions to it, as well as how families cope with to having a mentally 

retarded child in their midst. Stigma is also investigated in its own right, in order to 

understand the factors that affect and mediate stigmatisation, bearing in mind that 

stigma is an ancient and ubiquitous phenomenon in Indian society. 

An Introduction To The Study 

The study presented in the following chapters of this thesis is entitled "Feelings of 

Stigma and Coping Abilities of Indian Families with Mentally Retarded Children". As 

has been elaborated upon in the preceding introductory chapter, stigma is a universal 
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concept, especially in its applicability to the disabled. This study seeks to examine the 

stigma of mental retardation in a society predisposed to prejudice, the heritage of the 

ancient caste-system rooted in Indian society and culture. As the stigmatisation is 

experienced by the families of the mentally disabled (the disabled themselves being 

incapable of comprehending the discrimination) through association, this study seeks 

to understand not only the stigmatising experience but also the coping strategies 

employed in order to deal with the various problems that these families may be faced 

with. 

The research questions that this study seeks to explore is: Do Indian families with 

mentally retarded children face stigmatisation? What are the areas and the domains in 

which stigmatised families have experienced discrimination? How do these 

stigmatised families then cope with both the stigma of mental retardation as well as 

with having to look after their mentally retarded child? 

This study will aim to be a pilot study in the area of Indian families with mentally 

retarded children and bring to light the experience and coping strategies of this section 

of society in India. The study also aims to identify the key problems of the stigma of 

mental retardation and will attempt to suggest solutions for the same. Thus, it is hoped 

that the study will possibly shed some amount of light over a largely ignored 

population and give them some kind of global recognition and in doing so perhaps 

some relief as well. 

The chapter on methods will first discuss the participants and their demographics, the 

various questionnaires and other material used in the gathering of data, and the 
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procedure of data collection. This will be followed by a chapter of results which will 

present an analysis of the data, followed by a discussion of the results. Next, the 

results and the interpretations will be placed in a more general context and discussed 

with reference to other studies and literature in the field. This concluding chapter will 

then proceed to review, recapitulate and sum up the entire study and briefly state the 

findings. 
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CHAPTER TWO: THE STUDY 

METHOD 

A school/day care centre for the mentally handicapped was identified and contacted in 

Bangalore, India. This was the Association for the Mentally Challenged. This 

association also runs a vocational centre for those children too old to attend school, 

and a day care centre for those who were too severely disabled to function 

independently. Parents of mentally retarded children of all ages were being contacted 

as part of an initiative on behalf of the administration to involve more parents in the 

well-being of not just their children, but themselves and others like them, and in the 

formation of a 'parental self-help group'. The experimenter invited all those parents 

who were being assessed by an independent team of researchers at the school, to 

participate in her research as well. 

Parents (or the primary caregiver) were asked to fill in and complete a questionnaire, 

which required about an hour of their time. The questionnaire was available in 

English as well as Kannada (the local language) so as to facilitate competent 

responsiveness. In cases where the respondent was illiterate in both languages, the 

experimenter orally interviewed the respondent by reading out the questions and 

noting down the answers. 

Participants: 

Parents of mentally retarded children of all ages were invited to fill in the 

questionnaire. They were picked randomly from amongst the various parents who 

visited the school and had the time to fill in the questionnaire. Due to the fact that it 
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was impossible to be sure of how many parents would be available, the experimenter 

did not select parents on the basis of factors such as gender or degree of retardation of 

their children, nor their socio-economic status or any other categorical factors. The 

total number of respondents who completed and returned forms was 76. 58 people 

admitted to experiencing stigmatisation and 18 denied any such experience. 

As shown in the tables below, a chi-square analysis of the demographic factors of the 

respondents showed no significant differences on variables such as age, income, 

education, employment, age of the child, gender, and degree of retardation of the 

child, between those who said they had experienced stigmatisation and those who said 

they had not experienced any stigmatisation. 

Table 1 

Number of :Qartici~ants 

Age range of Stigma= Yes Stigma-No 

participants 

<20 1 0 

21-30 3 0 

31-40 13 5 

41-50 24 7 

51-60 10 5 

61-70 7 1 

x, (5) = 2.75, Q = .73 

57 



Table 2 

Number of Qartici,Qants 

Employment Stigma- Yes Stigma-No 

status 

Full time 9 4 

Part time 7 0 

Homemaker 31 9 

Retired 8 3 

Self-employed 2 2 

Student 1 0 

X (5) = 4.48, 12 = .48 

Table 3 

Number of _Qartici,Qants 

Monthly income Stigma-Yes Stigma-No 

"Don't know" 2 0 

<Rs. 1,000 9 1 

Rs. 1,000- 2,500 9 2 

Rs. 2,500 - 5,000 22 6 

Rs. 5,000- 10,000 10 3 

> Rs. 10,000 6 6 

X (5) = 6.52, Q = .25 

Table 4 

Number of Qartici,Qants 

Education Stigma- Yes Stigma-No 

None 5 1 

Elementary - Grade V 12 2 

Up to Grade X 22 9 

Technical school 5 2 

University 14 4 

X (4) = 1.45, Q = .83 
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Table 5 

Table 6 

Table 7 

Materials: 

Number of participants 

Age of the Child Stigma- Yes Stigma - No 

< 10 5 2 

11-20 27 9 

21-30 23 4 

31-40 3 3 

x~ (3) = 3.60, 12 = .30 

Gender of 

child 

Number of participants 

Stigma - Yes Stigma-No 

Female 

Male 

23 

35 

X (1) = 1.82, Q = .17 

Degree of retardation 

of child 

Mild 

Moderate 

Severe 

X (2) = 1.24, Q = .53 

4 

14 

Number of participants 

Stigma - Yes Stigma - No 

28 

23 

7 

7 

7 

4 

The questionnaire used to gather data comprised of a socio-demographic form, a 

Stigma Scale, and the Coping Health Inventory for Parents (CHIP). The Stigma Scale 
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was adapted from a previously existing Scale used in a study on Schizophrenia and 

Stigma (Murthy et al., 2002). This covered areas such as stigmatising experiences 

within society and the family environment, perception and understanding of the 

stigmatising handicap, and coping and tolerance levels of the population. The CHIP 

measured the vanous coping methods employed by the caregivers and their 

helpfulness. 

A complete copy of the questionnaire may be found in Appendix 1. 

The questionnaire was translated into the local language, Kannada, and several copies 

were printed so as to facilitate responsiveness by parents who may be illiterate in the 

English language. Questionnaires were available in English for those who could read 

and write it, as well as for interviewing purposes of the researcher - in cases where 

the respondent was illiterate in both Kannada and English. 

Procedure: 

Parents who visited the school during working hours were approached and asked if 

they had the time to fill in a questionnaire. They were informed about the nature of 

the questions and the sensitivity of the subjects being covered. They were then asked 

to read and sign the consent form that was attached to the questionnaire. Those who 

were illiterate in the two languages that the questionnaire was available in had the 

form read to them and were asked to sign in any language they chose. 

Once the consent form had been signed, the participants were seated comfortably at a 

table and provided with a pen and asked to proceed to fill in the questionnaire. They 
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were instructed not to hesitate to ask for clarifications at any point; the experimenter 

remained seated nearby. Those who were illiterate in Kannada and English were 

interviewed by the experimenter in a language known to them. 

On completion of the questionnaire, the experimenter ensured all questions had been 

answered and thanked the parent/caregiver for their time. 
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RESULTS 

ANALYSIS I 

The data from the Stigma Scale were divided into different categories based on the 

areas addressed by the questions. The first section of the questionnaire dealt primarily 

with demographic details of the respondents. The next sections posed questions to the 

respondents concerning the stigma they had faced for having a mentally retarded 

child, the degree of tolerance they had developed, and the coping skills they had 

developed to deal with their problems and as a result of their experiences. 

On the basis of the first question - whether they had faced stigmatisation or not - the 

respondents were divided into two groups "Stigma Yes" and "Stigma No". Of the 76 

respondents 18 said they had not experienced stigmatisation, and 58 said they had. 

In trying to understand the degree to which the "Stigma Yes" families of mentally 

retarded children experienced discrimination and stigmatisation, participants were 

asked to identify areas in which they experienced stigmatisation, the data for which 

are presented in Table_ 8. 

These data were analyzed with a Chi-square analysis; the results of which are also 

presented in Table 8. The results of this analysis show that most of the respondents 

who experienced stigmatisation thought they did so in the social area of their lives. 
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Table 8 

Frequency distribution of topics of participants' responses to the question regarding 

areas in which stigmatisation was experienced. 

Area in which stigmatisation was 

experienced 

Personal Life 

Occupation 

Social Life 

Marital Relationship 

Family Life 

x, (4) = 147.52, p<.01 

Number of participants reporting 

stigmatisation* 

11 

1 

50 

1 

15 

Participants were then asked to identify experiences of discriminatory behaviour from 

a list. The number of people reporting each experience is presented in Table 9. A Chi

square analysis showed that the most demeaning treatment was received at the hands 

of neighbours. 
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Table 9 

Frequency distribution of topics of participants' responses to the question regarding 

experiences of discriminatory behaviour. 

