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Abstract

This Ph.D. thesis focuses on the first-hand, ground-level experiences of
parents and guardians of autistic children in the State of Kerala, India. It explores
the barriers faced by parents/guardians in relation to social interactions, raising an
autistic child, and accessing services. Thirty-two semi-structured face-to-face
interviews were conducted with parents/guardians of children (across the ‘autism
spectrum’) aged ten and below, over a six-month period. All the interviews were
completed before the onset of the coronavirus pandemic in India. Those who
participated in the project identified with diverse socio-demographic backgrounds.
The perceptions of parents/guardians enabled a comprehensive analysis of
parenting experiences and the factors responsible for creating disabling barriers and
disparities in terms of privilege.

Using the social relational model of disability as a tool, this thesis extended
family debates and makes an original contribution by arguing that along with their
autistic children, parents/guardians are disabled due to barriers arising from unequal
social interactions which undermine their psycho-emotional well-being. This
dissertation finds that the ‘impairment effects’ associated with the autistic child can
create some restrictions in daily caregiving responsibilities. However, impairments
do not constitute disability and are not the primary barriers in parenting. In order to
understand the complex experiences of parents/guardians, this project has employed
an intersectional approach to analyse the influence of factors including gender roles,
access to resources, and caste/tribe status on parental perceptions of barriers and
privilege. These concepts are rarely applied in the Indian sociological literature to
comprehend the experiences of parenting autistic children, and so will provide a
fresh addition to Indian sociology. Thus, by linking broad literature from disability
studies and sociology with the generated data from the fieldwork that was
conducted, this thesis contributes to Indian sociological literature by producing a
qualitative, sociological study on the experiences of parenting autistic children in

India.
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CHAPTER 1: INTRODUCTION TO THE THESIS

This thesis draws attention to the raw experiences, inequitable access to
services, the disparity in privileges, and the exclusionary practices encountered by
parents/guardians of autistic children in contemporary Indian society. It assesses the
influence of factors embedded in the social fabric which may create barriers for
some parents/guardians, while privileging others, and identifies the social
interventions that need to be implemented in order to address their needs. Some
parents/guardians of autistic children continue to be ‘othered’ and face oppressive
barriers due to their close association with their children. The ideal hopes of
parents/guardians pertain to acquiring resources that can increase the inclusive
opportunities for their children. However, the passage is not always smooth, and
they stumble upon different roadblocks. This thesis, therefore, aims to question the
complex diversity of experiences among parents/guardians which creates disparities
or differing circumstances for them. The perceptions of parents/guardians are

crucial because they determine the well-being of the family and its survival.

The thesis entails a detailed exploration of parents/guardians’ access to
services/resources, the impact of daily social interactions on their psycho-emotional
well-being, their experiences of parenting autistic children in a social environment,
and the factors which create barriers for them. By incorporating socio-cultural
factors and respecting the contextual situation, this thesis offers a nuanced analysis
of parenting and autism in India. I intend to be reflexive and critique the different
debates on autism, disability, and parenting, while connecting them to the empirical
data that has been generated. | hope to contribute meaningfully to the existing
sociological discourses on parental experiences and autism in the family by using
the social relational model of disability and linking parents’/guardians’ experiences
of psycho-emotional disablism to Goffman’s concept of stigmatising attitudes
towards people (arising from social interactions) who are considered as the ‘other’,
thereby bringing to light the ‘disabling’ barriers faced by parents and guardians in

India.

Once the reasons for unequal experiences of privilege and marginalisation
are explored and the recommended social interventions are implemented, they will
enhance opportunities to understand the complex family experiences and enable

parents/guardians’ direct access to support mechanisms, thereby mitigating
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‘disabling’ barriers. This thesis thus offers a contribution to wider debates about the
social interactions of the family, the impact of individualised perceptions of autism,
the pressures of parenting an autistic child, the uneven distribution of information
and services, mutual interdependence, and the value of inclusion. To design and
implement contextually appropriate interventions, the voices of people (including
parents/guardians and especially mothers of autistic children) facing barriers must
be heard. The researcher facilitates an improved understanding of their diverse
social experiences through mutual collaboration. This study contributes to wider
disability politics by placing emphasis on the voices of parents/guardians of autistic
children, some of whom face oppression and experience social barriers. It is
significant for autistic communities because the focus is placed on the pressures of
parenting which primarily arise from unequal social interactions. Stresses stemming
from impairment effects are also detailed, but these are determined to cause some
restrictions, rather than being a central factor in creating disabling barriers. This
thesis generates a theoretically rich and in-depth understanding of family

experiences and the implementation of inclusive social interventions.

Chapter one introduces the reader to the thesis by providing the background
for the study. In this chapter, | explain my personal motivation for undertaking a
research study on the topic of parents/guardians of autistic children. The objectives
of the thesis will be discussed and the chapter comprises a section which enhances
the reader’s familiarisation with autism in India. An outline of the following
chapters and an overview of what they entail will be included in this chapter.
Finally, this chapter will address the use of certain terminology relevant to this
thesis. The next section will begin with the background to the thesis.

Background of the Study

According to the World Health Organization (hereafter WHO), there are one
billion disabled people across the globe, who form the world’s largest minority
(WHO, 2020). Disability is recognized as an indicator of discrimination alongside
other social factors including gender, race, class, and caste (Vaidya, 2016a). Vic
Finkelstein (1981) draws attention to the historical notions of disability; according
to him, disabled people have historically been associated with terms such as

‘unfortunate’ and ‘tragic’ (Swain et al., 2014, p. 6). Over the years, these prevalent



notions have faced criticism and disabled people have called for political
emancipation and inclusion. However, the individualised perceptions of disability
(due to medical and scientific expansion), with a focus on impairments and clinical
interventions for cure, have continued to persist (Barnes & Mercer, 2005). The over-
emphasis of such perceptions is a major contributory factor to the continued

discrimination and barriers experienced by disabled people and their families.

Erving Goffman (1963, p.3) identifies and explains the concept of stigma
(based on micro-level interactions; explored further in chapter two) which occurs
when an individual is ‘reduced from a whole, usual person to a discounted one’ in
the minds of others during social interactions. According to Goffman (1963), stigma
refers to the relationship between an attribute of an individual and the stereotype
attached to it. A person may possess a stigma or an ‘undesired differentness’ which
makes them ‘not quite human’ (Goffman, 1963, p. 5). Therefore, society may
impose different types of discrimination against the person. Society constructs the
individual’s inferiority and the danger they represent for possessing an attribute
which is considered to stand outside the social norm (Goffman, 1963). Disabled
individuals are subjected to different types of discrimination because they are
adjudged to possess attributes which differ from the social norm (Ali et al., 2012).
Nevertheless, it is not only people with impairments who are disabled; their family
members are also disabled (please refer to chapter two for more details) and endure
barriers due to their connections with the individuals with impairments. Family
members may be held accountable for the occurrence of an ‘impairment’, which in
turn may subject them to the blame and abuse of others (Ali et al., 2012). Afia Ali
and colleagues (2012) draw attention specifically to mothers who are blamed for
the child’s impairment, or any characteristics displayed by the child in public, which
may fall outside the perceived socio-cultural norm. Some parents/guardians often
internalise such perceptions from social interactions and experience the
undermining of their psycho-emotional well-being, resulting in psycho-emotional
‘disablism’.

Autistic individuals and their families have endured similar experiences.
Leo Kanner has been credited with first describing the term ‘autism’ in 1943,
followed by Hans Asperger in 1944 (Jaarsma & Welin, 2011). In the early 1990s,

the eminent psychologist Lorna Wing (who was also the mother of an autistic



individual) placed autism on a ‘spectrum’ and positioned Kanner’s understanding
at the ‘severe’ end of the spectrum, and ‘Asperger syndrome’ at the ‘milder’ end
(Runswick-Cole, 2014). Simon Baron-Cohen (2015), citing Steve Silberman
(2015), draws attention to Asperger’s work with autistic children (across the
‘spectrum’), five years before Kanner’s concept became widely known. Although
Silberman’s book (2015) credited Kanner with making positive contributions,
which included helping Jewish refugees escape to the USA from the Holocaust, he
(Kanner) infamously attributed a child’s autism to the ‘coldness’ of their parents,
specifically pointing fingers at mothers (these notions were also promoted by Bruno
Bettelheim). This is a major factor which has subjected some mothers of autistic
children to unequal social interactions, blame and shame, thereby causing
deleterious effects on the family. Sidney Kinnear and colleagues (2015) too,
highlight a previous study by David Farrugia (2009) who mentioned the negative
impacts of stereotypes associated with autism and parenting; the notion of ‘cold
parents’ and the perceived hereditary aspect of autism increases the chances of
discriminatory practices/attitudes toward parents/guardians. Some
parents/guardians of autistic children can be associated with the term,
‘discreditable’- the child’s characteristics, which may generate discriminatory
remarks/reactions, are not immediately visible (Gray, 2002). Rather, when people
view a specific ‘behavioural pattern’ which may fall outside the norm, some are
likely to place the blame on the parent/guardian. Thus, this thesis analyses the
diverse experiences of parents/guardians, some of which may ‘disable’ them and

create stressful barriers for them.

| took a special interest in the subject of autism because of its presence in
my extended family. My father’s first cousin (who is an aunt of mine) is the mother
of three autistic individuals, all three of them clinically diagnosed and categorized
across the different ranges of the autism spectrum. After the diagnosis of the first
child, my aunt and her husband's decision to try for more children had been
questioned and ridiculed by some family members. The doctors had even ‘warned’
them about the likelihood of autism in the next child. As a child, I barely paid
attention to such reactions toward them, because | did not have either the academic
knowledge or the critical acumen to probe it any further. However, with time,

education, and exposure to autistic individuals and their families, |1 began



questioning the reasons for my aunt and her family’s limited participation in
social/family activities and their eventual disappearance from family functions.
Currently, as an adult researcher, with an understanding rooted in disability studies
and sociology, | can connect their contextual situation to the ‘othering’ practices
experienced by some parents/guardians of autistic children. I can critically analyse
better, the exclusionary attitudes which come to light when there is an occurrence
of autism in the family, and the internalisation of shame (from social interactions),
blame, and pressures experienced by some parents/guardians which undermine their
psycho-emotional well-being, leading to their ‘disablement’. The collective,
interdependent nature of the family system is then shattered, and parents/guardians
are devoid of the support they need. Thus, this thesis intends to explore and unravel
parenting experiences of raising autistic children. It enhances an understanding of
the challenges endured by parents/guardians in everyday life, with a view to
identifying possible micro, meso and macro-level social interventions to reduce or
eliminate social barriers. The next section will provide an overview of autism in
India (for an in-depth analysis of perceptions of autism in Indian families, please
refer to chapter three), and offer a summary of existing/prevalent autism-related
research studies. It will identify the research gap and argue for the need to develop

a fresh approach to sociological research on parenting autistic children in India.

An overview of autism in India

The epidemiological data on autism prevalence is limited in ‘low-and
middle-income countries’ including India. Chetna Duggal and colleagues (2019)
found autism estimates ranging from 0.15% to 1.2 % of the Indian population (the
total population of India stood at 1.38 billion as of 2020), while other studies draw
attention to an estimate of over 2 million autistic individuals in the country
(Johansson, 2015; Singh et al., 2019). The varying accounts of existing statistics are
attributed to different factors like certain limitations in diagnostic tools (to
incorporate contextual or socio-cultural aspects), the uncoordinated transmission of
awareness/information, and some cultural factors. Cultural beliefs such as ‘boys
speak later than girls’, and ‘bad blood’ karma (parents/guardians may conceal the
occurrence of autism in the family due to the perceived fear that a prospective

groom or bride for the child’s sibling(s) may shy away from an alliance or marriage)



continue to persist. These factors influence some parents’/guardians’ decision in
hiding their children’s diagnosis to prevent the ‘devaluation’ of family genes (Desai
et al., 2012; Sarrett, 2015). A figure of 8 to 10 million autistic individuals in India
was quoted at the South Asian Autistic Network Meeting in Delhi in 2015 (Vaidya,
2016a). Most existing autism research within the Indian literature resides primarily
in clinical studies, with an overwhelming focus on diagnosis and clinical
interventions (Daley, 2004; Gupta & Singhal, 2005; Kishore & Basu, 2011; Desai
etal., 2012; Bashir et al., 2014; George & Sakeer, 2015; Gaur & Pandey, 2016; Das
et al., 2017; Panjrath & Mishra, 2018). While these studies are important, a robust
sociological study focusing on the influence of socio-cultural factors on the
experiences of parents/guardians can enhance understanding of their social
interactions, psycho-emotional well-being, daily caregiving roles and access to

services.

Irrespective  of considerable social progress over the years,
sociodemographic factors including gender roles, access to resources, and
identification with a particular caste/tribe may create both privilege and barriers.
Therefore, drawing attention to the influence of these factors on parents’/guardians’
experiences can enable a deeper analysis of the relationships within the family, and
uncover levels of accessibility, the awareness of autism, and the social interactions
impacting the well-being of the family. This research recognizes the existence of
sociological studies in India, some of which aptly analyse the influence of certain
socio-demographic factors on disability and the family, particularly in Northern
India. For instance, in their respective studies, Nilika Mehrotra (2008) and Anita
Ghai (2015c), have highlighted the importance of gender, access to economic
resources, and identification with a caste/tribe, along with familial networks, as

fundamental to the well-being of disabled members in the family system.

The aforementioned factors are all interlinked and can reinforce each other
to create complex experiences. For instance, the identification with a caste/tribe
may generate either privilege or regulation of economic and social life in India,
especially for women. Existing research has found that the access to economic
rights and social participation become more constricted in the lower half of the
hierarchical ladders of the caste system and determine the opportunities to acquire

resources such as land, labour, capital, credit, and education, among others



(Newman & Thorat, 2007). Nilika Mehrotra (2008) shared her concern for women
in India (irrespective of caste/tribe status), who are accustomed to take their health
less seriously. In particular, economic hardships experienced by some women, who
are classified as ‘scheduled castes’ or Dalits (traditionally, they are among the most
disadvantaged groups in India- in terms of education and socio-economic
background) , work against their survival (Mehrotra, 2008). Disabled women in
some families are married off to a disabled man, a widower, or to someone who
cannot find a partner/spouse for different reasons including illiteracy, low income,
and caste endogamy (Mehrotra, 2008). Zuleyha Cidav and colleagues (2012) call
attention to the influence of gender roles by insisting that mothers of autistic
children are less likely to work, or work fewer hours per week and earn substantially
less (economically) when compared to the fathers. Thus, it is imperative to analyse
the significance of social factors including gender, access to resources and

caste/tribe status on the experiences of parents/guardians of autistic children.

This research on parental/guardian experiences in India is different because
it recognizes that barriers not only affect individuals with impairments, but also
their family members, including parents/guardians who are ‘disabled’ by the
barriers in society (Benson & Keyes, 2014). The study will use Carol Thomas’s
(1999; 20044a; 2004b; 2004c) social relational model of disability (explained further
in chapter two) to primarily assess the effect of unequal social interactions (which
undermine the psycho-emotional well-being of parents/guardians) and ‘impairment
effects’ (the direct effects of an impairment/restrictions caused by an impairment in
the social environment). It will also link Erving Goffman’s (1963) understanding
of discriminatory attitudes (arising from micro-level interactions), toward
parents/guardians due to their association with an autistic child and how such
reactions can ‘disable’ the parents and adversely impact the family. An
intersectional analysis is used to reveal the different levels of perceptions of
parents/guardians from various socio-demographic backgrounds. Thus, this thesis
adds a fresh dimension to sociological studies in India by highlighting the impact
of gendered divisions in caregiving positions, unequal social interactions which
undermine the psycho-emotional well-being of parents/quardians, and their
experiences of raising an autistic child, inequitable access to resources, living

conditions, and social mobility. Sociological research utilising the aforementioned



tools has rarely been used in Indian sociological studies and therefore, this research
project is timely as it addresses the sociological gap in knowledge and explores the
social realities of parents/guardians. The next section provides detailed outlines for
the rest of the chapters that are included in this thesis.

OUTLINE OF THE THESIS

Chapter two begins with a critical analysis of disability rights; specifically,
the history of disability rights and legislations pertaining to enhancing the inclusion
and participation of disabled people will be explored in this chapter. The chapter
entails a detailed analysis of the United Nations Convention on the Rights of
Persons with Disabilities (hereafter, UN CRPD) and its importance for disabled
people and their self-advocacy efforts. The chapter also highlights the drawbacks
of the UN CRPD and explains how it can help parents/guardians in eliminating
barriers. Moreover, an explanation of a framework which entails and recognizes
socio-cultural/contextual issues is also given. The chapter then moves onto an
exploration of the prominent disability models that were developed in the United
Kingdom. Specifically, the individual model will be explored first, after which the
chapter will present a detailed understanding of the social model of disability. The
discourses pertaining to these contrasting models are explained in depth. Then, the
social relational model of disability is explained in this chapter. | explain my
reasons for choosing the social relational model of disability as a tool to best
understand parents’/guardians’ experiences in this thesis. The chapter assesses the
concept of stigma and links the social relational model with Erving Goffman’s
understanding of stigma, which is primarily based on micro-level interactions.
These interactions may subject some parents/guardians (due to their close
association with autistic children who are considered to possess attributes which
deviate from the social norm) to negative reactions. Some parents/guardians may
internalize the blame and shame of raising an autistic child and experience the
undermining of their psycho-emotional well-being. Donna Reeve (2004) cites Carol
Thomas (2007, p.73), who extends the social model to explore the social relational
‘kernel” which highlights disability as the ‘imposition of social restrictions on
people with impairments and the socially engendered undermining of their psycho-
emotional well-being’. It includes restrictions which determine what disabled
people ‘can do and what they can be’ (p. 73). Thomas (20044a) also calls attention

8



to the ‘impairment effects’ or the implications of impairments in a social world that
is non-accommaodative of people with impairments. The chapter then provides the
reasons for using an intersectional framework to analyse the perceptions of
parents/guardians at the intersection of socio-demographic factors. At its most
basic, intersectionality is defined as a concept when different axes of power and
social identities intersect with each other and are mutually constitutive- they
reproduce and reinforce each other to create unequal experiences of oppression and
privilege (Mukhopadhyay, 2015). The analysis of parents’ experiences of raising

autistic children can foreground the complex range of perceptions.

Chapter three begins by familiarising the reader with a general
understanding of the Indian geographical location, culture and economy. The
chapter draws attention to disability in India; more specifically, important statistical
information and the prevalent attitudes towards disability and disabled people are
explored. The chapter entails an overview of the disability rights movement in India
and the efforts of disabled people which led to the recognition (by the government
of India) for the need to pass a comprehensive disability legislation. The chapter
offers a detailed account of disability policies, disability legislation and related
information which seeks to enhance the understanding of the reader. The
perceptions of autism in India and the socio-cultural attitudes toward autistic
individuals and their families are examined in this chapter. The chapter discusses
the State of Kerala and the reasons why it was chosen as the site to conduct field
work. The chapter also provides a historical and contemporary analysis in relation
to the status of women in Kerala. Thus, chapter three offers an analysis of the culture
in India, perceptions of autism and a broad socio-cultural context of Kerala.

The fourth chapter discusses the methodology and the related tools that were
used to conduct the fieldwork for this thesis. The overarching research question and
sub-questions are listed in this chapter. The chapter draws particular attention to the
aim of the thesis and the epistemological and ontological basis of the thesis. The
chapter addresses the reasoning behind its qualitative approach, and specifically
draws attention to the need to understand people and their social lives. This
approach is undertaken to fulfil the objectives of the thesis. The use of a semi-
structured interview schedule and its benefits for this thesis are detailed and

validated in the chapter. The reasons for choosing parents/guardians as the sample



population for this study are then addressed. A purposive sampling method was
used to recruit participants who were best suited to fulfil the objectives of this thesis.
After sampling, the process of participant recruitment is explained step-by-step.
Then, details of the fieldwork are provided in chart format to enhance the reader’s
understanding. The process of interviewing and the strategies that were used to
ensure a smooth interview process are discussed in detail. Ethical issues
encountered during fieldwork and the subsequent interventions which were
implemented to overcome them are detailed in this chapter. Informed consent and
confidentiality of the participants are also discussed. The chapter explains how
manual coding and analysis were conducted after gathering/generating data from
the fieldwork. Doing so facilitated an in-depth understanding of the factors which
influenced the experiences of parents/guardians. The chapter finally discusses the
strengths and limitations of this thesis. Reflexivity will be used to explain my

experiences as a researcher and the challenges | faced during fieldwork.

Chapter five, which is the first empirical chapter, offers a detailed analysis
of the roles occupied by parents/guardians. The chapter uses the empirical data
generated from the interviews to provide an analysis of the diverse experiences of
privilege and the barriers faced by parents/guardians of autistic children. The role
of mothers and the pressures experienced by them when raising an autistic child are
discussed. Using the social relational model of disability, the chapter explores the
impact of unequal social interactions which undermine the psycho-emotional well-
being of mothers and ‘impairment effects’ which create some restrictions for them.
The chapter analyses the experiences of a grandmother, who is the primary
caregiver/guardian for an autistic child. It details the impact of unequal social
interactions on the mother of the child who internalized the shame of raising an
autistic child. These factors have adversely affected the grandmother and her role
in the child’s life. The chapter moves on to explore the pressures faced by some
mothers in employment and mothers with limited informal support systems. The
chapter draws attention to spousal support and its impact on parenting. The chapter
provides an understanding of the complex experiences of parents/guardians by
exploring the impact of social interactions, stresses from raising an autistic child
and the influence of cultural factors and gendered divisions of roles. The

experiences of some fathers of autistic children, which is limited in sociological
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research, are discussed in the section. The majority of the fathers who had
participated were involved in caregiving duties. The chapter thus offers an
understanding of the experiences/perceptions of fathers, and the stresses they may
endure during social interactions and when raising an autistic child. The limited
involvement of the father of an autistic child is detailed in the chapter and the

reasons for his limited involvement are explored.

The concept of stigma and its impact on the experiences/perceptions of
parents/guardians are explored in chapter six. Some parents/guardians are impacted
when they internalize the negative reactions towards the family. This may arise
from the direct discrimination experienced by parents/guardians. Parents/guardians
are also affected when they fear possible discrimination and negative reactions of
others. Thus, this chapter explains ‘enacted’ stigma and ‘felt’ stigma endured by
both mothers and fathers. Some parents/guardians may be blamed due to their
impairment. For instance, the responses and reactions of a father with a speech
impairment is explored in this chapter. The chapter also provides an analysis of the
experiences of some parents/guardians who actively resist the negative reactions of
others to protect their family. These parents/guardians may not only protect the
child, but also the spouse against harsh reactions. The chapter discusses the
experiences of some parents/guardians who imbibe low opinions of their children
and consider them (the children) to be inferior. These perceptions may already add

to the low self-esteem and low self-confidence held by some parents/guardians.

Chapter seven places emphasis on the influence of the health care system in
maintaining and transmitting the individualised perceptions of autism which may
impact adversely on the psycho-emotional well-being of some parents/guardians,
thereby creating psycho-emotional disablism. The chapter discusses the link
between the medical system and colonial rule in India, and specifically focuses on
the impact of medical expansion in Kerala. The chapter gives attention to some
parents’/guardians’ aspirations for their child to attain the standards of ‘normalcy’.
When some parents/guardians perceive that the child may not progress to their
desired level, which is close to ‘normalcy’, they endure disabling barriers from
internalizing the shame of raising an autistic child. In an intense academic
environment, like in India, comparisons may arise and the chapter offers a

discussion regarding its impact on the perceptions of some parents/guardians. Self-
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reliance and independence are other concepts explored in this chapter; for instance,
some parents/guardians value the concept of being independent and may associate
dependency with inferiority. Thus, this chapter explains the impact of

individualised notions on parenting autistic children.

The concluding chapter eight summarises the thesis, highlights the main
discussion points, and provides an analysis/discussion on the complex
experiences/perceptions of parents/guardians. The gaps are addressed/identified
and micro, meso and macro-level recommendations are provided. These
suggestions are made to benefit autistic individuals and their families. They are
devised to ensure that significant contributions can be made to policy developments
which seek to protect the interests of parents/guardians of autistic children
(specifically mothers), thereby reducing the disabling barriers faced by them. The
government of Kerala has traditionally initiated some important social justice
initiatives (explained in chapter three) and implementing some recommendations
can generate additional changes which facilitate the elimination of barriers faced by
parents/guardians and their children.

TERMINOLOGY

| am aware of the different ways of addressing people with impairments,
however, for this particular research, I use the term ‘disabled people’ when referring
to people with impairments who are ‘disabled’ by social barriers (Clark & Marsh,
2002). Nick Watson (2012) cites the work of Carol Thomas who argued that
impairments may create some restrictions of activity. However, these restrictions
are not ‘disability’, rather, they are ‘impairment effects’ or the restrictions
associated with an impairment (Watson, 2012). Disability, according to Thomas
(1999) is social in origin. Thomas’s concept is the most useful one for this thesis;
while disability refers to the social restrictions imposed on people with
impairments, some may also face restrictions from an impairment. However,

impairments do not cause disability.

In this thesis, | use the words, ‘autistic children’ or ‘autistic
people/individuals’. Neuro-diversity, a movement developed by autistic individuals
(clinically diagnosed with ‘high-functioning’ autism), is now primarily associated

with the social change and citizenship rights of individuals with neurological or
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neuro-developmental diagnoses (Jaarsma & Welin, 2011). At its most basic,
neurodiversity proponents consider ‘atypical’ development as ‘normal’ human
variation. For instance, autism may be viewed as a neurological difference or
variation associated with an individual and the occurrence of an impairment may
not be recognized. Some ‘neurodiversity’ proponents draw attention to the term
‘autistic individuals’ rather than ‘individuals with autism’, as autism is an
inseparable part of their identity (Runswick-Cole, 2014). It is argued that ‘person-
first” language separates a person from their impairment and focuses on the ‘lack
of’, rather than what the individual is capable of doing in reality. Runswick-Cole
(2014) further recognizes that person-first language tries to ‘normalize’ the concept
by talking about people first without drawing attention to their differences that
should be respected or valued. This thesis recognizes that value must be placed on
the differences of individuals. However, impairments (associated with autism)
which creates some restrictions for autistic individuals and their families are also
recognized. Therefore, for the purpose of this study, autism will not be considered

merely to be a neurological variation.

The terms ‘Other Backward Classes’ (OBC), ‘Scheduled Caste’ (SC) and
‘Scheduled Tribe’ (ST) and ‘General Caste’ (GC) are used to denote the main
different caste/tribe groups, identified by the Constitution of India (The government
of India, 2020, p. 25). The caste system traditionally refers to a hierarchical ladder

which entails a hierarchy of social roles that remain fixed for life.

Caste is derived from the Portuguese word, ‘casta’ which means breed or
race. In India, there are four varnas in the Hindu system of caste: the Brahmins or
priests and doctors, Kshatriyas or warriors, Vaishyas or merchants and
businessmen, and Shudras or labourers/ lower castes (Chauhan, 2008; Vaid, 2014).
The first three varnas were traditionally considered as ritually ‘purer’ than the
Shudras. Those who do not form part of the varnas were referred to as the
‘untouchables’ who were placed outside the hierarchical system (Vaid, 2014). The
‘untouchables’ are formed by a collection of sub-castes or ‘jatis’ and they were
traditionally restricted from performing ritual activities and interacting with
members of a ‘higher’ caste. The contemporary division of castes is complex due

to the presence of thousands of jatis across each varna.
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The Indian Constitution recognizes the following groups for its affirmative
action or reservation policies. The ‘Scheduled Castes’ or SCs (which includes those
formerly referred to as the ‘untouchables’), the ‘Scheduled Tribes’ or STs (who are
geographically isolated) and the ‘Other Backward Classes’ (Vaid, 2014). These
groups have experienced historical marginalization and disadvantage in relation to
access to resources and opportunities. The SCs, STs and OBCs have access to
governmental provisions in education and employment (Vaid, 2014). Reservations
have been criticised by some for solidifying caste identity, while others have placed
emphasis on the need for the same to overcome oppression and discrimination.
There are also the ‘general castes’ and the term ‘forward caste’ has been used to
represent them (Spears, 2016). ‘General caste’ is a term which is used to refer to
‘forward caste’ in the context of reservation. The ‘Forward’ caste or ‘General’ caste
have traditionally experienced a higher status in Indian society than those who
identify with the other castes/tribes (Sankaran et. al, 2017). Divya Vaid (2014)
highlights that a universal acceptance of any one hierarchy does not exist across a
region or the country. There are dominant castes across a local area/region. In
addition, caste exists in other major religions in India including among Muslims
and Christians (Vaid, 2014).

For this study, individuals who identify with ‘Other Backward Classes’
(OBC), ‘Scheduled Caste’ (SC) and ‘Scheduled Tribe’ (ST) are are classified as
‘backward’ (based on the government of India classification), while those who
identify with the ‘general caste’ (GC) are categorized as ‘forward’ (Chauhan, 2008).
However, this study recognizes that while some people who identify with the OBCs
may have adequate access to economic resources, they are categorized as socially
and educationally ‘backward’ (Chauhan, 2008). Those who identify with the SCs
and STs are considered to be the lowest in the hierarchy and some remain restricted
in terms of access to resources due to their occupational and geographic situation
(Chauhan, 2008).

The term ‘developing country’ has been used to refer to a group of nations
characterised by limited social development and economic measures (Khokhar &
Serajuddin, 2015). The World Bank had previously used the term (for convenience
in publications) to primarily refer to ‘low- and middle-income countries’. The

classification of countries as ‘developed’ and ‘developing’ was based on the annual
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threshold level of Gross National Income (GNI) per-capita (Khokhar & Serajuddin,
2015). The usage of the term has drawn criticism as it could be interpreted as
judging the development status of any nation. Emma Stone (1999) too, discusses
the problematic use of the term ‘developing nations’. This can indicate a ‘ladder of
development’, with some Western nations being placed on the top half of the ladder,
while the rest of the world placed below them. It can suggest that those at the base
of the ladder are well behind their ‘Western’ counterparts (Stone, 1999). In addition,
there is a need for countries to be classified more accurately. It can be difficult to
classify some low- and middle-income countries as ‘developing nations’ because of
the significant differences in their GNI per capita (Khokhar & Serajuddin, 2015).

The Sustainable Development Goals (SDGs) focus on goals for the world,
recognize that inequality persists and therefore place emphasis on the need for goals
to be achieved by everyone. In comparison, the Millennium Development Goals
(MDG) framework separated the world into ‘developing’ and ‘developed’
categories, with specific targets for each classification (Khokhar & Serajuddin,
2015). In this thesis, Stone’s terms such as ‘majority world’ (‘the Third World
nations’) and ‘minority world’ (‘Industrialised West”) are used. For instance, when
referring to the Indian context, | use the term, ‘majority world’. It is also argued that
using the term ‘majority world’ can help reduce perceptions of geographical notions
about wealth and power (Stone, 1999).

Patriarchy, according to Holly M. Hapke (2013, p.12), is ‘a set of social
arrangements that privilege men, in which men as a group dominate women as a
group, structurally and ideologically’. The term ‘classic patriarchy’ refers to a type
of patriarchy in which men assert their dominance over women and children.
Women's subordination is primarily manifested through gendered roles, and women
are tasked with the responsibility of child rearing (Hapke, 2013). Hapke (2013) also
explains domestic patriarchy, in which women are primarily restricted to the home,
performing domestic chores, and are excluded from the public sphere. I use Holly

M. Hapke’s understanding of patriarchy in my thesis.
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CHAPTER 2: DISABILITY RIGHTS, MODELS OF DISABILITY,
STIGMA AND THE FAMILY

INTRODUCTION

The term ‘disability’ entails varying debates about how it should be
understood. History has witnessed the association of disabled people with terms
such as ‘unfortunate’, ‘oppressed’, ‘useless’, ‘tragic’ and ‘incapable’ of economic
contribution and social participation (Hunt & Finkelstein, 2014, p.3). Jayne Clapton
and Jennifer Fitzgerald (1997) draw attention to earlier beliefs pertaining to
disability where ‘bodily differences’ were deemed to be the consequence of evil
spirits, the devil, witchcraft or God's displeasure. Scott Eaton (2020) insists that
disability was included in the category of ‘deformity’ and ‘monstrosity’ in the ‘early
modern period’. Peter Coleridge (1993) points to the understanding of disability as
a punishment for ‘previous-life-misdeeds’ in most religions and cultures. He draws
attention to the link between impairment and ‘possession by demons’ in Christianity
and opines that such beliefs are widespread across the world. Anita Ghai (2015a)
too, highlights the perceptions of disability across the world; the presence of
malevolent spirits and sorcerers are associated with causing ‘sickness’ and
disability. Chomba Munyi (2012) adds that the prevalent attitudes towards disabled

individuals are determined by the fear of sickness and the desire to avoid ‘evil’.

Disabled people have actively resisted discrimination and were instrumental
in taking the initiative (by themselves) to draw attention to their equal rights in
terms of participation and access to resources. The motto of ‘Nothing about us,
without us’, developed and embraced by some disabled people, influenced the
disability rights movement in countries like the United Kingdom by enhancing
notions of self-advocacy, citizenship rights and participation. The negative attitudes
towards disabled individuals primarily stem from the lack of broad contextual
understanding of impairments. The medical and scientific expansion is mainly
responsible for the long-established focus on bodily impairments and medical
interventions (Barnes & Mercer, 2005). Disabled people were subjected to
institutionalization due to the widespread negative perceptions that they possessed
‘serious functional limitations’ (Finkelstein, 1991). However, the latter part of the

20" century (1970s onwards) witnessed a shift in the understanding of disability.
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The focus turned to liberation from oppression, the empowerment of disabled
people, and accepting the value of differences among people (Hughes & Paterson,
1997). Thus, the 20" century witnessed two influential, yet contrasting models,
which challenged one another to shape the disability discourse, particularly in the
United Kingdom. The individual model, which focused on the functional
‘incapacity’ of people and solutions in medical interventions was ingrained in
society. This was later challenged by the social model, where the emphasis lies upon
proactive social change due to the inadequate accommodations for disabled people
in society (Barnes, et al., 1999). The aforementioned models will be discussed in

detail in this chapter.

The term, ‘stigma’, developed by the Greeks, initially referred to ‘bodily
signs’ which served as ‘markers of unusualness’ in a person, and was often
associated with the moral status of the particular individual (Goffman, 1963). In the
present day, the term (at its most basic) is applied to denote that a person is a
‘disgrace’. An individual’s social identity is formed when engaging in social
participation. Their attributes and/or characteristics may then be converted into
normative expectations. The social environment determines the characteristics of
an individual; the characteristics attributed to a specific individual is their ‘virtual’
social identity, while those possessed by an individual in actuality refer to their
‘actual’ social identity (Goffman, 1963). Social interactions can determine whether
an individual is adjudged to possess an ‘undesirable’ attribute which makes them
different from others. The attitudes of individuals in society towards the person with
the perceived ‘undesirable’ characteristics can generate ‘internalised oppression’.
The stigmatised individual may perceive their attribute(s) as ‘defiling’, and imbibe
these perceptions, making them feel that they fall short of normative expectations
(Goffman, 1963). Individuals in society imbibe social norms early in life; the
meaning of being a member in society and not being one are recognized. Violation
of social norms and the stigmatization experienced by individuals considered to
veer away from such norms form a major part of Goffman’s work (Birenbaum,
1992). The diagnosis of an impairment adversely impacts on some
parents/guardians who are considered as the °‘carriers’ of ‘courtesy stigma’
(explored in detail later on in this chapter). However, the experience of stigma may

vary depending on the type of impairment. For instance, the presence of a cognitive
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impairment may be more stressful for some parents/guardians in comparison to the

presence of chronic illness (Birenbaum, 1992).

By focusing on the social relations which can create psycho-emotional
disablism from unequal interactions, this chapter provides the researcher’s
understanding of disability, and the way disability is used in the thesis to understand
the experiences of parents/guardians. The chapter also links disability and stigma
and explains the influence of stigmatising reactions on autistic individuals and their
families. | begin the chapter with a section which discusses the concept of disability

rights, before moving on to the models of disability.
DISABILITY RIGHTS

According to the WHO (2011), 15% of the world’s population or one billion
individuals live with one form of impairment or another (Krahn, 2021). The
majority of known individuals living with impairments belong to low- and middle-
income (LMIC) countries. The aforementioned statistics are subject to increase;
demographic shifts can result in a larger number of elderly people who may be more
likely to experience the occurrence of an impairment (Krahn, 2021). Disability has
primarily been considered as a clinical issue in the public setting; clinical
professionals were deemed to be the experts and were tasked with the responsibility
of working in the field of disability and finding cures or solutions to rectify the same
(Aluas et al., 2012).

Disabled individuals have traditionally been viewed as ‘deviant’ and
‘dependent’ in some minority and majority world nations, including the United
Kingdom. They were primarily portrayed in a negative light and any exclusionary
practices against disabled individuals were considered to be the outcome of their
individual limitations or impairments (Skarstad, 2018). Therefore, over the course
of history, disabled individuals have been treated as subjects of charity. Their rights
to equal social participation continue to be discounted by some in society (Harpur,
2012). However, collective mobilization by some disabled people to tackle social
barriers and social injustices began in the 1960s and 1970s (including in the United
Kingdom). The prevalent perception of the white, middle-class, male ‘able’ body

and its correlation with ‘normalcy’ was challenged. They (disabled people) also
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called attention to the inappropriateness of scientific knowledge about sickness and

diseases in the context of disabilities (Sabatello, 2014).