Experiences of discriminatory Number of participants reporting 

behaviour of others due to your child's social stigmatisation"' 

mental retardation: 

Demeaning treatment by 

neighbours/society 

Selfish reasons to take advantage of you 

Become the object of ridicule 

Object of offensive comments 

Poor sexual performance 

Discrimination by family members 

Worried that neighbours would avoid me 

Do not get marriage proposals 

Physical abuse 

Felt the need to hide from relatives 

Worried about talking about my child 

Ashamed or embarrassed about my child 

Worried that I would be blamed 

Ill-treatment by family members 

(extended) 

Use of medical information to 

discriminate 

'X (18) = 105.1, Q<.01 

21 

2 

12 

16 

1 

10 

7 

13 

3 

6 

7 

9 

4 

10 

1 

Respondents were then asked what they told people when asked what the matter was 

with their child. The data presented in Table 10 tell us that most caregivers explain 

about their child's condition to other people. 
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Table 10 

Frequency distribution of topics of participants' responses to the question regarding 

their explanation of their child's disability to others. 

When people ask you what is wrong 

with your child - Your reply: 

Mental Illness 

Not well 

A void answering 

Explain about inental retardation 

X (4) = 95.62, Q<.01 

Number of participants reporting 

social stigmatisation 

16 

1 

2 

39 

Having discovered their responses to questions about their child, respondents were 

then asked to identify reactions of people when they realise that their child is mentally 

retarded. Table 11 shows that most people react with pity. 

Table 11 

Frequency distribution of topics of participants' responses to the question regarding 

people's reactions to the information that the child is mentally retarded. 

How do people react when they realise Number of participants reporting 

your child is mentally retarded? social stigmatisation* 

No reaction 5 

Show pity 36 

Call the child mad 5 

Abuse and teasing 2 

Discrimination 6 

Appreciation .over improvement 10 

Curiosity 10 

No comment 5 

X (7) = 83.93, Q<.01 
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In order to gauge the relations between the mentally retarded child's family and their 

friends and relatives, the respondents were asked about the frequency of their friends 

and relatives visiting them, and also their visiting friends and relatives. The data are 

presented in Tables 12 and 13. 

Table 12 

Frequency distribution of topics of participants' responses to the question regarding 

visiting by friends and relatives. 

Friends and relatives visit you 

As usual 

Less frequently 

Don't visit at all 

X (3) = 83.04, p<.01. 

Table 13 

Number of participants reporting 

social stigmatisation* 

49 

8 

4 

Frequency distribution of topics of participants' responses to the question regarding 

the visiting of friends and relatives. 

You visit friends and relatives 

As usual 

Less frequently 

Don't visit at all 

X (3) = 68.27, p<.01 

Number of participants reporting 

social stigmatisation* 

49 

9 

4 
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Participants were then asked what consequences they had experienced as a result of 

the stigma of having a mentally retarded child. Data shown in Table 14 reveal that one 

of the main consequences was having their child shunned by other "normal" children 

while attempting to play with them. 

Table 14 

Frequency distribution of topics of participants' responses to the question regarding 

the consequences experienced as a result of the stigma of mental retardation. 

What consequences have you Number of participants reporting 

experienced because of the stigma and social stigmatisation* 

discrimination? 

A voiding disclosure of the child's 3 

condition 

Child being shunned by other children 35 

while playing 

Unaccepted in the family 7 

Isolation of the family and/or child 15 

Pushed into unacceptable social situation 7 

Sexual harassment 1 

Social exploitation 14 

X (6) = 67.82, Q<.01 

To find out the attitudes that the relatives of the family had towards them the 

respondents were next asked to pick out the attitudes of their relatives from a list. 
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Table 15 shows that a majority of relatives seem to have accepted the family and their 

mentally retarded child. 

Table 15 

Frequency distribution of topics of participants' responses to the question regarding 

the attitudes of relatives towards the family and their mentally retarded child. 

Attitudes of relatives towards you or 

your child: 

Acceptance 

Rejection 

Help with medical support 

Avoidance 

Loss of respect 

Cooperation 

Financial help 

X (6) = 70.85, Q<.01 

Number of participants reporting 

family stigmatisation* 

39 

8 

7 

6 

8 

13 

5 

To learn more about relations with the extended family, participants were asked how 

they informed their relatives about the child's condition. Table 16 shows that almost 

all respondents openly informed their relatives about their child being mentally 

retarded. 
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Table 16 

Frequency distribution of topics of participants' responses to the question regarding 

how they informed their relatives about their child being mentally retarded. 

How did you inform your relatives 

about your child's condition? 

Openly 

When s/he is violent 

Do not want to tell 

. X (5) = 265.71, 12<.0l 

Number of participants reporting 

family stigmatisation* 

56 

1 

1 

Further clarification was gained by asking participants whether they did indeed state 

to their relatives that it was mental retardation that was their child's problem. Table 

17 shows that most of the respondents did state it was mental retardation that was 

causing the child's problems, regardless of whether the relatives were educated or 

close. 
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Table 17 

Frequency distribution of topics of participants' responses to the question regarding 

the admission that their child was mentally retarded. 

Did you say it was due to mental 

retardation? 

Yes 

No 

To close relatives and friends only 

To educated people 

. x, (4) = 185.1, ,P<.01 

Number of participants reporting 

family stigmatisation* 

53 

1 

1 

3 

Having asked questions as to the extent to which social and familial relations were 

affected/influenced by having a mentally retarded child, the respondents were then 

asked questions about their understanding of mental retardation and the associated 

stigma. Table 18 shows data regarding what respondents believed to be responsible 

for the stigma they bore. Data show that most believed the "long-lasting nature of 

mental retardation" to be responsible for the stigma. 
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Table 18 

Frequency distribution of topics of participants' responses to the question regarding 

their understanding of the cause of the stigma of mental retardation. 

What creates the stigma? Number of participants reporting 

stigmatisation* 

Long-lasting nature of mental retardation 30 

Inability to work 5 

Lack of awareness 8 

Supernatural powers 1 

Behavioural symptoms 2 

Drug-related complications 3 

Socially unacceptable behaviour 9 

x, (6) = 72.70, Q<.01 

To understand the depth to which they understood and compared other disabilities in 

relation to mental retardation, the respondents were asked to identify the disability 

they thought was the worst from among four choices. Data reported in Table 19 show 

that the respondents were more or less divided between "being permanently 

bedridden" and "losing one's mind. 

71 



Table 19 

Frequency distribution of topics of participants' responses to the question regarding 

the most disabling handicap. 

Which is most disabling? 

Loss of arms or legs 

Loss of vision/hearing 

Being permanently bedridden 

Loss of mind 

'X (3) = 15.27, g<.01 

Number of participants reporting 

Condition* 

4 

10 

21 

22 

Respondents were then asked whether they thought stigma could be removed. The 

responses to this question did not lean towards any one particular answer as can be 

seen from Table 20. 

Table20 

Frequency distribution of topics of participants' responses to the question regarding 

the potential elimination of stigma. 

Can the stigma be removed? 

Entirely 

Partially 

Not possible to remove 

Cannot say 

'X (3) = 4.07, :p__ = .25 (NS) 

Number of participants reporting 

stigmatisation* 

12 

10 

20 

16 
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Respondents were then questioned about strategies to fight stigmatisation and 

discrimination. They were provided a list of choices and asked to indicate which they 

thought were the best way to deal with the stigma and discrimination that they 

experienced. Data in Table 21 show that most believed that involvement with other 

parents was the best strategy while concealment was the least effective one. 

Table 21 

Frequency distribution of topics of participants' responses to the question regarding 

strategies to fight the discrimination. 

Strategies to fight stigma and 

discrimination 

Involvement in advocacy 

Immediate challenge of remarks 

Concealment or selective disclosure 

Involvement with other such parents 

Public awareness 

Empathic understanding of others' 

disabilities 

X (5) = 33.31, 12<.0l 

Number of participants reporting 

. * copmg 

17 

13 

5 

37 

30 

19 

Similar to the question answered in Table 21, Table 22 tabulates responses of 

participants to what could be done to reduce the weight of the stigma they bear. 

Responses were more or less equally distributed for all the choices given and no one 

particular measure was chosen. 
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Table 22 

Frequency distribution of topics of participants' responses to the question regarding 

measures to reduce the stigma. 

Best measures of reducing stigma Number of participants reporting 

stigmatisation* 

Educating community 29 

More community services 19 

More research on causes and treatment 22 

Better treatment 21 

Self-help groups 38 

Rehabilitation 21 

Provide greater opportunity for 23 

involvement of families and friends 

Build more institutions 20 

X (7)= 11.82,p= .11 (NS) 
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ANALYSIS II 

A series of t-tests were carried out on participants' responses to questions on their 

tolerance of various disabled groups in halfway homes in their neighbourhoods. Their 

responses were originally scored on a scale of 1 (negative) to 5 (positive). As 

preliminary analysis showed no differences in tolerance levels between the group that 

had experienced stigmatisation and the group that had not, both groups' scores were 

tested together. 