Disabled individuals have faced different types of oppression and
discrimination; for instance, they have been excluded due to the practice of eugenics
and institutionalization. In contemporary times, some disabled people face
exclusion in relation to employment, education and social participation. Therefore,
they may not be able to exercise their rights or have their rights valued in some
instances. Human rights are universal when they are enjoyed by all individuals
irrespective of socio-economic status, geography, disability, race or religion, among
others (Bickenbach & Bickenbach, 2009). To acquire and exercise basic human
rights, an individual is not required to pass an eligibility test; rather, their human
qualities are considered to be enough.

Lucy Series (2020) states that the concept of ‘human rights’ emerged after
the Second World War. The notion of human rights was incorporated in the
Universal Declaration of Human Rights (hereafter, UDHR) and adopted by the
United Nations in 1948. Disabled people and the barriers they faced continued to
be ignored in the international arena. Series (2020) draws attention to Article Two
of the UDHR to accentuate the ‘invisibility’ of disabled people; while the provision
of the Article calls for the protection of minorities who undergo oppressive
treatment, it does not explicitly mention disabled people. The European
Commission of Human Rights (ECHR), 1955, a special body of the council of
Europe authorized by the European Convention of Human Rights, failed to bar
forced sterilisation, which resulted in the continued involuntary sterilisation of

disabled people in some European countries (Series, 2020).

The shift towards recognizing disabled people as rights bearers began in the
1960s and 1970s. According to Series (2020), the UN adopted rights-based
declarations (which utilized the individual model definition of disability) in 1971
(rights of the ‘mentally retarded’) and 1975 (rights of ‘disabled persons’). The first
rights-based International Act was passed with the 1975 Declaration on the Rights
of Disabled Persons (Sabatello, 2014). The UN also declared 1981 as the
‘International Year of Disabled Persons’; in the same year, plans were made to
create global reports on disabled people and their lived experiences (Series, 2020).

The UN Decade of Disabled Persons was marked from the year 1983 (Sabatello,
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2014). Resulting from the UN Decade of Disabled Persons, the Standard Rules on
the Equalization of Opportunities for Persons with Disabilities was adopted by the
UN in 1993 (Standard Rules, n.d.). The UN Standard Rules focused on the
commitment of governments to attain and enhance equalization of opportunities
disabled people. The UN then adopted the ‘MI principles’ in 1991, which sought to
protect individuals with mental illness (Series, 2020). The institutionalisation of
disabled people faced an angry backlash; disability rights activists resisted and
opposed their confinement to institutions. They strived for citizenship rights and
improved access to social participation by highlighting the daily discrimination they
faced. The disability rights movement (primarily led by individuals with
impairments) was fundamental in promoting self-advocacy and the same was

reflected in their motto, ‘Nothing about us, without us’ (Sabatello, 2014).

The first Asian and the Pacific Decade of Disabled Persons (1993 to 2002)
intended to enhance awareness on the importance of devising legislation, policies
and programmes that address the barriers faced by disabled people (History, n.d.).
The second Asian and Pacific Decade of Disabled Persons (2003 to 2012) placed
emphasis on rights-based approach to disability, reflected in legislation and policies
in the region. The third and current Asian and the Pacific Decade of Disabled
Persons (2013 to 2022) highlights the importance of generating data which
measures the participation of disabled people in development opportunities locally

and across borders (History, n.d.).

When the UN was in the process of developing binding conventions which
focused on the issues of specific populations, including women (1979) and children
(1989), there were calls for a disability convention. The Vienna Declaration (1993)
was important for disability rights as it centred on important aspects such as
interdependence, economic development, indivisibility, human rights and
democracy, among others (Sabatello, 2014). International disability organizations
then came together in Beijing, China, to devise strategies which could enhance the
rights of disabled people and improve their access to equal participation in society.
A committee was established by the UN in 2001 to assess proposals for a
convention on disability and a convention was adopted by the UN on the 13" of
December, 2006 (Series, 2020). Although, efforts were being made to enhance

access toward social participation and eliminate discrimination or social barriers,
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discrimination on the basis of disability was not recognized by the European Court
of Human Rights until 2009 (Series, 2020).

The UN CRPD came into force in 2008 and it offers recommendations and
directions on interventions which can aid disabled people in exercising their rights
(Harpur, 2012). For instance, Article One highlights an important goal of the UN
CRPD which calls for the promotion, protection and access to equal human rights
for all disabled people. Some rights like the right to equality, right to life and right
to non-discrimination are well-established in the UN CRPD (Harpur, 2012). These
rights are ensured and solidified by the UN CRPD by including rights to access
buildings, public transport, rights to participate in social functions, rights to
healthcare and social protection, among others. The UN CRPD also includes
provisions related to implementation and monitoring schemes. Thus, the UN CRPD
sought to achieve human rights for disabled people on an equal basis with non-

disabled people.

The prevalent discussions on the rights of disabled people are recognized as
important in the disability sector. However, these (discussions) are also considered
to primarily make sense in some minority world nations or nations in the
industrialised West, including the UK (Grugel & Piper, 2009). The principles of
human rights developed in some minority world nations are sometimes determined
to explain and give an answer to global discourses and situations pertaining to
disabled people. A primary challenge arises when trying to understand and decide
on what constitutes human rights; some individuals in minority world nations may
possess an ingrained belief that human rights form the basic principles of a
‘developed society’ (Grugel & Piper, 2009). Developmental agendas tend to focus
on macro level issues and follow the notion that ‘development’ will result in social
costs; the growth of institutions was emphasised, but the role of development in
relation to outcomes for the individual was not considered (Grugel & Piper, 2009).
Therefore, over the years, there has been limited discussions between human rights
consultants/specialists and international developmental organizations, including
disability organizations. The UN CRPD has also had its share of criticisms; for
instance, the lack of clarity in the UN CRPD as to who should be included under its
protection is one key issue which continues to face criticism (Sabatello, 2014). It

does not include a definition of disability or of ‘persons with disabilities’. The UN
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CRPD highlights the need for social accommodation, but has misgivings about the
practicality of the role of governments in tackling injustice experienced by disabled
people. Criticism has also been levelled at the UN CRPD’s concept and
applicability of ‘mainstreaming’ disability (Sabatello, 2014). Article Three of the
UN CRPD places emphasis on dignity, respect for differences and individual
autonomy; nonetheless, a society’s willingness to move ahead with the

aforementioned concepts remains unclear (Sabatello, 2014).

Thus, the rights of disabled people continue to meet challenges and remain
excluded from the agenda of some international development organizations.
Structural discrimination and the prevalence of individualised notions of disability
have created barriers and have hindered the equal social participation of disabled
people. The human rights approach must recognize and include the interdependence
between disabled individuals and their families to implement legislation which can
enable their access to equal participation in social activities (Sabatello, 2014). The
rights of parents/guardians are also important because of their association with
disabled people. Parents/guardians too, face exclusionary practices and oppression,
which may disable the family. For instance, barriers may arise during unequal social
interactions; the psycho-emotional well-being of some parents/guardians of
disabled individuals may be adversely affected when subjected to negative
reactions. These barriers can negatively impact on their right to participate equally
in social activities and access opportunities for their children. The UN CRPD
recognizes the importance of the parents/guardians when it highlights the obligation
of the society and state to offer protection to disabled individuals and their families
to enjoy equal rights (Sabatello, 2014). However, concrete measures must be
implemented to ensure that parents/guardians can access resources/services to
support their children and improve their own well-being. Monitoring measures must
also be taken as detailed in the UN CRPD, so that countries can follow suit and
bring about an effective solution for parents/guardians which reduces social barriers

and enhances their participation in social activities.

Disability has been sometimes associated with the image of wheelchairs and
guide dogs, but these associations are not universal. For instance, disability can be
different in cultures outside of minority world nations (Sabatello, 2014). In some

cultures in India, disability can be attributed to the sins committed by individuals in
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their previous lives. The concept of ‘Karma’ (explored later in detail) is prevalent
in some countries, including India; a person has impairments because of the sins
committed in a previous life. According to Susan Reynolds Whyte and Benedicte
Ingstad (1995), cultural differences in relation to disability permeate contextual-
specific social and political relationships. Therefore, notions developed in some
minority world nations may not be applicable in other contexts. To ensure change
which can directly benefit disabled people and their parents/guardians, disability
policies which seek to enhance human rights must be culturally sensitive,
transparent and systematic (and ought to include monitoring processes). Disability
is a concept which must be assessed and understood in geopolitical terms; for
instance, there is the need to analyse historical and cultural meanings of disability
in different contexts (Meekosha, 2011). Some limitations in the concept of
disability in minority world nations must be acknowledged, recognized, and
addressed. The knowledge of traditional/indigenous researchers must be recognized
and not merely dismissed (Meekosha, 2011). Legislations which seek to enhance
equal rights should incorporate traditional knowledge and socio-cultural factors to
make it more clear, concrete and operational. Then these (legislations) can produce
effective change according to the specific situational context. Parents/guardians
need access to equal rights to participate in social activities and ensure opportunities
for their children. The next section will offer a detailed analysis of the individual
model of disability, which is a concept that has factored into disabled peoples’

initiatives to fight for their rights.

MODELS OF DISABILITY

Individual Model of Disability

Colin Barnes (2019) suggests that perceptions of ‘impairments’ vary
according to time and social context. In many cultures across the world,
impairments have been (and still are) associated with sins committed in previous
lives (also referred to as ‘bad karma’), evil, demons and witchcraft, which has
resulted in the social exclusion of disabled people (Coleridge, 1993; Barnes, et al.,
1999). Over the years, non-disabled people have engaged in charitable acts as an
obligation to perform one’s religious duty, which has reinforced relationships of

superiority and inferiority (Hammell, 2006). In some ‘minority’ world nations like
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the United Kingdom, ‘disability’ was traditionally associated with an inherent
individual ‘problem’. Inclusion within the community existed before the industrial
revolution; however, disabled people were still subjected to experiences of
oppression and discrimination (Barnes, 2019). Although the focus on ‘dependence’
and ‘independence’ has existed for many years prior to the industrial phase in the
United Kingdom, industrialization gave rise to the dominant concept of
‘dependency’ which was considered ‘problematic in ways it had not been before’
(Goble, 2014, p. 32). Industrialisation, changes in work patterns, urbanization, and
prevalent doctrines like medicalisation and eugenics were factors which created
prejudices (Barnes, 2019). The influence of such beliefs led to further exclusionary
practices, including the marginalization of disabled people from mainstream socio-
economic activities. Barnes (2019) draws attention to Talcott Parsons’s (1951)
assessment of the medical profession and its role; ‘good health’ is linked to
‘normalcy’ or being ‘normal’, while ‘sickness’ or ‘impairment’ is equated with
social deviance. Therefore, clinical professionals are required to eliminate ‘deficits’
or impairments and bring back people as close to ‘normalcy’ as possible (Barnes,
2019). This notion has had a significant influence on the ‘management’ of disability

over the years.

During the industrial period, capitalistic market forces played a role in the
shift from a subsistence-based economy to a need for fast paced production, which
excluded disabled people based on the perceptions that they are not ‘fit enough’ to
handle complex machinery and contribute to society. In the 19" and the 20™
centuries, an ‘able body’ was a necessity for workforce inclusion; in the 21%
century, an ‘able mind’ was also added (Barnes, 2000). This shift paved the way for
society to be established under the ideals of independence, competition and
maximization of profit (Barnes et al., 1999). The pervasiveness of such ideals led
to the institutionalization of disabled people and their subjection to interventions
and treatments for ‘cure’, without the adequate consideration of their social
experiences or need for social accommodations (Oliver, 1990). The concepts of
individuality, dependence and independence differ across cultures; in some South
Asian cultures (for instance, some cultures in India), decisions regarding
interventions/treatments are resolved by the mutual collaboration among immediate

and extended family members (Lang, 2001). Regardless of socio-cultural
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variations, the individual model of disability, which focuses on individual
impairments and ‘normalizing’ the body with ‘corrective intervention’, has

remained prevalent across the world (Beauchamp-Pryor, 2011).

The individual model has dominated understanding of disability in
academia, particularly in medical and therapeutic literature (Priestley, 2010). The
model assumes that individuals with impairments are unable to participate in social
activities and will therefore encounter challenges adjusting to the social norm based
on their body’s individual ‘limitations’ (Krcek, 2013). The surrounding social
environment and cultural factors are considered to be ‘neutral’, and the overarching
focus pertains to the ‘normalization’ of disabled people (Marks, 1997). Mike Oliver
(1996b) identifies two central tenets of the individual model of disability: 1. The
model situates the ‘problem’ within the individual and 2. The ‘problem’ is caused
by the functional ‘limitations’ associated with an impairment. Thus, the individual

model is also known as the ‘personal tragedy model of disability’.

According to the individual model, the term disability is associated with an
inherent ‘defect’ which resides within the individual. The body is deemed
‘abnormal’ and is a target for clinical intervention, cure, and rehabilitation (Retief
& Letsosa, 2018). The negative connotations placed on the concept of disability
have resulted in some questionable interventions (for instance, euthanasia) carried
out on disabled individuals. Some individualised terms which create negative
opinions of disabled people are highlighted by Marno Retief and Rantoa LetSosa
(2018); they include ‘invalid’, ‘cripple’, ‘handicapped’ and ‘retarded’. These views
continue to reinforce the dualism which considers non-disabled people as ‘superior’
to disabled people (Retief & LetSosa, 2018). The increasing criticisms of the
individual model resulted in the multiple incarnations of the WHO’s ‘The
International Classification of Impairments, Disabilities and Handicaps’ (hereafter,
ICIDH) system (which arose from the individual model; the most recent incarnation
being the ‘International Classification of Functioning, Disability and Health’ (or the
ICF) which attempts to deconstruct disability by acknowledging the interaction of
people with their environments, recognizing impairments as ‘problems’ in bodily
function, difficulties in engaging in social activities and problems in functioning at

the social level (Hammell, 2006).

25



The medical response to an impairment may be appropriate (at times), but
the same is not applicable to the social phenomenon of ‘disability’. Therefore,
primarily viewing disability as ‘shortcomings’ or ‘limitations’ to be ‘cured’ can
restrict understanding and pose barriers to individuals (Hammell, 2006). The
authority for determining ‘treatment and cure’ is often placed on the ‘expert’
medical professionals, some of whom may reduce the decision-making capacity of
disabled individuals. Colin Barnes and Geof Mercer (2010) draw attention to the
traditional notion of the individual model which identifies clinical intervention and
rehabilitation as solutions to ‘illness’ and disability. The social environment and its
related barriers are not taken into consideration and this may affect policy reforms
aimed at enhancing and securing the citizenship rights of disabled individuals.
Barnes and Mercer (2010) cite Vic Finkelstein (1993a, 1993b) who points out that
disabled individuals are expected to conform to social norms with the guidance of
clinical professionals. Dimitris Anastasiou and James Kauffman (2013) assert the
importance of individualised services by placing emphasis on individual differences
which can enable access to services. They, however, recognize a contradiction that
can occur when differences are emphasized; when individual differences are
highlighted, it may result in unjustified discrimination. However, if they are not
recognized, there is the danger of neglecting human needs, again potentially
resulting in discrimination. In addition, the individual model remains linked to the
economy, as it can determine a person’s eligibility for public assistance

(Beauchamp-Pryor, 2011).

An overwhelming focus on the individualised understandings of disability
can generate consequences which may undermine the lives of disabled people and
their parents/guardians. In society, doctors are accorded the role of ‘experts’ and
they possess the power to make fundamental decisions regarding the lives of
disabled people (Oliver, 1996b, p.36). The individual model can create perceptions
of all disabled people wanting to be ‘normalised’, without due consideration of their
actual feelings and social experiences (Swain & French, 2000). The model adopts
the notion of ‘normality’ and thus seeks to restore disabled people to ‘normality’ or
‘as close to ‘normality’ as possible’ (Oliver, 1996b, p. 36). The dominance of an
individualised understanding of disability has witnessed the development of other

clinical professions including physiotherapy, occupational therapy and speech
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therapy, all aimed at the restoration of disabled people toward ‘normality’ (Oliver,
1996b). The individualised notion of disability and impairment has also permeated
the policies, practices and interventions in a ‘minority world’ nation like the United
Kingdom. For instance, the screening, detection and abortion of ‘impaired’ foetuses
may not be questioned due to the prevailing view of disability as a ‘tragedy’ that
should be avoided (Swain & French, 2000). Mothers of disabled individuals are put
through immense pressure to undergo screening and terminate pregnancies if an
impairment is detected. Thus, the problems endured by disabled people are linked
primarily to their impairment, instead of the limited accommodations, accessibility
and acceptance in society (Swain & French, 2000). Disabled people therefore face
expectations to become independent, normal and adjust to the norms in society
(Swain & French, 2000).

Basing the understanding of disability primarily on inherent/personal
‘limitations” which need to be rectified can ignore social barriers that may hamper
the full participation and inclusion of disabled people and their families. Social
experiences are important and the next section explores the origins of the social
model of disability, its impact on the lives of disabled people, and how it has

mobilised the disabled people’s movement (specifically in the United Kingdom).

The Social Model of Disability

Paul Hunt and Vic Finkelstein, were among the frontrunners who saw the
need for a comprehensive strategy to address the oppression and discrimination
faced by disabled people. Their efforts led to the establishment of The Union of the
Physically Impaired Against Segregation (hereafter, UPIAS) in 1972, with the first
task involving the deconstruction of the meaning of disability by separating
impairment and disability- impairment refers to the loss of limb or alteration of
physical, physiological and cognitive ability, while disability alludes to the
oppression that is imposed on top of the impairments by a social organization which
primarily caters to the needs of non-disabled people (UPIAS, 1976). Thus, social
modelists like Hunt and Finkelstein helped to reformulate the concept of disability.
Disability is a social construct; rather than an inherent, individual ‘limitation’,
disability is created by the interaction of the biological (impairment) and the social

(environment) which leads to certain restrictions for people with impairments
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(Travis, 2014). As the term ‘disability’ began to be increasingly associated with
forms of social oppression, it was developed into a tool and termed ‘the social model
of disability’, by Mike Oliver in 1983 (Oliver & Barnes, 2010). Rhidian Hughes
(2010) draws attention to Mike Oliver’s (1983) point which emphasises the need to
focus on the physical and social environments that create barriers for disabled
people. The social model of disability can be separated into 5 different components:
1. There is a clear distinction between impairment and disability- impairment refers
to the functional ‘limitations’ of the individual (physical, mental or sensory
impairment), while disability pertains to the reduced opportunities resulting from
insufficient social accommaodations to participate in social activities. 2. Impairment
denotes physical, mental and cognitive functional ‘limitations’, whereas disability
focuses on the social organization. 3. Disability is the result of social barriers, and
not impairments. 4. Disability is created by capitalistic oppression which
marginalizes people with impairments, and 5. Disability is not synonymous with

personal ‘tragedy’ (Anastasiou & Kauffman, 2013).

The social model of disability is representative of the activism undertaken
by disabled people themselves, which has in turn influenced disability politics, for
instance in the United Kingdom (Terzi, 2004). The model enhanced the
collaboration of diverse actors within disability politics, and laid the foundation for
policy amendments and disability rights (Thomas, 1999). According to the social
model, disability is created by social and economic structures; the primary aim
pertains to addressing the issues of oppression and discrimination created by
systemic or institutional exclusion and cultural attitudes rooted in social practices
(Terzi, 2004). The social model challenges the individual model of disability by
drawing attention to the marginalisation, oppression and the ‘disabling’ barriers

produced by the socio-cultural institutions.

Liz Crow (1996) insists that changes in society are necessary to eliminate
social barriers and disadvantages experienced by disabled people. These changes
can bring about opportunities which seek to prevent prejudice and discrimination.
The ‘disablement’ of an individual with an impairment shares no correlation with
the body; rather, disability creates the social barriers and restrictions imposed on
disabled people (Terzi, 2004). The social model is a tool which can help to analyse

prevalent negative attitudes, limited access to services and support systems. The
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core tenet of the model suggests that it is barriers in society (rather than
impairments) which ‘disabled’ people need to be eradicated (Hughes, 2010). The
social model thus draws attention to the limitations in social accommodations for
people with impairments and challenges the concepts of dominance and
subordinance present in the social fabric, which privileges non-disabled people over
disabled people (Lang, 2001). Vic Finkelstein, one of the proponents of the social
model, argued for social accommodations and changes in the attitudes of people in
the community toward disability (Anastasiou & Kauffman, 2013). The social model
has contributed to the field of disability studies by enhancing the educational

perspectives on inclusion.

The importance of the social model of disability cannot be understated.
However, the model has faced criticism. Mike Oliver (1996a) recognizes
drawbacks, albeit with the intention of arguing against them. In the social model,
the dualism/separation of impairment and disability excludes the difficulties which
may arise from the impairment itself, while highlighting social restrictions as the
sole cause of ‘disabling’ individuals (Oliver, 1996a). Other drawbacks include the
following: The social model may depict disabled individuals as a homogenous
group, without giving consideration to the oppression faced by individuals with
different types of impairments (Oliver, 1996a). Carol Thomas (1999) too,
elaborates on the aforementioned point by explaining that the principles of the
social model may neglect or underrepresent the needs/experiences of disabled
people with certain impairments, like learning disability and autism. When the
primary focus pertains to understanding and eliminating social barriers, cultural and
experiential dimensions of disability can be ignored (Thomas, 1999). Thomas
(1999) goes on to state her concern that the effect of impairments in the lives of
some disabled people may be disregarded. Impairments may create restrictions for
some disabled people. Finally, she calls attention to the insufficient consideration
given to the experiences of disabled people who are influenced by socio-
demographic factors like race, class and gender. Thomas (1999) highlights another
argument against the social model which highlights that the tenets of the social

model are primarily designed by heterosexual, Caucasian males.

The discussions which draw attention to the gaps in the social model need

to be addressed. However, the importance of the social model cannot be
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understated. Oliver (2013), for instance, stresses its importance by insisting that the
tenets of the social model have enabled disabled people to confront the dominant
individual model of disability. The social model has also proved vital in developing
a ‘collective disability consciousness’ which has helped to strengthen the disabled
people’s movement (Oliver, 2013). Terzi (2004) cites Oliver who insists that while
the social model enables an understanding of the social world it does not, however,
explain the root causes of disability and social barriers. Oliver (1996a) also
maintains that the social model is predominantly about the collective experiences
of ‘disablement’. Thus, the social model is a tool that has been politicized to
understand the social barriers faced by disabled people. Crow (1996) emphasises
the need to capture the wholesale experience of disability and impairment.
According to her, disability and impairment can only be fully comprehended by

analysing their interactions with each other.

Among the models of disability used to understand the experiences of
autistic individuals and their families, the social model is deemed to be a suitable
tool. Anastasiou and Kauffman (2013), however, argue that while the social model
shifts focus away from the impairments of autistic individuals, it does not provide
insight into the ‘severely’ restricted communication and interaction patterns among
some autistic individuals. Dan Goodley (2001) too, indicates that the tenets of the
social model primarily cater to the needs of people with physical impairments,
‘While the social model of disability isn’t written exclusively for people with
physical impairments, it may seem that way’ (p. 212). The understanding of
disability provided by the tenets of the social model has been instrumental in
politicizing disability and enhancing the rights of disabled people and their families
by increasing their access to social participation, employment and education, among
others. This thesis seeks to understand the impact of unequal social interactions in
undermining the psycho-emotional well-being of disabled people and their
parents/guardians. In addition, it looks at the pressures experienced by
parents/guardians when raising an autistic child. My understanding of disability,
therefore, resides in the social relational kernel which analyses social interactions
between disabled and non-disabled people, some of which may undermine the
psycho-emotional well-being of disabled individuals. Thus, the social relational

model of disability will be explored next.
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Social Relational Model of Disability

Carol Thomas (1999) identifies disability as a form of social oppression
imposed by a contemporary social organization on people with impairments, which
create barriers for them. According to Thomas (1999), disability is based on unequal
social interactions and/or relationships. Donna Reeve (2004) too, calls attention to
Thomas’s social relational model which understands disability as the imposition of
social restrictions on people with impairments and the socially engendered
undermining of their psycho-emotional well-being. The barriers faced by disabled
people determine what they can do and what they can be. Reeve (2004) identifies
different agents of barriers including family members, friends and anyone who may
be in contact with a disabled person. Disability is not a static concept; rather, it has
historical and spatial specificity and there is the need to analyse the different forms
of ‘disablism’ or exclusionary practices in particular contexts (Thomas, 1999).
Thomas (1999) draws attention to ‘impairment effects” which may be ignored by
some social modelists. She insists that some restrictions are caused by physical,
sensory and cognitive impairments and these impairments directly impact disabled
people in their daily lives. Impairment effects are created when there is an
interaction between biological and social processes and named through cultural
factors. Some socially imposed restrictions affect the psychological and emotional
pathways, creating psycho-emotional ‘disablism’. The interaction between

disability and impairment shapes the lives of disabled people.

The social relational model looks at the concept of power domination over
people with impairments by those who are socially constructed as the ‘non-
impaired’ or the ‘normal’. The social relational model explores how social
relationships (on a micro and macro-scale) generate two distinct groups, one where
the non-disabled individuals possess significant power, and the other which sees
disabled people being marked out as inferior due to their differences (Thomas,
2004c). The lives of disabled people are restricted by the actions, institutions, and
social structures constructed by the non-disabled people, which reduce them
(disabled individuals) to the position of ‘lesser citizenship’. Thus, the social
relational model stresses that disability is defined by the lived experience of the
body and it is created on the basis of unequal social relationships which undermine

the psycho-emotional wellbeing of people with impairments, and that disabling
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restrictions are imposed through social interactions (Cologon, 2016). Disability
occurs through ‘barriers to doing’ (socially imposed environmental/economic
barriers), ‘barriers to being’ (hurtful words, comments, or actions at an
individual/institutional level which can affect an individual’s self-esteem, resulting
in ‘psycho-emotional disablism’) and ‘impairment effects’, which are the physical,
sensory, intellectual and emotional impacts of ‘impairments’ on an individual’s

functioning in the social world (Cologon, 2016).

Thomas (2004b) maintains the importance of understanding the relationship
between disablism (a term that is used to grasp the types of social exclusions faced
by people with impairments) and impairment. While, the effects of an impairment
may have an immediate impact on daily life, the ‘centrality’ of disablism is
prioritised (Thomas, 2014, p.14). Thomas (2004a) points to the interaction between
impairment effects and disablism with the social reality that in turn creates them
both and gives meaning to them. She asserts the need for a ‘social model of
impairment’ where the medical professionals should not be given full responsibility
over the concept of impairment, nor solely associate a biological difference with a
socio-cultural construct. A framework that recognizes the ‘social dimensions of the
biological’ and the ‘biological dimensions of the social’ is required to understand
disability (Thomas, 2014, p.14). This approach can turn attention to social
interactions (between disabled and non-disabled people) and its impact on familial
relationships, community-based interactions, and in encounters with health, welfare
and education services. It draws attention to power, the decisions made and the
meanings of social interactions in close networks of relationships. The ‘disabling’
barriers arise from such interactions and have an impact on some disabled
individuals' sense of self, identity, self-esteem, and existential security (Thomas,
2004a).

Thomas (1999) explains that ‘psycho-emotional pathways’ must be
explored to enhance the understanding of disability. Social barriers are both external
(for instance barriers which restrict access to employability) and internal (barriers
which affect the inner mind). The negative attitudes, cultural representations and
images can generate ‘internalised oppression’ among some disabled people; they
imbibe and accept others’ attitudes toward them. When these reactions are

internalised during social interactions, disabled people tend to feel worthless, doubt
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themselves, feel hopeless and hurt, and they become the ‘slave of their archetypes’
(Thomas, 1999). The psycho-emotional restrictions are thus social in origin,
triggered by and sustained through social interactions. Stereotypes and colloquial
language (for example, ‘out of your mind’, ‘idiot’, ‘lame’) reinforce notions of
disabled people as ‘lesser humans’ (Thomas, 1999). While some people may fight
against negative reactions, others may imbibe the oppression and comply with
assuming the ‘disabled role’ in society. Psycho-emotional disablism also interacts
with systemic oppression; for instance, disabled people face restrictions in terms of
employment opportunities. Those who internalise the discrimination may not apply
for jobs, believing that they do not have a chance. The psycho-emotional
‘disablism’ experienced by disabled people is part and parcel of disablism, and

should not be placed in the realm of ‘personal’ or ‘private’ trouble (Thomas, 1999).

This research adopts elements from Thomas’s social relational model of
disability. This thesis is based on my understanding of disability, and it analyses the
psycho-emotional barriers which arise primarily from unequal micro-level social
interactions between disabled and non-disabled people. These social interactions
can undermine the psycho-emotional well-being of disabled people and their
parents/guardians, who are themselves consequently disabled. Aside from unequal
social interactions, parents/guardians are also impacted by some impairments
associated with autism; for instance, some parents/guardians may face restrictions
from raising an autistic child on a daily basis. These restrictions may arise from the
child’s impairments. In some socio-cultural contexts, a child with a speech
impairment (who may face restrictions in communicating their needs and may ‘lash
out’ from frustration) and their parents/guardians may be subjected to negative
reactions from the family and society. Micro-level social relationships are the first
part of social interactions and they determine the disabling impacts on disabled
people and their families. Once the negative attitudes/reactions from interactions
are internalised, it can lead to deleterious consequences, thereby disabling
individuals from what they can be and what they can do. Therefore, this thesis
adopts the social relational model to understand micro-level experiences of
parents/guardians which can create disabling barriers for them. It also recognizes
that parents/guardians may be impacted by restrictions arising from the child’s

impairment. The efforts taken by parents/guardians to resist experiences of
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stigmatization and enhance participation of their children in social activities will
also be explored in the empirical chapters. As the project primarily focuses on the
impact of negative micro-level experiences, there is a need to link the concepts of
stigma and disability. The next section thus entails an exploration of stigma and
examines how it ties to the social relational model of disability, which is used as the

primary tool to derive parent/guardian experiences for this thesis.
STIGMA: AN INTRODUCTION

Erving Goffman’s (1963) work is credited with generating the
contemporary discourses on stigma and it has led to the proliferation of research in
the field (Major & O’ Brien, 2005). According to Goffman (1963), stigma refers to
the negative judgements that damage an individual’s identity or trait(s), in particular
where the identity or trait(s) falls outside the social norm. Graham Scambler (2020)
draws attention to Goffman’s division of stigma into three different types: 1.
Physical ‘deformities’ or physical impairment, 2. ‘Blemishes in individual
character’ or cognitive impairment (including ‘mental disorder’ and autism), and 3.
‘Tribal stigma’, which is associated with race and culture, and passed on from one
generation to another. Goffman (1963, p.3) asserts that stigma occurs when an
individual is considered to possess an attribute which makes them ‘less desirable’
and therefore, the particular individual is reduced from a ‘whole person’ to a
‘discounted one’. However, not all “‘undesirable’ characteristics are deemed to be
problematic, only those that do not conform to the stereotype of ‘what an individual
should be in society’ (Goffman, 1963, p. 3). These stereotypes lay the foundation
for excluding some people from society (Major & O’ Brien, 2005).

Sara Green and colleagues (2005) draw attention to stigma as a concept that
is not merely a trait of an individual, but lies in the interactions between the
stigmatised person and those who analyse the ‘negative differences’ of the person.
Thomas LeBel (2008) cites Leary and Schreindorfer (1998, p. 20) who place
emphasis on the perceived violation of social norms as a factor which stigmatises
and excludes individuals. Farrugia (2009) highlights the different types of stigma
(based on social interactions) as described by Goffman (1963). ‘Enacted stigma’
refers to the overt discrimination against stigmatised individuals and their families,
while ‘felt stigma’ is the fear of possible overt discrimination, thereby generating

feelings of shame and embarrassment (Farrugia, 2009). Scambler (2020) calls
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attention to ‘project stigma’, which refers to the active resistance of stigmatised
individuals against experiences of discrimination, oppression, blame and shame.
The concept of ‘territorial stigma’ has also been identified by Scambler (2020).
Territorial stigma refers to places which are marked by shame- those who enter such
places are blamed and shamed for creating their own distressing situation; for
instance, parents taking their child to an organization which provides autism-related
services. LeBel (2008) also draws attention to the division of stigma by Falk (2001)
into: 1. ‘existential stigma’ or stigma that is out of the concerned individual’s
control (for instance, stigma created by impairment, ‘mental illness’ and old age)
and 2. ‘achieved stigma’ where a person is stigmatised due to their ‘conduct’
(prisoners, homeless individuals). Although most research primarily focuses on one
stigma at a given time (Lebel (2008), some individuals identify with different
stigmatised groups. Scambler (2009) states that the concept of ‘normal’ cannot exist
without the notion of ‘abnormality’ and therefore, the ‘stigmatised’ and the ‘non-

stigmatised’ are products of the same norm.

Although influential, Goffman’s understanding of stigma has invited
criticism; Farrugia (2009) has highlighted the ‘structural power relationships’,
alongside stigma based on micro-level interactions. Mark Hatzenbuehler and Bruce
Link (2014) insist that stigma-related research has primarily focused on micro-level
individual perceptions and interactions. They stress the need for more research on
structural stigma which analyses cultural norms and institutional policies that may
restrict opportunities and access to resources. Scambler (2020) too, points to the
need to understand stigma along micro, meso and macro level
processes/interactions. Stigma can be conceptualised in terms of ‘power and
domination’ to enable an understanding of ‘the structures, mechanisms, and
justifications of power to function’ (Tyler & Slater, 2018, p. 732). Thus,
stigmatisation is a form of government which generates and reproduces inequalities.
The discrimination experienced by stigmatised individuals (including disabled
people and their families) is not only based on individual interactions, but also on
the structural or institutional barriers in the social environment (Scambler, 2020).
Social, political and economic power are employed to create the experiences of
stigma at the intersection of culture, power and difference. Consequently, this will

lead to systemic exclusion; for instance, appropriate legislations or actions may not
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be approved or implemented by the government due to perceptions that disabled
people are stigmatised because of their inherent ‘limitations’ (Scambler, 2020).
Thus, stigma refers to the social processes which reproduces structural power
relationships and thereby excludes stigmatised individuals from the social world.

Irrespective of the criticisms, Goffman is crucial in reconstructing disability
by basing the concept (disability) on social prejudice, rather than on individual
impairments (Susman, 1994). This study utilizes Goffman’s concept of stigma
primarily generated from micro-level social interactions to understand the
stigmatising experiences that ‘disable’ the parents/guardians. Therefore, the next
section focuses on the influence of stigma on disability and the family. It links the
concept of stigma and the social relational model of disability which can enhance
the understanding of disabling barriers experienced by the family.

Disability, family and the impact of stigma

Parents/guardians confront a life-changing situation when there is an
occurrence of impairment in the family. Some adjust emotionally and intellectually
to a child’s clinical diagnosis and seek to better understand the support systems in
place for them (Russell, 2003). Parents/guardians may undergo stresses relating to
the care-giving needs of their child, and also face stigmatising experiences which
can undermine their psycho-emotional well-being. Some parents/guardians endure
low feelings of well-being in comparison to parents/guardians of non-disabled
children (Sloper & Beresford, 2006). In addition to some restrictions which may
arise from impairments associated with the child, social barriers, unmet service
needs, limited formal and informal social support systems all factor into their
experiences. The involvement of parents/guardians in employment can restrict their
interaction with the child. Financial constraints may also arise when parents face
difficulties in juggling both caregiving obligations and employment duties (Sloper
& Beresford, 2006).

In the family, the lives of non-disabled siblings may also be affected; some
non-disabled siblings may experience difficulty when experiencing dual realities
(Stalker & Connors, 2004). For instance, on the one hand, they experience a world
based on standards of ‘normalcy’, where some may show intolerance towards

disabilities and differences. At home (in some instances), impairments may be
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accepted and necessary accommodations may be provided for the disabled child
(Stalker & Connors, 2004). Some non-disabled siblings may continue to remain
active (in adult life) in the lives of their disabled sibling due to a close bond shared
between siblings and a sense of obligation on the side of the non-disabled sibling
(Dew et al., 2013). Some non-disabled siblings may experience reduced attention
from parents/guardians. Parents/guardians may be busy taking the disabled child
for therapy and other related services. This may create resentment among some non-
disabled siblings towards their disabled siblings and the parents/guardians (Guse &
Harvey, 2010). Some may face restrictions upon participation in certain social
activities deemed by parents/guardians to be unsuitable for the family. Non-
disabled siblings may also be affected by stigmatising reactions toward them due to
their association with the disabled sibling.

In Indian society, sibling relationship is associated with the cultural image
of'an ‘ideal social bond’ (Vaidya, 2016a, p. 114). In some instances, an older sibling
may be placed with the responsibility of taking care of the younger one until parents
return home. Non-disabled siblings may notice that their disabled sibling is
‘different’ during social interactions with others (Vaidya, 2016a). When parents
focus on meeting the needs of the disabled sibling, non-disabled siblings may feel
jealous. In other instances, they may feel a sense of protectiveness toward the
disabled sibling. Sisters were primarily given the onus of caregiving responsibilities
while brothers had to ‘think” about the prospect of future responsibilities (\Vaidya,
2016a). The shame of being associated with a disabled sibling prevented some from
opening up about their lives to peers. Guidance from a clinical professional could
only be sought by those who had access to adequate resources. In some cultures in
India, where arranged marriages continue to form a big part of the norm, an alliance
between two families can be adversely affected when the non-disabled sibling
and/or parents/guardians are associated with the disabled sibling. Some people may
subject them to stigmatising reactions by drawing attention to the ‘bad blood’ of the
family and parental incompetence (explained in further detail later on). Thus, family
members (especially parents/guardians) are affected by their association with the

disabled child or member.

Mavis Dako-Gyeke (2018) calls attention to the concept of ‘courtesy

stigma’ or the experiences of stigma by an individual due to their interlinks with a
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stigmatised individual. Stigmatising reactions are directed not only towards
disabled individuals, but also towards anyone who is closely associated with the
individual (Werner & Shulman, 2014). For instance, family members, especially
parents/guardians, endure stigmatising reactions due to their close relations with the
stigmatised individuals (Dako-Gyeke, 2018). Family members are subjected to the
negative attitudes and responses of people in society (Werner & Schulman, 2014).
Parents/guardians are affected by stigma due to their interpersonal links with the
disabled individual and it often leads to a ‘spoiled social identity’ (Farrugia, 2009).
Ara Francis (2012) refers to the works of Scambler and Hopkins (1986), Gray
(2002) and Green and colleagues (2005), all of whom place emphasis on the ‘felt’
(perceptions of possible discrimination they may endure) and ‘enacted’ (the direct
discrimination faced by parents/guardians in social interaction) stigma faced by

parents/guardians of disabled children.

Clinical facilities and biomedical knowledge provide tools to measure the
development of a child based on the social norm. A child is measured in different
stages and this has created the dichotomy of the ‘normal’ and ‘deviant’ child
(Priestley, 2010). ‘Normalcy’ has resulted in standardized timetables and sequences
which are used to compare children and assess their growth/development. Rigorous
assessments and evaluations have generated discourses on child health; a child’s
‘failure to thrive’ or a ‘delay’ is considered as the primary basis for identifying
clinical interventions (Priestley, 2010, p. 65). Disabled children are exposed to
assessments which may deem them to be inferior and imperfect against ‘normative
yardsticks’. They are then targeted by clinical interventions, interventions for cure
and institutions. In Indian society, where academic and professional achievement
continues to hold prime importance, the competence of parents/guardians is
questioned. Parents/guardians face blame and shame when their children do not fall
within the ‘normative yardstick’. Mothers in particular experience disabling barriers
arising from unequal social interactions which undermine their psycho-emotional
well-being. The onus of caregiving responsibility is placed on mothers and they are
subjected to negative reactions from their own family members (including
husbands) when the child’s development does not follow the normative standards

set by society.
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Parents/guardians of disabled children may experience courtesy stigma as a
result of the child’s impairment, which may lead to parents/guardians avoiding
social interaction (Song et al., 2018). Research has found that parents/guardians of
disabled children experience increased discrimination and its subsequent
consequences including mental health problems, depression, lower psycho-
emotional well-being and daily mood problems, when compared to
parents/guardians of non-disabled children (Song et al., 2018). Parents/guardians of
autistic children too, face stigmatising reactions; Kevin Chan and Donald Leung
(2020) highlight the blame faced by some parents/guardians of autistic children who
are held responsible for their child’s autism diagnosis. Hereditary transmission of
autism and ‘bad’ parenting (for not controlling or disciplining their children) are
factors which are attributed to parents/guardians. These negative reactions can
affect the psycho-emotional well-being of parents/guardians. Alexie Hays and
Maria Butauski (2017) too, add that parents/guardians of autistic children face
complex experiences of stigma due to the ‘invisibility’ of autistic characteristiCs
among some individuals. Goffman (1963, p. 17) brings attention to ‘discredited’
and “discreditable’ stigma; when the stigma is visible, it is referred to as discredited
stigma. Stigma is termed discreditable when it is inconspicuous or not visible- some
people may be able to pass as ‘normal’. Some parents/guardians of autistic children
may fall under those who are categorized as ‘discreditable’ due to the lack of
physical manifestations of autism among some individuals. Thus, stigma is an

influential factor with regards to disability and parental experiences.

There are various factors which affect the daily living experiences of
disabled children and their parents/guardians. These factors can influence the
intensity or type of stigma faced by them. Factors like social background, poverty,
and access to resources affect the lives of disabled children and the family. For
instance, some disabled children and their parents/guardians can be adversely
affected if they live in areas characterised by social deprivation (Watson, 2012).
Access to diagnosis may not be straightforward and the lack of adequate access to
resources can increase structural barriers/stigma faced by them. Impairments may
also influence the social participation of children and families; some impairments
may create restrictions and in some social functions, social accommodations may
not be available (Watson, 2012).
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This study utilises Erving Goffman’s concept of stigma and locates
disability at the micro-level social interactions between disabled and non-disabled
people. The notion of ‘courtesy stigma’ and parents’/guardians’ links to a disabled
child can expose them to stigmatising reactions of society which may arise from
daily social interactions. These reactions can be debilitating and ‘disabling’, thereby
creating barriers in their social lives. Parents’/Guardians’ daily interactions and the
internalisation of perceived and direct discrimination by them are explored to
understand the social barriers they face. This goes in line with the elements of the
social relational model of disability which associates disability with unequal micro-
level social interactions which may undermine the psycho-emotional well-being of
parents/guardians and generate ‘psycho-emotional disablism’. The ‘discreditable’
attribute attached to some autistic individuals may subject the parents/guardians to
negative reactions from the public, as when a child displays certain characteristics
associated with autism. Parents/guardians are disabled by certain interactions with
family and society, where they are held responsible for the child’s impairment. This
thesis recognizes the fact that parents/guardians are also likely to face pressures in
relation to daily caregiving; for instance, some restrictions which may arise from
the impairments associated with autism can be stressful for parents/guardians. The
challenges pertaining to the lack of acceptance of autism and the limited
accommodations/support systems for some parents/guardians can lead to reduced
social participation of the family in social activities. The internalisation of negative
reactions can create deleterious social barriers for the family, and they are further
explored in the empirical sections. The next section provides a critique of
intersectionality and its utility for this thesis.

INTERSECTIONAL ANALYSIS

This study uses an intersectional framework to understand the experiences
and perceptions of parents/guardians of autistic children, located at the intersection
of social factors like gender, access to resources and caste/tribe identity. The term
intersectionality was used and solidified by Kimberle Crenshaw in the 1970s, to
draw attention to the interplay or intersection of race and gender, on the experiences
of ‘black’ or minority women in relation to employment and violence (Bjérnsdottir
& Traustadottir, 2010). Intersectionality originated from ‘black’ feminist traditions
and ‘Third World’ liberation movements, even though much credit has been placed
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upon the field of gender studies in the ‘Global North’ (Salem, 2016). Floya Anthias
(2012) mentions that intersectionality does not refer to one particular approach;
rather, it focuses on a range of approaches which seek to understand the boundaries
and social hierarchies in life. Alongside Crenshaw, Patricia Hill Collins is also
recognized for her contribution to intersectionality. Together with Crenshaw, Hill
Collins was responsible for providing the impetus to the concept of intersectionality
by emphasizing its political standpoint. For instance, Hill Collins uses the ‘matrix
of domination’ which highlights the interlocking oppressions across social,
economic and political arenas, which reinforce each other to bring about injustice
(Anthias, 2012). In addition, she linked the concept to gender, race and class. This
played a pivotal role in drawing attention to the discrimination endured by

‘racialised’ women who are subjected to intersectional ‘invisibility’.

Crenshaw sought to understand the power dynamics that marginalized the
rights of African-American women (Alexander-Floyd, 2012). She used
intersectionality to challenge the law’s alleged colour-blindness and neutrality
(Nash, 2008). A legal scholar by profession, Crenshaw, via legal discourses, called
attention to the experiences of ‘multiply marginalized’ women which took
precedence over a ‘single-axis’ framework that analysed race and gender separately
(Anthias, 2012). By rejecting a single axis framework, the concept is aimed at
understanding how race and gender (for example) can intersect and reinforce
privilege and discrimination (Nash, 2008). Thus, the intersectional analysis brings
forward the experiences of individuals who may face different types of
marginalization and whose interests have been largely ignored by feminist and anti-

racist movements.

Anthias (2012) underlines the forms of intersectionality deconstructed by
Crenshaw: 1. Structural intersectionality, which refers to the embedded inequalities
that determine ‘black’ women’s experiences of racism and sexism- for instance,
when they are subjected to domestic abuse, only the issue of physical ‘abuse’ is
addressed (Anthias, 2012). However, there is a need to understand how the cycle of
abuse can be eliminated by tackling poverty and unemployment, among other
factors. 2. Political intersectionality, that is evidenced by the persistence of anti-
racist and feminist groups to fight racism or sexism using a single-axis approach,

without considering the interplay of racism and sexism in the lives of ‘black’
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women, and 3. Representational intersectionality, when representations are meant

to highlight the characteristics of an entire group of individuals (Anthias, 2012).

An intersectional framework enhances an understanding of the different
ways in which multiple identities combine to create unique barriers, and how people
may be discriminated against as a combination of their identification with different
social factors (Stienstra, 2012, p. 458). People who face experiences at the
intersection of multiple identities can be relegated or constructed as ‘nobodies’ and
‘non-citizens’ by the social establishments designed to protect and empower them
(Erevelles & Minear, 2011). Thus, intersectionality is used to analyse and
understand not only a multitude of oppressions, but also the ‘multiplicative
relationships among them as well’ (Strand, 2017). Each form of oppression
intensifies the other, and affects the cumulative experience of a group. However,
feminist scholars (including Deborah King) have maintained that oppression is not

additive, but intersecting and it can be referred to as ‘multiple’ jeopardy.

Intersectionality is concerned with the questions of power and inequities
(including disparity in terms of privileges) faced by people. The concept is based
on five tenets: 1. Intersectionality holds a commitment towards social justice 2. It
recognizes that privilege and marginalization can exist and co-exist within, among
and between groups 3. Intersectionality entails an understanding of social identity
categories and power systems which shift over time 4. It involves a dedication to
anti-essentialism and variation within categories and 5. Intersectionality is based on
an investment in the multiplicative nature of identities (Strand, 2017). The
intersectional framework has the potential to analyse micro, meso and macro-level
experiences at the intersections of varied social factors, thereby bringing forth the
individual experiences and systemic oppression endured by people. A singular
identity may pay attention to only one factor as the base of all experiences- it is
expected to explain all the life experiences of one group. Therefore, intersectionality
is a feasible analytical framework which assesses experiences across multiple
differences. So, rather than looking at gender, access to resources and caste as
individual or separate components, intersectionality analyses how the
aforementioned factors work together to produce privilege and oppression
(Erevelles & Minear, 2011).

42



Nikol Alexander-Floyd (2012) insists that intersectionality has become a
buzzword devoid of much substance or history. Crenshaw had mentioned her use
of the term ‘intersectionality’ as a metaphor and had expressed her surprise at how
the concept had become a ‘buzzword’ (Salem, 2016). It is argued that
intersectionality is now primarily associated with diversity, rather than with the
radical erasure of inequalities (Anthias, 2012). According to Alexander-Floyd
(2012), Crenshaw’s work can be utilised as an ‘ideograph’- a method that analyses
broader notions of oppression and power which constrains the lives of ‘black’
women. The dynamics of power, social structure, class and political economy have
been ignored in some studies (Anthias, 2012). Therefore, there is a need to analyse
the dynamics of inequality and violence through the institutions where power and
economic interests are exercised, and not solely at the intersections of gender, race
and other social factors (Anthias, 2012).

Although there are doubts about the methodology that can be used to
understand the complex experiences of individuals who face multiple
marginalization, Jennifer Nash (2008) draws attention to Leslie McCall’s
intersectional methodological framework which can be divided into the following:
1. Anti-categorical approach- this approach rejects categories and stresses that
categories like race and gender are too complex to provide an understanding of lived
experiences, 2. The intra-categorical approach seeks to describe the lived
experiences of ‘multiply marginalized’ individuals within groups, and 3. The inter-
categorical approach examines the differences among social groups across multiple
conflicting dimensions (Nash, 2008). Crenshaw had also identified further issues
stemming from the ‘universalizing tendency’ and the ‘bait and switch’ strategy of
intersectionality (Anthias, 2012). The universalizing tendency occurs when it is
understood that a problem goes beyond ‘black’ or multiply marginalized women
and encompasses the plight of ‘all women’. This notion ultimately highlights the
plight of white women and not ‘black’ women. The ‘bait and switch’ outlook occurs
when the focus is on the issues of black women, albeit to only make visible the
problems faced by white women (Anthias, 2012). Thus, a conception of identity
that recognizes the ways by which power and inferiority work in intersecting ways
to create an individual’s experiential social reality is crucial (Nash, 2008). While

intersectionality aims at describing the multiple marginalization and privilege faced
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by individuals, it ignores detailed explanation of the ways in which privilege and
oppression intersect and reinforce each other to create complex experiences. By
embracing privilege and oppression as complex and simultaneous, the
intersectionality concept can enhance the understanding of both identity and

oppression (Nash, 2008).

Disability is an under-explored category in intersectional studies, and the
experiences of disabled people and their parents/guardians can be understood by
using intersectionality which can highlight their experiences of privilege and
marginalization (Strand, 2017). Thus, analysing disability using an intersectional
framework can enable understandings of complexities in the experiences of people
and accomplish the task of mediating multiple differences. Additionally, Saxe
(2017) insists that an intersectional approach can help to analyse the experiences
across the autism spectrum at the intersection of multiple different identities.
Although still an emerging notion, situating autism at the intersection of different
identities can help to challenge the individual model approach and highlight the
social structures that perpetuate inequality (Saxe, 2017). Thus, this study entails an
intersectional analysis which focuses on the experiences of privilege and
marginalization faced by parents/guardians. It explores why some
parents/guardians may have more privilege, while others face a cycle of disabling

barriers.
SUMMARY

This chapter began by providing detailed discussions on the history of
global disability rights, the individual model and the social model of disability. The
disability rights movement was fundamental in enhancing self-advocacy among
disabled people and in improving their access to social activities. Disabled people
actively developed and implemented the CRPD, which was adopted by the UN. The
tenets of the CRPD were based on the motto: ‘Nothing about us, without us’. The
section then explained the two differing models which dominated disability
discourses in the United Kingdom in the 1970s. The individual model focuses on
inherent impairments and biological ‘limitations’ of individuals, while the social
model highlights the need for social accommodations and the elimination of social
barriers. | elaborate on my understanding of disability which is based on the social
relational model of disability. Disability is created during unequal social
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interactions which undermine the psycho-emotional well-being of disabled
individuals and their parents/guardians, resulting in psycho-emotional disablism.
The restrictions caused by impairment effects are discussed; however, it is
acknowledged that disability is social in origin. Erving Goffman’s concept of
stigmatising reactions arising from social interactions is linked to the social
relational model to explain the ‘disabling’ barriers faced by parents/guardians of
autistic children. Parents are affected by ‘courtesy stigma’, and subjected to
stigmatising reactions, which in turn increases their proneness to internalised
oppression. When they imbibe the negative reactions of others, parents’/guardians’
psycho-emotional well-being is adversely affected, leading to potential dire
consequences. Thus, this thesis is an exploration of the pressures experienced by
parents/guardians of autistic children, the barriers they face, and the inequitable
access to resources. The next chapter looks at India, Indian culture and perceptions

of disability and autism in India.
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CHAPTER 3: INDIA AND KERALA CONTEXT

INTRODUCTION

This chapter explores the history, culture and economy in India. Statistical
information pertaining to the number of states, total population, literacy rates,
prevalent religions and GDP are provided. Geographical divisions are detailed and
the cultural history is explained. The aforementioned information is provided to
enhance the reader’s understanding of the Indian context and the influences of
socio-cultural factors on parental experiences of raising an autistic child in India.
India is a country with varied socio-cultural influences across the different states
and an overview is provided to better understand the complexity of experiences of
parents/guardians. The chapter delves into disability in India, the socio-cultural
notions of disability and existing perceptions. The diversity of socio-cultural factors
can enhance the nuanced analysis of parental experiences in a multicultural society.
The chapter provides a detailed overview of the disability rights movement in India
and then gives a detailed assessment of disability legislation that seeks to protect
the rights of disabled people. The information regarding the existing legislations
highlights the Indian government’s efforts in recognizing disability rights, while
also pointing to the need for additional policies that can address the direct needs of
parents/guardians. The concept of autism is primarily rooted in clinical
understanding; however, some parents/guardians access alternative modes of
interventions with the hope of eliminating characteristics pertaining to autism. The
socio-cultural perceptions of parents/guardians in existing literature are highlighted
to enhance the understanding of the reader. Finally, the chapter underlines the
reasons for the study to be centred on the State of Kerala. Irrespective of social
development initiatives that have occurred in Kerala, gendered divisions of labour
and patriarchal notions of family roles (among other factors) have influenced the
lives of parents/guardians. An exploration of the reasons for choosing the State of
Kerala as a field study is necessary to understand the validity of this thesis. Thus,
this chapter intends to familiarise the reader with disability and autism in India and

explains the reasons for basing the research for this thesis in Kerala.
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INDIA: GENERAL INFORMATION, CULTURE AND
ECONOMY

India became an independent nation on the midnight of August 15, 1947. It
is the seventh largest country in the world, covering an area of 32,87,263 sg. km
(12,69,346 sq. mi). The Indian peninsula is separated from mainland Asia by the
Himalayas; it is surrounded by the Bay of Bengal in the East, the Arabian Sea in
the West, and the Indian Ocean to the South. India is neighboured by countries such
as Afghanistan and Pakistan to the North-West, China, Bhutan and Nepal to the
North, and Myanmar and Bangladesh to the East. Sri Lanka is separated from India
by a narrow channel formed by Palk Strait and the Gulf of Mannar. The country is
divided into four regions: the great mountain zone, plains of the Ganga and the
Indus, the desert region, and the southern peninsula (National Portal of India, n.d.).
India, being a union of states, is a sovereign, secular, democratic republic with a
parliamentary system of government, where the President is the constitutional head
of executive of the union. Each state has a nominal head or a governor as well as a
chief minister, along with a council of ministers elected by the government.
Altogether, there are twenty-nine states and seven union territories (UT) in the
country, with each State/UT having its own unique demography, history, culture,
dress, festivals and language, among others. These factors make India, socially and

culturally, one of the most diverse countries in the world.

Rana Haq and colleagues (2020) observe that the 1950 Indian Constitution
placed emphasis on being a secular nation based on equality for all. They argue
discrimination/oppression based on caste was abolished and reservations in
education and employment were formalized. However, some minorities continued
to face discrimination and violence in their daily lives. Communal divide between
Hindus (the largest majority) and Muslims (the largest minority) have resulted in
violence and displacement of many. In addition, discrimination against
marginalized groups including SCs, STs, and Muslim women have increased. The
introduction of the Citizenship Amendment Act (CAA) and the National Register
of Citizens (NRC) have resulted in protests and violence. For instance, Muslims
who remained in India after its partition in 1947, are at risk due to these regulations
which require them to prove their citizenship or face extradition. Furthermore, the

resentment of minorities like Muslims has witnessed an increase in fake news
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published in some right-wing websites which draw attention to a ‘Muslim takeover’
in India by 2050. These historical and contemporary factors make India an
intriguing setting to explore the experiences of parents/guardians coming from

varied backgrounds in relation to privilege and marginalization.

Partha Majumder & Analabha Basu (2014) add that the Indian population
belong to a diverse set of cultures and language groups. The Constitution of India
has identified twenty-two different languages, of which Hindi is recognized as the
official language. India is also characterised by different cuisines and festivals
celebrated across the nation. People dress in varied styles and follow different
religions (National Portal of India, n.d.). Doranne Jacobson (2004) calls attention
to the hierarchical nature of Indian society; individuals are ranked according to their
qualities. The notions of equality are not present in the daily lives of some people,
even though India is the largest democracy in the world. Social hierarchy is based
on caste/tribe groups and also organised in terms of wealth and power (Jacobson,
2004). Hierarchy can exist within a family environment as well; in some families,
men assume the role of the ‘head’ of the family- any decision(s) may be carried out
only after conferring with them. Arpita Khare (2011) highlights social acceptability
as a crucial component in Indian society. The individual achievements of people are
viewed in terms of the family and social achievements. Thus, the individual and
society are interlinked- the individual’s identity cannot be separated from the group
(Khare, 2011). Indian society is primarily based on social interdependence; for
instance, there is emotional interdependence between family members and people
are involved with each other. Some young individuals are dependent on their
parents to find them a suitable bride or husband. The joint family system is common
and remains a significant social force, even in current times, when nuclear families

are also on the rise (Jacobson, 2004).

The population of India, based on the 2011 Census (the last available one),
stood at 1.21 billion (according to Agarwal (2020), the figure is estimated to reach
1.36 billion in 2021), where 623.7 million are males and 586.4 million are females.
The disparity in the sex ratio can be attributed to diverse socio-economic, cultural
and historical factors; for instance, an increasing number of girl children experience
discrimination more than boy children and some parents may opt for selective

abortion (Saikia et al., 2021). The Pre-Conception and Prenatal Diagnostic
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Techniques Act, 1994 was implemented to ban the use of prenatal diagnostic
techniques for selective abortions; however, the Act is considered to be ineffective.
While the government implemented legislation which stabilised the sex ratio from
2007 to 2012, it has decreased significantly since 2013 (Saikia et al., 2021). The
Census revealed Hinduism as the majority religion accounting for 79.8% of the total
population, with Islam coming second at 14.3%, followed by Christians, Sikhs,
Buddhists, Jains, and others (National Portal of India, n.d.). According to the World
Bank Data (2019), India’s gross national income (GNI) per capita stands at 6,950
US dollars, compared to the United Kingdom’s GNI per capita at 44,090 US dollars.
India’s gross domestic product is 2.651 trillion dollars, compared to the United
Kingdom’s which stands at 2.638 dollars. The multi-dimensional view of poverty
focuses attention on multiple deprivation faced by people, rather than basing it on
calories or income. According to Dréze and Sen (2002), human poverty is much
more than income or access to material benefits (Akire & Seth, 2008). The UNDP
‘Human Development Reports’ (2020) cites a multi-dimensional poverty index
(MPI) score for India at 0.123%, which is ranked 62" among 107 countries
including Sri Lanka, China, and Pakistan (NITI Aayog, 2020). According to the
UNDP ‘Human Development Reports’ (2020), the gender development index
(GDI), based on the ratio of female (0.573) to male (0.699) human development
index (HDI) stands at 0.82, which shows unequal development indicators for
females when compared to males (if the development indicators pointed toward
equality, the number would stand at 1.0). While the diversity and richness of the
cultures in India are to be celebrated, it makes for an intriguing analysis of the
experiences of inequality and deprivation in a multicultural society. For instance,
what does it mean for women and motherhood in India? What are the experiences
of women in a particular State? What are the experiences of mothers from different
social backgrounds in relation to raising an autistic child? Thus, there is much scope
for the exploration of the privileges and inequalities instilled in the social structure.

The next section includes an exploration of disability as perceived in Indian society.
DISABILITY IN INDIA

The 2011 Census indicates that 26.8 million people in India have one kind
of impairment or another. This accounts for 2.1% of the total population in the
country. Dilshad Ariz (2018) draws attention to contrasting disability statistics in
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India; although the Census (2011) gives a figure close to 26.8 million disabled
people in the country, a report by the World Bank cites the actual figure at 55 to 90
million, which is 5 to 8% of the population. Vaidya (2016a) too, highlights the
number of disabled individuals in the country based on the Census (2011); however,
this statistic is primarily based on a framework which includes only a few
impairment categories (excluding autism). Vaidya (2016a) draws attention to Ghai,
who states that there are 70 million disabled individuals in India. Among the total
number of disabled people in India (based on 2011 Census statistics), 12.6 million
are males and 9.3 million are females (Ghai, 2015a; Bhattashali et al., 2018). The
variation in the prevalence data can be attributed to different factors. One such
factor may be the government structure; according to Rebecca Dickinson (2018),
there is no single governmental ministry which oversees the direct needs of disabled
people. The responsibility for health, education, governmental benefits, and
wellness is dispersed across departments without a unified approach to

understanding or meeting the needs of disabled people.

Cultural factors too, play a significant role and there is a tendency among
some to hide the occurrence of an impairment within the family system. Maya
Kalyanpur and 1. P. Gowramma (2007) recognize certain cultural factors; for
instance, family members may decide to wait to disclose the impairment in the
family or seek diagnosis. The presence of an impairment in the family can mark
them out as different and create barriers in relation to social interactions. Although
clinical diagnosis can reduce potential negative reactions and blame subjected
towards the parents, it can also ‘damage’ the notion of a ‘healthy lineage’, thereby
producing ‘bad blood stigma’. Jennifer Sarrett (2015) places emphasis on the notion
of ‘bad blood’ stigma; in a family where there are two children and one sibling has
an impairment, the marriage prospects of the non-disabled sibling may be adversely
affected due to the occurrence of an impairment. Sarret (2015a) goes on to explain
that an increasing number of mothers are subjected to blame due to their daily
involvement with the child. ‘Mercy killing’ and abandonment are still rampant in
some regions in India and they are increasingly likely to happen to female disabled
children (Dickinson, 2018). This may also be a factor in creating a disparity in sex-

ratios between males and females. These socio-cultural factors can restrict
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parents/guardians from obtaining a diagnosis for the child and in turn affect

government statistical surveys and access to government provisions.

There are other socio-cultural notions which affect disabled people and their
families. The concept of ‘karma’ remains prevalent; an individual is born with an
impairment due to sins committed in their previous life. Social accommodations
may not be provided/implemented due to beliefs that there is ‘nothing to be done’
to enhance their lives (Gupta & Singhal, 2004; Dhar, 2009). Charitable acts like
provision of food, money, and clothes offer a route toward ‘dharmic’/sacred duty
for non-disabled people as a way of attaining ultimate liberation (Singh & Ghai,
2009). Ghai (2015a), cites Indian history and mythology which has considered
disabled people as not ‘fully human’ (p. 29). In Indian mythology, flaws are
associated with impairments of certain characters; for instance, in Hindu mythology
Dhritarashtra, a king is denied the throne due to a visual impairment. Shakuni,
another character, is primarily associated with an orthopaedic impairment and
Manthara, a ‘dwarf” woman, is considered as someone with an ‘evil intent’
(Addlakha, 2016, p. 45). Some current attitudes toward disabled people may reflect
the historical oppression/discrimination they have faced. These attitudes highlight
a limited understanding of the multidimensionality of disability experiences.
Vanessa Singh and Anita Ghai (2009) underline the negative implications of
holding a heroic opinion of some disabled people due to their participation in
activities, which are otherwise perceived to be impossible for them. Their efforts
are considered to be ‘valiant’ in overcoming their ‘deficits’ and ‘shortcomings’.
Goffman (1963) insists that ‘success stories’ help to penetrate areas of ‘normal’
acceptance (p. 37) for disabled people who are perceived to possess ‘undesirable’
characteristics. | argue that the stance of Singh and Ghai (2009) remains valid, even
in contemporary times; the perceptions of disabled people as heroic can be
associated with power relations which give non-disabled people a medium through
which an impairment can be invalidated and at the same time, sustain its own
authenticity (Loja et al., 2013). Some studies analyse the implications of gender
with disability, in particular the experiences of disabled women in the Indian
context. Ghai (2002) for instance, is an important disability studies academic who
has explored disability and gender-based discrimination by analysing the interlinks

between gender and impairment, and its ‘disabling’ impact on women’s lives.
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Coping mechanisms are prevalent in the literature; Gupta & Singhal, (2004)
draw attention to the use of cognitive illusions, problem-focused coping, and
positive reappraisal as ways by which Indian families cope during stressful
situations when assisting their child or family member with an impairment. Family
members (including parents/guardians and siblings) may experience disabling
barriers without coping mechanisms. It can impact on daily living experiences, care
and interpersonal relationships. The unequal distribution of support systems can
exacerbate stresses, affecting the family’s psycho-emotional well-being and
determining the perceptions of parents (Gupta & Singhal, 2004). Diagnostic labels
may generate negative connotations and social barriers for not only those with an
impairment, but also their family members (especially parents/guardians), who are
held responsible for the impairment. This can affect the siblings as well, thereby
contributing to the instability of the family system (Dhar, 2009). Thus, the raw
experiences of parents/guardians can enable an understanding of how they are
disabled as the primary guardian(s) of children with impairments. Analysing these
experiences can enhance understanding of complex parental perceptions in India
and contribute to the development of more sociologically-informed interventions at
the policy level, which may be limited due to the primary focus on individual
limitations (Richard, 2014).

This thesis recognizes that the concept of disability varies depending on the
context. James Staples (2020) has outlined some sociocultural factors that are
prevalent in India which may have an influence on how individuals perceive
disability. In some instances, a disabled individual may be viewed as ‘undesirable’,
while in others, the individual may be valued. Access to disability-related services
may vary depending on the situation; for instance, in India, some disabled
individuals may endure barriers like high costs of services, unavailability of
services and the negative attitudes of some clinical professionals toward those from
a lower-socio-economic background. Poverty is a factor that may result in the
occurrence of an impairment and restrict access to services/resources. The
occurrence of an impairment is more likely for individuals living below the poverty
line. Some disabled children from impoverished backgrounds may not have access
to education, even though there are calls for ‘integrated’ school settings. In Indian

academia, disability studies have not obtained institutional backing in India-

52



disability has traditionally been viewed as ‘uncontroversial’ in comparison to other
markers of oppression like caste and gendered division of roles (Staples, 2020, p.
31). Disability legislation like the Rights of Persons with Disabilities Act, 2016,
which makes reference to the UN CRPD 2006, reflect models developed in the
industrialised West, including the UK. Some disability rights organizations in India
are criticised for highlighting barriers primarily faced by middle-class men.
However, disabled people in India are not homogenous and endure barriers in
relation to their caste and their socio-economic background among others.
Additionally, interdependence is a value that exists among some families in India
and in some instances, disability may be considered to be a familial concern.
Therefore, this thesis adopts an approach which recognizes socio-cultural and
contextual factors when applying the social relational model to understand the
varied experiences of parents/guardians of autistic children. The disability rights
movement in India and its impact on disabled people is explained next in this

chapter.

Disability Rights in India

During the period of colonisation in India, disability was not considered to
be an identifier of discrimination or oppression. After gaining Independence in
1947, the ‘National Council for Handicapped Welfare’ was established to
concentrate on planning and implementing disability legislation across the nation
(Mehrotra, 2011). The 1949 Indian Constitution (15.2) also applied the concept of
‘disability’ to discrimination grounds of religion, race, caste, sex or place of birth.
Most disability-related services followed individualised notions of disability (and
some continue to do so in contemporary times) and clinical professionals were

deemed as the port of authority in finding cures and solutions.

Issues relating to women (including violence against women) and
environmental issues were at the centre stage in the 1970s and 1980s (Mehrotra,
2011). Anti-caste movements, in particular ones which sought to fight against
barriers experienced by Dalits, emerged in the 1980s and 1990s. Disability rights
activism did not come to the forefront until the 1990s in the Indian context
(Mehrotra, 2011). Nilika Mehrotra (2011) draws attention to the complex diversity

of issues as one reason for the aforementioned; disability affects individuals across
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different castes and socio-economic backgrounds, among others. Therefore,
practicality in framing groups has been a difficult challenge (Mehrotra, 2011). In
some rural areas, disabled individuals may not have access to information regarding
their rights. In addition, individualised notions, socio-cultural constructs of
disability and stereotypes associated with disabled people were among the factors
which hindered the mobilization of disabled people. Some policies have reflected
these notions (Mehrotra, 2011).

The pressure enforced by some international development organizations is
a factor which enabled the mobilisation of disabled people and motivated them to
seek opportunities to enhance their rights. Improved access towards funding,
networking opportunities and increased access to the internet were the other reasons
which led to the mobilisation of disabled people (Mehrotra, 2011). The ‘Asian and
Pacific Decade of Disabled Persons’ was initiated in 1993 and a national seminar
on disability was organized by the government of India in the same year.
Irrespective of such progress, the focal point of every conversation on disability and
disability rights primarily was on the daily living experiences of individuals with
physical impairments (Mehrotra, 2011). The needs of autistic individuals, for
instance, mainly received recognition later in 1999 with the passing of the National
Trust for Welfare of Persons with Autism, Cerebral Palsy, Mental Retardation and
Multiple Disabilities Act (hereafter National Trust Act and explored in detail later

on in this chapter).

Jagdish Chander (2018) offers a different viewpoint regarding the origins of
the Disability Rights Movement (DRM) in India. According to him, it began when
people with visual impairments brought their struggles to the public forum. The
‘National Federation of the Blind’ (NFB) or ‘The Federation’, which was formed
in 1972, played a crucial role in the disability rights movement in India and the
subsequent passage of a comprehensive disability law to protect the rights of
disabled people (Chander, 2018). Beginning in the 1980s (specifically from 1988),
the NFB first sought to enhance employment opportunities for people with visual
impairments. Their efforts resulted in the employment of 239 people with visual
impairments between 1987 and 1988. Equally important, was the formation of a
committee under the chairmanship of a former judge of the Supreme Court of India

in 1986 (Chander, 2018). The committee submitted a report recommending the
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passage of comprehensive disability legislation. The recruitment/employment of
individuals with visual impairments and the formation of the committee

strengthened the disability rights movement in India.

Some members of the NFB tried various measures to ensure that the
comprehensive legislation would be introduced in the Indian parliamentary session.
However, it took many years to be introduced; during this time, some individuals
in the NFB pressurised the government by methods including lobbying and
picketing (Chander, 2018). More radical measures like hunger strikes, stopping
trains and threats of self-immolation were also conducted. Some conducted rallies
and picketing in front of the residences of the prime minister and other high-ranking
officials. Eventually, the long-drawn-out struggles of individuals with visual
impairments paid its dividends with the introduction of the comprehensive law in
1994 during a parliamentary session (Chander, 2018). The Persons with Disabilities
(Equal Opportunities, Protection of Rights and Full Participation) Act was passed
in December 1995, and became a law in February 1996 (hereafter, Persons with
Disabilities Act; for more details regarding the PWD Act, please refer to the next

section in this chapter).

Mehrotra (2011) and Chander (2018) share differing views regarding the
Disability Rights Movement in India. Ghai too, offers a different perspective by
insisting that the movement began in 1981, which started the International Year of
Disabled Persons or I'YDP (Chander, 2018). Others like Meenu Bhambhani have
argued that the movement started with the cross-disability movement and the
establishment of the Disability Rights Group (DRG) in 1994. Chander (2018)
admits that the DRM movement, led by people with visual impairments, was
characterised by the limited involvement of people with other impairments.
However, the goal of the movement was to advocate for the rights of all disabled
people, with different types of impairments. The efforts of the NFB began in 1980
and these were documented by the media who drew attention to police brutality or
‘lathi’ charges against disabled people on World Disability Day (Chander, 2018).
The NFB’s intensified demonstrations was also a contributory factor in India’s
involvement in the commemoration of 1981 as the International Year of Disabled

Persons. While the Dalit and Women-oriented movements (as mentioned
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previously) were important in promoting the disability rights movement in India,
the efforts of the NFB in the 1980s cannot be understated.

A major criticism levelled at the disability-rights movement in India by
female disabled individuals/scholars like Anita Ghai, is that the movement is
primarily male-centric (Mehrotra, 2011). The movement had failed to recognize and
incorporate  the needs of disabled women who have faced
oppression/discrimination. Ghai has written a great deal on disability discourses in
relation to women in the Indian context. An intersectional analysis on disability at
the intersection of social factors like gender, caste/tribe and class has rarely been
offered. Nilika Mehrotra (2013) is one among a few scholars who have analysed
disability at the intersection of social factors in North India. Over the years, changes
in the usage of terms pertaining to disability have occurred, even though some terms
continue to retain individualised notions of disability. For instance, ‘differently
abled’ is a term that is occasionally used in contemporary times to refer to disabled
people; however, Mehrotra (2011) insists that the term is not accepted by rights
activists. In recent years, the word ‘divyang’ or divine-bodied has been used to refer
to disabled individuals by the Indian government which has received mixed
responses (Vaidya, 2016a). Some have critiqued the use of the term by insisting that
it took attention away from the discrimination faced by disabled individuals
(Vaidya, 2016a). During fieldwork for this thesis, some parents/guardians used
certain terms to refer to their autistic child, which may be classified as negative by
some individuals or scholars with a background in disability studies and sociology.
This highlighted their contextual situation/lived experiences and these
(experiences) are analysed in detail in the empirical chapters.