Means of the reactions of both the "Stigma Yes" and the "Stigma No" groups were 

combined in order to test overall differences in participants' responses to the various 

questions concerning tolerance. The data are presented in Table 23 below: 

Table 23 

All participants' responses to questions on their tolerance of various 
disabled/stigmatised groups 

QUESTION: How would you feel about ... Mean N Std. 
Deviation 

1. A group home for the mentally retarded in your 
4.6 76 .8 

neighbourhood? 
2. A halfway home for those recently released from jail in 

2.5 76 1.3 
your neighbourhood? 
3. A home for the physically disabled in your 

4.1 76 1.3 
neighbourhood? 
4. A home for people with Schizophrenia in your 

3.6 76 1.4 
neighbourhood? 
5. A home for people with alcohol problems in your 

2.1 76 1.4 
neighbourhood? 
6. A home for drug abusers in your neighbourhood? 1.8 76 1.2 
7. A home for' AIDS patients in your neighbourhood? 2.0 76 1.4 
8. A project placing people with mental retardation in jobs 

4.7 76 .7 
at your place of work? 
9. A project causing more tax money to be spent on 

4.5 76 .8 
services for the mental retardation? 
10. A project having people with mental retardation cared 

4.6 76 .7 
for at home by their families? 
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In order to get a clearer understanding of which of the above stigmatised groups were 

least and most tolerated, a one-way analysis of variance (ANOV A) of the total means 

was carried out. This analysis showed participants to have different levels of tolerance 

to other stigmatised groups, E._(9,675) = 129.72, J2 < .01. The Post Hoc comparisons 

using the Tukey HSD test (Q < .05) showed that people were more likely to be tolerant 

of mental retardation than other areas of disability/stigmatisation. 
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ANALYSIS III 

Coping Health Inventory for Parents (CHIP) 

Data from each subscale of the CHIP questionnaire are presented in Table 24. These 

means range from 1 - 3 for each of the three subscales (with 1 being minimally 

helpful and 3 being extremely helpful). Subscale 1 measures coping in terms of 

maintaining family integration, cooperation and an optimistic definition of the 

situation. Subscale 2 measures maintaining social support, self esteem, and 

psychological stability. Subscale 3 measures coping in terms of understanding the 

health care situation through communication with other parents, and consultation with 

the health care team. 

Table 24 

Participants' mean level of response to subscales 1, 2, and 3 of the CHIP 

questionnaire 

Subscale 1 

Subscale 2 

Subscale 3 

76 

76 

76 

Mean Deviation 

2.2 

1.7 

2.4 

.4 

.5 

.6 

A Repeated Measures Analysis of Variance was carried out and showed a significant 

difference between participants' responses, F (2,150) = 75.1, 12 < .01. Post Hoc testing 
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using Tukey's method (Q < .05) showed that participants' coping strategies are of 

equal levels on subscales 1 (maintaining family integration, cooperation and an 

optimistic definition of the situation) and 3 (understanding the health care situation). 

Participants' mean level of response on subscale 2 (maintaining social support, self 

esteem, and psychological stability) was, however, significantly lower than the mean 

levels on subscales 1 and 3. 
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DISCUSSION 

The research questions that this study set out to examine are: Do Indian families with 

mentally retarded children face stigmatisation? What are the areas and the domains in 

which stigmatised families have experienced discrimination? How do these 

stigmatised families then cope with both the stigma of mental retardation as well as 

with having to look after their mentally retarded child? 

The results of the study show that Indian families with mentally retarded children 

consider themselves as having faced stigmatisation with a majority indicating 

stigmatisation as highest in their social lives. This is not surprising as Indian society is 

a biased one as far as labelling and discrimination are relevant. The ancient Hindu 

caste system, discussed earlier, created a fundamental platform on which members of 

groups that did not conform to the social "norm" were automatically ostracised and 

discriminated against. In taking into consideration responses generated to questions 

asked in this study, it is important to bear in mind that the views represented reflect 

the perspective and perceptions of the respondents and not of the non-stigmatised 

"normal" who is reacting to the mentally retarded child and/or his family, and whose 

views may be entirely different. For instance, those "normals" who are typical of 

society may think of themselves as kind and caring, while the stigmatised may 

consider them to be insensitive and over inquisitive. 

Although a variety of sources of ill-treatment were cited, results indicate that 

neighbours were the highest source of stigmatisation. This is probably because a 

family is most constantly exposed to their immediate neighbours more than any others 

in society. Despite the ill-treatment and discrimination experienced, results show that 

a majority of parents still take the trouble to explain their child's problem to others. 
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On explanation, respondents claimed that most people reacted with pity rather than 

further abuse or discrimination. This might indicate that ignorance and prejudice of 

"normals" caused the initial discrimination and stigmatisation and that once the 

stigmatising problem of mental retardation had been explained to the "normals", 

knowledge and understanding allowed for expressions of pity, curiosity, etc. This 

assumption is, of course, based on the views of the respondents' perceptions of 

others' reactions. 

Friends and relatives seemed to be fairly supportive of the majority of families with 

mentally retarded children. The majority of respondents claimed that the comings and 

goings between them and their friends/relatives was as usual. Thus it seems that in the 

majority of cases people who were familiar with and close to the family of the 

mentally retarded child were more accepting of them and less stigmatising. As most 

respondents allegedly informed their relatives about their children's condition openly, 

it would seem that early explanation and understanding may have been a factor in 

maintaining normal relations between the family of the mentally retarded child and 

their friends/relatives. 

The most highly cited incident that occurred as a consequence of the stigmatisation of 

having a mentally retarded child was found to be that of the child being rejected by 

other children while playing. The high frequency of this response once again 

highlights ignorance and a lack of understanding on the part of the stigmatiser. In this 

case children who are not exposed to mentally retarded family members/friends have 

no norm with which to compare the mentally retarded child's seemingly abnormal 

behaviour. It is not inconceivable then that they should find it amusing and the 

affected child a source of entertainment. 
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Most families of the respondents seem to have accepted the child and shown some 

cooperation. Few respondents, however, reported that their relatives helped them out 

with medical support or monetarily. There is no explanation for this except for the 

fact that the relatives may not have been in a position to help out financially. In Indian 

society one's family is the source of every kind of support. While not every extended 

family may offer assistance it not unknown for distant cousins to help out in times of 

need. 

In trying to understand what the respondents thought was responsible for the stigma 

of mental retardation, a majority indicated that it was the long-lasting nature of mental 

retardation that made it a stigmatising phenomenon. Results indicate that respondents 

place mental illness on the same level as a physical disability involving being 

bedridden 24 hours a day. Both conditions make it impossible for the patient to 

function independently and render him/her completely helpless. The tendency to view 

the mentally ill as responsible for his/her illness and a physically disabled person as 

not, could also add to the stigmatisation of the mentally retarded person. 

Respondents gave no clear indication as to whether they thought the stigma they bore 

could be removed. This ambiguity is perhaps a result of having to consider the various 

factors that play a role in the removability of stigma, such as the child's degree of 

retardation, associated physical disabilities, parents' concepts of stigma, their 

willingness to fight it and face society's discriminating ways, etc. The uncertainty of 

responses may indicate that if they cannot get rid of the stigma, the option that is left 

to them is that of accepting it. The in-group - out-group factor is once again brought 

in where if the in-group accepts the status given it by the out-group, the friction is 

somewhat decreased (Crocker et al., 1998). Such acceptance, however, may result in 

81 



the perpetuating of stigmatisation within the in-group itself, just as the caste system 

was maintained by the members of the respective groups in India's Hindu society. 

As regards the strategies to fight stigma and discrimination, a majority of respondents 

felt that involvement with other such parents and creating public awareness were 

important. Many of the respondents in the study were members of a parental self-help 

group. They would get together in groups based on residential areas and talk to each 

other, sharing problems, experiences, solutions and providing moral support to one 

another. Creating self-help groups and increasing parental interaction was considered 

one of the best measures to reduce the stigma experienced. The other cited measures 

that were all favoured equally were: educating the community, more community 

services, more research about mental retardation, better treatment, rehabilitation, 

greater opportunities for the involvement of families and friends. Implementing these 

suggestions may increase awareness about mental retardation in Indian society and 

consequently may reduce the burden of the stigma borne by families with mentally 

retarded children. 

The study indirectly explored tolerance levels of all the respondents' tolerance levels 

of various stigmatised groups, and analyses revealed that they were more tolerant of 

mentally retarded people than of any other group. One might expect that the 

experience of stigmatisation in one area would increase one's tolerance level of 

others, but the results in this study imply that it is not necessarily so. The participants' 

experiences ~ith mental retardation have made them more open to programs to help 

mentally retarded people, but this openness hasn't transferred to other areas (e.g., 

prisoners, AIDS sufferers, etc.). What is evident from the results, however, is that the 

respondents may have a self-centred tolerance as opposed to altruistic tolerance. In 
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other words, they seem to be tolerant of what they are familiar with - in this case 

mentally retarded people - and not what they cannot understand. 

An analysis of results of the respondents' coping strategies showed that all 

respondents were equal in the areas of family integrity and understanding the health 

care situation. Participants' mean level of responses in the area of self-esteem, social 

support, and psychological stability, however, was significantly lower. This implies 

that the families with mentally retarded children devote large amounts of time and 

energy to keeping the family integrity strong, providing a positive outlook, and taking 

care of the various health requirements of the child. This perhaps does not leave much 

for oneself. In the study the majority of respondents were mothers. The results of the 

analyses confirm the typical role of the Indian wife/mother who puts others' needs 

before her own and always devotes her energies to the good of the family and the 

needs of her husband and children. 
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CHAPTER THREE: GENERAL DISCUSSION 

The thesis ascertained that Indian families with mentally retarded children experience 

stigmatisation in different aspects of their lives, with society being the primary 

discriminating entity. Consequences of bearing the stigma of mental retardation in 

Indian society entailed experiences such as overt discrimination by neighbours and 

rejection of the retarded child by other children. 

Discriminating against the mentally ill in India is no new concept, just as 

discriminating against members of lower castes is not unusual. In India, thousands of 

mentally ill people are driven to the streets, sleep on pavements, and eat from garbage 

bins. They are often stoned in jest while women are easy prey for rapists; asylums are 

packed with patients abandoned by their families. The stigma attached to mental 

illness is a major obstacle to its proper treatment and rehabilitation, since even 

government institutions do not offer humane support. Neglected and abused by the 

system, the mentally ill are largely treated as outcasts from Indian society (Basu, 

1999). 

Discriminating behaviours may include those born of anger, holding the affected 

person responsible for his/her own illness, or those that may arise out of pity for the 

person's helplessness, or fear that could arise out of the perception of the stigmatised 

person as dangerous (Weiner, 1995, cited in Corrigan, Rowan, Green, Lundin, River, 

Uphoff-Wasowski, White, & Kubiak, 2002). One definition of discrimination is either 

withholding opportunities from or reacting punitively to someone solely on the basis 

of their membership in a stigmatised out-group (Corrigan et al., 2002; Crocker et al., 

1998). Why do people do this? People tend to fear what they do not understand. 
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Historically people have had a fear of mentally retarded people whom they perceive 

as dangerous. Fear about a person's dangerousness leads to avoidant behaviours 

(Corrigan et al., 2002). Examples of avoidant behaviours towards the mentally 

retarded may include gaze aversion, rejection, ignoring/passing over, and seeing 

through such individuals. Punitive behaviours could include verbal and physical 

abuse, labelling and name calling, etc. Society reacts in these ways, perhaps out of 

anger, fear, or even pity, withholding opportunities from the stigmatised to interact 

with and be a part of mainstream society. 

Stereotypical attitudes about the mentally ill become personally relevant to those 

diagnosed with a mental illness. Because of various stigmatising attitudes as those 

described above, those labelled expect to be devalued and discriminated against. 

Additionally, these individuals engage in coping strategies such as secrecy or social 

withdrawal, which constrict social networks and reduce social and material resources 

(Markowitz, 1998). A study on stigma, depression, and somatization in South India by 

Raguram et al. (1996) explained that issues directly related to stigma include concerns 

about disclosure of illness, diminished self-esteem resulting from the impact of illness 

on identity, and concerns about social rejection of self and family, especially with 

regard to arranging and sustaining marriages. Thus, it is apparent that stigmatisation is 

a two-way process. The "normal" who cannot comprehend the illness that the 

stigmatised suffers, consciously or unknowingly rejects and ostracizes the mentally ill 

individual and his/her family. The latter, accustomed to the hierarchical Hindu 

society, accepts the rejection and bears the stigma, submitting to the jibes, taunts and 

pitiful remarks of the non-stigmatised. As Raguram et al. (1996) put it, stigma is more 

than Goffman's 1963 psychological alteration of "spoiled identity" - it is a 
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sociocultural process embedded in social and cultural processes. 

The following accounts illustrate such socially embedded discriminatory attitudes as 

expressed by the non-stigmatised towards the mentally retarded. These experiences 

are important too as they clearly demonstrate the disposition of "normals" in Indian 

society towards those who do not conform to society's expectations. 

Mother of 23-year-old retarded boy - "Discrimination started in school when 

he was eight years old. Teachers used to make him, sit separately and ridicule 

him all the time. Later people started teasing him because of his feminine 

manners - they called him 'eunuch'." 

Mother of 13-year-old retarded girl - "Since the very beginning she has been 

avoided by our close relatives, who keep from mingling with her or allowing 

their own children to mingle with her. Every time her attempt to mix with the 

relatives is thwarted and every time she has been asked to stay away or go and 

sit elsewhere." 

Mother of 15-year-old retarded boy - "When he was 13 the discriniination by 

the relatives and the neighbours was experienced most - he was pushed and 

hurt, and his attempts to enter the neighbour's house were thwarted; they 

called him names and told him to go away and the doors were slammed in his 

face to prevent his entry. " 

These were some of the milder accounts from parents who participated in the study. 
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Other accounts involved senseless teasing on the roads by passers by, people 

purposefully confusing the retarded child about bus routes, molestation, and cruel 

beating and stoning, amongst others. 

Most of the families in the study were of a lower-than-average income and not only 

had to cope with the various expenses (e.g. medical) associated with caring for their 

mentally retarded child but they also had to support him/her throughout his/her life. 

Having to cope with this as well as with the discrimination that is synonymous with 

the stigma of having a mentally retarded child is the burden borne by these families. 

The primary caregivers are often alone in their struggle to earn, look after the disabled 

child, plus the rest of the family, and bear the taunts aimed at the child and at them. 

As results from the data analysis show, participants in the study reported adequate 

coping in areas of family integrity and understanding of healthcare requirements, but 

scored low in the area of self-esteem and psychological stability. Of the conclusions 

that can be drawn from this finding, the most probable is that the respondents invest 

the majority of their time and energy in the first two areas. In India the institution of 

the family is an all-important one and keeping a family functional is a prime goal of 

caregivers. Similarly caring for a mentally retarded child is a demanding task, but one 

that requires to be fulfilled by a committed caregiver. Thus, this leaves little time for 

the caregiver him/herself. Some of the verbal reports recorded during the interviews 

are as follows: 

Mother of a 24-year-old severely retarded boy: Asked if she involved other 

family members in the household chores, she replied, "It is not possible as 

they all tend to do their own thing and keep to themselves. " Regarding 
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spending time with family and friends she replied: "It was a great source of 

relief and support for me, but now my health won't pennit me to interact as 

much. " She however did find time to cook special dishes, something she 

enjoyed doing. When pushed to the limit she allows herself to express anger. 

But she does not discuss her problems with anyone except the doctor 

(psychiatrist at the school) at times. While she could have found relief in 

getting away from her responsibilities for a while, she says, "it is not possible 

though, as the responsibility is a constant one". Regarding spending time 

· together with all her children she says, "It was possible to play and study 

together when they were little, but now no one has the time to spend together, 

they are all busy with their own lives". 

The mother in this case is not only on duty permanently, but nobody else seems to 

have any time or concern for her. Ever the epitome of virtue, like every good Indian 

woman, this woman too is thanklessly committed to the welfare of her retarded child 

and her family, with never a moment to call her own. Even the cooking she enjoys is 

probably agreeable as it brings the family together briefly and she may watch others' 

relish the fruits of her efforts. 

Mother of a moderately retarded 23-year-old boy: "I am unable to talk over 

personal feelings with my spouse - it is not helpful at all. I cannot even trust 

him to support me and my children. No one helps me with the chores at home, 

nobody is around to spend time with and I do not feel that I have anything to 

be thankful for. I have no hobbies, no social activities and do not go out with 

my spouse. It is not possible for me to get away from my tasks and 
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responsibilities for any relief I am illiterate and cannot read about my child's 

problems. Only my belief and faith in God keeps me strong. I also chew 

tobacco and take snuff as this helps me cope with my tension and stress." 

Grandmother of a moderately retarded 21-year-old girl: "We worry about her 

siblings getting married because of the stigma of having a mentally retarded 

sister. We do little together as a family, but I make sure they all help with 

chores at home. I find no relief in showing that I am strong as a person but I 

do tell myself that I have a lot to be thanliful for. I get great relief when talking 

to other parents of mentally retarded children and like building close 

relationships with them. I have no hobbies and am illiterate and cannot read 

about my granddaughter's illness, but I do believe she is getting the best 

medical care possible. I have faith that things will always work out and I 

enjoy spending time with my granddaughter. " 

These are just a few accounts of some of the feelings experienced by caregivers of 

mentally retarded children in the study. As can be seen, the responsibility for the care 

of the retarded child is placed almost entirely on the shoulders of the caregiver. Other 

family members, such as the spouse, may contribute in terms of money, but provide 

very little support by way of understanding and reassurance. 

The most commonly cited coping strategy was that of belief in God, and this being a 

source of strength. Questions on the Coping Health Inventory for Parents that related 

to family issues such as care or well-being, doing chores together all elicited 

responses that implied that the caregivers tried hard to keep the family functional. 
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Questions related to caring for the retarded child elicited answers that implied the 

caretaker took good care of the child and also had great faith in any clinical treatment 

that the child was the recipient of. But when it came to questions relating to the health 

and well-being of the caretakers themselves, the results indicated low self-esteem, low 

social support and low psychological stability. Mothers took no interest in their 

personal grooming, developed no hobbies, did little outside of housework and taking 

care of the retarded child and the family, did not make time for themselves to get 

away from the daily responsibilities, did not place much emphasis on being strong, 

always controlling their negative emotions, and rarely discussing their feelings with 

anyone. 

Self Esteem 

Crocker and Major (1989) suggest that stigmatisation has an impact on the global 

self-esteem of the victims; this self-esteem may be conceptualised in terms of self

worth, a generalised feeling of self-acceptance, goodness, worthiness and self-respect. 