The disability rights movement is strongly supported by some
parents/guardians and in particular, some mothers of disabled children (Mehrotra,
2011). Some have transformed into activists (like Merry Barua) on behalf of their
children and established organizations which endeavour to promote self-advocacy
and rights-based opportunities for disabled individuals. Parents/guardians like
Shubhangi Vaidya have contributed (and continue to contribute) to the disability
arena by producing sociological studies which analyse parental experiences and the
needs of parents/guardians. Despite the initiative taken by some parents/guardians,

their lived experiences, social interactions, stresses from raising an autistic child
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and access to support systems require further investigation. For instance, what are
the social barriers they face when going as a family to a social space? How does it
affect their psycho-emotional well-being? Do instances in social interactions create
barriers for them to mingle on equal terms with other parents/guardians of autistic
children? What are the support systems which can be offered to parents/guardians
who may be affected during social participation and due to the pressures stemming
from daily caregiving needs? These are issues which require further analysis.
Traditionally, impairment in the family and the experiences of parents/guardians
have not been documented; rather, disabled people have been associated primarily
with begging in the streets (Mehrotra, 2011). Therefore, the disability rights
movements must include the first-hand experiences of disabled individuals and the
experiences of parents/guardians (specific to the socio-cultural context; in this case,
India) to enhance access to services and social participation. The next section
explores and details the disability-related legislations which have sought to enhance

the rights of disabled people and their families in India.

Disability Legislations

Impairments are not listed among the top priorities in the development
agendas in India, and it is evidenced by the absence of disability in both Articles 15
and 16 of the Indian Constitution which prohibits discrimination based on gender,
caste/tribe, class, and religion (Vaidya, 2016a, p. 160). Unlike the United Kingdom,
disability-related movements in India have faced complications from the interplay
of cultural factors, stereotypes, beliefs and structural factors like poverty, illiteracy,
gender, caste/tribe, and access to resources. The increasing globalization in the
1990s promoted identity politics, which in turn paved the way for disability-related
activism (Vaidya, 2016a). Globalization led to increased funding from foreign
agencies which helped the government as well as the non-governmental
organizations (NGOs). The period also witnessed the UN’s agenda on human rights
which included addressing the needs of people with both physical and intellectual
impairments (Vaidya, 2016a). In addition, Vaidya (2016a) cites Mehrotra (2013)
who points to the effective transmission of information and easier funding made

possible by globalization.
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The Decade of Disabled Persons from 1983-1992 (The UN General
Assembly in 1976 decided to provide a time frame during which governments could
make amendments to their existing policies), emergence of non-governmental
organizations, international pressures and the presence of women’s movements
were essential in creating a shift, leading to the promotion of citizenship rights and
the inclusion of disabled people as a crucial part of a collaborative effort in policy
planning, development and implementation (Mehrotra, 2011). The efforts of the
NFB were also fundamental. These influences created a conducive environment for

the development of legislations to protect the rights of disabled people.

The limitations in the Lunacy Act of 1912 and 1977 resulted in the
implementation of Mental Health Act, 1987, which was formulated to amend the
law pertaining to the treatment of ‘mentally ill’ persons and to ensure better
provisions in relation to their property and affairs (Ghai, 2015b). Under Chapter
VIII of the Act, it is established that disabled people should not be subjected to
inhumane treatment and that they may be offered the choice of guardianship, if they
are unable to manage their property. Other provisions included pension and free
legal aid (Chopra, 2013). However, the Act reinforced stereotypes of the ‘dangerous
incompetent person with disability’ and did not address autonomy, discrimination
and equal opportunities (Dhanda, 2018, p. 394). The Mental Health Act of 1987
was followed by the Rehabilitation Council of India Act (RCI), in 1992,

Parsanjeet Kumar and Parul Agarwal (2016) assert that the RCI Act of 1992
involved the regulation of training practices and the maintenance of the central
rehabilitation register. Standardization of curricula, assessment of teacher training,
research and development in the field of disability are key provisions entailed in the
Act. It was enacted due to the belief that quality assurance was guaranteed if
rehabilitation services were provided by licensed professionals (Dhanda, 2018).
However, the Act does not directly impact disabled people, like enabling their
access to employment opportunities (Chopra, 2013). The limitations identified and
the persistence of disabled people, particularly those with visual impairments, led
to a landmark piece of legislation in the form of Persons with Disabilities Act
(PWD), enacted in 1995 and covering seven types of impairments including
blindness, low vision, hearing impairments, loco-motor impairments, mental
retardation, leprosy and mental illness (Ghai, 2015b). The PWD Act of 1995
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focused on equality and participation of disabled people, and eliminating

discrimination against them (Chopra, 2013).

The main targets of the PWD Act, 1995 were the prevention and early
detection of impairments, and the provision of education and vocational
opportunities for disabled people. The Act entailed a 3% reservation in government
jobs and educational institutions for disabled people and stressed the importance of
barrier-free environments as a measure of non-discrimination (Narayan & John,
2017). However, the Act primarily positions disability within the medical realm and
it specifies that only individuals with 40% or more impairment, as determined by a
medical expert, can obtain access to the provisions entailed in the Act (Vaidya,
2016a). Individuals with 40% or more disability may be characterised by
impairments in reasoning, learning, problem-solving and in daily social skills
(Narayan & John, 2017). ‘Mental illness’ and impairments in thinking, mood,
perception, orientation, and the ‘incomplete development of the mind’ are other
features which determine the percentage of impairment among people (Narayan &
John, 2017). The PWD Act has also faced criticism because it does not include
provisions for all types of impairments, including autism. Thus, this enabled an
opportunity for the implementation of the National Trust for Welfare of Persons
with Autism, Cerebral Palsy, Mental Retardation and Multiple Disabilities Act,
1999.

The National Trust Act gives disabled individuals (including autistic
individuals and individuals with intellectual disabilities) the right to choose a legal
guardian, move out of their family home and live independently with the help of
the appointed guardian. The thrust of the Act involves inclusion and it is based on
the premise that autistic people, people with a diagnosis of cerebral palsy and the
other impairments (specified in the Act) require lifelong support. The Act further
recognizes the need for community living and capacity building to ensure that
disabled people can contribute ‘meaningfully’ to society (Addlakha, 2016).
Irrespective of the positive implications of the National Trust Act, criticism stems
from the apparent limitations regarding the involvement of disabled people in the
decision-making process once guardians are appointed (Kumar & Agarwal, 2016).
Alongside the legislations mentioned, Sangeeta Karmakar and Vandana Saxena

(2015) draw attention to the National Policy for Persons with Disabilities passed in
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2006, which places emphasis on the prevention of impairments, rehabilitation of
disabled individuals, (especially, disabled women and children), a barrier-free
environment, social security, and research (Barua et al., 2016). Although the policy
aimed to replace its earlier focus on medical rehabilitation through social
rehabilitation, it has remained ambiguous with regards to its implementation (Ghai,
2015b). India ratified the UN Convention on the Rights of Persons with Disabilities
(UN CRPD) in 2007, which places responsibility on the Indian government to
amend various national disability legislations. This has, in turn, led to the
formulation of a more comprehensive PWD Act, renamed as the Rights of Persons
with Disabilities Act (RPWD Act), 2016.

The RPWD Act, 2016, is characterized by the expansion from 7 to 21
impairments, including autism, to ensure the right to equality, life with dignity, and
respect for disabled people. Under the tenets of the RPWD Act, the government is
entrusted with the responsibility of providing appropriate accommodations for
disabled people (Narayan & John, 2017). Disabled children/individuals (the ones
listed in the Act’s provisions) within the age group of six to eighteen years are
entitled to free education (Disabilities Affairs, 2021). Disabled individuals are
reserved 5% of seats in government higher education institutions. The RPWD Act
places emphasis on enhancing accessibility in buildings (both government and
private) within a particular timeframe. Disabled people are also given 4%
reservation in government jobs. The Act entails the ‘granting of guardianship’ by
any authority designated by the state government under which joint decision
making between the guardian and the disabled individuals will take place
(Disabilities Affairs, 2021).

Autism is, however, grouped under the subtitle of intellectual disability,
along with specific learning disabilities, which can derail understanding of autism
and related experiences, and therefore the effective implementation of policies
pertaining to autism and families (John et al., 2018). Other drawbacks include the
insufficient social security situation of autistic individuals. Thus, aside from some
exceptions, and irrespective of amendment of certain policies, the history of
disability legislation has been instilled with elements of the ‘personal tragedy’
model which deems disabled people to possess an ‘unsound mind’ (Addlakha &
Mandal, 2009). Although the National Trust Act sought to address the needs of
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disabled individuals, including autistic individuals, it does not directly identify the
immediate needs of children and parents/guardians, so that parents/guardians can
be provided access to resources to support their children. Therefore, this research
explores parental experiences with the intention to contribute to making policy
insights. Additional policy recommendations which seek to enhance the complex
experiences of parents/guardians and improve their direct access toward support
mechanisms can reduce ‘disabling’ social barriers. The next section provides an

understanding of autism and the perception of autism among families in India.

Perceptions of autism in Indian families

A number of autism studies in India lean towards clinical understandings of
the same, with a focus on the ‘inability’ factor in terms of daily living skills,
language, behaviour, communication, social interaction and bizarre body
movements (Das et al., 2017). Autism is considered to be an epidemic and a burden
to society; while the statistical rates vary, Anil Chauhan and colleagues (2019) cite
current autism estimates in India to surpass 2 million individuals, while Vaidya
(2016a) highlights a number close to 8-10 million autistic individuals. The ‘burden’
associated with caring for autistic individuals is said to contribute to the heightened
stress levels of family members (Bashir et al., 2014; George & Sakeer, 2015).
Alokananda Rudra and colleagues (2017) add that autism estimates in India are
extrapolated from studies in the UK and USA,; one reason for this drawback being,
the lack of adequate diagnostic tools for autism. Socio-cultural factors play a
significant role; some parents/guardians may attribute the cause of autism to ‘god’s
will” or ‘karma’ and the existing literature recognizes added uncertainty within the
family system as a result of autism diagnosis, which may create interpersonal

problems, like blaming one another (Gupta & Singhal, 2005).

The access to services and professionals can become problematic due to
India’s wide-ranging physical landscapes and this is highlighted in the current
literature (Minhas et al., 2015). Thomas Kishore and Anirban Basu (2011) draw
attention to alternate modes of intervention for autism like Pranic healing (an
energy-based healing system which is based on the concept that the body has the
power to heal itself), reflexology, yoga, and Ayurveda (discussed further in chapter

seven). However, in most cases, parents’ first port of call for seeking help upon
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identifying a ‘problem’ with their child is to consult a ‘Western’ trained doctor or
medical professional (Daley, 2004). As disability is primarily considered to be an
individual problem, suitable accommodations are equated to clinical interventions
or rehabilitation efforts which enable an individual to overcome the disability
(Areheart, 2008). The study by Tamara Daley (2004) also highlights differences in
access to resource and how it determines diagnosis; children from a lower socio-
economic background are less likely to be diagnosed as their parents may possess
insufficient economic resources, education or time. Financial constraints prove to
be deterrents to the existent parent training programmes in the country (Perumal et
al., 2014; Brezis et al., 2015; Minhas et al., 2015). Johansson (2015) notes the
different perceptions of aspirations in terms of education among distinct groups;
parents in the ‘lower middle’ to ‘lower income’ bracket focus on education to
increase employability, while parents of autistic children in ‘upper middle’ to
‘upper socio-economic’ bracket view education as maintaining upward social
mobility. There are existing studies which emphasise the need for tools to measure
‘impairment levels’ of autistic individuals (Dalwai et al., 2017). The term
‘measuring impairment levels’ can be changed to ‘recognizing individual
differences’; the aforementioned term can be less exclusionary. It is noteworthy that
individual differences must be emphasized because it may be a factor which enables
access to provisions and services (Anastasiou & Kauffman, 2013).

Vaithiamanithi Perumal and colleagues (2014) draw attention to the
increased stress levels amongst parents of autistic children when compared to
parents of children with other clinically diagnosed impairments. Siblings of autistic
individuals are also said to share the ‘brunt’ of the emotional trauma (Desai et al.,
2012; Panjrath & Mishra, 2018). Stigmatising attitudes towards impairments which
may arise during interaction and communication play a role in family experiences.
For instance, some elder members may view autism as a taboo, and restrict the
social participation of the mother and the child. When some autistic children keep
to themselves, some people in Indian society may attribute the same to ‘good’
behaviour. This can create serious implications, including causing delays in formal
diagnosis of a child (Daley, 2004). Lynn Wilder and colleagues (2004) similarly
attribute the widely acknowledged misconception of boys developing speech later

than girls as another reason for missed/under-diagnosis. The reduced information
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among some professionals and the dearth of services also exacerbates the stresses
of parents (Barua, 2007). Some mothers take on the mantle of advocates and have
voiced their concerns regarding individual interactions and systemic discrimination
on different platforms (Singh et al., 2017).

Anugraha Rajan and Romate John (2017) point to Ghai (2002), Green
(2007) and Landsman (2003) who insist that parents/guardians face severe
pressures when raising disabled children; children are raised in a society where
some may devalue any form of impairment. According to Indian social norms,
parenting roles are discredited due to the prevalent perception that parenting a
disabled child fails to produce socially contributing individuals (Rajan and John,
2017). In India, disabled children are primarily associated with ‘deficits’ and
imperfection; the aforementioned is imputed to the wrath of God, due to sins
committed in a previous life. Although some parents experience positive growth,
improved tolerance and a sense of optimism, an increasing humber of parents face
severe pressures because they encounter social barriers (Rajan and John, 2017).
Therefore, parental perceptions are a major influence on the life experiences of
autistic children (Ravindran & Myers, 2011). Parents/guardians in India are
primarily affected by understandings of disability based on the individual model.
The individualised understanding, along with the complexity of socio-cultural
factors, can create distinctive ‘disabling’ barriers for them. Thus, a significant
amount of research on autism are clinical studies which follow a homogenous
approach focusing on treatments, intervention, cure and the ‘burden’ on the parents.
The next section provides a detailed exploration of Kerala, and the need for a
sociological study focusing on the disabling barriers faced by parents/guardians in
the State.

KERALA: GENERAL INFORMATION

The State of Kerala, which lies in the linguistic-cultural area known as South
India is located at the south-western tip, between the Arabian Sea in the West and
the Western Ghats in the East, comprising an area of 38,863 sq. km. The
neighbouring states are Tamil Nadu and Karnataka (Government of Kerala, 2019).
The contemporary state of Kerala was formed on November 1, 1956, when the three
distinct provinces of Travancore, Kochi and Malabar were united as one (Desal,
2005). The 2011 Census estimates 33,387,677 inhabitants, making Kerala the
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twelfth largest state with regard to population. The state capital is
Thiruvananthapuram and other major cities include Kochi, Kozhikode, Thrissur and
Kollam. Malayalam is the official language and the most widely spoken language
across the 14 districts of the State. According to the 2011 Census, Hinduism is
practised by 54.9% of the total population, followed by Islam at 26.6% and
Christianity at 18.4% (Padmanabhan, 2011). Kerala is noted for having the highest
literacy rate in India, as well as for its achievements in education, health, gender
equality, social justice, and law and order. The State has the lowest infant mortality
rate in the country (Government of Kerala, 2019). N. Padmanabhan (2011) adds to
the aforementioned statement by insisting that Kerala is a state with the lowest
positive population growth rate in India (3.44%). The reasons to base the research
in Kerala will be detailed next.

Why choose Kerala as the site for a field study?

The primary reason for choosing the State of Kerala as the focus of my thesis
IS because | am a native of Kerala. My hometown is the capital city of
Thiruvananthapuram and | have extended family and friends in the three regions
which form the State. These social connections make it suitable for a field study to
be conducted across the State. | am well versed in two languages; one is English
and the other is my mother tongue, Malayalam. As | am not familiar with other
spoken languages in other parts of India, my stronghold in the Malayalam language
and the general culture makes the data generation phase in Kerala a doable

endeavour.

Kerala has a history of promoting social justice initiatives and a study
focusing on the disabling barriers experienced by parents/guardians of autistic
children can pave the way for more discourses on parental support, awareness, and
acceptance of impairment in the family. Rene Véron (2001), cites Ramachandran
(1997) when highlighting Kerala’s progress in terms of public actions, state
interventions, and movements which have led to high levels of social development
and improved living conditions, including among people identifying with the lower
social groups, irrespective of the State’s low per capita income and stagnant
economic growth rates. Kerala’s literacy rates are among the highest in the country,

which is over 90% (94% for males, 88% for females) and the average life
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expectancy rate of a person is 72 years (Steur, 2009). The government has devised
interventions to combat poverty; for instance, Kerala has initiated measures such as
a full-coverage network of public distribution system (PDS), which has enhanced
people’s access to food grains. Other measures include free housing sites and house
construction support to people who are displaced and steeped in poverty (Kannan
& Pillai, 2004).

Kerala offers pension schemes to agricultural workers, widows, senior
citizens and physically impaired individuals, along with other social security and
welfare schemes, which have helped to enhance economic freedom. The land
reforms have bestowed economic freedom on the agricultural labour households
through land redistribution and creation of colonies for ‘scheduled castes’ (SC) and
‘scheduled tribes’ (ST) (Kannan & Pillai, 2004). Gender-based movements have
been crucial in Kerala; the opportunities to improve the living conditions of women
in the State can be dated back to the late 19" century, when education for girls was
recognized by the opening of a separate school in the Travancore region. The
reforms for women, eradication of poverty by the government-initiated
‘Kudumbashree’ programme, as well as the matrilineal tradition that was followed
across the State, have led to high indicators in women’s health, well-being and
possession of property rights (Devika & Thampi, 2007). Furthermore, the people
identifying with the ‘scheduled caste’ community, who are sometimes referred to
as the Dalits and ‘untouchables’ (the historically given identifier), were accepted in
primary educational systems for the first time in Kerala. In terms of health, Kerala
has attained high status with respect to maternal, infant and child health as well as
the average health of the general population, due to adequate health care facilities
(Kannan & Pillai, 2004). Thus, social justice initiatives have been recorded in

Kerala’s developmental agenda (Raman, 2009).

Despite the positive achievements, Kerala is characterised by pockets of
stark exclusion. For instance, identification with a caste/tribe identity remains a
vital marker of socio-economic status; Catherine Sauvaget and colleagues (2011)
found that the people categorised as ‘forward’ or ‘general castes’ were more likely
to use health facilities, resulting in better health status. Irrespective of gender-
related social justice movements, an increasing number of women still face gender-

based discrimination or oppression. Suma Scaria (2017) reports the discrimination
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encountered by women in different spheres; for instance, despite the perceived
elevated status of women, high literary achievements, and health indicators, Kerala
has also witnessed high suicide rates (among women) stemming from barriers
which curtail women’s aspirations due to patriarchal attitudes both within and
outside the home (Scaria, 2017). When analysing the different indicators, including
health, gender or caste/tribe identity, inequality may not be overtly visible but,
according to Scaria (2017), inequalities do persist as demonstrated by data which
shows higher incidence of mortality rates among women identifying with the
‘backward’ caste category. Thus, gender and caste/tribe identity are cited as factors
which may contribute to patterns of inequities in Kerala. Therefore, it is interesting
to understand the experiences of parents/guardians coming from different socio-
demographic backgrounds.

In terms of autism, the cultural notions of karma, lack of clarity in autism
estimates, the need for more effective policies (which is evidenced by the need for
better service provision for parents/guardians to support their children (Dhar, 2009;
John et al., 2018)), and the focus on individualised understandings of autism has
resulted in a homogenous disability model that predominantly focuses on individual
impairments. The social model has played a role in the Indian context, and some
disability activists have stressed the need for accommodations and policy reforms.
The practicality of the social model and its implementation in an Indian setting
requires further analysis, but the model can be used to highlight the experiences and
oppression in the daily lives of disabled people (Barnes et al., 1999). I, however,
use the social relational model, to develop an intersectional study which enhances
the understanding of diverse micro-level disabling barriers experienced by
parents/guardians across the socio-demographic terrain in Kerala. This thesis
remains sensitive to cultural variations when assessing their experiences at the
intersection of gender, access to resources and caste/tribe status to understand the
intricacies of social interactions, relationships, support systems, impairment effects
and access to services. This will ultimately help to understand and question the
disabling barriers which undermine parents’/guardians’ psycho-emotional well-
being in relation to social interactions, pressures arising from raising an autistic

child and their access to services.
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In India, although literature on gender, disability, and poverty exists, there
is a call for more intersectional analyses focusing on disability. Nilika Mehrotra
(2013) uses the intersectional approach to analyse disability at the intersection of
gender and caste, thereby highlighting complexities in experiences and oppressions
faced by disabled people in northern India. For instance, gendered divisions of roles
restrict women from employment and many of them are confined to household work
(even if they hold a form of remunerative work) in a patriarchal environment.
Mehrotra (2013) insists that some disabled women who identify with the ‘scheduled
caste’ or Dalit (‘untouchable’) community experience significant oppression due to
their gender, caste/tribe identity and their self-identification as a disabled person.
India’s economy does not favour some women from low-income groups who are
forced to take up unregulated informal work (Dey & Orton, 2016). By analysing
the complex experiences of parents/guardians, | intend to uncover gender-based and

other inequities (as well as privilege) experienced by parents/guardians.

Kerala follows an extensive individualised approach due to the State’s
exposure to Western health care facilities and treatments. G. S. Ramkumar (2015)
cites 49 autism clinical facilities in the State where children get access to specialized
tuition which can help them prepare for mainstream education. These facilities are
meant to reduce the ‘burden’ on the parents. Some clinical studies pertain to the
early identification of autism, and these studies highlight interventions which seek
to cure autism and also explain the coping strategies used by parents (Vinod et al.,
2013; Nair et al., 2014; Jaisoorya et al., 2018). The existing literature also explores
home care, stimulation and the psychological environment of the child (George et
al., 2014). Furthermore, studies based on religion, including those which associate
autism to punishment by the snake god can also be found (Das & Balasubramaniam,
2017). Regardless of the individualised notions and the stigma attached to autism,
awareness has increased. In Kerala, parents of autistic children do not accept the
concept of ‘neurodiversity’, but the ‘reality’ of the persistent characteristics
associated with autism which must be negotiated in the ‘neurotypical’ world (Block,
2015). Therefore, a model which solely focuses on the differences of autistic
individuals and the impact of social barriers may not be effectively implemented in
the Indian context. Rather, the social relational model focusing on economic

barriers, ‘disabling’ experiences arising from unequal face-to-face interactions
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which may in turn result in ‘internalised oppression’, and the stresses created by
some restrictions in relation to impairments associated with autism will enhance an
in-depth analysis of parents’/guardians’ stresses/pressures, coping mechanisms and
direct needs. This chapter has highlighted some experiences of women in Kerala.
However, it is important to provide a further explanation of the historical/cultural
perspectives regarding the experiences of women in the State. This will enhance the
understanding of the experiences of parents/guardians in the study, the majority of
whom are women. Therefore, the next section in this chapter offers an overview on

the status of women, who are the primary caregivers for children in Keralan society.

The status of women in Kerala

Historically in Kerala, some households were controlled by matriarchs and
land assets were inherited through the female line, even though the main decision
makers were men (Chacko, 2003). The matrilineal system was followed by more
than half the Hindu population, which forms the majority religion in Kerala. This
system has, however, declined since the 1920s and the right to property which was
inherited through the female line has significantly been reduced. While Christian
‘succession’ laws were biased against women, the Muslim population had also
followed the matrilineal system, which is not practiced anymore in their community
(Chacko, 2003). Regardless, the matrilineal system adopted across the State has
been praised for enhancing the social position of women. Elizabeth Chacko (2003,
p. 54) cites Jeffrey (1989) who draws attention to the Census Report of 1875 which
states that ‘a female child is prized higher than a male child’. The importance
accorded to women is further highlighted in statistics, which show that females
outnumber males in the State. According to Roy (2018), the ratio is 1084 females
per 1000 males and female literacy stands at 95.2% against the male literacy rate
which is 97.4% of the total population (The Economic Times, 2020).

K. P. Kannan and Vijayamohanan Pillai (2004) place emphasis on Kerala’s
achievements in ensuring high standards in terms of maternal, infant and child
health. Research draws attention to a significant number of women employed in
salaried work, mainly as teachers in government settings, irrespective of caste,
religion and other social factors (Jeffrey, 2004). However, the current scenario

shows stark inequalities affecting women and this is evident in Kerala’s workforce,
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where women constitute only 24.8% of the sector (Roy, 2018). Aparna Mitra and
Pooja Singh (2007) have stated that the unemployment rates for women in Kerala
were among the highest in the country. The conservative social fabric forces women
to undertake general education, rather than technical education because they are
considered as the primary caregivers for children, older people and those ‘in need’,
including disabled people, within the family system (Mitra & Singh, 2007). The
‘domestication’ of Keralan women has modified societal perceptions and an ideal
woman is considered to possess both the ‘natural’ qualities and the socially acquired
ones to care for family members, especially the children (Devika, 2019). J. Devika
(2019, p. 82) further stresses the ‘nurturant’ and ‘non-nurturant’ care of mothers,
which is perceived to be vital to the ‘production of the bodies and minds of worthy
industrious citizens of the modern state’. Thus, this study intends to explore
parenting perceptions (in particular, mothering of autistic children), domestic

division of roles and barriers faced by parents/guardians in relation to the same.
SUMMARY

This chapter has discussed the general socio-cultural climate of India and
Kerala. India is a country with many different states and union territories, so
familiarising the reader with the Indian context is important. The DRM in India is
explored and the Indian government’s initiative to implement disability legislation
is recognized. However, additional policy recommendations which meet the needs
of parents/guardians are needed. Disability is highly individualised, and the primary
goal of parents pertains to seeking clinical help to cure the child. The section
provides an in-depth understanding of the perceptions of disability by drawing
attention to Indian mythology and the existing literature. Autism and family
experiences in Kerala are explored; these experiences highlight the individualised
view on autism and parental efforts in overcoming socio-cultural barriers. An
increasing number of existing autism studies in Kerala primarily focus on
interventions and cure. The reason to situate the study in urban Kerala are explained
in depth, and Kerala’s history of encouraging social justice and social development
initiatives, including the empowerment of women, are detailed. However, female
suicide rates, and unemployment rates among women are high, and there is a need
to understand gendered divisions of roles and how they affect parents/guardians of
autistic children. By considering socio-cultural factors, this thesis seeks to explain
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the ‘disabling’ barriers that affect parents/guardians through the social relational

model of disability.
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CHAPTER 4: RESEARCH DESIGN AND PLAN

INTRODUCTION

This study is designed to explore the disabling barriers faced by
parents/guardians of autistic children at the intersection of social factors including
gender, access to resources and caste/tribe identity. The social relational model of
disability is used to examine the barriers and privileges they experience with regard
to social interactions, the family environment, access to resources and services, and
the effects of the impairments associated with autism. This chapter draws attention
to the main research question, along with the sub-questions, aims/objectives and
describes the methods/tools that were used to address them. Then, the philosophical
basis of the methodology is presented in detail. The section addresses the reasoning
behind undertaking a qualitative study, and the methodology used for conducting
the fieldwork. The chapter sets out the sampling methods and techniques which
were used to choose participants for the interviews. The recruitment of participants
is explained in depth, after which | describe the interview process and my
experiences, including the challenges that | had faced. The chapter then moves on
to discuss the research ethics, consent and confidentiality in relation to this thesis
and the fieldwork. | explain the process of coding and analysis, and eventually
conclude the chapter by explaining the strengths and limitations of the analysis.
Reflexivity during my fieldwork is discussed in depth. The next sections in this
chapter highlights the overarching research question and the sub-questions.

OVERARCHING RESEARCH QUESTION

What are the experiences of parents/guardians of autistic children in Kerala,
India, in relation to social interactions, the upbringing of an autistic child and the

family environment?

Sub-Questions

1. What are parents’/guardians’ experiences of social interactions in urban
Kerala?

2. What are their perceptions of access to services in urban Kerala?

3. How are parents/guardians affected by the effects of impairment associated
with autism?
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4. How are parental experiences influenced by social factors including gender,
access to resources and caste or tribe identity?

5. How can services in Kerala be developed to better support parents/guardians
and their autistic children?

AIM OF THE RESEARCH

The aim of this research is to explore the social experiences of
parents/guardians of autistic children in Kerala. The social relational model is used
as a tool to understand the ‘disabling’ barriers faced by parents/guardians in relation
to social interactions, access to services, and impairment effects. The study entails
an intersectional analysis to uncover their complex experiences of privilege and
barriers (and how they reinforce each other). Thus, the intention of this qualitative
research is to provide an in-depth analysis of the lived experiences of
parents/guardians of autistic children in Kerala. The next section outlines the

theoretical rationale behind the research strategy.
THEORETICAL APPROACH TOWARD RESEARCH

The research methodology for this thesis employs the social relational
model of disability (please refer back to chapter two for further information on the
social relational model) as the ontological foundation. This thesis focuses on
understanding the experiences, opinions and feelings from the perspective of the
participants (more specifically, uncovering the perceptions of parents/guardians of
autistic children) and as such, the study adopts a social constructivist/interpretivist
approach. Interpretivism is dependent on social constructivism; Géran Goldkuhl
(2012) highlights Orlikowski & Baroudi (1991, p. 14) who emphasize that
interpretive research is based on interactions in the social world (social
relationships, organizations, and division of labour). The world is created and
reinforced by individuals through actions and social interactions. The purpose of
interpretive research pertains to the understanding of social interactions and the
involvement of members in a social group, analysing their specific social realities,
giving them meaning, and studying how such meanings create their actions
(Goldkuhl, 2012). Cognitive elements like meanings, beliefs, and intentions are
seen as critical in comprehending people’s perspectives on their social worlds and

roles.
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According to Norman Blaikie (2006, p. 115), interpretivism decodes the
meanings, interpretations, reasons, and intentions that people utilise in their daily
lives to guide their behaviour. As such, social constructivism/interpretivism is a
technique which describes an insider’s perspective and enables an understanding
about why some individuals do what they do by uncovering knowledge, motives,
rules and symbolic meanings, among others. As the researcher, my objective is to
understand the impact of social interactions and impairment effects on the social
realities of the parents/guardians of autistic children. | propose to analyse the
experiences of parents/guardians in relation to raising an autistic child in Kerala. To
understand the guiding motives of parents/guardians in relation to interactions,
access to resources and impairment effects, | intend to decode and bring forth the

meanings, reasons and intentions used by them in their daily lives.

This thesis seeks to explore and dissect the complexities in parental
perceptions, analyse social interactions and barriers they (parents/guardians) face,
with the objective of contributing to existing policies in India, by developing policy
recommendations that addresses the direct needs of parents/guardians and their
access toward support systems for the child. Emma Stone and Mark Priestley (1996)
recognize that the crux of disability research lies in an emancipatory model where
the full ownership of the means of research production is vested in the hands of the
research participants, rather than those of the researcher. However, this study is
conducted and self-funded by the researcher, and it involves the participation of
parents/guardians of autistic children, rather than the autistic children themselves.
Therefore, it can be said that this study may not be entirely emancipatory in its
approach, even though it upholds certain crucial tenets of emancipatory research.
The study instead adopted a form of participatory research which called for the
direct participation and dissemination of experiences by the parents/guardians

themselves (Balcazar et al., 2006).

Barnes (1992) insists that the occurrence of an impairment alone does not
guarantee an individual’s rapport with disabled people, nor does it give them an
inclination to conduct research on disability. Emancipatory research is a process
which can enhance the understanding of the structures and processes of
disablement. It is also a method which tries to establish a conversation between the

research community and disabled people, with the goal of facilitating disabled
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people’s empowerment (Barnes, 1992). Researchers do not need to be disabled to
conduct their work; instead, they must put their expertise to work for disabled
people. This study was thus set up to derive the qualitative experiences of
parents/guardians of autistic children, some of whom are disabled by barriers in
society. Their experiences were then interpreted to develop a comprehensive
understanding (Creswell, 2003 p. 8). The next section in this chapter offers the
reason(s) for the choice of a qualitative framework for the thesis.

Quialitative research study

John Creswell (2003) suggests that qualitative research studies can aid the
researcher in developing a level of detail about the participants or setting and
comprehend the actual experiences of the participants. The qualitative approach,
which views the social world in holistic terms, can enhance the examination of a
social phenomenon through ‘panoramic’ views, which can in turn enable the
creation/construction of a complex narrative (p. 182). Shidur Rahman (2016)
concurs with Creswell (2003) by insisting that qualitative research holistically
understands the human experience in specific settings. Jennifer Mason (2002) too,
emphasises the need to conduct qualitative research systematically, while also
stressing the importance of context and flexibility. Qualitative research is not only
about an adequate strategy, but the researcher must also be aware of/be sensitive to
changing contexts and situations. A qualitative research study on the experiences of
parents/guardians of autistic children can enhance knowledge of their complex
social realities, parenting practices, social interactions, barriers arising from such
interactions, and the privileges some parents enjoy (and the reasons why inequities

persist with regards to social interactions and access to services) in Kerala society.

Haradhan Kumar Mohajan (2018) cites Punch (2013) who calls attention to
qualitative analysis as a type of research which collects and works with non-
numerical data. Qualitative analysis seeks to interpret meaning and enable an
understanding of social life through the study of a target population. It investigates
people’s experiences, meanings, relationships, and social processes that may
marginalize a particular group of people (Mohajan, 2018). Qualitative research is
also less structured in description because it can help to build new theories. It is a
type of social action which places emphasis on people’s interactions, and their sense

of social reality (Mohajan, 2018). Qualitative research is useful for studies
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pertaining to disability as the perceptions, experiences and the complexities of
human behaviour are better explained through this approach (Hartley & Muhit,
2003). Statistics and experimental methods, according to Barnes (1992), may be
unsuitable to uncover the meanings of everyday life and social circumstances.
Large-scale survey research, random sample techniques, and control groups may
sometimes prove problematic for grasping social situations adequately.
Furthermore, qualitative research strategies are appropriate for small-scale studies
in which the researcher engages directly with the study and participants (Barnes,
1992). Qualitative research entails active self-reflexivity by the researcher, who is
required to continuously scrutinise their actions, role in the research process and the
data collection (Mason, 2002). | have conducted a small-scale study which entails
a detailed analysis of the experiences of parents/guardians of autistic children. My
aim was to explore the social interactions of parents/guardians and their everyday
social circumstances of raising an autistic child. By speaking to and engaging in
discussions with parents/quardians, | have enhanced my understanding of the
aforementioned, and | intend to explain their perceptions in detail in the
forthcoming empirical chapters. A qualitative approach has thus helped me to

generate data which probes into their social lives and lived experiences.

To conduct qualitative research, the researcher must first gain a thorough
understanding of social situations by delving into the symbolic world of the specific
participant (Barnes, 1992). Continued involvement with the research population
enables the researcher to discover hypotheses, develop theories and understand
others through ‘imaginative reconstruction’, or ‘empathy’. The researcher can find
hypotheses, create theories, and understand others because of their continued
contact with the research population. Therefore, for this particular thesis, | have
investigated the experiences of parents/guardians, including the barriers and any
privileges they face, with the help of face-to-face interactions. | have qualitatively
analysed their perceptions using an intersectional framework and the social
relational model as a tool, something that has been rarely conducted in the Keralan
context. By directly engaging with parents/guardians and understanding their
experiences, this thesis highlights the interactions, relationships, and social
processes that may marginalise some while privileging others. The use of the social

relational model facilitates the recognition that ‘disability’ is created by social
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barriers, economic/environmental barriers, and unequal social interactions that
affect individuals’ psycho-emotional well-being. Some restrictions (which are not
classified under ‘disability’) may arise from the direct impact of impairments

associated with autism, also known as ‘impairment effects’ (Cologon, 2016).

The use of the semi-structured interview schedule

This thesis used a semi-structured interview schedule to conduct interviews
during fieldwork because it was determined to be a suitable technique for achieving
the research objectives. A semi-structured interview schedule gives the interviewee
a sense of agency and grants the interviewer the freedom to ask and modify
additional questions in response to what are perceived to be significant responses
(Bryman, 2004). Joanne Horton and colleagues (2004) highlight the importance of
semi-structured interviews in qualitative research; irrespective of any limitations
which may be otherwise solved, for instance by quantitative methods like statistical
analysis, semi-structured interviews ensure the detailed generation of data and
experiences of the participants. Semi-structured interviews offer flexibility in
designing and refining the interview guides. They can also facilitate the exploration
of the underlying motives for participants’ responses (Horton et al., 2004). The
interviewees are allowed a degree of freedom to explain their thoughts and
experiences. David Silverman (2004) too, stresses that interviewing is a method by
which the participants construct social worlds through information derived from in-
depth conversations. K. Louise Barriball and Alison While (1994) concur and
highlight the benefits of semi-structured interviews in enhancing the analysis of the
perceptions and opinions pertaining to sensitive issues. Thus, semi-structured
interviews can enable an in-depth assessment of experiences and highlight/resolve

any contradictions (Horton et al., 2004).

| wanted to adopt a flexible approach while conducting interviews and
generating data. Flexibility among the participants was also important, as | wanted
them to feel comfortable and explain their perceptions. The parents/guardians were
looked upon as the experts in constructing their social worlds, who would help me
better understand their lives. Considering the possibility of sensitive issues in
relation to parenting being explored, I chose to interview parents/guardians using a

semi-structured interview schedule. To be specific, | decided to use a relatively
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informal style of face-to-face interviewing, rather than a structured questionnaire.
Mason (2002) points to semi-structured interviews which can help the researcher
identify significant themes from the generated data. In this thesis, semi-structured
interviewing has enabled the recognition of different themes. The transcriptions
which were created from the recorded interviews went a long way towards
highlighting and grouping experiences into different themes. Qualitative research
entails the production of knowledge that is contextual; the data is constructed
through dialogue and social interaction during the interview (Mason, 2002). As per
the literature review that | had conducted, it was brought to my attention that many
autism-related studies are clinical. Therefore, | decided to adopt a ‘humanistic’
approach (Mason, 2002) due to my interest in exploring the perceptions of
parents/guardians of autistic children. | wanted the parents/guardians who are an
integral part of my research to feel comfortable and explain their experiences
through conversations and social interaction. The aims and objectives of my
qualitative study necessitates data generation by way of interacting face-to-face
with the parents/guardians of autistic children, asking them questions, and listening
to them to interpret their perceptions. During the interviews, | was self-reflexive in

my role as the researcher and about my place in the data generation process.