A lay person might assume that because stereotypes about the stigmatised are fairly 

pervasive, the victims would be aware of them and thus would be susceptible to low 

self-esteem because of the reflections of society's appraisals of the self. Similarly, a 

stigmatised individual may succumb to low self-esteem as a result of the expectations 

and negative stereotypes of the stigmatising non-stigmatised that lead the victim to 

believing in and fulfilling a role created for him/her. A third predictor of low self

esteem among the stigmatised is that of self-esteem as a function of efficacious 

interaction with the environment. According to this view, members of stigmatised 

groups should have lower self-esteem than non-stigmatised individuals because of 
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limitations on their opportunities to control and manipulate their environment 

(Crocker & Major, 1989). 

Social Support 

While respondents did claim that their relations with extended family and friends 

were normal, the scores on the Coping Health Inventory indicate that they lack social 

support. 

The use of social support is to buffer and cope with stress, in this case that of caring 

for and bearing the stigma of having a chronically disabled (mentally retarded) child. 

Social support is an external coping strategy that has been shown to reduce stress of 

the family (Becknman & Porkomi, 1988, cited in Marshak et al., 1999). 

A family member's disability can have an isolating effect on his/her family. The 

diagnosis of mental retardation can have the effect of removing a family from 

mainstream society (Marsh, 1993, cited in Marshak et al., 1999). Reasons that lead to 

the isolation of these families include the families' emotional and physical exhaustion, 

stigmatisation, and social exclusion when others do not understand nor accept, along 

with the specialised needs and demands of the child (Marsh, 1993; Parke, 1981; cited 

in Marshak et. al., 1999). 

Although the support derived from friends and family can contribute to coping and 

adaptation, the same could increase the stress of the family. Culturally, in India, the 

extended family is as close as the immediate family and rejection by them can prove 

to be highly distressing for parents of disabled children. Rejection by extended family 
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and cold, distant professionals can burden the family by being unsupportive and 

unsympathetic. Generally speaking, however, social support reduces subjective stress 

experienced by family members, encourages personal, family and child functioning, 

and enables the family to maintain a sense of normalcy and coping effectiveness. 

Another source of support for families is that of self-help peer groups. As with the 

parents in the study, such a group provides a forum for shaiing mutual experiences, 

education, mutual aid, and advocacy. Affiliation with others who share one's stigma 

also provides social comparison opportunities. Within such groups, the salience of the 

stigma. vanishes and instead individuals are able to focus more on positive 

characteristics (Gibbons, 1986; Jones et al., 1984, cited in Crocker & Major, 1989). 

Support groups provide information using which members are able to cope better with 

stigmatisation and its effects. They may also provide ways by which to view a 

handicap or stigma as an asset rather than a drawback. 

Many of the parents who participated in the study were all members of a "parental 

self-help group". This group facilitated meetings and exchange of experiences 

between parents, sharing of burdens and problems as well as solutions, and, finally, 

how to view their child and the accompanying stigma of mental retardation as 

something not necessarily negative. Those parents who did not belong to such a group 

seemed to express greater doubts about their abilities to cope, and greater fear about 

the future of their children. They seemed agitated, negative in their outlook, unable to 

control their children, very reserved, and socially inactive with no friends or relatives 

to support them or to interact with. 
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Both Folkman and Moskowitz (2000) and Taylor (1983, both cited in Hastings & 

Taunt, 2002) proposed that positive perceptions may play a central role in coping with 

stressful and traumatic events. Folkman and Moskowitz (2000) discuss coping 

through positive reappraisal. People focus on the value of their efforts and appraise 

them positively, thus sustaining efforts, for example, those associated with care

giving over long periods of time. Hastings and Taunt (2002) proposed that the 

outcomes of adopting positive perceptions as coping strategies might be a greater 

sense of meaning, feelings of mastery, and improved self-concept. The study by 

Singer, Marquis, Powers, Blanchard, Divenere, Santelli, Ainbinder, & Sharp (1999, 

cited in Hastings & Taunt, 2002) on parents in intervention groups reveals that the 

learning of positive perceptions associated with care-giving for a child with 

disabilities becomes one of the key factors for successful coping. 

In their study on the role of religion in the lives of Latino families who have children 

with developmental delays, Skinner, Correa, Skinner, & Bailey Jr. (2001) examined 

religion as a mediator of stress, coping and adaptation. Similar to the views expressed 

by the Indian sample in the current study, several Latino families in the study by 

Skinner et al. (2001) acknowledged their child with a disability as a God-given 

opportunity rather than as a liability. Belief that the child was a part of God's plan 

gave parents more faith and strength to move forward. A majority of the parents 

believed that religion sustained them in their everyday lives, and helped them deal 

with their child's and the family's problems. Clearly the role played by religion is one 

of emotional support, providing strength to deal with the daily tasks and efforts, and 

hope for the future (Heller et al., 1994; Skinner et al., 2001). Similar to the above 

study, the study by Heller et al. (1994) involving a sample of Hispanic families also 
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stresses the importance of the role of God and religion in coping with the stress of 

having a mentally retarded child, and also on the need for informal support structures 

of extended family and friends. 

Participants who denied stigmatisation 

Understanding an individual's perception of whether or not she/he is stigmatised is a 

difficult task. Much depends on the individual's coping skills, and the buffers she/he 

employs against being stigmatised, or to cope with being stigmatised. 

Those families of, mentally retarded children, who compare themselves with only 

others of their in-group, may not see their stigma as particularly threatening. This may 

account for the number of parents who did not admit to any experiences of 

stigmatisation. This is not to disregard the possibility that they may not indeed have 

had stigmatising experiences; only that the likelihood of possessing a stigma - such as 

that of mental retardation - in a society somewhat predisposed to discrimination, and 

not experiencing stigmatisation is not an easily acceptable position/claim. 

Another reason why members of stigmatised groups may not consider themselves 

disadvantaged or being particularly stigmatised, is that stigmatised persons generally 

compare themselves with other stigmatised people who share a common fate, and not 

with non-stigmatised others. This is because of a) the proximity effect - whereby the 

ones they most socialise with are people from their own in-group; b) the similarity 

effect - whereby through being with others who are similar they obtain accurate self

evaluations; and c) to avoid unpleasant social comparisons (through interaction with 

non-stigmatised others). When the stigmatised only compare themselves with other 
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members of the same in-group, it is likely to protect the self-esteem because they are 

generally disadvantaged in the larger culture or society. The stigmatised are also more 

likely to be exposed to in-group members than out-group members and hence more 

likely to compare themselves with those who are similarly disadvantaged (Crocker & 

Major, 1989). Hence, parents in the study may have reported feeling less stigmatised 

simply because of limited interaction with out-group, nonstigmatised others. Apart 

from nonstigmafo;ed but uninterested parties, such as doctors, therapists, teachers, 

administration and others whom one might meet casually (like the grocer or 

newspaper man), interaction with nonstigmatised others would be largely limited. In 

such a circumstance, members of the stigmatised in-group may not even be aware of 

any threat to their self-esteem (Crocker & Major, 1989). Stigmatised individuals may 

also prefer to compare themselves with in-group rather than out-group members to 

protect the self-concept or self-esteem from threatening comparisons (Crocker & 

Major, 1989). Thus, parents in the study, out of need to protect themselves and their 

children from threats to their self-esteem, may have avoided contact with 

nonstigmatised other parents. Similarly, reports of having not experienced any kind of 

stigmatisation by parents in the study may stem from the fact that many may have 

avoided any kind of interaction with out-group members that would potentially lead to 

threats of stigmatisation and threats to their self-esteem. 

Fighting Stigma 

Awareness of injustice and a desire to correct it are necessary to produce social 

change (Martin, 1986, cited in Crocker & Major, 1989). One possible consequence of 

treating the stigmatised condition is improved social interactions of the stigmatised 

individuals (Crocker & Major, 1989). In the study, through constant interaction with a 
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psychiatrist at the school, parents have more or less been able to come to term with 

the stigma borne by their children and- through association - themselves. 

In asking the participants what measures might be taken to fight the stigma and 

discrimination they faced as parents/families of the mentally retarded, many 

responded that involvement with other such parents would be one good strategy, 

followed by a need to educate an ignorant public and spread awareness about the 

disease that is mental retardation. 

Literacy in India has not always inchided awareness or sensitivity among its goals. 

With a population of over a billion and still growing, the immediate aim of literacy 

and public education in India has been minimalistic with the standard of being literate 

that of being able to spell and sign one's name. Thus, it is not so hard to understand 

the actions of people who are largely uneducated and illiterate, who are bound blindly 

to age-old customs and traditions, and also accustomed to discriminating and being 

discriminated against, keeping in mind the country's inherent caste system. 

Educating and spreading awareness abut mental illnesses, about treating mentally 

retarded individuals as human beings and not objects of derision, is a Herculean task 

for the minority of educated and concemed groups of parents and professionals. 

Participants involved in this study, however, having come together after many 

attempts by the Association (where the interviews were conducted), are making a 

concerted effort towards this aim. 
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The first concern of the parental self-help group is to attain a level where every one of 

their community is able to competently cope with the various problems that having a 

mentally retarded child involves. With the help of concerned psychiatrists from 

NIMHANS (National Institute of Mental Health and Neurological Sciences) and 

financial and moral support from concerned members of society and the 

administration of the AMC (Association for the Mentally Challenged), new plans for 

the future may begin. They already have collections set up to fund all medical 

requirements and are able to purchase medicines at a subsidised rate from 

NIMHANS. They hope with time to be able to build a home for their children to live 

in once their parents are no more; they plan to set up a fund that will support this 

home and the staff to manage it. 