In this study, the questions directed towards the parents/guardians were
open ended and they were given the flexibility to construct the meaning of their
respective situations and direct the flow of the interview. | simplified my questions
before putting them forward to the parents/guardians. The participants in my
research did not indicate any discomfort with the questions; on the other hand, the
questions served them with a platform to express their emotions, experiences and
perceptions. The parents/guardians were able to guide me, the interviewer, in
sustaining the conversation and recreating their individual story/social experiences.
Focus group discussions which involve individuals from diverse socio-cultural
levels, social statuses and/or hierarchical positions may be problematic for initiating
or maintaining interactions; they can create possible inhibitions among some people
and discourage conversations (Acocella, 2011). In some instances, focus group
discussions may entail interactions between a homogenous group of individuals
(with things in common, similar interests), where the idea is to attempt dialogue

among/between them (Longhurst, 2003). This study was aimed at understanding
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the disabling barriers faced by parents/guardians from various social backgrounds
and there is a possibility that some may feel uncomfortable in the presence of others.
Therefore, | chose to individually interview parents/guardians using a flexible,
open-ended interview schedule to better understand their needs and perceptions. In
the next section, | explore sampling, in particular, the sample population for this

research and the technique that | had chosen to obtain my sample.

Sampling: Purposive Sampling Technique

Sampling and selection refer to the process where relevant sources of data
are identified and accessed (Mason, 2002). This study has accessed
parents/guardians of autistic children as the sample population. Their perceptions
are crucial in solving the intellectual puzzle in my research questions. The thesis
does not include interviews with any autistic children for different reasons; for
instance, the primary objective is to analyse the disabling barriers, unequal access
and privilege, the impact of social interactions and experiences of raising an autistic
child. This requires the selection of parents/guardians as the sample to understand
their perceptions. Interviewing children does not serve the purpose of the project,
and this study recognizes that parents/guardians along with their children are

disabled by barriers in the social environment.

The sample is recruited from urban regions of Kerala; the main reason for
this is the existence and concentration of clinical and diagnostic facilities, which
may not be available in some rural areas of Kerala. Moreover, this increases the
likelihood of obtaining participants appropriate for this study, i.e.,
parents/guardians of diagnosed autistic children. An increased awareness among
the urban population and slightly better/easier access to healthcare services, which
may be absent in some rural areas, gives an advantage to the researcher in relation
to recruiting participants most suited to the research study (Lakhan et al., 2015).
Participants were recruited from the largest cities (Thiruvananthapuram, Kochi and
Kozhikode) in the following three regions which historically formed the State of
Kerala: Travancore, Kochi and Malabar. The regions have cultural variations; for
instance, they are characterised by different language dialects, food habits, religious
rituals, and clothing habits, among others (Government of Kerala, 2019).

Parents/guardians across Kerala shared similar experiences of raising an autistic
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child, albeit there are some variations in their individual perceptions. As a result,
significant differences in relation to cultural variations were not noted. I included
participants who did not have access to mainstream services for autistic children
with the help of BUDS institutions (please see point five listed under ‘details of the
fieldwork”). Some participants were originally from rural areas; however, they had
relocated or had come to the city to access services for their child. Their experiences
of relocating, difficulties in travelling and facing loneliness away from family/other
sources of social support are analysed in the empirical chapters.

Specifically, 1 used purposive sampling to select parents/guardians across
diverse social backgrounds due to their relevance to my research questions and their
importance in data generation in relation to the arguments that I have developed
(Mason, 2002). The purposive sampling technique helps the researcher decide what
needs to be known and seeks specific respondents (usually a small sample size)
willing to provide data-related information through social experiences (Etikan, et
al., 2016). The aim of purposive sampling is to enable a deep (rather than a large-
scale) understanding of experiences (Campbell, et al., 2020). The purposive
sampling may be adopted (based on the aims and objectives of the thesis) if people
coming from diverse backgrounds may hold different and important views about
the issues in question (Campbell, et al., 2020). This is why | identified and chose
the participants in my research with a definite purpose; people in my study came

from different gender, caste/tribe, religious and socio-economic backgrounds.

This study utilizes ‘maximum variation sampling’ (also known as
‘heterogenous sampling’), a form of purposive sampling which involves recruiting
participants across a broad spectrum of backgrounds, in relation to the objectives of
the study. The purposive sampling technique helped to select people based on their
relevance to the research questions, analytical framework and the explanation/story
being developed. It has thus enabled the construction and recruitment of a sample
that is meaningful both theoretically and empirically to the research study, because
the goal of the study pertains to recruiting parents/guardians across the social fabric,
which is crucial to the development of the theory pertaining to my research (Mason,
2002). 1 recognized the challenges which may arise from the practicality of

including people from varied backgrounds. Therefore, I had attempted and
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succeeded in recruiting participants across the social system within the set deadlines

and generate qualitative data (Mason, 2002).

During the fieldwork, | had collected demographic forms that were
completed by the potential participants after participating in an informational
session which I had hosted. These forms were used to assess and decide on potential
participants based on the purposive sampling technique. The majority of
parents/guardians who had expressed their interest were included in the study, but
| decided to exclude some of them to ensure that the goal of including
parents/guardians of autistic children from diverse backgrounds was maintained.
For instance, during the sampling process, if 1 was convinced that including a
parent/guardian may significantly increase the number of participants from one
particular background, | decided not to choose them. I also did not recruit
participants whom | felt may not be able to help me obtain the relevant diverse
experiences required to satisfy the objectives of the study. Some parents/guardians
who attended the informational session and completed a demographic form had
mentioned their busy schedule as a factor which may prevent them from being
engaged fully in the interview. After deciding on the sample population and
choosing the sampling method, | moved ahead with the plan to recruit
parents/guardians for the interview process. The next section will detail the
recruitment process in depth.

RECRUITMENT OF PARTICIPANTS

Blaikie (2006) recognizes the concept of ‘meso-social phenomena’ or
organizations as a valid source of obtaining data from natural settings. This study
has recruited thirty-two parents/guardians of autistic children aged ten years and
below from different types of organizations. Kishore and Basu (2011) call attention
to the average age at which a child is diagnosed with autism in India; on an average,
children are diagnosed with autism between the ages of one and six in India, when
compared to some minority world countries, including the United Kingdom, where
children in the one to three age brackets obtain a diagnosis. In some ‘low- and
middle-income countries’ (LAMIC), a significant ‘detection gap’ persists; some
children are either not diagnosed as autistic or the recognition of characteristics
relating to autism occur later on in their lives (Bhavnani et al., 2021). Alongside
socio-cultural factors (which have been explained in chapters two and three), the
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clinical services offered by professionals to diagnose children may not be

adequately available in some low resource settings.

The parents/guardians who participated in the study, primarily accessed
three streams of services for their children: 1. privatized establishments, 2. non-
profit organizations/charitable organizations and 3. governmental initiatives. My
previous internship experience at a non-governmental organization enabled some
access to parents/guardians and other organizations in different urban areas of the
State (the ethical considerations for which will be discussed in the ‘Research Ethics’
section in this chapter). The staff at this organization recommended other
organizations in the city and across the State, where | could possibly meet
participants best suited to my project. | also conducted my own research on google
to search for autism-related organizations in the three urban areas which were
selected for my field study. After conducting research, | made a list of these
organizations, along with their contact information, which made it easy for me to
communicate with them and determine whether | could access potential
participants. Furthermore, I received (and accepted) an invitation to join a support
group for parents/guardians of autistic children on the “WhatsApp’ social media
platform. The suggestions of a few parents/guardians in the group were vital in
guiding me to different gatekeepers to request access and interact with potential
participants in order to ascertain whether they were willing to share their

experiences.

Once communication with the staff at a particular organization was initiated,
| planned and allotted time (across the selected areas) to visit the respective facility
in person to explain the reasons, aims and goals of the project (the data generation
for this research was completed before the covid pandemic restrictions in India).
Some members of staff at one organization had stated their interest in helping me
find potential participants by speaking to parents/guardians who accessed their
services, on my behalf. I had maintained a clear stance (from the beginning) that
this study is entirely independent and voluntary participation is essential to the
fulfilment of the objectives of my study and to meet the university’s ethical
requirements. After reading the University of Leeds ethics committee approval
form, the staff members at the organization insisted that they will not interfere as

they were concerned about possible repercussions/implications.
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Some autism and disability organizations were willing to let me access the
potential participants; however, others did not entertain my request. For instance,
the director of a private organization which | had approached, shared his concern in
allowing me to speak to potential parents/guardians about my research project. The
director expressed his belief that the psycho-emotional well-being of some
parents/guardians may be affected if they opened up about their social experiences.
Therefore, he had requested me to seek other avenues. Once | received the
permission from the staff at an organization, | handed out information sheets/posters
to some members of the administrative staff, so that they could be distributed to
parents/guardians. After conferring with the staff about the best time for me to
interact directly with the parents/guardians, | went to the organizations at the
designated time to hand out flyers directly to possible participants who had arrived
to drop off or pick up their children. The digital copy of the poster was also shared
within the organization’s ‘“WhatsApp’ group, which was then circulated among the
parents/guardians. Some parents/guardians, who did not have access to ‘WhatsApp’
were made aware of the project by other parents/guardians by word of mouth. They

contacted me over the phone to discuss and learn more about the study.

The majority of the parents/guardians had communicated with me over the
phone to enquire further about the project. Parents/guardians were requested to
come for an information session (lasting no longer than thirty minutes), where |
explained the purpose/goals of the thesis project and gauged the potential
participants’ interest by clarifying misgivings about the focus, relevancy and utility
of the thesis. Parents/guardians were primarily intrigued and curious to know more
about my study. Some parents/guardians attended the session in the hope of further
guidance on immediate interventions. As my research was an ongoing study at the
time, | provided information relating to local autism organizations, services, and
counselling help for parents/guardians. Some parents/guardians could not make it
to the information session(s) due to other commitments. | offered them the
opportunity to meet on another day based on their convenience. Those who were
unable to attend the information sessions (or meet at a later date) were provided the
details over the phone. Interested parents/guardians were requested to complete a
demographic form (after the session), with the intent of using the information for

purposive sampling. The demographic form included the following: name, age, sex,
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caste/tribe, monthly income, place, district, mobile number and a box for signature
which indicates their interest in participating in the project. Parents/guardians were
allowed to opt out from filling any information on the demographic form that made
them uncomfortable. The contact details of the parents/guardians were then
collected and stored in a personal locker. The details were also added to the
OneDrive university system. The contact information was gathered to enquire about
their willingness or any further concerns regarding their participation, and to also
let them know of their selection for the interview process.

Some parents/guardians volunteered (on the basis of a phone enquiry and
their participation in an information session) upon accessing both the hard copy as
well as the online poster through the ‘“WhatsApp’ platform, which entailed the basic
details of the project. There were some parents/guardians (accessing other services)
who obtained my contact number from other parents/guardians at an organization,
who were present for an information session regarding the project. They directly
contacted me to find out more about the aims and objectives of the project. After
discussing the basic details, | met them either individually or as a group (depending
on their convenience) at a venue comfortable for them to explore concerns and
clarify any questions regarding the project. Some parents/guardians volunteered for
selection by sharing their interest in participating. The research has included
parents/guardians who may not have direct access to the different streams of
services which has previously been mentioned. I visited some ‘BUDS’ schools to
understand the possibility of interacting with potential parents/guardians and gain
access to them. The government of Kerala has established BUDS schools, which
are free educational institutions for disabled children whose families may not be
able to afford to pay for the services (Kudumbashree Story - BUDS School. n.d).
Currently, there are sixty-two BUDS schools in Kerala, which are all owned and
managed by the local government institutions with the support of the government’s
‘Kudumbashree’ mission and the community structure (Kudumbashree Story -
BUDS School. n.d).

The study included male and female participants from the ‘forward’ or
‘general’ caste and the ‘backward’ caste (‘scheduled castes’, ‘scheduled tribes’
and the OBC/ or ‘other backward classes’). Participants from the three majority

religions in the State (Hinduism, Islam and Christianity) were also accessed and
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included. While Mason (1996) highlights that a sample should be large enough to
make meaningful comparisons or inferences, Blaikie (2006) recognizes the
possibility of studying large populations with relatively small samples. By utilising
Blaikie’s analogy, the study generates data through the in-depth interactions with a
relatively small sample of parents/guardians to explore privileges and inequalities
in relation to social interactions, access to services and impairment effects, with the
intention of making inferences across the larger population. However, the study
does not plan on making generalizations about whole populations; rather, it is
focused on providing detailed accounts of the complexity of experiences faced by
parents/guardians of autistic children which may then be mapped onto broader
contexts and debates. Once participants were recruited using purposive sampling,
interviews were organized based on the convenience of those who were selected.
Before proceeding to the section on the interview process, | want to give details

about the fieldwork and to share information charts for the reader’s reference.

Details of the fieldwork

This qualitative study was conducted over a six-month period in three urban
districts, namely, Trivandrum, Kochi and Kozhikode located in the three regions
(Travancore, Kochi and Malabar) that form the State of Kerala, India. The research
gave much consideration to important criteria/factors when accessing potential
participants:

1. A total of thirty-two parents or guardians of autistic children aged ten years
and below were interviewed.

2. As per the Indian Constitution (central government), people belonging to
different caste groups are separated primarily into four different categories:
‘Other Backward Classes’, ‘Scheduled Caste’ and ‘Schedule Tribe’ and
‘GeneralCaste’. I included participants from the aforementioned groups.

3. Participants identifying with the three dominant religions in the State
(Hinduism, Islam and Christianity) were included in the study.

4. Parents/guardians of autistic children across the spectrum were interviewed.

5. Participants who did not have access to services were identified and
included through BUDS institutions (governmental initiative for ‘low
income’ families) which provide free services to people in the lower socio-
economic category.

6. Participants coming from differing social locations/situations were
included.

7. The research sites were broadened, and participants were accessed via
various gatekeepers including government organizations, private

84



institutions and charitiessfNGOs. Some participants had come forward by
word of mouth and by accessing the shared digital poster of the project on
the “WhatsApp’ platform.

Among the thirty-two participants, twenty-two were female and ten were male,
with the oldest being sixty-six years of age and the youngest, twenty-six years.
Twenty respondents were part of an extended family system, ten were members of
the nuclear family unit, one participant was a member of the grandparent family,
while another parent held no responsibility over his children. Parents/quardians of
thirty-two autistic children (twenty-two boys and ten girls) were interviewed using
semi-structured interviews. The children’s age range spanned between three years
(youngest) and ten years (oldest). From the thirty-two children, fourteen were single
children in the family, sixteen had one sibling, and two had two or more siblings at

the time of interview.

The parents/guardians are from diverse socio-demographic and educational
backgrounds; twenty-one participants identified with the ‘Other Backward
Classes’, nine can be categorized as being part of the ‘General Caste’, and one
participant each identified with the ‘Scheduled Tribe’ and ‘Scheduled Caste’
respectively. Recent estimates show 20% of the Indian population belonging to the
‘Scheduled Caste’, 9% being part of the ‘Scheduled Tribe’, 41% falling into the
‘Other Backward Classes’ category and 30% identifying with the ‘General or Open’
category (Singh, 2019). There were twenty-one Hindus, seven Christians and four
Muslims included in the study. Based on the 2011 Census, Kerala has a Hindu
majority (54.73% of the population), followed by Muslims (26.56%) and Christians
(18.38%).

The consent and willingness of all potential participants were prioritised and
while everyone was approached in the same manner, the researcher endured
additional difficulty gauging the interests of some parents. Some parents/guardians
frankly admitted their uneasiness about participating in the interviews. One parent,
a mother of an autistic child, had requested time to discuss her participation with
her husband. When | followed up with her, she explained that her husband had
advised her against attending the interview. Thirty participants were married at the
time of the interview, however, there was one participant who was a widower and

another one who was separated. The highest ‘academically qualified’ participant
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was a doctorate holder, while the ‘lowest academically qualified’ participants had

studied up to the eighth grade after kindergarten. There were fifteen

parents/guardians who were employed at the time of the interview, while seventeen

did not hold any form of employment. All the seventeen participants who were

unemployed were identified as women, which highlights the domestic division of

labour; an increasing number of women, irrespective of educational qualifications,

become the primary caregivers for the children, when compared to men.

The details of the fieldwork are also provided in a set of figures listed below for

further reference:

Figure 1: Social background of parents/guardians

Parent/guardian Personal Information
Age of |Children in] Gender of
Father Mother | Grandparent ] Parent/ the autistic JAge of child] Education Employment
Guardian | household child
Diploma in
Ambika 39 1 child Female 10 Travel and House wife
Tourism
10" Standard.
Fathima 35 2 children Female 9 Teacher Teacher
Training
Swaroopa 39 1 child Male 6 B,Tech‘ IT Professional
(Bachelor’s)
Sambashivam 44 2 children Male 9 10" Standard Clerk
10% Standard, 6
month
Christopher 41 2 children Male 6 Psychology Auto-rickshaw
/ = driver
Course
certificate
. - . Master’s .
Manju 45 1 child Female 6 House wife
- Degree
Did not pass
Bachelor's )
Radha 44 2 children Male 7 degree- Clerical job at
Computer BCA. scheol
6 months
MBBS., DPM.
Anil 36 1 child Male 3 DNB , Psychiatrist
(Bachelor's ’
degree)
MA (Master’s
Ajitha 30 1 child Male 6 in Malayalam House wife
Language)
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Figure 1: Social background of parents/guardians (Continued)

Parent/guardian Personal Information
Age of | Children in| Gender of
Father Mother | Grandparent | Parent/ the autistic JAge of child] Education Employment
Guardian | household child
Master’s in
Suvitha 33 2 children Male 4 Fashion House wife
Technology
Government
Sarath 43 2 children | Male 5 MBA, LLB | EFmployee (Public
Service
Commission)
MA History
Malathy 37 2 children Male 5 (Master’s in House wife
History)
Doctorat
Chithra 44 1 child Female 8 octorate House wife
Holder
Diploma in No employment,
Jubainya 28 2 children Male 4 Computer |pursuing a Master’s|
Science degree.
Neeraja 28 1 child Female 5 Bachelo.rs m House wife
Music
Deepthi 32 1 child Male 6 L:_ITE i:l:fa House wife
Rekha 39 2 children Male 6.5 10™ standard House wife
Christy 32 1 child Male 7 MBA House wife
Aparna 31 1 child Male 2 Diploma holder House wife
Arun Kumar 45 2 children Male 3 10 standard Artist/Sculptor
Master’s in Higher secondary
Sheeba 45 4 children Male 9 English £ o
- school teacher
Literature
Sainaba 31 3 children Male 5 12 standard House wife
~th -
Benny 42 2 children Female 7 1'_ standard Rice Mill Loader
- (did not pass)
John 55 1 child Male 10 8™ standard Auto-Rickshaw
Driver
Management
Anoop 40 2 children Female 10 Graduate Consultant
(MBA)
BSc. Nursing
Rakhi 34 1 child Male 6.5 (Bachelor's Sales woman
degree)
Gangadharan 40 2 children Male 7 10" standard Street Hawker
BSc. B.Ed.
. . 6 years, 6 ) .
Thresiamma 66 1 child Male N (Bachelor's Retired
months
degree)
Mohammed 3s 2 children | Female 4 10™ standard Amazon Delivery
Man
Pushpa 36 2 children Female 10 8™ standard House wife
. . Worki jar
Shrinda 26 1 child Male 6 12 Standard orking towards
certification
Total number Total
number of
of male
e female
participants .
participants;
10 22

87



Figure 2: Marital status of parents/guardians

Parent/guardian Marital status of parent/guardian
Father Mother Grandparent | Married | Widower | Separated
Ambika v _ _
Fathima v _ _
Swaroopa v _ _
Sambashivam v B B
Christopher v B B
Manju v _ _
Radha v _ _
Anil v _ _
Ajitha v B B
Suvitha v _ _
Sarath v _ _
Malathy v _ _
Chithra v _ _
Jubainya v _ _
Neeraja v _ _
Deepthi v B B
Rekha v _ _
Christy v _ _
Aparna v _ _
Arun Kumar v _ _
Sheeba v B B
Jiney v _ _
Sainaba v _ _
Benny B v B
John v _ _
Anoop v _ _
Rakhi v _ _
Gangadharan v _ _
Thresiamma v _ _
Mohammed v _ _
Pushpa _ _ v
Shrinda v _ B
Number of | Number of ‘\'m‘nl?er of
married widowed participants
participants|participants Wwho are
separated
30/32 1/32 1/32
participants | participants | participants
were was a was
married widower separated
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Figure 3: Religion of parents/guardians

Parent/guardian Religion
Father Mother | Grandparent Hindu Christian Muslim
Ambika v
Fathima v
Swaroopa v
:Jélul[‘:‘iblll\- a v
Christopher v
Manju v
Radha v
Anil v
Ajitha v
Suvitha v
Sarath v
Malathy v
Chithra v
Jubainya v
Neeraja v
Deepthi v
Rekha v
Christy v
Aparna v
Arun Kumar v
Sheeba v
Jincy v
Sainaba v
Benny v
John v
Anoop v
Rakhi v
Gangadharan v
Thresiamma v
Mohammed v
Pushpa v
Shrinda v
Number of | Number of | Number of
participants | participants | participants
who were | who were | who were
Hindus Christians Muslims
21 out of 32| 7 out of 32 | 4 out of 32
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Figure 4: Caste/Tribe of parents/guardians

Parent/guardian Caste
Other
Father Mother Grandparent backward (g):)]f:nll:: Scheduled Sdll':'(illl)leled
castes caste (GC) Caste (SC) T)
(OBC)
Ambika v
Fathima v
Swaroopa v
Sambashivam v
Christopher v
Manju v
Radha v
Anil v
Ajitha v
Suvitha v
Sarath v
Malathy v
Chithra v
Jubainya v
Neeraja v
Deepthi v
Rekha v
Christy v
Aparmna v
Arun Kumar v
Sheeba v
Jincy v
Sainaba v
Benny v
John v
Anoop v
Rakhi v
Gangadharan v
Thresiamma v
Mohammed v
Pushpa v
Shrinda v
Number of | Number of | .. Number
participants | participant 1\1;1{11{9}' of of
wiho s who parf;:,t(v}ams pc:r::z;fvoan
Iiz:;?{j;d ’i;;i:ﬁid ffiennﬁed ido.mﬁ‘?ed
OBC Ge with the SC | with the
category category category ST
category
21 outof32| 9outof32| loutof32 |1 outof32

90



THE INTERVIEW PROCESS

Parents/guardians who were interested in participating had included their
contact information in the demographic form which they were requested to
complete. | contacted the parents/guardians by phone, five days after the
information session to further gauge their interest in participation and answer any
further questions. The phone interaction took place to clarify any additional
queries/concerns pertaining to the consent and confidentiality forms which were
distributed to the selected parents/guardians. Once participants were selected, plans
were made to conduct the interview at a venue that was most convenient for them.
Some participants opted to engage in face-to-face interaction at home, while others
felt more comfortable doing interviews within the organizational setting. There
were a few parents/guardians who had felt comfortable away from home and an
organization, choosing to do their interview at a local park and beach, among other
settings. Mason (1996) places emphasis on the multi-dimensionality of sampling; a
researcher must respect the fact that the sample population is bounded by time and

choose to capture experiences at particular locations during specific times.

An interview location, such as the ambience of the home, provided me with
an opportunity to make observations about their lived experiences, write them down
in a notebook, and implement the same in my data to generate detailed information
that may not be obtained from the interview alone; in doing so, a researcher can
augment a greater understanding of their (participants’) social situations and
experiences (Elwood & Martin, 2000). A buddy system was used as it can provide
the researcher with protection when entering a field site alone as an outsider (Lopez
& Gillespie, 2016). For instance, | had notified a friend on the days of conducting
interviews away from the organizational setting (at the houses of participants or a
setting of their convenience) to keep track of progress and safety. The semi-
structured interview was divided into four sections: 1. Participant background, 2.
Individualisation, 3. Social interactions and 4. Family interactions and future
aspirations. These sections were developed with the intention of generating data to
enhance the understanding of the participant’s social context, the psycho-emotional
barriers arising from social interactions, and the impairment effects of autism on the

family.
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In the initial pilot study which I had conducted, I realised that | had to tweak
my interview guide because it was difficult to maintain a conversation with some
parents/guardians in some instances (further discussed in the section titled,
‘Strengths and Limitations’). I found that there were long stretches of silence
without a conversation taking place. The initial interviews helped me truly
understand the social experiences of parents/guardians. This knowledge/awareness
helped me to sharpen my interview schedule so | could explore their experiences
and obtain the data required to fulfil my objectives. In general, the polished
interview schedule enhanced my interactions with the majority of the
parents/guardians. However, | still faced challenges from a few parents/guardians.
For instance, one parent/guardian, the mother of an autistic child, kept responding
(to my questions) with ‘one line’ answers. During the interview, | probed more into
the strengths of the child in relation to social interactions with family members with
whom the child held a close bond. The mother was then able to express her
experiences in more detail by speaking about the child’s bond with the maternal

grandmother.

The open-ended interview questions were asked with clarity to prevent any
confusion among the parents/guardians (Mason, 1996), and in cases where some
participants could not decipher the questions | had asked, they (the questions) were
broken down into sub-questions to enable a comprehensive understanding. During
the formulation of the interview schedule, | developed open-ended questions which
were straightforward and simple. The majority of the participants went on to lead
the conversations. If a parent/guardian felt overwhelmed when speaking about their
experiences, | moved towards reorienting the discussion to another topic or
provided the necessary comfort breaks respecting the convenience and freedom of
the participants. The parents/guardians were also given the option of ceasing the
interview and commencing again at a later date or withdrawing from the research

entirely, in case speaking about an event in their lives proved too traumatic.

Semi-structured interviewing is designed to explore people’s
understandings of social reality (Mason, 2002), and this study used open-ended
questions to generate interpretations which addressed the direct needs and disabling
barriers faced by parents/guardians in Kerala. Michael Patton (2002) recommends

open-ended interviews for allowing participants to respond freely owing to their
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flexibility, spontaneity and responsiveness to individual differences and situational
changes. The interview process was beneficial as | could unearth varied experiences
of parents through listening and interpretation (Blaikie, 2006). While interviewing,
| maintained a neutral stance, even in instances when parents/guardians spoke about
highly traumatic experiences. | did not have any inhibitions about conversing with
the parents/guardians; nor did | feel any discomfort when | asked them questions.
For the sake of clarity, | made sure that questions were asked in a straightforward
and professional manner. Even when sensitive topics were addressed, | took care
not to probe into them further, and persuaded them to maintain their calm and
speak/construct their own experiences. Some parents/guardians stated that they felt
comfortable with the interviews because | appeared to be respectful and asked

questions in a courteous manner, without putting pressure on them.

After conducting the interviews, the audio recordings were first saved onto
a USB drive which was kept locked in a drawer. It was also added onto Google
Docs, for which only I held the username and password. The recordings were also
kept in the OneDrive university system for added security. They were then
transcribed verbatim shortly afterwards. The interview protocol, which was divided
into four sections, helped to ensure that the transcriptions were straightforward. The
manual copy of the interview protocol had sufficient space for the interviewer to
record the participant’s comments and add any reflexive notes from the interview
(Creswell, 2003). The next section will address ethics, consent and confidentiality

in relation to this project.

RESEARCH ETHICS, SENSITIVITY, CONSENT AND
CONFIDENTIALITY

| have made genuine efforts to ensure that trust and integrity were
maintained so that participants could effectively speak about their experiences
freely (BSA, 2017). When conducting the interviews, participants were treated
sensitively and were provided the freedom to make decisions regarding
participating in, or ceasing, the interviews. The consent and confidentiality forms
were distributed to interested potential participants after the initial information
session (please refer back to section titled, ‘Recruitment of participants’). | had

explained to all the parents/guardians that they had the freedom to stop participating
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in the interview if they experienced any discomfort at any point in the process. |
also gave the parents/guardians, who had already completed the interviews, the
opportunity to request the withdrawal of their participation and delete their recorded
interview. They were given four weeks/one month after the interview to confirm
their withdrawal, if at all, they wanted to do so. However, this research has been
able to incorporate the experiences derived from the interviews of all the
parents/guardians who had participated. Parents/guardians were considered as the
‘experts’ in providing experiential knowledge; the majority of the parents/guardians

were able to lead the discussions.

Participants should feel the ability to be transparent in relation to consent
and confidentiality, and their concerns are inevitable if they feel unable to express
themselves. This study has respected the freedom of participants to make their
decisions regarding participation (Patton, 2002). Some parents/guardians had
expressed their relief after participating in the interviews. For these
parents/guardians, it was the first time (according to them) that they could open up
on their stresses, concerns and feelings (be it to family members, friends or others).
The fieldwork was conducted in a way which maintained the relationships between
the organization (gatekeepers) and participants even after the duration of the
research (BSA, 2017). For instance, some staff at a few organizations
communicated with me four months after completing the interviews to express that
the parents/guardians who had participated enjoyed conversing and expanding on
their lives to a person other than someone from their immediate formal and informal
circle. For some parents the chance to speak about their experiences was a means
to ‘blow off steam’. The staff at these organizations expressed their satisfaction that
the parents/guardians were able to undergo satisfactory/beneficial interview

experiences.

The research was conducted with the intention of analysing the ‘disabling’
barriers of parents/guardians with regards to social interactions, raising an autistic
child, living conditions, social mobility and access to services, and therefore, the
researcher had taken the initiative and responsibility to share an accurate account of
the report (BSA, 2017). From the outset, | made sure that the role of the interested
participant(s) was transparent by sharing the objectives in the language preferred

by the parents/guardians. | had also created the informational materials in both
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Malayalam and English (some parents preferred to read/speak in English, even
though they were well-versed in Malayalam). Jargon-free language was used and it
enabled the parents/guardians to make well-informed decisions about their
participation (Bryman, 2004). By doing so, | brought clarity to the role of the
interviewee, which in turn helped to maintain a professional rapport throughout the
duration of the study (Mason, 1996). This further helped to generate the required
data through disclosure, trust, and awareness of potential ethical issues. | was also
aware that some people may choose to avoid participation, and therefore, | had
contingency plans in place (Mason, 2002). | had already made a list and initiated
contacts with other organizations to discuss my thesis objectives so that I could

access potential participants.

Ethical challenges are difficult to predict and | kept myself aware of
sensitive issues and potential conflicts of interest. One ethical challenge that | had
faced was the possible interference from some members of staff at an organization,
who had provided access to participants (please refer back to the third paragraph
under the section titled, ‘Recruitment of participants’). However, the problem was
dealt with in a manner which prevented any interference. The approval document
that | had received from the University of Leeds Ethics Committee ensured that my
research process and fieldwork was free from external influence due to others’
perceived fear of possible repercussions. The form prevented any future external
interventions in relation to the recruitment of my participants. The gatekeepers were
chosen as the entry point to gain access to parents/guardians because the staff were
intrigued to hear more about the project. The staff at some agencies requested that
| use my final thesis findings to help the parents/guardians and also the
organizations in understanding and meeting the needs of the parents/guardians
better by conducting a presentation on the findings and offering sociologically-
informed recommendations/suggestions in relation to coping mechanisms which

can be directly accessed by parents/guardians.

The relationships in sociological research are characterised by disparities in
power and status (BSA, 2017). For instance, the relationships between the
researcher, gatekeepers and the participants are crucial. These relationships must be
epitomised by trust and integrity (BSA, 2017). | made it a point to treat my
participants with genuine warmth and respect. The interactions (between the
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participants and me) were dealt with in a sensitive manner. The details of the project
were explained in simple language and the parents/guardians were given my contact
information for any further clarification on the project. I recognize that the
gatekeepers may have influenced sample selection by informing parents/guardians
(to participate in the information session or to contact me) with whom they hold
amicable relations. When | interacted with the potential participants, | explained to
them the tenets of informed consent and their right to volunteer or ‘pass’ from
participating in the interview. Through this process, | adhered to the principle of
obtaining informed consent directly from the research participants to whom access

is required, while taking account of the interest of the gatekeeper (BSA, 2017).

| had to consider the practicality of the project, and so | decided to conduct
twenty-five to thirty interviews. After completing thirty-two interviews in total, |
had generated adequate data which met the objectives of the thesis. The discussions
with my supervisors were also beneficial to understand when | needed to stop
conducting the interviews. | had kept my supervisors regularly updated on the
participant interviews, their diverse responses and experiences. | recognized that
the transcription from Malayalam to English would take time and prepared myself
to do it for a period of a month. Thus, | was able to realize the size of my
commitment, handle the transcriptions and develop themes/categories in a timely
manner (Mason, 2002). The participants were given fictitious names to ensure their
confidentiality. The study by Angelica Orb and colleagues (2001) recognizes
informed consent as something which creates a reasonable balance between over-
informing and under-informing. In this thesis, informed consent was a process
which could be renegotiated, considering the length of the fieldwork; it took five
months to complete the fieldwork and some participants were likely to forget their
involvement in the data generation process (BSA, 2017). Therefore, | reminded
them periodically of informed consent, confidentiality and their rights/roles as the

participants.

The consent form was created in both English and Malayalam (the local
language); | ensured that these were handed out, in person or electronically
(‘WhatsApp’), to the parents who had expressed their interest in taking part in the
research. When some parents (those who did not attend any information sessions)

contacted me and expressed a desire to understand more about their role in the
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project (after accessing the shares on “WhatsApp’ or hearing about the project by
word of mouth), | provided basic information to them, after which, at a later date, |
explained in detail the crucial aspects of my research, informed consent, their rights
and roles. Before the commencement of any interview, | remained open to provide

any further clarity for the parents/guardians.

The risk assessments pertinent to this project were conducted, along with
the moral considerations to ensure that ethical specifications have been met, before
the start of the research. An official ethical approval form from the University was
completed and approved. The information and confidentiality of the generated data
has been protected by storing it on the University of Leeds One Drive with access
available only to the researcher through the use of password protection, without any
significant chances of breach. Any further identifiers were removed to break the
link between the data and identifiable individuals (BSA, 2017). | have safeguarded
the data and ensured that (and will continue to do so) the data components will not

be released in a way that may enable potential identification of the participants.
CODING AND ANALYSIS

Coding is an early form of analysis that is crucial to qualitative research; it
can reduce complex empirical data, make it easier for analysis and help to draw
final conclusions (Linneberg & Korsgaard, 2019). It can also enhance the quality of
the analysis and findings. Silverman (2004, p. 355) too, mentions that coding is a
helpful approach to collect and categorize data as it helps social scientists make the
social world more ‘reportable’. Software coding programmes like NVivo can be
used; however, I have performed the coding manually to increase the reflexivity in
my analysis and research focus. | have further strengthened my own
grasp/understanding of the experiences of each individual participant by creating
charts and coding the perceptions of parents/guardians. The manual coding of the
experiences of parents/guardians has whetted my critical thinking in relation to
comprehending and analysing their perceptions. Coding helps to sort data and
enables quicker access to data. It is also an approach which makes the researcher
revisit the data and identify themes or aspects that may have been otherwise missed

during the data generation process (Linneberg & Korsgaard, 2019).
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Coding is ‘inductive’ if the codes are developed directly from the data by
adhering to the phrases used by the participants. Through this process, codes mirror
the data that has been generated. Inductive coding is best suited to an exploratory
study, or when it is difficult for the researcher to grasp the concept that is being
researched (Linneberg & Korsgaard, 2019). Initially several codes were created
which captured the depth of the information in the data that | had generated.
Multiple cycling of the data can result in the researcher having a smaller number of
concrete themes. Deductive coding refers to a pre-defined list of codes that is
created before coding the actual data. This approach enables the coding of concepts
that are already relevant in the literature. For this thesis, I used a ‘blended’ approach
or the combination of an inductive and deductive approach to sort and separate the
themes from the collected data.

The study has implemented a thematic approach (Mason, 1996) for data
analysis where the transcribed data was categorised into themes, so that the data can
be retrieved and consistently collated. The thematically organized data was
constructed in an interpretive sense by drawing inferences from what the data
actually represented. As the research entails conversations and interactions between
participants and the researcher, themes were derived from the participants’
understandings, meanings and feelings. Themes were identified by collating the
experiences of parents/guardians, which in turn enhanced the comprehensive

understanding of their social experiences.