As to increasing public awareness and education, plans still need to be formulated and 

implemented. With growing members of society getting involved and contributing in 

various ways to the AMC, however, the time when increased media coverage and 

public movements take place should not be too far away. 

"Rare is the family that is free from an encounter with mental disorders, yet almost 

universal are the shame and fear that prevent people from seeking care." (WHO, cited 

in Macan-Markar, 2001). In many cases of stigmatisation, it may be difficult to 

discern what harms the family's well-being more - the actual mental retardation or 

the isolation and rejection encountered as a result of having a child with mental 

retardation. Unfortunately for the mentally disabled and their families, the stigma's 

impact on their lives may be as harmful as the direct effects of the disease (Corrigan 

& Penn, 1999). Various advocacy and community-service groups may hope that by 
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replacing negative stereotypes with accurate and more hopeful views about mental 

retardation/mental illness, the quality of life of people with such disorders will 

significantly be improved. According to Corrigan and Penn (1999), this can be done 

through the processes of protest, education, and contact. The first seeks to suppress 

the stigmatising attitudes, the second seeks to replace stigma with accurate 

conceptions, and the third challenges public opinion through direct interaction with 

those people who suffer from the disorder. 

This model may be conceived of as counteractive to the Double ABCX model (earlier 

explained) of family stress as proposed by Patterson and McCubbin (1983). The 

Double ABCX model was effective in explaining the way in which the stigma of 

having a mentally retarded child in family could be interpreted as a stressful event or 

crisis. According to Chin (1974; cited in Chin et al., 1975), also mentioned earlier, 

there are three conditions that determine whether or not such an event is a crisis, 

namely the nature of the event, the family's resources, and the family's definition of 

the event. Similar to the model of family stress as proposed by Hill (1949), these 

conditions coupled with the result being a chronic stress together form the Double 

ABCXmodel. 

To recapitulate, the Double ABCX model essentially described the way in which a 

stressful event (e.g. the birth of a mentally retarded child) becomes a chronic strain 

'aA' ; this strain then is affected by the family's crisis-meeting resources and new 

resources that emerge in order to cope with the new chronic nature of the strain, 'bB'. 

Additionally, there is a 'cC' factor that comprises the family's initial perception of the 

stressor (e.g. shame) and the redefinition of the total situation that may occur over 
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time (e.g. as a challenge or opportunity); this factor also affects the way in which the 

family then copes with the strain (of having and caring for a mentally retarded child). 

The resultant coping strategies that emerge are the central process that the family will 

adopt in achieving an organised and balanced family system. According to Rosen 

(1955; cited in Chin et al., 1975) parents go through five stages in the acceptance of 

the fact that a child is mentally retarded. As mentioned earlier these stages are: 

awareness of a problem, recognition of the basic problem, search for a cause, search 

for a cure, and acceptance of the problem. This process is, however, affected by other 

variables such as the severity of the handicap, religious background, and socio

economic and intellectual levels of the family. These factors then influence how the 

family perceives the event and eventually use their resources to cope with it. 

In stigmatised families such as those in India who have mentally retarded children, the 

'cC' factors may include coping strategies such as attributions of negative outcomes 

to prejudice and discrimination, social comparison, and psychological disengagement 

and disidentification (as mentioned earlier). The first involves attributing all negative 

outcomes to negative causes such as prejudice and discrimination. This is a protective 

strategy against a major threat of stigma, that of hurting one's collective and 

individual self-esteem. Social comparison is a strategy that restricts one's social 

comparison to others who share the same stigmatised status and whose outcomes 

could be equally poor. This strategy is useful in protecting one's self esteem from 

threat that there are others who are better off than oneself. Psychological 

disengagement and disidentification is helpful in coping with threat in a stigma

threatening situation by reducing the importance of the outcomes in particular 
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domains of one's life. Coping strategies such as these when coupled with the 

resources of factor 'bB' affect the overall coping by the family and caregivers. 

These coping strategies when maintained in a holding pattern may become something 

of a vicious cycle that the stigmatised get trapped in. An unwillingness to accept there 

are others better off than oneself, fear of facing discrimination in a domain that is 

important to oneself and thus disengaging oneself from it, and always attributing 

negative outcomes of social interactions to prejudice and discrimination are not 

beneficial to the individual in improving his/her stigmatised status or in anyway 

helpful to the stigmatiser to understand the position of the stigmatised. Thus resultant 

coping by the caregiver may be more harmful to the individual rather than 

advantageous. 

Using the processes of protest, education, and contact, as suggested by Corrigan and 

Penn (1999), it may be hoped that such adverse coping could be turned around into 

competent skills to not only endure the sigma but to resist and fight against it in a 

manner that yields positive results. A stigma may not always be as burdensome as it 

seems. Even though having a mentally retarded child can cause a family to undergo 

great emotional turbulence and stress, eventually with the help of psychological 

science and the increase of public advocacy groups in India, families may one day be 

better equipped and able to fight and deal with the stigma. 

It would be advantageous for future research in the area of Indian families with 

mentally retarded children to take into consideration the point of view of non

stigmatised "normals" in addition to those expressed by the stigmatised. The current 
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study represents views that are based entirely on a socially stigmatised group and 

there may be inherent biases. If both sides' opinions and beliefs are taken into 

account, a balanced concept of the stigmatisation of the mentally retarded and their 

families may be achieved. Thus, misconceptions and/or misunderstandings that may 

exist on either side may be evaluated and clear goals for the resolution of problems of 

both groups may be set up and worked towards. 

As far as interactions between the stigmatised and the non-stigmatised go, perhaps 

expectations on both sides would have to be changed. The current situation seems to 

be that the mentally retarded and their families seem to expect abuse and rejection at 

the hands of society; and perhaps because of their shame and withdrawn behaviour, 

society has neither the time nor inclination for socialising with them and sees them as 

social outcastes anyway. 

This study concerning the stigmatisation and coping abilities of Indian families with 

. mentally retarded children may be considered a preliminary analysis of the current 

situation within an urban population. Further research including analyses focussed on 

more rural samples may be helpful in generalising conclusions drawn from the current 

study. Investigations into the local psychiatric settings and their relations with the 

affected samples, along with their reports and understanding of the affected families, 

could be another potentially complementary area. 

Assessments of government provisions for the mentally retarded and the plans made 

by the self-help groups may provide deeper insight into what a future would be like 

for the mentally retarded children once their caregivers have pass~d away. The 
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implementation of various strategies to fight discrimination and to educate the public 

about mental retardation as a disease may be another intervention-oriented project. 

Along with an evaluation plan this would potentially be a leap forward in the struggle 

against stigmatisation. 

Though the current study explored the experiences and other concepts associated with 

stigmatised families of mentally retarded children, there were certain shortcomings 

that could have been avoided. There were not enough respondents from different 

socio-economic statuses and educational backgrounds. Although hypothetically the 

rich may be better equipped to cope with having a mentally retarded child, this may 

not necessarily be true. The stigma may well be more apparent and thus more 

shameful in more affluent families. Similarly more members of other religions should 

have been interviewed so as to be able to provide a more justified generalisation of 

the root cause of stigmatisation (i.e. the age-old Hindu caste system) in India. 

The India of today is no longer the custom-bound civilisation it used to be. The sooner 

people awake to this fact, and begin to see the advantages of desegregation for the 

individual and the country, the better. Centuries have witnessed the tearing apart of 

this vibrant country by religion, politics and economics. It is not in the past though 

that tomorrow's society should be rooted. While customs and tradition do provide a 

sense of belonging, there is a limit to its generalisation into other spheres of societal 

life. Caste should no longer bear meaning in a society where economic classes have 

more weight. Similarly, mental disability should have no demeaning effect on a 

people renowned for their hospitality, deep family values and who have always cared 

for their own. 
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APPENDIX 1: COMPLETE QUESTIONNAIRE 

UNIVERSITY OF CANTERBURY DEPARTMENT OF PSYCHOLOGY 

FEELINGS OF STIGMA AND COPING ABILITIES OF 
INDIAN FAMILIES WITH MENTALLY RETARDED CHILDREN 

BRIEF DESCRIPTION OF THE PROJECT: One of the major challenges facing families with 
retarded children is the stigmatisation they face because of their child's disabilities. Unfortunately, little 
is known about how such stigmatisation affects families in India. Perhaps of greater importance is the 
manner in which families cope with both the problems of raising their disabled child and the problems 
of dealing with society's reactions to their difficulties. 

The aim of this study is to identify the manner in which Indian families deal with the problems 
associated with having a retarded child. It is hoped that this information may be used to identify some 
possible ways to help such families mitigate the difficulties they may have in this area. 

If you agree to participate in this study you will be asked to fill out a questionnaire in which you 
describe your family, the problems it faces, and the ways in which you attempt to solve your family's 
problems. You will also be asked to participate in an interview in which you describe some of the 
difficulties you face in rearing a retarded child. Lastly, I also ask that you fill out a background 
information sheet that will give me some information necessary to interpret your answers. 

RISKS ASSOCIATED WITH THIS PROJECT: NONE ARE FORESEEN 

TIME REQUIRED: Approximately 30-60 minutes 

This project is being conducted by Ashwini Jaisim and Mark Byrd who may be reached by telephoning 
either +91806631838 (AJ) or +64 3 3667001, ext. 7194 (MB). 

This project has been reviewed and approved by the University of Canterbury Human Ethics 
Committee 

CONSENT FORM 

I agree to participate in the project described above, on the understanding that at any time I wish to 
withdraw from the study I may, without prejudice, do so. I further understand that if I withdraw I have 
the right to have any data collected from me returned. All information collected will be kept 
confidential and will be destroyed at the end of the study. I understand that any information gathered 
from this study will be reported only in terms of group averages and that my name will not be 
associated with any particular piece of data. Lastly, I understand that I will be given the opportunity to 
review my decision after I have completed my participation in this study and discussed the details of 
the study with the researcher. 

You are entitled to have a copy of this form if you wish. 

NAME: ______________________________ _ 

SIGNATURE: _______________ DATE: ________ _ 
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FACTORS ASSOCIATED WITH STIGMA AND COPING ABILITIES 
OF INDIAN FAMILIES WITH MENTALLY RETARDED CHILDREN 

You are invited to participate in a research project entitled "Factors Associated with Stigma and 
Coping Abilities of Indian Families with Mentally Retarded Children" by completing the following 
questionnaire. The aim of the project is to examine the factors leading to stigmatisation and coping 
abilities, and to find possible ways of reducing the effects of stigmatisation in Indian families. 

The questionnaire is anonymous, and you will not be identified as a participant without your consent. 
You may at any time withdraw your participation and have any information you have provided 
returned to you. By completing this questionnaire, however, it will be understood that you have 
consented to participate in the project, and that you consent to publication of the results as long as the 
data are reported in terms of group averages and that your name will not be associated with any 
particular piece of data. You will be given the opportunity to review this decision after you have 
completed the survey and the rationale of the study has been explained fully to you. 

BACKGROUND INFORMATION 

What is your birth date? __________________________ _ 

What is your occupation? No need to be specific -The general area is fine. 

Gender 
l. Yours [ 
2 .Your child's [ 

] Male 
] Male 

Date of birth of your child: 

] Female 
] Female 

What is the highest level of education you have completed? 

l. [ 
2. [ 

Elementary or up to and including grade 5 
High school ( 6-10) 

3. [ Technical College School 
4. [ University 

What is your current marital status? 
1. ( ] Married 
2. [ ] Separated 
3. [ ] Divorced 
4. [ ] Widowed 
5. [ ] Single - Never married 

What is your employment status? 
1. [ ] Employed full-time 
2. [ ] Employed part-time 
3. [ ] Self-employed 
4. [ ] Unemployed 
5. [ ] Retired 
6. [ ] Student 
7. [ ] Home maker 

What is your religious affiliation? 
1. [ ] Hindu 
3. [ J Christian 

2. [ 
4. [ 

Muslim 
Other 
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What is your total household monthly income? 
1. [ ] Less than Rs.1000/-
3. [ ] Rs.2500-5000 
5. [ ] > Rs.10000 

Where is your residence located? 
1. [ ] In the country 
2. [ ] In the city 

How many people (including yourself) live in your home? 

Family type 
1. [ ] 
2. [ ] 
3. [ ] 
4. [ ] 

Single 
Joint 
Nuclear 
Living together 

Clinical diagnosis of the child (specify): 

Age of the child when the diagnosis was made: 

2. [ 
4. [ 
6. [ 

Rs. l 000-2500 
Rs.5000-10000 
Don't know 
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PURPOSE: 
Many families of mentally retarded children are faced with problems such as discrimination 
and isolation by society. The following questions are aimed at understanding these 
experiences and your reactions and feelings towards them. 

DIRECTIONS: 
Please answer the following questions to the best of your ability and as honestly as possible. 

PART-I 

Have you or your relatives faced stigma and discrimination due to your child's mental 
retardation? 
l.[ J Yes 
2. [ ] No 

If yes, at what age of the child, was the stigma and discrimination was most experienced? 
(Record verbatim response) 

Areas in which stigma was experienced: 
1. [ ] Personal area 
2. [ ] Occupational area 
3. [ ] Social area 
4. [ ] Marital life 
5. [ ] Family life 
6. [ ] Any other (Specify: ____________ ) 
7. [ ] Not applicable 

Were there any other experiences of embarrassing/discriminatory behaviour of others due to 
your child's mental retardation? 

1. [ 
2. [ 
3. [ 
4. [ 
5. [ 
6. [ 
7. [ 
8. [ 
9. [ 

10. [ 
11. [ 
12. [ 
13. [ 
14. [ 
15. [ 
16. [ 
17. [ 
18. [ 
19. [ 
20. [ 

J 
J 
J 
J 
J 
] 
] 
] 
] 
] 
] 
] 
] 
] 
] 
] 
] 
] 
] 
] 

Demeaning treatment by neighbours/society 
Divorce 
Separation 
Selfish reasons (to gain your money, property etc) 
Discrimination in job/work place 
Become the object of ridicule 
Become the object of offensive comments 
Experienced poor sexual performance 
Experienced discrimination from family members 
I was worried that neighbours would avoid me. 
Do not get proposals for marriage 
Experienced physical abuse (kicking, beating) 
Felt the need to hide from relatives 
I was worried about talking about my child 
I was ashamed or embarrassed about my child 
I was worried that I would be blamed 
I experienced ill-treatment by family members 
Any other (Specify:-----------~-) 
Use of medical information to discriminate against you, ridicule you, etc. 
Not applicable 
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What were the attitudes of your relatives towards you or your child? 
1. [ ) Acceptance 
2. [ ] Rejection 
3. [ ] Help with medical support 
4. [ ] Avoidance 
5. [ J Loss of respect for the family 
6. [ J Co-operation 
7. [ J Financial help 
8. [ ] Any other 

When people ask you what is wrong with your child, what do you reply? 
(ONE REPLY ONLY) 
1. [ J 
2. [ J 
3. [ ] 
4. [ ] 
5. [ ] 
6. [ ] 

Mental illness 
Not feeling well 
Boredom 
A void telling about mental illness 
Explain about mental retardation 
Other responses 

How did you inform your relatives about your child's condition? 
1. [ ] Say it openly 
2. [ J Inform only when the child is violent 
3. [ ] Inform only when there is a suicidal attempt 
4. [ J When patient has to be treated in hospital 
5. [ ] Any other (Specify: ____________ ) 
6. [ ] Do not want to tell 

When you informed your relatives.did yon say the condition was due to mental retardation? 
If not why? (ONE RESPONSE ONLY) 
1. ( ] Yes, suffering from mental retardation 
2. [ J No, I do not want to tell 
3. [ J For close relatives and friends only 
4. [ J No, because of discrimination 
5. [ J To educated people, we say it is mental retardation 

How do people react if they come to know that your child is mentally retarded? 
l. [ ] No change in reaction 
2. [ ] Show pity 
3. [ ] Call the child mad 
4. [ ] Abuse and teasing 
5. [ ] Discrimination 
6. [ ] Appreciation over improvement 
7. [ ] Curiosity 
8. [ ] No comment 

What about friends and relatives visiting you? 
1. [ ] Visit as usual 
2. [ ] Visit less frequently 
3. [ ] Do not know/not applicable 
4. [ ] Don't visit at all 

What about you visiting friends and relatives? 
1. [ 
2. [ 
3. [ 
4. [ 

Visit as usual 
Visit less frequently 
Not applicable 
Don't visit at all 
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Do you think there was/is/ or will there be difficulty in finding a suitable marriage match for 
your other siblings? 
1. [ ] 
2. [ ] 
3. [ ] 
4. [ ] 
5. [ ] 

Yes, there was difficulty 
No difficulty 
Nobody knows about the mental retardation 
At present no problem, in future do not know 
Not applicable 

What creates the stigma associated with having a child with mental retardation? 
(ONE ANSWER ONLY) 
l. [ ] Long lasting nature of mental retardation 
2. [ ] Inability to work 
3. [ ] Lack of awareness 
4. [ ] Supernatural power/possessed 
5. [ ] Behavioural symptoms (violence) 
6. [ ] Drug related complications 
7. [ ] Socially unacceptable behaviour 

Which of the following disabilities do you feel would be most disabling? 
(ONE ANSWER ONLY) 
1. [ ] Loss of arms or legs 
2. [ J Loss of vision/hearing 
3. [ ) Being permanently bedridden 
4. [ ] Loss of mind 
5. [ ) Any other (Specify: ___________ _ 

Do you think that the stigma your family suffers can be removed? 
l. [ ] Entirely removed 
2. [ J Partially removed 
3. [ ) Not possible to remove 
4. [ ] Can not say 

What are the common strategies that can be applied to fight the stigma and discrimination? 
(Record all responses) (Yes/No/Don't know) 
1. [ 
2. [ 
3. [ 
4. [ 
5. [ 
6. [ 
7. [ 

Involvement in advocacy 
Immediate challenge of the stigmatising remarks 
Concealment or selective disclosure of child's disability 
Involvement with other such parents/families 
Public awareness to reduce the stigma 
Empathic understanding of others' disabilities 
Any other 