The data analysis is a cross-sectional one which required translation from
the source language (Malayalam) to the target language (English) (Patton, 2002).
Philip Larkin and colleagues (2007) emphasise the importance of the grasp of
language along with cultural understanding. Therefore, the transcripts were
accurately translated from Malayalam to English without any help from external
translators, thereby doing justice to the respondents’ perspectives. Rachel Berman
and Vappu Tysska (2011) suggest that external translators can change meanings by
omission, revision, and reduction of content. Additionally, translators may produce
knowledge that is not attuned to the objectives of my research. Therefore, | did not
seek help from translators; there was no need for it because | am very fluent in the
Malayalam language. After the translation/transcription, the collated data was

analysed thematically to produce results relevant to the research questions.
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STRENGTHS & LIMITATIONS

This research used a pilot study to enhance the strength of the research
methodology and to be more receptive to the sensitivity of the participants. For
instance, the pilot study improved the questions in the interview guide to ensure that
the study objectives were fulfilled. As a researcher, the pilot study made me aware
of better ways to frame a question, which in turn helped to maintain a conversation
about a subject when interviewing the participant. The pilot study was important
because it enabled me to ask participants relevant questions, some of which were of
value to them as parents/guardians. | also perceived the possibility that some
questions may trigger conversations pertaining to sensitive issues. For instance,
speaking about social barriers arising from social/family interactions, and about the
direct implications of impairments associated with autism, can be emotional for
some guardians/parents. Therefore, the pilot study was used to ensure that the
interview technique functioned appropriately and could be modified to prevent any
unwelcome issues. A pilot study can help address challenges which may arise after
initial or pilot interviews (Bryman, 2004). This study is qualitative in nature and it
has helped me to unearth rich, nuanced and in-depth data which may not be entirely
possible when using other methods.

Aside from the strengths, there are also certain limitations to this project. |
had difficulty in gauging the interests of all the parents/guardians with whom | could
hold an initial interaction (please refer back to ‘Recruitment of participants’ section
for more details). Some parents/guardians chose not to participate and expressed
their uneasiness about sharing their experiences. The mother of an autistic child was
advised to refrain from interactions by her spouse. She stated that the prospect of
being interviewed made her husband feel uncomfortable. The husband of a
participant (the grandmother of an autistic child) asserted that my project frustrated
him. In his view, the long-term goals of the project were acceptable. However, he
was seeking immediate interventions for his grandchild. While I could not give the
couple any guidance to immediate interventions, | was able to direct them towards

autism-related community services, and counselling support.

This study does not reach people identifying with all the different
castes/tribes across the State of Kerala due to practicality issues and time

constraints. In contemporary Kerala, there are innumerable different castes; some
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people may also choose not to identify with any caste/tribe. This makes it difficult
in terms of practicality; therefore, | have included individuals from across the caste
system for the purpose of this study. | have grouped people identifying with the
different castes under the government classification to enhance the feasibility of the
project. Another limitation arises from choosing participants from urban regions,
resulting in the limited involvement of people living in rural areas (please refer back

to the ‘sampling section’ for additional information).
SUMMARY

This chapter explored the methodology that was used to conduct the field
work for this thesis. This thesis utilised a methodology which is rarely used in
sociological research in Kerala. For this thesis, participants across varied social
backgrounds were recruited via purposive sampling method to better understand the
barriers they face in relation to social interactions, access to resources and raising
an autistic child. The fieldwork was completed before Covid-19 intensified in India.
| dealt with distinct ethical issues in the most appropriate manner. The majority of
the gatekeepers indicated their interest in knowing the findings and outcomes from
the fieldwork, once the thesis was submitted. According to them, the findings may
enhance their established understanding of the issues faced by parents/guardians
and their children. This may help them better identify possible interventions and
better-quality services to meet the diverse needs of the family. The majority of the
parents/guardians wanted to help me genuinely and participating in the project
offered a platform for them to express their experiences. All the parents/guardians
insisted that the face-to-face interviews were the first time they had spoken to
anyone in detail (outside immediate formal and informal support systems) about
their perceptions. Thus, the field work was conducted with the aim of bringing an
added dimension to Indian sociological research by analysing parental perceptions
at the intersection of different factors, using the social relational model. The next
chapter is the first empirical chapter in this thesis and it explores the complex

experiences of parents/guardians, and in particular the mothers, of autistic children.

100



CHAPTER 5: THE INVOLVEMENT OF PARENTS/GUARDIANS
OF AUTISTIC CHILDREN

INTRODUCTION

The first empirical chapter in this thesis places emphasis on the roles and
responsibilities of parents/guardians in the lives of autistic children. In particular,
this chapter analyses parental perceptions in relation to their roles and the different
barriers that may overwhelm them. An in-depth analysis of parenting
responsibilities is provided and the same enhances an understanding of the division
of roles between them (the parents/guardians). Who is the primary caregiver? What
is the role of the mother and the father or the guardian? What are their perceptions
of caregiving? What are the disabling barriers experienced by parents/guardians?
This chapter seeks to address the aforementioned questions by linking the
experiences of parents/guardians to the history, economy and culture of India.
Traditionally, women or mothers are the primary caregivers for children and the
elderly population in Keralan society. However, contemporary times are
characterised by the increasing involvement of men or fathers in caregiving duties.
The inequities and barriers arising from the division of roles are explored using an
intersectional framework to understand the complex experiences of
parents/guardians. Over the years, the joint family structure has gradually been
replaced by the nuclear family, even though the joint family system persists among
some families. This section intends to enhance understanding of the pressures faced
by parents/guardians on a daily basis. The diverse living situations highlight the
inequities/social barriers faced by some parents/guardians. The onus of the growth
and development of a child is placed on the parents/guardians. The pressures faced
by some in relation to juggling caregiving duties and other responsibilities can put
pressure on them and create disabling barriers. Gendered divisions of roles were
found to be among the major influences upon parenting experiences. Thus, the
empirical data demonstrates the varied perceptions of parents/guardians and
highlight their pressures. The next section will specifically explore and analyse the
pressures experienced by some mothers of autistic children. It will assess the
concept of motherhood, identify the crucial support of grandparent(s) in relation to

mothering an autistic child, and highlight the importance of spousal support.
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THE PRESSURES EXPERIENCED BY MOTHERS

The data generated highlights the overwhelming daily involvement of
mothers/women as guardians of autistic children. In India (and elsewhere),
women/mothers are expected by the social norm to leave employment and engage
in daily caregiving duties at home. Motherhood is associated with constant devotion
to the children and the willingness to leave their professional obligations (Gupta,
2020). Sigan Hartley and colleagues (2014) draw attention to mothers of young
disabled children (with developmental impairments) who spend less time in paid
employment in comparison to mothers of non-disabled children. Fathers of disabled
children also leave paid employment earlier than their peers with non-disabled
children; however, the number is significantly lower than that of mothers (Hartley
et al., 2014). Shruti T. Johansson (2015) too, states that some mothers may leave
employment in order to be actively involved in daily caregiving duties and address
their child’s needs.

Women/mothers are assigned the role of the primary caregiver; the pattern
of domestic division of roles, where the mother undertakes the bulk of the
caregiving obligations for the child, and the father remains as the primary income
earner, is more salient among families with disabled children (Hartley et al., 2014).
The majority of the mothers who had participated in my study did not hold any form
of employment at the time of the interview. Some mothers, who held high academic
qualifications, chose to leave their jobs to care for the autistic child. The following
quote by Christy (C/GC) gives evidence of the same:

After marriage and especially post the birth of my son, | stopped working

and now I am a ‘Home-maker’ [an individual managing the responsibilities

at home]. I have an MBA in HR Marketing and had worked for a period of
three years. My husband’s job requires him to travel extensively and he is

here for a short period, every 3-6 months. My strength today is because of
my parents who have been the biggest sources of strength.

Chitra’s (H/GC) experiences were similar to Christy’s. She stated the

following:

I am a PhD holder, but right now, I am not in a position to seek employment
due to my daughter’s problem. Presently | live with my father and daughter.
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My husband, who is an accountant, is based in Bangalore [different city;
Chitra lived in Thiruvananthapuram]. My husband and | hold the same
expectations for our daughter, but my father is involved more with her
things.

Christy and Chitra hold academic qualifications of Master’s degree and
above; however, both remain unemployed and engaged in caregiving
responsibilities at home. Their quotes indicate gratitude to the maternal
grandparent(s) who provide daily support, while the husbands are away at work.
The study by Jennifer Hillman and colleagues (2017) stresses the importance of
grandparent support for autistic children and their parents. Grandparents not only
share the responsibility of daily caregiving needs, but also offer emotional and
financial support to the parents/guardians. Paula Prendeville and William Kinsella
(2018) call attention to the involvement of grandparents in the lives of autistic
children and their parents/guardians. Although their involvement can be complex
and oppressive in some instances, some grandparents offer crucial support in terms
of caregiving. The calming influence of the grandfather is also highlighted in the
study by Prendeville & Kinsella (2018). Some parents/guardians may place value
on the support received from their own parents as it enhances their adjustment
towards the child’s needs and development (Findler, 2016). As per their respective
experiences, Christy and Chitra are managing caregiving responsibilities with the
economic support (income) of their husbands and the daily help/assistance provided
by the maternal grandparent(s). Some mothers had expressed their
concerns/frustrations in relation to the husband’s limited involvement in the daily

caregiving obligations.

The discussions on the gendered division of roles are multifaceted;
important discourses have drawn attention to the dynamics of capitalism as a
significant contributory factor to the hierarchy within the household which is
evidenced by an increasing number of women in ‘unpaid’ labour (Pilcher &
Whelehan, 2017). The work carried out at home by the women increases surplus
value and sustains capitalism. Patriarchal hierarchy, prior to the onset of capitalism,
is highlighted as another contributory factor which sees the responsibility of
domestic chores and caregiving duties being placed on mothers (Pilcher &

Whelehan, 2017). These factors weaken their access to resources, increases their
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economic dependence on men, and create unequal power relations within the

household.

Among some cultures in India, gendered division of roles primarily
associate women with the reproductive function, motherhood and child-rearing
(Dey & Das, 2020). Some gender norms may restrict the social mobility of some
women and in such instances, the support of the father becomes especially
important (Jose et al., 2021). According to Jose and colleagues (2021), some studies
have highlighted the limited involvement of fathers in the daily caregiving needs of
disabled children, when compared to fathers of non-disabled children. Adequate
spousal support can enhance the adjustment and psycho-emotional well-being of
mothers of autistic children. The limited support offered by spouses can create
overwhelming stress for mothers (Jose et al., 2021; Mitra & Singh, 2007).
Motherhood can be empowering on one hand; however, it can also depict the
powerlessness/pressures faced by some mothers on a daily basis (Dey & Das, 2020).
The quote by Neeraja (H/OBC), a Bachelor’s degree holder and the primary
caregiver for her autistic daughter, indicated frustrations stemming from unequal
relations within the household:

| have completed a degree in music and | worked as a music teacher for a

year. However, after the birth of my daughter, | stopped working. My

husband [a musician] stays with us on and off because he is involved in a

lot of music programs. There have been no frictions as such, but | feel that

if my husband is present more often, he could’ve understood my child’s

emotions and feelings better. 1 spend more time with my child and my
husband does not see everything that goes on.

Neeraja’s responses suggest that her stresses and barriers stem from her
husband’s limited involvement in caregiving responsibilities. The husband’s
income-earning role may have restricted her own chances of employment. The same
factor may have placed the primary child-rearing responsibilities on the mother.
Neeraja’s perceptions of her role as the parent/guardian highlights unequal social
interaction. Her experiences can be better understood and analysed by using
Thomas’s social relational model of disability. Thomas (1999) focuses on unequal
social interactions as a core tenet of her concept of disability; disability occurs
during the unequal social interactions between those who are powerful and

powerless, where the latter may face internal social barriers which affect their
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psycho-emotional well-being. The limited involvement of the husband in relation
to daily caregiving obligations has created disabling barriers for Neeraja. She
aspires for her husband to be more involved in her child's life so that he can be more
receptive and understanding of the child’s needs. Neeraja’s indication of her
frustration regarding the husband’s limited involvement shows that she can feel
emotionally overwhelmed and face severe pressures without adequate spousal
support. Thus, Neeraja’s perceptions suggest that caregivers too face disabling
barriers, devaluation and oppression within the household.

Social norms place value on autonomy and productivity over social relations
which may create added pressures on the family (Ghosh & Banerjee, 2017). In some
instances (like that of Neeraja’s), the emotional bond between parents/guardians
may be adversely affected when the mother is tasked with the majority of child-
rearing duties. Some mothers, however, internalise the notions of ‘good mothering’
which involves sacrifice and selflessness, even though they may endure the
pressures of caregiving. Jasjit Sangha (2014) draws attention to some mothers in
South Asia (including those in India), who may imbibe a strong sense of obligation
to offer selfless service to the family. The needs of the family are placed above their
own needs. The caregiving work of a mother is characterised by the privileging of
these values (Ghosh & Banerjee, 2017). Jane Pilcher and Imelda Whelehan (2017)
highlight the importance of the perspectives of couples (amongst themselves) on
what should be their respective roles and whether or not they should consider them
(the roles) to be fair. Some mothers may insist that roles within the household are
fair, even if they shoulder the majority of the responsibilities of raising the child.
Some may perceive that sharing responsibilities equally may include the basic
involvement of men in housework and caregiving (Pilcher & Whelehan, 2017).
Therefore, men and women have been found in some instances to consider their
respective obligations as ‘fair’, even if an increasing number of women are engaged
in caregiving duties and experience severe stresses. Domestic division of roles can
be determined by context, preferences, job hours and the perceptions of the

parents/guardians in managing everything (Pilcher & Whelehan, 2017).

Suvitha (H/GC), a Master’s degree holder and mother of an autistic child,

expressed her pressures as the primary caregiver for her son:
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Since moving to Thiruvananthapuram, I am extremely busy with my son’s
therapies; | have to take him everywhere. As such, I have not been able to
go to any employment. When we go for therapy, | have no option but to take
my elder son along. He had a blessed life till he was four years of age, after
which his life got turned upside down, because | had given birth to my
younger son [autistic] by then. We try to make him [elder non-autistic son]
happy and not feel neglected. It is difficult; like a careful tight rope- a wrong
step can shatter anyone.

Suvitha’s experiences indicate the pressures of performing multiple roles
without the daily support of her husband. She had drawn attention to facing
difficulty in ensuring a balanced life for the family, especially for the non-autistic
sibling. The lives of non-autistic siblings too may be adversely impacted when there
is limited support from other sources such as the spouse/father. Irrespective of the
pressures faced by Suvitha, further responses are evidenced by her strong sense of
obligation to provide selfless service to the family. According to the following
quotation, Suvitha considered the duties to be equally balanced:

| resigned from my job in Bahrain and came back home for my son [autistic].

Going ahead, I’'m not sure if I will be able to work. If | was employed, I will

not be able to devote time for my son. My husband [who has remained in

Bahrain] would like to be more involved, but job commitments prevent him

from doing so. The [daily] responsibility of looking after my younger son

[autistic] is entirely mine. My husband provides financial and emotional

support and it is a 50-50 split. Therapies are expensive and financially, we

may go through certain challenges as | am currently not earning. At the

moment, | am looking after my son with my husband’s support and sharing
responsibilities equally.

The mothers mentioned come from diverse social backgrounds. The
caste/tribe status may have enabled access to institutional/ educational resources for
Christy, Chitra, Neeraja and Suvitha. An increasing number of women are absent
from political power structures and are engaged in less technological and more
exploitative work, with limited decision-making roles in the household (Thresia,
2014). The experiences of all the aforementioned women give evidence to the same.
All the mothers were engaged in caregiving work (or had left their employment to
engage in caregiving work) irrespective of their educational qualifications and
previous experiences of employment. The report by C. U. Thresia (2014) also
highlights the exclusionary practices faced by women who identify with the

‘scheduled caste’, ‘scheduled tribe’ and ‘other backward classes’ in different social
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spheres including education, health and employment. However, the reservation
policy in India, based on the caste/tribe system, qualifies some who fall into the
‘scheduled caste’, ‘scheduled tribe’ and ‘other backward class’ categories to
education and employment (Kayama and colleagues, 2019). For instance, Neeraja,
who identified with the ‘other backward class’ held a Bachelor’s degree
qualification. The caste/tribe factor may have opened up her access to education
and gainful employment. However, she too, later decided to leave employment and

be solely involved in her daughter’s upbringing.

The data generated is indicative of the following: gendered division of roles
place pressures on some mothers and they are subjected to unequal social
interactions within the household. These unequal interactions primarily stem from
the limited daily spousal support offered by the father. It negatively impacts on their
psycho-emotional well-being and creates disabling barriers for them. In some
instances, mothers accept the ‘bread-winner’ role of the father and continue to be
economically dependent on their husbands. This creates a cycle of barriers faced by
the mother and continues to subject them to pressures. The caregiving responsibility
for the child is primarily placed on the mothers who are expected to leave
employment and manage the child and the household. The fathers are expected to
follow the traditional role of the bread-winner/income earner, and in some instances
may not be involved on a daily basis. The caste/tribe identity may be a factor which
enhances parents’ access to educational, economic and social resources. It is
possible that reservation in education and employment and the historical privileging
of some caste groups may have benefited some parents/guardians in gaining access
to educational, social and economic resources. Parents’ desire to access services
which they deem as the most appropriate for their child may be achieved with the
help of such resources. However, the gendered division of roles remains the primary
factor determining the relationship between parents/guardians, spousal support, and
the internalization of pressures (by mothers) stemming from unequal social
interactions. Irrespective of access to resources (including financial standing and
informal support), mothers experience significant stresses without adequate spousal
support. When the daily involvement of the father is limited, some mothers feel
stressed and their psycho-emotional well-being is undermined, which may strain

the emotional bond between the couple and generate overwhelming consequences
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for the mother. The same factor can add to their stresses by reducing the financial
security of the family (and increasing the economic dependency of mothers). Thus,
the gendered division of labour is a significant factor which determines the living
experiences of mothers. Some mothers are adversely affected by the unequal social

interaction in the home, which is considered to be a norm in the society.

Some mothers are engaged in both employment and caregiving
responsibilities. Fulfilling multiple roles can create intense pressures and stressful
circumstances. The next section analyses the experiences of mothers who work and
take care of their autistic children. The section explores the complex factors which

influenced their experiences.

Stresses endured by working mothers

Silvia Barcellos and colleagues (2010) insist that some women in majority
world nations, including India, obtain lower educational qualifications, have fewer
chances to get employed, and are more likely to experience poverty in comparison
to men. On the other hand, Manimekalai Kalidasan and colleagues (2019) draw
attention to the increasing participation of women in employment in India. They
cite inflation and urbanization as factors which enhanced the participation of
women in employment. The informalisation of the labour force through
liberalization and privatization has witnessed an increase in the participation of
women in the labour market (Kalidasan et al., 2019). State provisions regarding
child-rearing, community care and social security are limited; such limitations may
increase the responsibility of women in both the labour market and the household.
Domestic roles are considered to be the natural task of mothers; although
employment of women may be accepted in some households, the husbands/partners
of some women may not want to share daily caregiving responsibilities (Kalidasan
et al., 2019). Some mothers who had participated in the study were the primary
caregivers for their children. They were also engaged in paid employment. These
mothers had to juggle different responsibilities, while ensuring that the child’s
needs were met. Some mothers experienced difficulties arising from their individual

contextual situations.

Multiple work-related and caregiving demands may create stresses for

mothers. Hartley and colleagues (2014), however, suggest a correlation between

108



paid employment and positive psycho-emotional well-being. The ‘buffering
effects’ from multi-tasking can help some parents/guardians to manage any
difficulties which may arise. The data generated shows that engaging in a form of
paid employment and performing caregiving roles and other tasks may not
necessarily generate stress-free experiences for parents/guardians. However, the
access to economic resources and a strong informal support system can ease their
pressures (in some instances). Economic resources are vital for acquiring other
forms of resources, including social and cultural resources (Waterfield & Whelan,
2017). Cultural resources like education, habits, informal social skills and social
resources such as social networks can be converted to economic resources
(Bourdieu, 1986). For instance, academic qualification from an esteemed institution
and access to professional networks can enhance possibilities for an individual to
find paid employment. Hence, these resources play a decisive role in determining
people’s choices or actions. Pierre Bourdieu (1986) too, places emphasis on
economic resources and reveals how these resources can produce social and cultural
resources. Thus, an ‘impersonal’ economic material gift can be converted into

something ‘personal’.

Swaroopa (H/OBC) is the mother of an autistic boy, who was living with
her child and parents. Swaroopa’s husband was employed abroad, while she too
was employed at the time of the interview in an IT firm. Swaroopa indicated the
stresses she has faced as the primary caregiver for her son. However, her responses
suggested that some disabling barriers can be mitigated with the aid of informal
support (maternal grandparents) and the availability of economic resources

I live with my parents and my son, while my husband lives and works in the

U.S. The path to autism diagnosis was zigzag rather than straightforward. |

went to different organizations to get my son assessed and diagnosed. It

would have been great if a child development centre was multidisciplinary.
| am able to procure the necessary resources for my child; based on the
suggestions of the professionals, | have been able to acquire musical toys

and other resources. | drop him off at the centre he attends and comes back
late; during that time, he spends time with his grandparents [maternal].

Swaroopa had expressed her difficulties in obtaining a diagnosis for her son
and had stressed the need for more multidisciplinary centres which can offer a direct

route to diagnosis and interventions for parents/guardians. However, her responses
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did not indicate severe internal or external disabling barriers. The gendered role as
the primary caregiver and her work obligations did not overwhelm Swaroopa. The
support offered by the maternal grandparents may have been a buffer to any stresses
experienced by her. The access to economic resources is another factor which had
mitigated Swaroopa’s stresses as it offered a route toward obtaining desired

materials/services which were beneficial to the child’s development.

Some mothers who lacked adequate informal support and access to
economic resources faced severe disabling barriers. Radha (H/GC) is a mother of
two children who was employed at the time of the interview. Her youngest son is
autistic. She lived with her husband, who was unemployed at the time of the
interview, and her aging mother. Radha is the primary caregiver for the child and
also the primary income earner in the family. She insisted that her husband did not
hold a role in the son’s [autistic] life. Radha had drawn attention to the limited
support provided by her mother due to age-related difficulties. The mother
expressed significant stresses which arose from raising her son and working to make

ends meet.

Miriam George (2011) draws attention to the socio-cultural climate in
Kerala, which is influenced by patriarchal norms and the dominance exerted by
some males. The rise of the nuclear family structure, enhanced access to healthcare,
education and employment for women may not mean significant improvement in
their life choices. Women’s roles are still characterised by unequal
relations/interactions with their respective partners (George, 2011). In the
household, a woman’s role is primarily associated with mothering and child-
rearing. In relation to employment, some women may face barriers pertaining to
upward social mobility. Women who hold employment and professional aspirations
can be deemed as a threat to the patriarchal social structure and this may increase
the stressful experiences faced by some women in society (George, 2011). Radha’s
experiences suggest unequal social relations/division of roles, which creates
difficulties in performing multiple roles:

| work as an office staff at the local all-boys school. My husband is

unemployed and I am the sole income earner. My husband’s role in my son’s

life is pretty much non-existent. My mother helps me with caregiving duties.
| want to spend more time with my son, but I cannot as | have to earn an
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income to sustain the family. If we were in a better position financially, 1
could have spent more time with my son.

The gap in relation to the domestic division of roles is evident in Radha’s
experiences. The gendered expectations placed on her and the prevalent socio-
cultural norms are so significant that it has created stressful experiences. Pilcher
and Whelehan (2017) explain a set of hypotheses described by Aassye and
colleagues (2014). The person (in the household) who earns less is engaged in more
household work (also known as the relative resources approach), the partner who
earns less performs more caregiving work (the time availability perspective), and
the person who brings less income engages in more domestic work (economic
dependency model). The perspectives of couples on respective gender roles are also
highlighted (Pilcher & Whelehan, 2017). However, Radha’s experiences
highlighted the stresses piled on her as a result of limited spousal support. She was
the sole income earner, and yet she was expected to take on the mantle of the
primary caregiver for the child. According to Radha, the differences in expectations
of roles had created an unequal social relationship between Radha and her husband.
The same factor(s) impacted her access to resources and her psycho-emotional well-
being:

| have my parameters; for instance, | cannot afford a house with more space

or a car to take my son to the therapy centre. My husband should stop

drinking [alcohol] and find a job. If he had a positive mindset, then things
would’ve been better. He does not engage with my son and all of this creates

much tensions. | do not know how | am going to manage things after my
mother’s time.

The occurrence of an impairment in the family may also affect roles and
family experiences. Radha had indicated that her husband had a physical
impairment and he was employed prior to the occurrence of the impairment.
Disabled parents experience high rates of poverty, lower educational attainment,
increased rates of social isolation and limited social support (Albert & Powell,
2020). The husband may have experienced social isolation and discrimination in
relation to maintaining his previous job position. He may also have faced barriers
to finding another job, which may have in turn factored into his alcohol addiction.

The husband’s possible experiences of these barriers may have impacted the
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family’s financial standing, and created unequal social relations with his wife and
children. According to Radha, the husband had also endured some restrictions in
relation to his impairments. However, Radha implies that social isolation and
discrimination based on impairments formed the basis of disabling barriers
experienced by her husband. Economic resources are influential in determining
family experiences; insufficient access to these resources may restrict a family’s
access to affordable disability-related services (Weiss et al., 2013). The following
quote by Radha highlighted her stresses which were a result of the barriers

experienced by the husband:
He [husband] had a good job, but has left that and now sits at home. He also
has a physical impairment to his leg and finds it difficult to walk. My
husband is also an alcoholic- | believe that my plight is due to his

alcoholism. | therefore cannot entrust my son in his care. If he was
cooperative, it would’ve halved my tensions.

Radha had recounted experiencing pressures from raising her autistic son.
Specifically, she had mentioned the restrictions which arose from her son’s
impairments. Impairment effects, according to Carol Thomas (1999), is a bio-social
concept, which involves the interaction between impairments and disability. In the
social relational model, impairments cannot be associated with a disability because
the latter refers to the social oppression and discrimination experienced by people
with impairments. However, some restrictions of activity are caused by
impairments; for instance, an individual may not be able to engage in a particular
activity due to their impairment. An autistic child may interact in certain ways
(different across the spectrum) to communicate their needs. When
parents/guardians do not have the informal or formal support systems to understand
their children, they too face some restrictions in helping their child. Radha
expressed feeling overwhelmed and confused when her son displayed actions which
she could not understand:

He is very restless and may try to jump into ongoing vehicles on the road.

If there are shops, he may run toward them and | will have to forcibly deter

him from doing the same. There is a repetitive element in his actions and

affinities. Sometimes, it is difficult to handle him. I like to take my son out

for socialisation, but my husband cannot tolerate his antics and we get into
an argument.
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Thus, Radha’s experiences highlighted a mixture of different factors which
created barriers for her. The gendered division of roles is the most significant factor,
as the expectation of caregiving is placed on the mother along with her duties as the
sole income earner in the family. Therefore, the multiple responsibilities created
overwhelming stress, which then paved the way for marital problems. When a
mother does not receive adequate spousal support, she may experience severe
disabling barriers; the unequal social relations can significantly overburden mothers
like Radha, who may have multiple responsibilities. The limited upward social
mobility of some women was previously explained and Radha’s financial concerns
may be attributed to the same. These factors not only burden mothers, but they can

pose a barrier to obtaining resources and may push them towards deprivation.

Impairment in the family may create some restrictions for the
parents/guardians. Radha had explained that her husband had held a job previously
until the occurrence of an impairment. The husband may be prevented from
accessing paid employment opportunities due to the limited social accommodation
in the labour market for people with impairments. These barriers may also stem
from the unequal social interactions between people with impairments and people
without impairments, where some people (without impairments) with power may
impose barriers on people with impairments. These barriers may result in the
socially engendered undermining of their (people with impairments) psycho-
emotional well-being (Thomas, 1999). When the psycho-emotional well-being of
individuals with impairments is negatively affected, some may not want to take the
initiative to seek employment, and may feel socially isolated. Radha’s husband may
have also experienced some restrictions in relation to the impairment. These factors
may have resulted in the father resorting to alcohol as a stress buster. His alcoholism
had negatively affected the couple’s marital relationship and their roles as the
parents/guardians. The ‘impairment effects’ of the child is a factor which had
created some restrictions for the mother. Radha had noted some difficulty in looking
after her child and understanding her child’s needs, especially in some instances
when the child had displayed certain characteristics. However, the overlying factor
which determined her experiences were the unequal social interactions which
stemmed from the gendered division of roles. Radha may not have had time to

research and find centres/services which offered support that enhanced her
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understanding of the child’s needs. Although out of work, the husband did not
involve himself with the child (according to Radha) and the role of the primary
caregiver is shouldered by Radha. Thus, engaging in caregiving obligations and
work-related responsibilities can be overwhelming and create significant stresses

for the mother.

Praveena Kodoth and Mridul Eapen (2005) draw attention to the low gender
disparity in higher education, which is evidenced by an increasing number of
women graduates in general arts and sciences when compared to men. However,
Radha’s unsuccessful attempt at completing an undergraduate degree (according to
her) may indicate the possibility that women’s education is oriented towards
fostering ‘female domesticity’ (Kodoth & Eapen, 2005). Therefore, Radha may
have had difficulty finding opportunities to enhance social mobility. The
differences between meritorious and the caste-based reservations have generated
added discourses on educational inequality (Kodoth & Eapen, 2005). Some people
who had identified with the ‘general caste’ have argued against the idea of
reservations, which they insist have undermined the belief in equal citizenship in
the country (Kodoth & Eapen, 2005). Therefore, caste/tribe identity may have
affected Radha’s access to employment and education, thereby creating structural
barriers. Thus, this section has highlighted the influence of the gendered division of
labour as the primary underlying factor which affects the experiences of
parents/guardians. Unequal social interactions between parents/guardians can
create disabling barriers for mothers of autistic children and undermine their
psycho-emotional well-being. Impairment in the family and the caste/tribe identity
are also significant factors. Out of four mothers who were engaged in paid
employment, the experiences of Swaroopa and Radha (in particular) were detailed
in this section to provide a nuanced analysis of complex parental experiences and
to prevent any possible repetitions. The next section will analyse the experiences of
the grandmother of an autistic child and examine the barriers she had faced as the

primary guardian.

A grandmother’s perceptions

In this study, one participant, who was the grandmother of an autistic child,

was also his primary female guardian. Susan J. Kelley and colleagues (2011) draw
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attention to the roles and subsequent restrictions some grandparents may face when
raising grandchildren. Although some grandparents may take on the responsibility
of caregiving and remain committed, they may also be subjected to economic
barriers and the physical demands of parenting. Thresiamma (C/GC), is the
grandmother and primary guardian of her autistic grandson. A retired mathematics
teacher, Thresiamma’s family experienced the tragedy of her daughter in law’s (the
child’s mother) suicide. According to Thresiamma, her daughter-in law succumbed
to depression when the child did not show progressive changes from therapy as

suggested by the doctor:
She [daughter-in-law] was in denial; she was not willing to accept that her
son was autistic. The doctor had told her that after a period of three years,

the child would become normal and when that did not materialise, she
became disappointed. ..

The quote above highlights the deleterious effects of psycho-emotional
disablism and its impact on the family, especially mothers or female guardians. The
onus of caregiving responsibility is primarily placed on the mother and the growth
and development of the child (based on normative standards) is mainly attributed
to the competency of the mother. In this case, the mother could not bear raising an
autistic child in a society where some people place emphasis on academic
achievement and success in employment. Therefore, it led to the undermining of
the mother’s psycho-emotional well-being. In addition, after the mother passed
away, the primary caregiving responsibility for the child was placed on
Thresiamma, and she received some support from her husband (the child’s
grandfather). She mentioned the pressures and practical difficulties associated with
raising an autistic child:

| cannot replace a father or a mother; my physical problems do not permit

me to spend extended time with him (the child). Usually after five minutes,

| feel tired and as such, I cannot devote more time for him. He tends to repeat
certain habits like putting sand or anything that is on the floor in his mouth.

When | raise the cane, he feels afraid and stops doing the same. Sometimes,

when he is upset, he will throw plates, glasses and the chairs. When he is

asked to put back the plates, he will obey. However, | feel tensed and
stressed that he does not behave like a normal child.

115



Thresiamma expressed difficulties in managing certain ‘behavioural
patterns’ of the grandson, which included running away or eating anything off the
floor. During the interview, she did not overtly state that she physically chastised
the child with a cane; however, Thresiamma draws attention to her age-related
ailments and frustrations when indicating that a cane is used as a fear factor to stop
the child from engaging in repetitive actions. According to Carol Thomas (2004b),
the experiences of disabled people can be explored in relation to the effects of the
impairment, also known as ‘impairment effects’. Physical, sensory or intellectual
impairments may cause some restrictions in activity; however, these cannot be
categorized as disabilities. The grandmother faced some restrictions (from her own
ailments) and some restrictions caused by the impairments associated with autism.
The same factors created some restrictions for Thresiamma from effectively
performing caregiving duties and managing the different needs of the child. These
restrictions may have factored into the pressures experienced by Thresiamma as the
primary guardian of the child. In Thresiamma’s situation, the limited
accommodations for her grandson to express his feelings and the limited support
systems or coping mechanisms in place for the primary guardians may be the factors
which create disabling barriers. Therefore, the child’s impairments (repetitive
behaviour) cannot be classified as disabilities in the social relational sense.
However, the impairments associated with the child can become a marker for
disability (Thomas, 1999); impairments are bio-social and they are shaped by the

interaction of biological and social factors.

Thresiamma experiences pressures which stem from gendered norms and
divisions of labour. The norms which impose control over women and determine
their role as inferior to men are present in some families, social relations, textbooks,
media, and offices (Sultana, 2012). These norms, which are characteristic of the
historical experiences of women, can generate practices that may lead to the
voluntary acceptance of subordinate status among women (Sultana, 2012).
Thresiamma’s stressful experiences can be associated with gendered divisions of
labour where men are the breadwinners and women take care of the children and
the household. She had voluntarily accepted the caregiving obligations and believed
that the ideal situation will entail her son remarrying or finding a woman partner,

who is willing to accept and care for an autistic child. Thresiamma did not question

116



the role/responsibility of her son who stayed in another city for the majority of a

week away on business:
My role is to provide my grandson, all the support he needs to improve his
ability. Our freedom [Thresiamma and her husband’s] has been curtailed
and we have sacrificed our personal interests to take care of a child like this.
We used to travel, but not anymore and we are currently confined to this
house. If she [biological mother of the child] was alive, the child could’ve
definitely benefited and improved significantly- that is my belief. I think my
son [father of the child] remarrying can also make this situation better as the
child may get the support he needs. A second marriage will ensure that the

child receives better care. | pray that a supportive woman, who can accept
the child will come into our family.

The pressures placed on the grandmother are evident; however, not all
experiences posed barriers for her. Thresiamma’s caste/tribe identity may have
factored into her access to academic qualifications, employment and economic
resources. The economic resources may have enhanced Thresiamma’s access to
organizations in different cities in the State. She had stated that she was able to gain
access to different services across the State to meet her grandson’s needs. The
grandmother’s experiences of building networks with other parents/guardians of
autistic children may be attributed to her role as the primary caregiver (gender) and
her access to economic resources (in accessing organizations). Thresiamma had
stated the following:

| share acquaintances with the mothers of other autistic children. | have also

taken my grand-son for therapy to different institutions, including a 3-month

therapy at ICCONS in Thiruvananthapuram city [Thresiamma lived in
Kozhikode at the time of the interview].

Devika (2010) asserts that the gradual elimination of traditional caste-based
practices (increased oppression and restrictions as you go down the hierarchical
ladder) from the general public sphere may not be synonymous with the wholesale
erasure of such practices. In some instances, government provisions in relation to
education and employment may not equate to the end of some caste-based practices
which created disparities. Therefore, Thresiamma’s access to resources may be an
indicator of caste-based privileges, for someone identifying with the ‘general’ caste
category, that may still exist within the social fabric. Thus, the data highlights the
significance of gendered roles and access to resources as factors which influence
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the experiences of parents/guardians of autistic children. Caste/tribe status may also
be attributed as a factor. The gendered division of labour, however, appears to be
the most prominent factor affecting parental experiences. Thresiamma had stated
that the child’s mother, who was the primary caregiver, had succumbed to
depression when she did not see the expected ‘changes’ (‘normalcy’) as suggested
by the child’s paediatrician and committed suicide instead of facing the prospect of
raising an autistic child. The undermining of the mother’s psycho-emotional well-
being has resulted in the child losing his mother and placing the pressures of
caregiving on the shoulders of the grandmother. The fear of repercussions, unequal
interactions and the negative perceptions of raising an autistic child may have
impacted on the mother’s psycho-emotional well-being. Gendered norms in society
had placed the caregiving responsibility of the child on the grandmother after the
mother’s death. The father of the child continued in his role as the primary
breadwinner and his role is never brought into question. Unequal social interactions
have thus created disabling barriers for Thresiamma and her grandson. Age-related
physical ailments also posit constraints on the grandmother’s interaction with the
grandchild. The impairments associated with the child also create some restrictions
for the grandmother. Although Thresiamma is the primary caregiver, she explains
her limitations in caring for the child and states her inherent belief that a step-mother
can help the family by taking responsibility for caregiving obligations.

This chapter has so far identified the complex experiences of
parents/guardians of autistic children. Some experiences can be severely restricting,
while others may highlight the privilege experienced by some parents/guardians.
Some mothers may not receive any form of informal support and there is a need to
analyse such experiences. Therefore, the next section discusses and enhances an

understanding of the same.

The pressures faced by mothers with limited informal support

According to Vidya Bhushan Gupta and colleagues (2012), India is a
country with limited formal social support resources. In such a scenario, informal
support or support from family and friends become critical for some
parents/guardians of disabled children. Adequate social support can generate

positive experiences for some parents/guardians of disabled children. For instance,
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enhanced self-efficacy, lower levels of stress and marital well-being are attributed
to the availability of sufficient social resources (Robinson et al., 2015). The absence
of such support systems may generate stressful experiences for some
parents/guardians (Gupta et al., 2012). Malathy (H/OBC), a married mother of two
children (her younger son is autistic), was the primary caregiver for the son. A
Master’s degree holder, she was unemployed at the time of the interview. Malathy
expressed her difficulties and indicated the limited support available to her which
has in turn exacerbated her stresses:
My son received a delayed diagnosis because we had to focus on my
husband’s cancer treatment. Now that my husband’s cancer is under
remission, | am giving priority to my son’s needs. However, | get criticised
because | am unable to devote time for my mother who is unwell and placed
in the intensive care unit at the hospital. If | spend time at the hospital, my
son will lose grip on his studies and | will have to hear criticism for that as
well. As my son does not have any physical markers, people ask me, ‘why

can’t you be by your mother’s side at the hospital?’ | am in a dilemma; am
[ to tend to my mother or ensure my son’s upbringing?

Social norms may determine the lives of some. Pilcher and Whelehan (2017)
draw attention to feminist analyses which suggest that some norms have been
traditionally determined/developed by men to restrict women. The informal laws
and rules in society are different for both men and women, and in an andro-centric
or male dominated culture, some rules may favour men in comparison to women,
and these may result in disparities and double standards (Pilcher & Whelehan,
2017). Malathy was required to assume the role of the caregiver for both her son
and her ailing mother. When the husband had undergone treatment, she had to take
care of him then. Gendered norms are a factor which had influenced Malathy’s role
as the primary caregiver for her son and hindered her from seeking employment.
Malathy had identified pressures which arose from caregiving responsibilities and
her experiences of limited access to adequate economic and social resources. She
may be considered as an individual who may possess a ‘discreditable stigma’
(Goffman, 1963). According to her, the son’s attributes are not visible to the general
public, but they are made visible only when he displayed certain actions. Therefore,
the mother is considered discreditable due to experiencing courtesy stigma which

stems from her association with her autistic son.
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In some instances, in India, women are disproportionately engaged in
domestic/unpaid labour due to being the primary caregiver for the children and
elders in the family (Kabeer, 2015). Some men are exempt from such
responsibilities, leaving the women without sufficient time to engage in
employment and earn an income, thereby increasing their dependency on the
income generated by men. Naila Kabeer (2015) insists that women who identify
with some socially marginalised groups like the ‘backward caste’ community
(which includes the ‘other backward classes’/OBC) are not only involved in unpaid
or underpaid activities, but are also exposed to exploitative working conditions.
Thresia (2014) had mentioned that some women are engaged primarily in less
intensive work with limited decision-making roles in the household. An increasing
number of women who fall into the ‘scheduled caste’, ‘scheduled tribe’ and the

‘other backward classes’ may face exclusion and severe inequities (Thresia, 2014).

Malathy’s gender and her association with a caste/tribe may have enabled
access to further educational (governmental provisions in education resulting in the
attainment of a Master’s degree) opportunities. However, factors like gendered the
division of labour, may have influenced her decision to become the primary
caregiver and not seek further employment opportunities. The responsibilities at
home may have factored into her difficulties in seeking employment opportunities,
thereby limiting her access to economic, social and cultural resources. Malathy may
have sought domestic help if she held adequate economic resources. This may have

also given her more time to spend with both the child and her mother.

Nidhi Singal (2011) highlights the World Bank’s (2005) concept of the
relationship between disability and poverty which increases the possibility of
disabled individuals and their families remaining in the ‘inequality trap’. The direct
health-related costs and the limited engagement of some mothers in paid
employment may create pressures and generate poverty. Malathy’s experiences are
indicative of the family’s continued travails in the ‘inequality trap’. This shows that
some mothers continue to experience deprivation and pressures imposed on them

by patriarchal norms and the limited availability of informal social support.

Rebecca Giallo and colleagues (2011) cite high levels of fatigue among
some mothers who may indicate the need for significant social support. Some

parents/guardians with limited informal social resources may experience increased
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physical difficulties, including fatigue, when compared to some parents/guardians
with adequate informal support systems (Giallo et al., 2011). The presence of
another family member in the household may not always equate to sufficient
emotional or practical support for parents/guardians (Muir & Strnadova, 2014). For
instance, grandparents may endure age-related physical impairments which can
prevent them from supporting the parents/guardians of autistic children. Thus, the
mere presence or existence of informal social support may not result in adequate
support for the parents/guardians. The availability of support, and the amount of
support which can be provided by these social resources, are also factors (Muir &
Strnadova, 2014).

Pushpa (H/OBC), a single mother of two disabled children (her elder
daughter was diagnosed as autistic, while the younger son who had a physical
impairment, was diagnosed with learning impairments), who lived in Kozhikode,
shared her pressures which arose from raising her children and the lack of adequate
informal support in her life:

My mother [grandmother] is not well and I also have to look after her [along

with her two disabled children]. My mother cannot physically take care of

my children due to her ailments and | am in a difficult situation as | do not
have any other support.

The role as the sole caregiver for two disabled children and an ageing
grandmother had created severe pressures for Pushpa. According to her, the family
survived primarily on the donations from other parents/guardians of disabled
children at her children’s school. Pushpa cited the unequal social interactions
between the ex-husband and herself, which had created disabling barriers and
negatively impacted on her psycho-emotional well-being:

My ex-husband would get angry saying that | am more devoted to my

children than towards him. He stated the same as one reason for abandoning

my children and 1. He also used to get agitated when he saw my children
displaying certain characteristics and would constantly quarrel by
highlighting their impairments. Now he has nothing to worry- he has no
responsibilities, does not need to assume his role as the father and is well

taken care of by his new wife. I am under pressure because | cannot go
anywhere and there is no one to look after us.

121



Patriarchal norms imbibed by the husband and the caregiving obligations
placed on Pushpa resulted in the husband abandoning the family and increasing the
stressful situations faced by the mother. The unequal interactions between the
parents/guardians have undermined Pushpa’s psycho-emotional well-being and
created disabling barriers which confined the family to a cycle of deprivation. Aside
from these factors, Pushpa, whose schooling was only up to the 8™ standard, may
have faced restrictions in relation to employment opportunities due to her low
academic qualifications and caste/tribe affiliation. Governmental provisions and its
benefits have helped some individuals from certain caste/tribe affiliations (Jangir,
2013). Specifically, reservations have enhanced the access to education and
employment for some people identifying with the ‘other backward classes’ (OBC),
‘scheduled castes’ (SC) and ‘scheduled tribe” (ST). While efforts have been taken
to ensure the equitable distribution of opportunities, inequalities and unfairness
faced by people in the aforementioned categories have persisted (Jangir, 2013). M.
Rajivliochan (2019) too, has shared similar concerns by primarily associating the
empowerment and upliftment of people identifying with the aforementioned
categories to individual effort rather than governmental reservations. Therefore,
Pushpa’s caste/tribe status may be a factor which had reduced her access to social,

economic and cultural resources.

‘Impairment effects’ may have played a role in adding to Pushpa’s stresses.
According to her, there had been instances when the autistic daughter ran out of the
house towards the road and physically harmed/hit her disabled brother. These
impairments have created some restrictions for Pushpa who, without adequate
social support, has found it difficult to manage multiple responsibilities. These
pressures had prompted Pushpa to tie her daughter with a rope on the front porch
(on a few occasions according to her) and also administer medicine without the
doctor’s prescription (although she had insisted that she stopped giving medicines
after the doctor’s warning) in the hope that it would reduce the daughter’s
‘behaviours’. Pushpa stated the following:

| tied her [daughter] to one side in the front area. She becomes irritable, and

I feel tensed. I was also giving her tablets without the doctor’s prescription

and | was warned [by the doctor] that doing so can affect my daughter’s

liver. I was also told that it is an offence, so | have stopped. I told the doctor
that | feel stressed when she is restless and goes out of control.
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The unequal social interactions which led to the ex-husband’s abandonment
of the family, the absence of informal social support, and the pressures of raising
an autistic child on a daily basis, had increased Pushpa’s stresses so much that she
had to tie her daughter (sometimes) as a desperate measure to manage the household
by herself. Abject poverty and affiliation with the ‘backward caste’ community
(including the OBCs) are interlinked (in some instances), and some people who may
live through these experiences are focused primarily on daily survival (Gupta &
Singhal, 2005). For Pushpa, daily survival itself was difficult due to the presence of

different factors.

Thus, unequal social interactions, the gendered division of roles and
responsibilities form the basis of Pushpa’s pressures. Malathy’s and Pushpa’s
experiences show that gendered norms can lead to unequal social interactions,
which can in turn create disabling barriers for some mothers. Impairment effects
may create some restrictions, but disabling barriers are created when the mother is
subjected to unequal interactions which undermine their psycho-emotional well-
being. When mothers do not have adequate support systems, they may endure
pressures and some may experience stressful situations like poverty. This not only
affects their well-being, but also their physical health and safety. Thus, access to
adequate support systems is paramount; however, it is also important to explore
more closely the spousal support received by some mothers. Therefore, the next
section enhances an understanding of the perceptions of mothers with adequate

spousal support.

Spousal support and mothers’ experiences

Spousal support is imperative to stable psycho-emotional well-being; it
facilitates the balancing of work and family lives for individuals (Aydogan &
Kizildag, 2017). Spousal support is associated with low feelings of
isolation/depression and increased harmony between parents/guardians, which may
benefit the development of the child (Aydogan & Kizildag, 2017). Ambika
(H/OBC), who is the primary caregiver for her autistic daughter, expressed her
contentment with the support she received at home:

My husband and | share the caregiving responsibilities; | take care of her
[daughter’s] personal needs, while my husband provides emotional support.
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| feel that my daughter is closer to him because he engages in fun activities
which she enjoys. He spends quality time with her and supports me in
everything. My daughter is also attached to the grandparents, and | feel safe
enough to leave her under their care. Everyone involves her in family
activities.

Manju (H/OBC), a Master’s degree holder, had remained unemployed by
choice (according to her) to care for her autistic daughter. She credited her
husband’s support and involvement as factors which had enabled her to spend
adequate time focusing on her daughter’s daily needs. Cohesion and cooperation
between parents can ensure that caregiving tasks are equally shared (Ganjiwale et
al., 2016). Sharing responsibilities and stresses may increase the quality of support
for the child and reduce occurrences of burnout (Aydogan & Kizildag, 2017).
Manju explained that the support offered by the husband is crucial for the child’s

upbringing and helped her cope better with negative feelings:

My husband is very supportive and that is why | can fully focus on my
child’s needs. He manages everything else and his unwavering support is
the reason why | could help my daughter develop to an extent so far. When
she is required to practice activities learnt at school in our home, my
husband sits with her to help and monitor her progress. He also plays with
her during play-time. My husband is very strict and if | get too frustrated, |
ask him to intervene.

While Manju’s and Ambika’s experiences of spousal support are positive,
Rakhi (H/OBC) shared her stresses even though she had stated that she received
support from her husband. Rakhi, who lived in Kochi, was the sole income earner
in her family and lived with her autistic son and husband who had an epilepsy
diagnosis. When she went to work, her husband took over the caregiving duties of
the child. She said:

| have to leave the house by eight in the morning, so before | leave, | brush

my son’s teeth and give him food. Then my husband gets him ready for
school. When | go to work, my husband takes care of all his needs.

In a South Asian country like India, some individuals who experience poor
living conditions may find it difficult to meet their daily needs. Public provisions
and healthcare support which are in place may not adequately meet the needs of the

entire population (Vera-Sanso, 2012). Those who experience poverty may barely
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meet their daily needs. Rakhi, who held a Bachelor’s degree qualification
(mentioned by her), explained her employment history which was characterised by
working odd, menial jobs for the family’s sustenance. According to Rakhi, the
husband had received medical advice from the doctor to refrain from employment
for the foreseeable future. The impairment effects associated with the child and the
impairment of the husband had created some restrictions for Rakhi and increased
her stresses:
My husband was working, but he had two bad epileptic bouts. He has
stopped going to work on the doctor’s recommendation who had warned us
that it should not repeat. |1 have not told my husband the complete details
regarding our son’s autism diagnosis, because he [husband] is already sick
and | do not want to compound on his stresses. | am stressed when | think
of both my child’s and my husband’s respective situations. My son can be

very restless when we go out and we have to get back quick as his
restlessness can be troublesome.

The impairments associated with the child and the husband had created
some restrictions for the mother. She had to earn for the family and may not have
been able to offer caregiving support to her husband every time. The husband’s
impairments may have created some restrictions which impacted on his role in
raising the child. The child’s impairments had created some restrictions for the
mother, who may not have been able to tend to the child in some instances when
she experienced physical fatigue. Rakhi also indicated her fear that the husband may
not be able to withstand the pressure if he is made aware of the intricate details of
the child’s autism diagnosis. Parents/guardians have to raise their children in a
society where some individuals with impairments are devalued. Social interactions
which may subject some parents/guardians to hurtful comments or reactions of
others can undermine their psycho-emotional well-being (Cologon, 2016). For
instance, Rakhi had stated her concerns about spending a long time at social
functions due to the possible perceptions of others regarding the child’s actions.
Disability, thus, occurs when people with impairments face exclusionary practices
in a society which is not suited to the needs of people who are deemed different

from the social norm (Cologon, 2016).

125



Poverty is another factor which had created stresses for Rakhi. However,
she had maintained that she provided her son with the best resources within her
parameters:

| am providing whatever | can for my son within my boundaries/limitations,
as best as | can. So, | do not think that money is everything.

Some parents/guardians and disabled children live within constrained
financial circumstances and may endure restrictions in meeting the related costs of
services and accommodations, which is estimated to be three times more when
compared to non-disabled children (Sloper & Beresford, 2006). Rakhi had support
from her husband, but she was ultimately the caregiver for both the child and the
husband. Irrespective of her academic qualifications, Rakhi had faced barriers in
finding employment. Therefore, to meet the needs of the family on a daily basis,
she had worked in different jobs. The gendered obligation of caring for the disabled
members of the family had put significant pressure on Rakhi to ensure the daily
survival of the family. The lack of adequate economic resources from other sources
within the family had created intense pressures for Rakhi to sustain the family and
meet the needs of all the members. Her gendered role as the primary caregiver,
poverty, and impairment in the family had created some pressures, which affected

the stability of the family.

Thus, mothers endure wide-ranging experiences, some which may privilege
them, while others can be stressful and create barriers for them. Gendered norms
and the division of labour that are engrained in the social fabric significantly
influence the perceptions of mothers. Unequal social interactions within the family
may undermine their psycho-emotional well-being. Some mothers imbibe
patriarchal norms and leave their commitments to take care of the child. The
experiences of some mothers can be linked to their caste/tribe status and access to
resources. However, the data provides clear evidence of gendered roles as a
significant factor in their experiences. The next section analyses the perceptions of

fathers of autistic children, their role and the privileges or stresses they may endure.
FATHERHOOD AND AUTISM

The economic and social pressures create a platform for ‘divide and

conquer’, where mothers assume the role as the primary caregiver and involve

126



themselves in the child’s medical, educational and disability programming needs,
while fathers are tasked with earning income to pay for the family needs and ‘non-
publicly funded disability programming and services’ (Lien et al., 2020). Kevin
Lien and colleagues (2020) highlight the shift in the economy of some minority
world nations (including Canada and the UK) from manufacturing to a knowledge-
based economy which has had an impact on the job stability in male-dominated
societies. Some men’s levels of education, earnings and employment have reduced,
while there has been an increasing trend in the same among some women. This has
affected some fathers of autistic children, who are required to juggle both work and
family-related responsibilities; for instance, fathers have to ensure access to
healthcare, education and social support for their children in a restrictive society
(Lien et al., 2020).

In Keralan society, the changing role of fathers in child ‘rearing’ has been
documented in previous research which draws attention to the increased practical
and emotional support provided by them (Nair et al., 2007). The data generated
showed that the majority of the fathers who were involved not only cared for their
child, but actively provided the necessary support to their wives/partners. When the
wives/mothers were overwhelmed, fathers were present to provide psycho-
emotional support. Anoop (H/OBC), an MBA graduate was focused on supporting
his wife and two children (their elder daughter is autistic). He had stated that he
resigned from a senior level position at a firm to focus more on his daughter’s needs.
The commitment of Anoop toward his family, and the willingness to provide
practical and emotional support to his daughter, are evident in his words:

| left my job to come back to Kochi, Kerala for my daughter and now, |

primarily work from home. The relationship with my wife remains steady

and when there are stressful instances, | try to comfort her. Sometimes, | too
feel overwhelmed, but I have to remain strong as no one else will support
us. | am very involved; for instance, | drop my daughter off to school, pick
her up at the end of the day, and take her to therapy sessions. My wife should
feel that the load is being shared; | also help her with the dishes when she is
tired. | know that my wife needs a break sometimes from caregiving duties,

so | encourage her to let off steam- by spending time with her friends or
engaging in any activity of her interest.

Anoop’s dedication to his wife and daughter was clear; he had indicated that

he could identify the pressures shouldered by his wife. The active caregiving role
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he undertook may be a factor in eliminating the pressures faced by his wife.
Anoop’s case may show that in some instances, fathers of autistic children share
child-rearing duties and offer support to the mothers, thereby balancing duties and
reducing stressful situations for the family. When the role of the father is limited,
they may endure additional stress and limited confidence (Mitchell & Lashewicz,
2019). Anoop’s experiences highlight his strength and importance in maintaining
the family’s stable psycho-emotional well-being. His experiences also show
balanced social interactions within the family and between couples, which can
reduce or eliminate psycho-emotional disablism which may arise from unequal

social interactions.

The changes in the gender-based division of roles in an urban area can be
attributed as a factor in the increased involvement of the father in caregiving duties.
However, other influences like caste/tribe status may have played an influential role
in terms of education and employment. Anoop’s affiliation with the OBC
community may have enhanced his access to governmental provisions. Some
‘upwardly mobile’ OBCs may possess economic (land and property) and political
power (Gudavarthy, 2012). There are some ‘middle level’ OBCs who are among
the dominant castes, while the ‘peasant castes’ situated mainly in rural areas are
also gradually improving their educational status. The ‘anti-Brahmin’ (some
Brahmins are traditionally categorized as ‘General Castes’ or ‘Forward Castes’)
movements in the early 20" century were crucial for the OBCs in South India to
gain reservations in higher education and employment (Gudavarthy, 2012). An
increasing number of people who identify with the OBC caste group hold
professional jobs, are well versed in English and enjoy urban lifestyles. The
privilege Anoop may have experienced can be attributed to his caste/tribe status,
which may have in turn reduced his pressures. Anoop had drawn attention to his
financial security and background when he stated the following:

| am giving her the best of resources and she is accessing services from an

esteemed educational institution here. We try different avenues of

services/resources to ensure our daughter’s well-being. My wife and |
discuss how lucky we are to have the resources to support our daughter. |
do not need governmental provisions because | do not need them

[provisions] to take care of my daughter. The government should set up

services that caters more toward people from a lower socio-economic

background. When | am paying an ‘X’ amount from my salary, others may
be paying a huge chunk from their monthly income.
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Anoop shared his experiences of financial security which have had an
influence on the reduced pressures faced by him. However, unlike Anoop, some
fathers who may not have access to adequate economic resources may experience
barriers. Gangadharan (H/OBC), the sole caregiver for his autistic son and the sole
income earner in the family, shared concerns regarding his family’s well-being.
According to Gangadharan, the pressures experienced by him were overwhelming;
the multiple responsibilities have made him struggle to ensure the financial stability
of the family:

| spend the entire time with my son and I do not have time to go out to work

every day. Ever since my son was born, she[wife] has been in a difficult

state of mind and cannot look after my children. She is facing psychological
problems, but we are trying to bring her back. I cannot move forward
without earning adequate income to take care of my family. | have to think

about my younger son [non-autistic] as well. If I had more money, my son
could have accessed better clinical treatments.

There is disparity in terms of employment and this disparity is said to be
higher for individuals who identify with the OBC community, in comparison to
those who identify with the SC and ST categories. The reasons cited draw attention
to an increase in the number of people with educational qualifications in the ‘general
caste” and OBC category and job reservations (which may lead to increased
competition for jobs) beneficial to those who identify with the OBCs, SCs and STs
(Bairagya, 2015). Changes in gendered roles and the increased competition for jobs
may have factored into Gangadharan’s limited access to resources and
opportunities. G. C. Pal (2011) further asserts the correlation between disability and
poverty- the economic costs that are entailed (accommodations, therapy and other
services) can accentuate poverty. The presence of a disabled family member can
increase stresses and poverty, and may exacerbate psychological difficulties,

contributing to a dysfunctional social environment for children.

Impairment effects is another factor which had influenced Gangadharan’s
experience:
We did not have a gate or a compound and the child would barge outside

and run away. Sometimes, he would take off without any clothes and it has
been stressful.
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Thus, Gangadharan struggled to move forward in life; the changing
gendered role which influences the experiences of some men, highlighted his role
as the primary caregiver for the child. However, the child’s autism diagnosis has
had a negative impact on the mother’s well-being (according to the father). The
mother experienced psychological problems from raising an autistic child; the
perceived discrimination and possible negative reactions which question the role of
the mother may have undermined the psycho-emotional well-being of
Gangadharan’s wife. These factors may have created disabling barriers which
impacted on the well-being of the family. Gendered norms in society place
responsibility on women to raise ‘well-mannered’ children. The mother’s denial of
the diagnosis and detachment from the child had placed pressures on Gangadharan
who had to limit his engagement in paid employment to care for his son. Runswick-
Cole and Ryan (2019) have emphasised the exclusion faced by some mothers of
disabled children in relation to employment and the view of disabled children as a
burden to society. Some mothers faced isolation due to the widespread perception
that they are responsible for giving birth to children who pose a ‘burden’ to others.
The demands of care, and continued limited access to affordable services, may
result in some mothers having to weave through complex social barriers to ensure
service for their children (Runswick-Cole & Ryan, 2019). When overwhelmed,
mothers can experience strains on their physical and mental health. Thus, the fear
of unequal social interactions had disabled Gangadharan’s wife, thereby reducing
her role and adding pressures on him. The psycho-emotional disablism experienced
by the wife had led to Gangadharan experiencing disabling barriers. Gangadharan
had also faced some restrictions in relation to the impairments associated with
autism. The onus of juxtaposing multiple roles had contributed to his stresses and
when the child engaged in an action which may be characteristic of impairments
associated with autism, Gangadharan found it difficult to keep his son out of harm’s
way. Anoop’s and Gangadharan’s differing experiences also provide evidence that
even if one group may have faced oppression historically, both privilege and
marginalisation exist among people within a group (Erevelles & Minear, 2011, p.
99). Anoop and Gangadharan have contrasting experiences, but they are both
heavily involved in child-rearing responsibilities. The next section will enhance the

understanding of a father who is not involved with his children.
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An uninvolved father and his perceptions

There are some exceptions among fathers of autistic children; some may not
have any involvement in their children’s lives. Some fathers imbibe a gendered
division of roles which deems mothers as the primary caregivers for disabled
children (Chakravarti, 2008). Benny (C/OBC), a rice mill loader, lived with his
ageing parents. After his wife passed away [less than a year before the interview,
according to Benny], the father placed his autistic daughter in an orphanage, while
his younger daughter was being raised by his elder sister. Benny’s responses
suggested gendered notions which idealised men as the breadwinners, while women
were required to manage the household, take care of the children and the elders
(Sukhramani & Verma, 2013):

My mother cannot do it [look after the child] and my wife is also not there

[passed away]. | have to go do my job to get income and as such, | have put

her in an institution [orphanage]. Both my daughters would be here at home
if my wife were alive.

Unequal interactions between couples, patriarchal notions and attitudes
were evident in Benny’s experiences. The caste/tribe status (which may influence
access to resources) and ‘impairment effects’ may have also played an influential
role. Benny’s identification with the OBC category may have limited his access to
resources/opportunities to pursue college education and seek employment, despite
governmental reservations (the previous section had also cited increased
competition in employment and reduced spaces due to reservation). The limited
economic resources may force some people to find employment for their daily
survival. As a result, they may not be able to focus on child-rearing duties, which
may in turn affect their daily involvement with the child. Benny’s reaction may
have arisen from the lack of access to adequate economic resources and reduced
opportunities to build parent networks and gain access to educational/informational

material on autism and related services.

Article 15(4) of the Indian Constitution, which determines the authority of
the government to make special provisions for people identifying with the
‘scheduled castes’, ‘scheduled tribes’ and OBCs, does not define the term ‘socially
and educationally backward classes’ nor does it state any specific criteria for

determining the category (Laskar, 2010). Benny’s limited access to
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educational/institutional resources and the subsequent financial stringency (from
facing employment barriers) may stem from the lack of clarity on the constitutional
definition of the OBC category, which may have affected the comprehensive

implementation of reservation policies.

However, the gendered division of labour is very influential and may have
led to unequal social interactions within the household. Benny did not assume his
responsibilities as a father even after his wife’s passing. Benny did not see himself

engaging in the child-rearing role and placed his daughter(s) away from home.
SUMMARY

This chapter has argued that the gendered division of roles and patriarchal
attitudes are the most significant factors which influence the experiences of
parents/guardians. Mothers of autistic children are expected to occupy the role of
the primary caregiver and they are required to leave other commitments to care for
the child. Unequal social interactions were identified in the experiences of the
majority of the mothers and female guardians. For instance, mothers/female
guardians are required to take care of household work and also care for the autistic
child. Some mothers were so accustomed to the role that they did not question it,
even when they endured pressures. Some mothers were exposed to disabling
barriers which arose from the undermining of their psycho-emotional well-being,
creating psycho-emotional disablism. The majority of the fathers, albeit a small
number, were actively involved in their children’s lives. Others insisted that they
had limited involvement in terms of caregiving. Among the fathers who were
involved, their wives/partners were subjected to intense pressures as the mothers of
autistic children. For instance, Gangadharan had mentioned that his wife, who was
yet to accept the son’s diagnosis, was undergoing severe psychological problems.
In this case the mother felt significant pressures in relation to the caregiving role.

Fathers who were involved actively cared for their wives and children.

Some parents/guardians felt that quality services could only be obtained
with adequate economic resources. Some mothers indicated pressures arising from
the cost of such services and how these pressures could impact on their financial
security in the future. Some mothers had left their jobs to relocate and take care of

their children, while ensuring access to services for the child. The financial security
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of the family was a cause for concern among some fathers as well. One father in
particular shared his concern by drawing attention to his lack of funds which arose
from the father not being able to work due to his responsibilities as the primary
caregiver for the child. Impairments associated with the child and impairments
among members in the family created some restrictions, and these add to the
pressures faced by some parents/guardians. When the child engaged in an autistic
‘behavioural pattern’ considered to be ‘difficult’, the parent/guardian had found it
challenging in terms of understanding the child’s needs. The occurrence of an
impairment among a parent/guardian had created some restrictions in finding
employment and also reduced the time spent to support the family by engaging in

caregiving obligations.

The access to resources (economic, social and cultural) and caste/tribe
identity too, have influenced the perceptions of some parents/guardians. The
experiences show that there are differences in terms of lifestyles, well-being and
access to services for the children, not only between people from different social
groups, but also within the groups. Although created to bring about equity and
equality among all citizens, the ‘reservation’ policies based on caste identity may
require additional modifications to comprehend and solve major concerns. The
interplay of gender, access to resources and caste identity can combine to create a
complex web of experiences where some experience significant barriers, while
others enjoy more privilege in accessing resources. Religion has not been identified
as a factor which influenced the experiences of parents/guardians. Regardless of
social situation, parents showed their resiliency by seeking platforms to enhance the
safety and well-being of their children.
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CHAPTER 6: THE IMPACT OF STIGMA ON THE
EXPERIENCES OF PARENTS/GUARDIANS

INTRODUCTION

This chapter explores the influence of stigma on the experiences of
parents/guardians of autistic children. Parents/guardians may be subjected to
different types of stigmatised experiences, and this chapter intends to uncover their
perceptions and analyse the factors which may increase their vulnerability towards
perceived feelings of stigma and the enacted or direct negative reactions of others.
The internalisation of the pressures associated with parenting an autistic child and
the direct reactions of others may affect the psycho-emotional well-being of some
parents/guardians. These factors may restrict social interaction and the family’s
participation in social activities. Some parents/guardians are increasingly prone to
blame by their respective partners, family members and others in society. The
gendered division of roles, caregiving duties, social norms, changes in family
structure and the occurrence of an impairment can be identified as factors which
may subject some parents/guardians to direct discrimination. Irrespective of the
disabling barriers and restrictions related to impairments faced by some
parents/guardians, the majority of the participants shared their perseverance and
determination to protect their child and maintain the family’s stability. However,
some parents/guardians expressed low perceptions about their children. Enhanced
awareness and increased involvement can bring about a broader understanding of
autism and the child’s characteristics. Thus, this chapter draws heavily from the
perceptions of parents/guardians and analyses the influence of stigma and the
disabling barriers they face as the primary caregivers for autistic children. It begins
with an in-depth analysis of perceived or felt stigma and how it may be internalised
by some parents/guardians, thereby creating adverse effects on their well-being.
The chapter explores the direct discrimination faced by both mothers and fathers. It
also provides an understanding of parents’ role as protectors and stigma coaches.
By doing so, this section aims to provide a comprehensive understanding of parental

experiences in relation to the concept of stigma.
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FELT STIGMA, INTERNALISED OPPRESSION AND
PARENTAL PERCEPTIONS

Erving Goffman (1963) draws attention to the perceived inferiority among
some individuals who may possess an attribute which is considered to fall outside
the social norm. The individual may feel ashamed to own this attribute and may feel
insecure during interactions with others. Even before social interactions take place,
the individual with a particular attribute may be unsure of others’ reactions (toward
them), which can in turn affect their emotional well-being. Parents/guardians of
autistic children are affected by ‘felt’ or ‘perceived’ stigma because of their
affiliation with the children (Gray, 2002). Timothy Broady and colleagues (2015)
highlight the concept of ‘felt” stigma which is more widespread and creates greater
distress than ‘enacted’ stigma. Felt stigma can create immense pressures on
individuals, including parents/guardians, who put in strenuous efforts to reduce
experiencing feelings of stigma (Broady et al., 2015). The perceived fear of
experiencing negative reactions and embarrassment may lead some
parents/guardians to withdraw from social situations. Doing so may result in fewer
opportunities for their children to interact with others. Anil (H/GC), an MBBS
(please refer to the ‘list of abbreviations’ table) degree holder, qualified psychiatrist
and the father of an autistic boy, explained his stresses in handling societal pressure.
He indicated his concerns when mentioning that he had, on a previous occasion,
restricted the child’s participation in social functions:

| remember, at a wedding party, when all the other children present were

running around and enjoying themselves, | held onto him [son], probably

because | thought he could fall down or people may notice him jumping

unnecessarily. I may be more active, but my wife [who is also employed]
exposes him to more social situations than | do. | tend to restrict him more.

Anil’s response suggested his internalisation of perceived oppression which
had impacted his psycho-emotional well-being. Some individuals hold the fear of
potential negative reactions from others if they are perceived to fail in leading a life
determined by social norms as ‘normal’ (Gray, 2002). Unequal social interactions
can disrupt the notion of ‘normalcy’ projected by a family. Anil faced barriers
which arose from internalising the perceived stigma. The fear of potential unequal

social interactions made him uncomfortable to engage socially with others. Anil’s
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internal barriers had affected him so much that the social participation of the child

was adversely affected. Anil indicated that he held feelings of low self-esteem and

limited confidence when he stated the following:
| am not particularly nervous to take my son outside, but I am uncomfortable
with certain questions people ask. For instance, some have asked me
questions such as, ‘Why is your son not speaking?’- | do not like these types
of questions. I am also worried about people’s reactions when I try to
implement some techniques to help my son. When | was helping him learn
sign language, some have asked- ‘Why are you teaching him sign language?

Is he deaf or dumb?’ | feel pressured and worried about what people may
think.

Courtesy stigma associated with parenting an autistic child creates some
barriers. Some Indian parents/guardians attach great importance to their children’s
success in personal and professional spheres. Rajalakshmi Sriram and Gurprit Kaur
Sandhu (2012) state that fathering in India entails the fulfilment of multiple roles,
including that of the provider, guide, mentor, and nurturer. In Hindu culture
(specifically), one aspect of ‘Sanskar’ or values imbibed from childhood
necessitates the ‘purification’ of an individual, enrichment of their values and
making up for their ‘deficiencies’, which may increase their value and contribution
to society (Sriram & Sandhu, 2012). Achieving a social status is imperative among
some families in India. Some autistic individuals and their parents/guardians may
struggle to attain acceptance and fit in with social norms. When individuals are
perceived to veer away from the social norm, they may be overlooked and
undervalued. This may subject some parents/guardians like Anil to extreme stresses
in order to ensure that their child fits in with the norm or continue facing negative

reactions of family members or others in society.

The Indian education system is highly competitive; the child population
continues to increase and there are only a limited number of reputed academic
institutions to accommodate them (Deb et al., 2015). From a young age, some
children (and their parents/guardians) experience intense competition in relation to
admission to an esteemed educational institution and the child’s subsequent
promotions to higher grade levels. Some parents/guardians too, place pressures on
children to compete and succeed because of the nature of competitiveness in

obtaining admissions. Future unemployability worries and parents’ aspirations of
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fulfilling their own unfulfilled dreams generates increased competitiveness (Deb et
al., 2015). In academia, the primary emphasis is placed on evaluations via written
examinations, and memorising capacity, which can take the focus away from other
areas of development/comprehension for the child (Johansson, 2015). For an
autistic child, the prevalent systems may not be adequate enough to enhance their
socialization within the classroom setting. Parents/guardians are thus pressurised to
increase the child’s adaptiveness or face negative reactions, which may in turn

adversely impact on their psycho-emotional well-being.

Anil had expressed his hopes before his son received a formal clinical
diagnosis; he wished that his child would be diagnosed as a ‘high-functioning’
autistic. He indicated disappointment (that his son was diagnosed as ‘moderately
autistic’) and expressed his preference for a ‘normal’ child. Anil shared his
discomfort of extended social interactions with others:

When | hear parents of non-autistic children speaking about their child’s

academic and extra-curricular achievements, | feel disappointed and

uncomfortable. Therefore, | do not interact much with others. I cannot speak
about his[son’s] achievements because he does not have many. | had hoped
that he would be diagnosed with high-functioning autism because his

intelligence and social reciprocation has always been adequate. | do not like
to speak about it much, even if I am open when asked questions.

Anil had internalised the negative feelings pertaining to raising an autistic
child and the social interactions with others. The above quote shows his perceived
fear of unequal social interactions. These fears have adversely affected his psycho-
emotional well-being. Anil also stated that he felt uncomfortable speaking about his
child and disclosing to others about the autism school attended by his child. Graham
Scambler (2020) associates the aforementioned feelings to territorial stigma or
places marked by shame; some parents/guardians who access these places may be
blamed and shamed for creating their own distressing situation. Anil had expressed

his difficulty and clearly indicated feelings of shame when he stated the following:

When people interact with us, | have great difficulty to tell them the name
of the school he [son] is currently attending because | do not want it to
become awkward.
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Anil’s response here, is yet again indicative of his experiences of ‘felt’
stigma. He made no mention of facing structural barriers and the same can be
attributed to his educational qualifications, employment and social connections.
The access to these resources may have minimised his experiences of structural
barriers. Some individuals may use their access to resources to maintain their social
status (Waterfield & Whelan, 2017). Economic, social and cultural resources are
factors which affect individuals’ choices and socially ingrained habits. Anil used
his resources to choose services deemed appropriate (by him) for his son. He
explained that the path toward finding adequate services for his son had been
straightforward:

I did not have to run around as I am part of the ‘medical circle’ [he is a

registered psychiatrist]. I went to the focused places; | know these places

and the professionals who work there. The money matter is also not an issue;
my wife and | are both employed and therefore services are affordable.