What are the consequences you have experienced because of the stigma and discrimination? 
1. [ ] Avoiding disclosure of the child's condition 
2. [ ] Child being shunned by other children while playing 
3. [ ] Unaccepted in the family 
4. [ ] Isolation of the family and/or child 
5. [ J Pushed into unacceptable social situation 
6. [ ] Sexual harassment 
7. [ J Social exploitation 
8. [ ] Any other 
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PART-II 
MEASURES TO REDUCE STIGMA & DISCRIMINATION 

What are the best measures of reducing the stigma associated with having a mentally retarded 
child? (Record all responses) 

1. [ J Educating community 
2. [ J More community services, so that people can live in their homes 
3. [ ] More research on the causes and treatment of Mental Retardation 
4. [ ] Better treatment 
5. [ J Self-help groups 
6. [ ] Rehabilitation 
7. [ ] Provide opportunity for greater involvement of families and friends 
8. [ J Build more institutions 
9. [ ] Others (Specify: ____________ ) 

How would you feel about having a group home (halfway home, hostel) for six to eight people 
with mental retardation in your neighbourhood? (READ LIST) 
1. [ ] In favour 
2. [ ] Opposed 
3. [ ] Indifferent, i.e., doesn't matter 

How would you feel if each of the following projects took place in your neighbourhood? Use a 
scale from 1 to 5 where 1 is very negative up to 5, very positive. 

1. [ 
2. [ 
3. [ 
4. [ 
5. [ 
6. [ 
7. [ 

] 
] 
] 

J 
J 
] 
] 

NEGATIVE _________ POSITIVE 
2 3 4 5 

A group home for the mentally retarded 
A half-way house for people recently released from jail 
A home for the physically disabled 
A home for those with Schizophrenia 
A home for persons with alcohol problems 
A home for drug abusers 
A home for AIDS patients 

Using the same scale, please tell me how you feel about these? 
1. [ ] A project placing people with Mental Retardation in jobs at your place 

of work 
2. [ 

3. [ 

A project causing more tax money to be spent on services for 
the Mentally Retarded 
A project having people with Mental Retardation cared for at home by 
their families 

114 



PURPOSE 

This questionnaire is directed at finding out what parents find helpful or not helpful to 
them in the management of family life when one or more of its members is ill or has a 
chronic condition, such as mental retardation, which calls for continued medical and 
personal care. 

DIRECTIONS 

• To complete this inventory you are asked to read the list of "Coping 
Behaviours" below, one at a time. 

• For each coping behaviour you used, please record how helpful it was by 
circling one number: 

3 = Extremely helpful 
2 = Moderately helpful 
1 = Minimally helpful 
0 = Not helpful 

• For each coping behaviour you did not use please record your "Reason" by 
ticking ( ✓ )one of the reasons: 

Chose not to use it [ ] or Not possible [ ] 

Please begin: Please read and record your decision for each and every Coping 
Behaviour listed below. 

- - ;§ .e .s 
p.. p.. p.. - ;§ - Q,l a:i I do not cope this Q,l 

= = = p.. 

Coping Behaviours .e, ~ >, a:i way because: - = Q,l ... -s cu cu .... 
;.. s 0 Q,l Q,l z ;.. "0 ·a ... 

~ 0 i Chose Not 
~ Not to Possible 

1. Talking over personal feelings and concerns 
3 2 1 

with spouse 
0 [ ] [ ] 

2. Engaging in relationships and friendships 
3 2 1 0 [ ] [ ] 

which help me to feel important and appreciated 

3. Trusting my spouse to support me and my 
3 2 1 0 [ ] [ ] 

children 

4. Sleeping 3 2 1 0 [ ] [ ] 

5. Talking with counsellors/ doctors 3 2 1 0 [ ] [ ] 

6. Believing that my child(ren) will get better 3 2 1 0 [ ] [ ] 

7. Working, outside employment 3 2 1 0 [ ] [ ] 

8. Showing that I am strong 3 2 1 0 [ ] [ ] 
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9. Purchasing gifts for myself/other family 
3 2 1 0 [ ] [ ] 

members 

10. Talking with other parents in my same situation 3 2 1 0 [ ] [ ] 

11. Eating 3 2 1 0 [ ] [ ] 

12. Getting other members of the family to help 
3 2 1 

with chores and tasks at home 
0 [ ] [ ] 

13. Getting away by myself 3 2 1 0 [ ] [ ] 

14. Talking with the doctor about my concerns 
3 2 1 

about my child(ren) with the medical condition 
0 [ ] [ ] 

15. Believing that the hospital has my family's 
3 2 1 

best interest in mind 
0 [ ] [ ] 

16. Building close relationships with people 3 2 1 0 [ ] [ ] 

17. Believing in God 3 2 1 0 [ ] [ ] 

18. Develop myself as a person 3 2 1 0 [ ] [ ] 

19. Talking with other parents in the same type of 
3 2 1 0 [ ] [ ] 

situation and learning about their experiences 

20. Doing things together as a family (involving all 
3 2 1 0 [ ] [ ] 

members of the family) 

21. Investing time and energy in my job 3 2 1 0 [ ] [ ] 

22. Believing that my child is getting the best 
3 2 1 

medical / clinical care possible 
0 [ ] [ ] 

23. Entertaining friends in our home 3 2 l 0 [ ] [ ] 

24. Reading about how other persons in my 
3 2 1 

situation handle things 
0 [ ] [ ] 

25. Doing things with family relatives 3 2 1 0 [ ] [ ] 

26. Becoming more self-reliant and independent 3 2 1 0 [ ] [ ] 

27. Telling myself that I have many things I should 
3 2 1 0 [ ] [ ] 

be thankful for 

28. Concentrating on hobbies (art, music, jogging, 
3 2 1 

etc.) 
0 [ ] [ ] 

29. Explaining family situations to friends and 
3 2 1 0 [ ] [ ] 

neighbours so they will understand us 

30. Encouraging my child(ren) with mental 
3 2 1 0 [ ] [ ] 

retardation to be more independent 

31. Keeping myself in shape and well-groomed 3 2 1 0 [ ] [ ] 

32. Involvement in social activities (parties, etc.) 
3 2 1 0 [ ] [ ] 

with friends 

33. Going out with my spouse on a regular basis 3 2 1 0 [ ] [ ] 

34. Being sure prescribed medical treatments and 3 2 1 0 [ ] [ ] 
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behavioural interventions for child(ren) are carried 

out at home on a daily basis 

35. Building a closer relationship with my spouse 3 2 1 0 [ ] [ ] 

36. Allowing myself to get angry 3 2 1 0 [ ] [ ] 

37. Investing myself in my child(ren) 3 2 1 0 [ ] [ ] 

38. Talking to someone (not professional 
3 2 1 0 [ ] [ ] 

counsellor/doctor) about how I feel 

39. Reading more about my child's problem 3 2 1 0 [ ] [ ] 

40. Trying to maintain family stability 3 2 1 0 [ ] [ ] 

41. Being able to get away from the care tasks and 
3 2 1 0 [ ] [ ] 

responsibilities for some relief 

42. Having my child with mental retardation seen 
3 2 1 0 [ ] [ ] 

at the clinic/hospital on a regular basis 

43. Believing that things will always work out 3 2 1 0 [ ] [ ] 

44. Doing things with my children 3 2 1 0 [ ] [ ] 
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THANK YOU FOR PARTICIPATING IN THIS STUDY 

Thank you for taking time to fill out the survey. Without the co-operation of 
individuals such as yourself, scientific research would be impossible. 

As mentioned in the consent form, this study was concerned with identifying the 
manner in which Indian families deal with the problems associated with having a 
mentally retarded child. 

The questionnaires that you filled out are intended to gather information about how 
things like educational background, religious beliefs, age, socio-economic status, 
affect how families cope with having a child that is mentally retarded. Specifically, 
the study is interested in finding out whether indeed families feel stigmatised by the 
fact that they have a mentally retarded child, and if so how they cope with it and what 
the other problems they have to cope with are. 

By your filling out all the questions in the survey, the study may be able to relate 
things like how the gender of a child affects the level of stigma, how the parents' age 
may influence the way they deal with the stress of rearing a mentally retarded child, 
or how socio-economic status affects coping resources and abilities. In identifying 
such associations, it is hoped that a way of eliminating feelings of stigma will be 
found and that ideal coping strategies may be developed for families with mentally 
retarded children. 

You should also be aware that many families experience problems with such 
difficulties when attempting to rear a child with mental retardation. If you are 
experiencing difficulties and would like some help with resolving them, please make 
contact with the counsellors at the National Institute of Mental Health and 
Neurological Sciences (NIMHANS), or the Karnataka Association of Parents of the 
Mentally Handicapped. 

If you have any questions about this survey or would like further information about it, 
please do not hesitate to telephone Ashwini Jaisim and Mark Byrd who may be 
reached by telephoning either (+91-80) 663-1838 (AJ) or (+64-3) 366-7001, ext. 7195 
(MB). 

Remember at this point you have a right to review your decision to participate in the 
study and, if you choose, withdraw from the study. If you wish, you may ask to have 
all data collected from you returned. 

AGAIN, THANK YOU FOR YOUR HELP WITH THIS STUDY 
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