Anil’s perceptions are thus testament to the adverse social and emotional
outcomes experienced by some parents/guardians of autistic children. The access to
adequate resources is a factor which may have mitigated barriers. The socio-cultural
environment (which gives prominence to academic competitiveness), and norms
which place expectations on parents/guardians to control their child’s behaviours,
create pressures for them (Hurley-Hanson et al., 2020). Anil was susceptible to
unequal social interactions which had undermined his psycho-emotional well-
being. However, mothers are more prone (in some instances) to experiencing
pressures and the negative impacts of stigma. Previous research has drawn attention
to mothers and their increasing susceptibility to the deleterious effects of stigma in
comparison to the fathers (Lilley, 2013). The child-rearing responsibilities
primarily shouldered by the mother (which includes pressures to present their
family as ‘normal’) is cited among the reasons for their increased vulnerability
towards experiencing feelings of stigma (Gill & Liamputtong, 2011). Suvitha
(H/GC) explained her stresses and insisted on using a selective disclosure strategy
to share her son’s autism diagnosis with only a few chosen people:

Some people, with whom, | have not had any communication for many

years, have suddenly developed an interest in my son’s situation. You need

solid emotional strength to withstand the pressure arising from people’s
curiosity. Our current neighbours however, are not nosy and this helps to
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reduce my stresses. | am also choosy about my friends and social circle- |
only make friendships with people with whom | can be comfortable.

Mothers face added pressure as they are required by social norms to take on
the ‘warrior-hero’ persona. When some mothers experience difficulties in
embodying such a persona, they may be subjected to stigmatising reactions. Aside
from the physical workload of raising a disabled child, an increasing number of
mothers tend to imbibe stresses and are emotionally, deeply affected in comparison
to the fathers (Gray, 2002; Van Patten-Walsh, 2013). Suvitha, who is the primary
caregiver for her son, described internalised feelings of shame and denial which
undermined her psycho-emotional well-being and restricted her (during social
interactions) from stating that her son had an autism diagnosis:

At the moment, | am not mentally prepared to say that he [son] is autistic; |

will wait for a period of two years and by that time, | have hope that he can

transition into a normal school setting. If there is no substantial change after

two years, | may openly say that he is autistic. By then, | would have
developed the boldness to say so.

Some mothers are placed under the observation of society to monitor
whether they raise children in line with the social norm. Autistic children may be
deemed as social problems and mothers are primarily blamed for their (children’s)
perceived shortcomings (Khanlou et al., 2017). Suvitha indicated fear of potential
negative reactions towards the family and also spoke about some restrictions she
faced as a result of impairments associated with autism. These experiences had
placed pressures on her:

My son is restless and we try to restrict social interactions. | have stopped

taking him to the fruit shop as there is a chance that he can throw the fruits

in different directions. The shop keepers may not know what problems my
son is undergoing. We have also stopped going to restaurants- | will have to

be with him all the time and my husband had previously felt embarrassed
when he dropped a glass of water and made a mess.

Some restrictions associated with impairments can create pressures for
parents/guardians. Suvitha had suggested her difficulty in being alert to prevent her
son from throwing an item in a store or a restaurant. However, the disabling barriers
she experiences arose from her perceived fear of being subjected to negative

reactions by others, which in turn undermined her psycho-emotional well-being.
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The child’s autism-related characteristics can garner discredited stigma due to the
visibility of characteristics associated with it (Hurley-Hanson et al., 2020). This
may affect the well-being of parents and limit their involvement in social activities.
Thus, the parents/guardians in this thesis are disabled along with their children by
the unequal social interactions which undermine their psycho-emotional well-being
and create intense stresses for them. Awareness levels and the need for coping
mechanisms have increased, especially in the urban regions; however, some social
norms which aggravate pressures on parents/guardians (specifically mothers), and

impact widespread acceptance of autism, continue to persist.

In general, there is limited public exposure to autistic children and some
parents/guardians may feel uncomfortable bringing the child into the public eye.
They may perceive potential negative reactions from the public when the child
displays certain characteristics related to autism. This can exacerbate internalised
feelings of oppression and affect the psycho-emotional well-being of
parents/guardians and disable them. Courtesy stigma associated with parenting an
autistic child can subject parents/guardians along with their children to negative
reactions and shame. Some restrictions which may arise from impairments
associated with autism are factors which can create some restrictions in terms of
daily caregiving obligations. However, there are also other factors which influence
parental experiences. For instance, social constructs in the social fabric such as the
aspirations to obtain a perceived high social status and academic competitiveness
imbibed by parents/guardians can add to the tension of parents/guardians, in
particular mothers of autistic children. Some parents/guardians may experience
pressures placed on them by society; social interactions are affected and, in some
instances, these can undermine the psycho-emotional well-being of
parents/guardians. Intense academic competition and upward progression in
academic and the professional spheres are given much value by parents/guardians.
When a child endures difficulty in adhering to academic standards based on the
norm, the blame is placed on the parents/guardians. Mothers are particularly

affected due to their association with the traditional gendered role of caregiving.

In relation to ‘felt stigma’, both Anil and Suvitha were deeply affected and
had not entirely accepted the autism diagnosis. Internalised feelings of shame about

raising autistic children had negatively affected their psycho-emotional well-being
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to a point where they did not feel comfortable in a social space or during interactions
with others. Parents/guardians are also subjected to enacted forms of stigma and the
resulting experiences can affect family life. Among some parents/guardians, direct
negative reactions between couples were found to create a strain on marital
relationships. The next section therefore delves into the direct experiences of

discrimination faced by some parents/guardians of autistic children.

PARENTS’ PERCEPTIONS OF BLAME AND DIRECT
NEGATIVE REACTIONS OF OTHERS

Historically, mothers have borne the brunt of the blame when there is a
disabled member within the family system. Dating back to the 1890s and all the
way till the 1950s, mothers in some minority world nations (including the U.K.)
were blamed for causing their children to possess any ‘condition’ considered to be
‘abnormal’ (Courcy & Riviéres, 2017). Previous research has cited terms such as
‘refrigerator mother’, which was used by Bruno Bettleheim and Leo Kanner (Waltz,
2015). These terms were responsible for creating perceptions which deemed
mothers of autistic children as ‘cold’ individuals who gave birth to ‘loners’. An
increasing number of mothers were subjected to blame and shame as a result (Waltz,
2015). There has, however, been a change since the 1960s, when studies led by
parent-researchers like Lorna Wing turned the focus away from ‘mother behaviour’.
Nonetheless, in present day society too, mothers face blame and experience the
direct blame/discrimination of others.

Parents/guardians of autistic children are considered to be at risk for low
self-esteem, and poor marital outcomes including low marital satisfaction and
adjustment (Hartley et al., 2017). In particular, mothers are blamed for a child’s
perceived shortcomings (Khanlou et al., 2017). Sheeba (C/GC), a Master’s degree
holder and teacher at a government school, lived with her four children (including
the youngest son who was diagnosed with autism). Sheeba had moved from her
hometown to access services in a bigger city like Thiruvananthapuram. The
husband was working abroad and made occasional visits to see the family
(according to Sheeba). Sheeba expressed her frustrations at the husband’s reactions,
who at times, blamed her for the child’s perceived shortcomings:
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The harshest remarks have come from my husband; when he [husband]
witnesses a behavioural pattern displayed by our son, he would say, ‘why
aren’t you strict with him’? or ‘why don’t you make him learn something or
ensure that he sits down for a period of time?” These reactions are depressing
and it has made me think- ‘Why did such a child have to be born?!” and
‘what was God’s plan in giving me this child?’ My husband never accepted
that this [autism diagnosis] is a genetic disorder and has blamed me and us
as a family for failing to pay attention to our son during the early stages of
development.

Mothers are sometimes identified as ‘good’ mothers when they undertake
the responsibility of facilitating their child’s progression towards normalcy. If the
child’s progress does not go in line with the normative standards of communication
or development, mothers are deemed to be ‘bad’ and neglectful (Courcy & Riviéres,
2017). The marital stability of the couple may also be affected as a result. The
stresses pertaining to marital relationships can also stem from the fact that some
mothers blame themselves for their child’s autism diagnosis (Gulyn & Diaz-Asper,
2018). Some social norms suggest that mothers hold primary responsibility for the
raising of their child. The child’s progress is associated with the competence of the
mother, and some mothers may be subjected to intense scrutiny and blame when
the child shows a perceived lack of progress (Bhat, 2011). Sheeba worked and
looked after her four children; she was subjected to emotional trauma by her
husband, who at times was frustrated (according to Sheeba) when the child
displayed certain actions. The unequal interactions in the family system between
married couples have led to the mother being overly blamed. This had further
undermined her psycho-emotional well-being and posed a barrier for the mother.

Sainaba (M/OBC), a mother of three children, lived with her youngest
autistic son and husband in Kochi, which was away from her hometown in order to
access desired services. The two older non-autistic children were being cared for by
Sainaba’s mother (based on Sainaba’s comments). Sainaba admitted that her
husband was supportive; however, she also called attention to his feelings of
isolation which had caused frictions between them. When parents/guardians of
autistic children invest time and energy to support them, they may feel isolated from
other engagements (Byrne et al., 2018). Sainaba described her experiences of being

subjected to blame by her husband:
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Sometimes when my husband gets angry, he blames my wrongdoing for my
child’s situation- he says, ‘God has punished us by making our child ‘like
this’ due to the sins that you have committed’. Sometimes he says, ‘let’s
stop therapy and go back home, I think it’s enough’- maybe due to the lack
of financial resources or because of the sadness of staying away from home.

Sheeba’s and Sainaba’s responses indicated that even if others negatively
commented on their mothering skills, the blame placed on them by their husbands
had severely traumatised them and affected their well-being. Thus, the direct
comments of others (especially close family members) can affect the well-being of
parents/guardians and influence their limited involvement in social activities. Some
parents/guardians may not want to face negative reactions of others when a child
displays certain autistic characteristics in public. Mothers, especially, may be
vulnerable to these reactions and their competence may be questioned. Some
parents/guardians may want to shield their child and family from such reactions and

may refrain from social participation.

Deepthi (H/OBC) is the mother of an autistic child, and at the time of the
interview she was recuperating from a surgery and spending time with her parents
(maternal grandparents). Deepthi’s husband is an active presence in the child’s life
(according to her). She had been affected so much by comments endured in a public
space that she no longer used the bus for transport in order to reduce face-to-face
interaction with large crowds. She said the following:

| have faced embarrassing and uneasy situations in the public sphere; for
instance, | try not to take my son on the bus. Once, we were travelling on
the public bus, and he [son] had kicked out due to his frustration. When he
did so, he kicked a woman sitting near us by mistake. | apologized and
cleaned the dust off her clothes. When she reached her destination, she asked
why | take the trouble of taking my son along. She then said that it is better
to finish him off by poisoning him, rather than continuing to care for him.
These reactions are hurtful and they make you feel numb. Honestly, at that
moment, | thought of getting down with my son and jumping in front of the
next moving bus. I have now stopped travelling on the bus, rather, | take an
auto-rickshaw, even if it is more expensive. | take my son only to places
where | feel most comfortable.

The unequal interactions in the public sphere had created barriers for
Deepthi. Deepthi’s emotional well-being was so undermined to a point where she

considered suicide. She also stated that she stopped using the bus for transport to
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minimise her interaction with others in society. Mothers assume the traditional
gender role as the primary caregiver and some mothers may not have the
opportunity to engage in employment or lead a life outside of being a mother
(Broady et al., 2017). Therefore, some mothers may be more prone to experiencing
the direct reactions of others. Unequal interactions between couples and within the
household can undermine the psycho-emotional well-being of some mothers. These
interactions place multiple pressures on mothers which can affect their emotional
well-being (Broady et al., 2017). The same can be attributed to the increasing
vulnerability of mothers in relation to facing the negative stigmatising reactions of
others. When autism is primarily identified with deficits and shortcomings, mothers
are blamed and disabled (by the undermining of their emotional well-being) because
the emphasis is focused on the ‘lack of” competency of mothers.

Sheeba, Sainaba and Deepthi were the primary caregivers for their children.
Sheeba was employed and was also expected to care for all her children, including
the youngest autistic child. She had to assume and manage multiple roles, and bear
the occasional negative reactions of her husband who blamed and questioned
Sheeba’s parenting methods. Sainaba too, was subjected to harsh remarks from her
husband. Sainaba had mentioned that her husband, who was previously working
abroad, had left his job to be with his family. At the time of the interview, he was
not engaged in paid labour, but was assisting with the caregiving duties. Sainaba
had drawn attention to the high cost of desired autism-related services and how the
family was running on the savings of the husband. The drain in economic resources
may be a trigger for the husband’s occasional outbursts toward his wife. The
feelings of isolation experienced by the family can be another factor in exacerbating
mother blame. Sainaba, her husband and the young autistic son moved to another
city due to the dearth of desired clinical services in their hometown. This has led to
separation from their two other children and loss of social relationships. Such
factors had created stresses in the family, affecting the marital relationship between

the couple.

Deepthi, who was the primary caregiver for her autistic son, was affected by
unequal social interactions and the influence of gender roles. She faced barriers
because some people may equate parenting an autistic child as a ‘burden’ for

parents/guardians. Some may hold negative perceptions of autistic children because
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they veer away from the standards set by society. The negative reactions/
discrimination faced by Deepthi and her disabled son had proved to be too
traumatic. Thus, these experiences highlight the pressures encountered by mothers
who may face blame if the developmental pathways of the child result in non-
normative development (Vaidya, 2016b). The private sphere of caregiving and
managing the household are associated with femininity and a mother’s central
domain pertains to child-rearing and managing the home. The binary division of
labour is a feature of the contemporary nuclear family system, where the father is
the income earner and the mother is in charge of caregiving and household
responsibilities (Vaidya, 2016a). Women are subjected to the notion of ‘intensive
mothering’, and they are expected to leave all other engagements to focus on
nurturing their children. In India, mothering is traditionally considered as the
primary objective in a woman’s life and the ‘fulfilment of her womanly destiny’

(\Vaidya, 2016b, p. 121).

The mothers in this thesis had drawn attention to the child’s impairments or
display of certain autism-related characteristics, which increased their vulnerability
to blame and made it socially embarrassing and emotionally overwhelming. The
mothers felt especially isolated by their own husbands whose adverse comments
questioned their mothering qualities and involvement in their child’s life. Thus, the
gendered division of labour places the responsibility for the child and their
development primarily on mothers. When mothers are perceived to fail, they are
subjected to harsh comments and unequal interactions. This pressurises them and
reduces their psycho-emotional well-being (and they endure disabling barriers).
Fathers too, are prone to the direct negative reactions of family members and others
in society. The next section thus enhances an understanding of the blame/shame
faced by a father and his perceptions as a parent with an impairment of an autistic
child.

A father’s perceptions of stigmatising reactions

Parenting offers both positive and negative experiences for some
parents/guardians who have impairments. It can enhance self-esteem, positivity,
motivation and meaning of life (Parchomiuk, 2014). Some parents/guardians with

impairments may face barriers in relation to education and employment. They also
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experience barriers caused by unequal interactions in the social sphere. Disabled
parents who are engaged in employment are likely to be involved in low-paid, part-
time work without job security (Clarke & McKay, 2013). These barriers can push
disabled parents into poverty, limit their social participation and generate increased

feelings of isolation (Parchomiuk, 2014).

The stresses experienced by some fathers in relation to daily caregiving
activities and coping with the negative reactions of others have been highlighted in
previous research (Burrell etal., 2017). The increasing role of some fathers in child-
rearing obligations places them under severe pressures to ensure access to adequate
services for the child and maintain the survival and stability of the family by earning
income to sustain the household. Mohammed (M/OBC), the father of an autistic girl
lived with his wife, two children and mother-in-law in Kozhikode at the time of the
interview. Mohammed had revealed that he had a speech impairment:

You may understand from our conversation that | have some difficulty to

speak with clarity. | was a hyperactive child and one day | had fever, after

which | lost my speech gradually due to the adverse effects of medicines.

Then, | slowly regained my speech, even though I haven’t recovered
completely.

Mohamed had admitted that his wife is more involved in daily caregiving
duties, even though he too undertook responsibilities. However, he explained that
he never shied away from taking his daughter to social functions:

| have no problems to take her [daughter] out. We had recently gone to a

marriage reception, where some people were apprehensive or afraid of what
she may do. We face issues going outside, but we continue to go.

Mohammed had mentioned that people (especially family members) who
were aware of his speech impairment placed blame primarily on him for the

daughter’s impairments in communication and interaction:

Society has terms for those who cannot speak- ‘pottan’ [‘dumb’]. My distant
relatives have blamed me at family functions- they would say, ‘Well
Mohammed was like this before, maybe that is the reason why the child
cannot speak or engage in a conversation.

There are widespread notions that the failure of disabled people as

parents/guardians is assured even before they become parents/guardians. For
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disabled people, it is a matter of ‘when, rather than whether’ (Llewellyn, 1997). The
negative metaphors attributed to disabled people can adversely impact on the
psycho-emotional well-being of disabled parents/guardians (Bjornsdottir and
Sigurjonsdottir, 2013). However, some parents/guardians may be resilient and
imbibe traditional roles including problem solving, providing for and protecting
their children at all costs. These roles are considered to be assets for
parents/guardians (Alareeki et al., 2019). Mohammed embodied a ‘protector
persona’ by reacting against negative responses Which were directed towards his

daughter and family during social outings (Lashewicz et al., 2016):

When | hear negative responses directed towards me and my family at social
functions, | would react and tell them to get lost. Ultimately, the child must
mingle with society, because social interaction is important. I don’t really
pay attention to what the society says or how people react.

Although fathers may assume the role of the protector, they may still endure
heightened stresses in relation to their role as income earners. Some fathers may
strive to ensure the child’s future financial security and may experience pressures
related to the same. Mohammed did not indicate any financial pressures, but he
insisted that there were other concerning pressures in his life. For instance, the poor
health condition of his mother-in-law, who was also part of the family, was a major
stress factor:

| am the sole income earner in my family. My mother-in-law is unwell

because she had suffered severe burns four months ago, and she is in the

hospital for treatment. She also has a malignant tumour which makes her

collapse occasionally. So, these days, | get to spend less time with my
daughter and I cannot take her out for social functions.

Mohammed’s experiences highlighted the negative reactions of others who
associated the child’s autism to his speech impairment. The speech impairment may
have created some personal restrictions for Mohammed when communicating with
others. However, during public interactions, he is blamed for his daughter’s
restricted speech and social communication. The negative reactions of others
(which could affect the psycho-emotional well-being of some parents/guardians)
lead to unequal social interactions and is a disabling barrier experienced by the
father. The limited access to adequate resources was another factor which created
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barriers for Mohammed. Mohammed worked as a delivery driver and he highlighted
financial constraints, but insisted that it did not deter him from finding and
accessing appropriate services for his daughter. Mohammed’s role as the sole
income earner, and working a job which pays a meagre income, had created intense
pressures for him to ensure the survival of his family. Irrespective of his familial
situation, Mohammed’s experiences indicated his confident and positive attitude in
fighting against social barriers to ensure his daughter’s well-being, thereby
maintaining the stability of the family. Some parents/guardians, like Mohammed,
actively resisted negative reactions toward their children and other family members.
They sought to protect their family and ensure that their child could participate in
adequate social activities. Thus, the concept of ‘project stigma’ or the active
resistance of some parents/guardians against stigmatising reactions, is explained in

detail in the next section.
RESISTING STIGMA AND PARENTAL EXPERIENCES

Graham Scambler (2020, p. 26) identifies ‘project stigma’ as the active
resistance to ‘felt’ and ‘enacted’ stigma; rather than being a passive receptor or
victim of perceived stigma and direct discrimination, a stigmatised individual is
determined to be recognized as a ‘force for change’ (Scambler, 2020, p. 102).
‘Project’ stigma refers to the serious and genuine efforts taken by some to reject,
resist and combat blame and shame directed towards them and their family
(Scambler, 2020; Mantovani & Thomas, 2013). Some individuals who use project
stigma as a means to resist negative reactions are numb to blame and shame; they
show resistance and defiance when subjected to ‘felt’ and ‘enacted’ stigma

(Saunders, 2018).

Parents/guardians play a central role in improving the perceptions of
disabled people and children by rejecting stigmatising attitudes of others and
targeting enhanced social participation irrespective of any criticism(s) (Rohwerder,
2018). Neeraja (H/OBC), for instance, stressed the importance of social mingling
for her autistic daughter. As the primary caregiver, she had suggested experiencing
both ‘felt’ and ‘enacted’ stigma; however, this had not barred Neeraja from
enhancing her daughter’s participation in social activities:

| take her (daughter) out for social outings so she can learn to mingle and
interact with others. 1 am trying to enhance her opportunities of social
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exposure; initially, I was apprehensive, however, without taking her outside,
we won’t see any changes in her. | took her to the movies once and many
family members shared their concern. | too was tensed, but | was determined
to take her and ensure that we sat in the theatre for the duration of the film.
We did it, and it has increased my confidence that she can sit down for a
long period of time.

Arun Kumar (H/OBC), a sculptor and father of an autistic child, was
unfazed by stigmatising experiences. Arun Kumar was adamant that his child
should not be restricted and even offered emotional support and confidence to his
wife, who at times, had felt uncomfortable about the reactions of others. He had
highlighted his active involvement in different local social activities. He sang at
local functions and took an active part in organizing social functions. Arun Kumar
wanted his son to be active and experience these social functions. He believed that
by focusing on his goal of enhancing his son’s participation, he could ignore the
reactions of others:

My wife was apprehensive in the beginning; she used to think, ‘oh why are

they looking at our son like that? Is it because he does not communicate or

play like other children?’ I have often pacified her by assuring her that he
should be let free to decide what he wanted to play and in whatever way he
liked to play. The most important thing is that he must be among the group.

I don’t pay attention to it [reactions of people] and | take him everywhere. |

do not restrict him inside the house [due to the fear of public criticism]; |

don’t have any fears. | try to show him everything and make him get
familiarised with the environment.

Arun Kumar had, however, indicated that the young age of his son (three
years at the time of the interview) may have a factored into the family’s limited
experiences of negative reactions:

My son may have displayed some characteristics, but we haven’t received

any intense negative responses from others as yet. He is young, but if he was
older, people may have reacted differently.

Some parents/guardians actively resisted the negative reactions of others.
They protected their children and family against negative comments from family
members and others in society. The empirical data indicated the deleterious effects
of stigma on mothers. Some mothers were active in resisting the negative reactions

and stigmatising responses of others. However, an increasing number of mothers

149



experienced the negative consequences from the internalisation of these reactions.
This adversely affected their psycho-emotional well-being, marital stability and
quality of life. The adverse impacts of ‘felt’ stigma and ‘enacted’ stigma are evident
among some parents/guardians, including Deepthi, Gangadharan and Thresiamma.

Deepthi had indicated that she took her son to different social settings. The
negative experience when using the bus transport system had undermined her
psycho-emotional well-being. She had stated that in the immediate aftermath, she
had contemplated committing suicide. However, she stopped using the bus for
transport as a way to reduce unequal social interactions with others. Gangadharan
reiterated his unconditional support for his wife and his children. As a means to
protect his family’s stability, Gangadharan has mentioned that his wife was utilising
counselling help which he had arranged for her. The pressures of mothering an
autistic child had caused psychological problems for the mother and created barriers
for the father, to a point where he expressed intense pressures when he thought
about the future of the family. Gangadharan explained his struggles performing
multiple roles and insisted that he had not yet placed enough trust in his wife to
leave the children in her company when he went off to work. Thus, the
internalisation of oppression/stigmatising reactions of others may have created
disabling barriers for the mother and undermined her psycho-emotional well-being.
These experiences have disabled both Gangadharan and his wife, even though he

was intent on protecting his wife and children from the negative reactions of society.

Thresiamma struggled to find words during the interview when speaking
about her daughter-in-law’s suicide. According to her, the child’s mother took her
own life when she did not see progress in her child as suggested by the child’s
paediatrician. The mother decided to take her own life rather than raise an autistic
child. The mother’s untimely death had placed the onus of the child’s responsibility
on the grandmother who had expressed facing restrictions from her own health
ailments. Thus, mothers remain vulnerable to the negative effects of stigma, even if
some actively try to resist them. When mothers are affected by stigmatising
experiences, fathers are also impacted. While some parents/guardians are involved
and support their family, they can be classified as ‘stigma coaches’ due to their

inherent negative perceptions of autism. Some have expressed their low opinions of
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their children by using negative language or terms. The experiences of such

parents/guardians will be explored further in the next section.
STIGMA COACHES

The family unit is important as it shields the children from negative
reactions. Some parents/guardians may act as ‘stigma coaches’; parents/guardians
are referred to as stigma coaches when their attitudes to and interpretations of
impairments are negative (Benson et al., 2016). For instance, some
parents/guardians may associate impairments or any disability-related discussions
to shame, and thus disability becomes a subject which should not be openly spoken
about (Scambler & Hopkins, 1986). Some parents/guardians may not understand
the complexities involved with disclosure, and therefore, may not be considered as
‘safe people’. Some parents/guardians may resort to confidentiality to protect the
child from ‘felt stigma’ (Davidson & Henderson, 2010). Anoop (H/OBC), had
mentioned that any discussion on autism occurs only between him and his wife
within the family system. He admitted ‘societal pressure’ and his decision against
disclosing his child’s autism diagnosis to another person. Anoop had stated the
following:

No one is really aware that my daughter is autistic. | have never discussed

it with anyone else. That is because, if | did engage in these discussions or

open up about her diagnosis, people will point fingers at me and say, ‘oh
you have done this and this, therefore, your child is like this’. I haven’t even
discussed my daughter’s diagnosis with my own father, with whom [ usually

share everything. Therefore, | have consciously prevented any opportunities
which could lead to such conversations.

Jubainya (M/OBC) is the mother of an autistic boy who lived in an extended
family unit, which included her husband and in-laws. She shared her experiences of
overt discrimination by family members. Jubainya’s responses suggested the
initiative she took to ensure that her child could access the best services within her
parameters. She had insisted that she defied family members (and her husband) to
take her son for a diagnosis and seek clinical services. Although the son was her
priority (according to Jubainya), she also indicated feelings which devalued her son:

It is true that if I was in a social space, | would be thinking in the same way

like everyone [when they witness an autistic individual engaging in a
‘behavioural pattern’]- ‘Oh my God, that child is coming and he is going to
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mess things up here’. Even now, with my experience, | may still think in the
same manner with regards to any autistic child | may come across.

The negative perceptions of autism and an unwillingness to disclose are
prevalent among some parents/guardians. However, two fathers in particular, who
had participated in the interviews, stood out amongst the group and adhered closely
to the ‘tag’ of a ‘stigma coach’. Sambashivam (H/ST) was a clerk, who was
involved with his autistic son on a daily basis. He explained that his wife was the
primary caregiver for his son, while his obligations were primarily limited to
income earning and dropping off/picking up the child from school. Sambashivam
was the sole income earner in the family and his reactions/opinions regarding his
son suggested negative attitudes he had held toward autism:

He [son] has a habit of splashing water everywhere in our house and he bites

on different furniture. I have heard that autistic people have ‘exceptional’

qualities, and if you ask me what his [son’s] additional quality is, I point to
these behaviours [sarcastic laugh].

Benny (C/OBC) had placed his autistic daughter in an orphanage, which he
insisted was ‘necessary’ due to his wife’s death, the child’s grandparents’ old age
and his personal financial situation, which required him to work daily for the
family’s survival. Benny had also stated that his two children would have been by
his side if his wife was still alive. The negative terminology he had used to describe
his autistic daughter suggested his insufficient awareness of autism and the distance
in his relationship with her. The responses of the father can be used to question his
role; his responses made it evident that there was no involvement as a
parent/guardian in his daughter’s life (the daughter was placed in an institution).
Benny used terms like ‘goshti’ (grimace) and stated the following:

My daughter displays peculiar actions with her hands (‘goshti’), and she is

backward in studies/education and also has an uncontrollable craving for
food.

Ryan and Runswick-Cole (2008) highlight the oppressive attitudes of some
parents/guardians who may devalue their children and deem them as ‘incapable’ of
engaging in activities. The experiences of Sambashivam and Benny can be further

analysed; both fathers did not hold academic qualifications past the 12" standard
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and the lack of further/higher education may have been a factor in restricting their
social mobility, despite governmental reservations for people identifying with the
‘scheduled tribe’ and the ‘other backward classes’. It is noteworthy that
governmental reservations may have enabled a clerical opportunity for
Sambashivam at a research centre. Sambashivam identified with the ‘scheduled
tribe’ and was eligible for the governmental reservation in relation to employment
in a government institution. However, Benny, unlike Sambashivam, could not find

access to any other employment.

The limited cultural resources (institutionalized) held by both fathers may
also serve as a factor in their limited awareness and acceptance of autism. They may
not have had the opportunity to access further information regarding autism and the
related strategies or interventions. In general, fathers have experienced a shift in
roles and responsibilities and the number of fathers involved in caregiving duties
has risen considerably in contemporary times. However, the empirical data from the
field study shows that the responsibilities at home, of the family and child-rearing
obligations, primarily rest with the mother. The father continues to be active in their
role as the primary income earner which can limit the time spent with their child.
Therefore, in some instances, the mother may be more receptive to the child’s
needs. Poverty may also influence a father’s role in a child’s life; some fathers are
required to earn an income to reduce instances of deprivation. The pressures of
ensuring the daily survival of the household may create a situation where fathers
spend less time with their children. Therefore, after the pressures endured by fathers
during work, they may feel frustrated when children display certain characteristics;
some fathers may not accept these characteristics and may deem them as
‘undesirable’. Thus, gendered roles, access to resources, and caste/tribe identity
have all had a significant influence on the attitudes perpetuated by parents.
Regardless of negative attitudes of parents, some actively take steps to dispel and

react against stigmatising responses toward the family.
SUMMARY

This chapter has explored the different types of stigmatising reactions faced
by parents/guardians of autistic children. The gendered division of roles led to an
increasing number of mothers assuming the role as the primary caregiver. This may

increase their vulnerability to both ‘felt’ and ‘enacted’ stigma. Mothers endure
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severe psycho-emotional stresses, especially when subjected to blame by their own
husbands. Some mothers undergo severe psycho-emotional distresses and may not
be actively involved in caregiving for the child. The data also shows that in some
instances, mothers have resorted to suicide or contemplating suicide as a means to
escape from the harsh remarks endured from raising an autistic child. When this
happens, primary responsibility is placed on the grandmother or other female
guardian. Some fathers are also required to juggle responsibilities at home and work
when their wives experience psycho-emotional disablism. Fathers too, face
stigmatising reactions; when a father has an impairment, the impairment of the child
is associated with his own impairments. Unequal interactions can negatively impact
the well-being of both parents/guardians (specifically, mothers). Irrespective of
stigmatising reactions, parents/guardians take a stand and protect their child and
family. Gendered roles play a significant role in influencing parental experiences;
however, access to resources is also an important factor. For instance, a lack of
adequate access to economic, social or cultural resources may reduce the aspirations
of parents and can determine their negative opinion of the autistic child. Acceptance
and awareness may be affected when parents/guardians are compelled to work for
their daily survival. Impairment in the family can create some restrictions; for
instance, in the case of a grandmother, the impairments associated with autism and
her personal health problems create a difficulty in engaging with the grandson on
an extended basis. Ultimately, the factor of gender stands out; an increasing number
of mothers face unequal social interactions due to their traditional role as the
primary caregiver and the ‘overseer’ of the household. They are thus disabled along
with their children.
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CHAPTER 7: INDIVIDUALISATION, NORMALCY AND
PARENTAL PERCEPTIONS

INTRODUCTION

This chapter delves into the medicalisation of autism and its impact on
parents/guardians of autistic children. The State of Kerala has alternate modes of
health care (including Ayurveda and Homeopathy) alongside biomedicine. The
State is home to many clinical hospitals and facilities. When parents/guardians
identify a difference in their child, they primarily seek the help of a paediatrician or
doctor. Autism, the features associated with autism, and related interventions are
predominantly understood in clinical terms. Some parents/guardians are provided
with information/awareness which constructs autism mainly as a clinical disorder
which requires therapies/interventions for normalisation and cure. The
pervasiveness of an individualised understanding of autism can negatively impact
on parents/guardians. The aspiration for ‘normalcy’ may become the sole or
primary objective, and if interventions are perceived by parents/guardians as
unsuccessful, their psycho-emotional well-being can be adversely affected. The
diagnostic scales, some of which are clinical, creates binary divisions of ‘normal’
and ‘abnormal’. When parents/guardians are provided with the diagnostic
confirmation that their child is autistic and is determined to fall outside of what is
clinically deemed as ‘normal’, they may endure exacerbated stress levels. Some
parents/guardians may resort to comparisons with non-autistic children both within
the family and outside. Some parents/guardians are then placed under severe
pressures to seek services/interventions which can bring their child close to
‘normalcy’. Some may hold aspirations for their child to become independent in
life, so that they [children] are not seen as a burden to others. Although, the concept
of interdependent support may exist among some families, some parents/guardians
in contemporary families strongly value the quality of being independent and
standing on one’s feet without any other sources of support. The individualised
understanding of disability has drawn attention to the need for ‘integration’ and
additional socialisation opportunities for autistic individuals; however, locating
autism primarily in a narrow, individualised framework may generate concerning

implications for the family. Thus, this chapter explores in detail the pervasiveness
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of individualised understandings of autism and its impacts on the experiences of
parents/guardians in Kerala. This chapter specifically begins by highlighting
traditional health systems (in particular Ayurveda), and then moves onto explain
the emergence of clinical systems and biomedicine in Kerala.

THE MEDICALISATION OF HEALTH IN INDIA AND ITS
INFLUENCE ON DISABILITY

The traditional ‘Ayurveda’ system (‘ayu’- longevity and ‘ved’- knowledge),
has been practiced for more than 5000 years. It was transmitted from generation to
generation before colonialization brought the Western health care system (Kutty,
2000; Mishra et al., 2001). According to Sanskrit scriptures, Ayurveda originated
between 4500-1600 BC; the concept of disease management using herbs and dietary
interventions was developed into a science, also termed as ‘Ayurveda’, around
2500-600 BC (Mishraet al., 2001). In earlier times, Ayurveda was devised by sages
without animal testing or randomized controlled trials. They (sages) received
knowledge of Ayurveda through divine intervention; the sages were devoted to God
and considered health as an important aspect of spiritual life. The knowledge they
derived was transmitted orally to subsequent generations and eventually transcribed
into books (Mishra et al., 2001). In the present day, Ayurveda and other systems of
indigenous medicine are still officially recognized in India alongside the prominent
biomedicine system. The government of India had established a separate
department known as AYUSH (Ayurveda, Yoga, Unani, Siddha, Homeopathy) in
1995 to promote these systems (Patwardhan et al., 2011). There are a number of
hospitals, dispensaries, educational institutions and registered medical practitioners

practising Ayurveda in India.

The popularity of traditional medicinal practices like Ayurveda declined
during the British rule of India. Initially, indigenous medicinal practices were
accepted. Some educational institutions which were established during colonial rule
taught both biomedicine and traditional medicinal systems (Jaiswal, 2018).
However, the underlying reasons for the development of these training institutions
slowly came to light: the objective was not to promote traditional medicinal systems
or to encourage their coexistence with biomedicine. Rather, these institutions

sought to train indigenous medical practitioners in biomedicine, so that they would
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eventually recognize its superiority (Jaiswal, 2018). The medicinal system
developed in some minority world nations (in particular, the United Kingdom) thus
became prominent during colonial rule, and continues to hold its status as the most
prominent system in India. Trained doctors in biomedicine and diseases continue to
be preferred to practitioners of traditional medicinal systems in contemporary India
(Jaiswal, 2018).

The State of Kerala is known to have the highest density of medical
institutions (both public and private) in the country, and its developed public health
care system comprises medical colleges, district and local hospitals, along with
primary health centres (PHC) and sub centres (Levesque et al., 2005). Public health
services are accessible due to the availability of road networks and transportation
systems (Narayana, 2008. p. 215), and the tradition of government support for
health care development has enabled Kerala to reap health benefits. The State’s
success in health outcomes is attributed to an increased awareness of health, the
optimum utilization of health-care facilities, and a strong emphasis on
immunization programs which has generated high consumption of health-related
services (Narayana, 2008. p. 206). The services of ground-level health workers are
available alongside varied medical professionals including doctors, nurses, and
policy makers who are committed to maintaining high health care standards
(Nikarthil, 2015). Preventive and curative medicine is widely practiced and Kerala

has become a frontrunner in palliative and rehabilitative care.

The development and practice of biomedicine in Kerala was complemented
by other social programmes including the initiative to provide safe drinking water
across the State and the establishment of mission hospitals by Christian
missionaries, particularly in rural areas (Kutty, 2000). Over the years, the growth of
health-related services was characterised by the increase in the number of
institutions and beds. The government had also maintained an allocated budget for
healthcare (Kutty, 2000). Fiscal problems became an issue for the government in
the mid-1980s and it slowed down the growth of healthcare institutions. This paved
the way for the growth of privatized health care services in the State (Kutty, 2000).
Irrespective of low per capita income and the lack of industrialization or agricultural
production, Kerala has witnessed an enhanced development in the health care

sector.
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The overwhelming focus on biomedical systems and the clinical services
offered by clinical institutions, has contributed to the pervasiveness of the
individual model of disability, which has permeated across some policy decisions
for disabled people in India, where the primary target pertains to clinical
intervention to get them close to ‘normalcy’, without adequate consideration of their
lived social experiences. Some policies on disability are implemented in order to
assimilate disabled people into the social norm (Kumar et al., 2012). Socio-cultural
beliefs too, factor into the focus on the ‘deficits’ and ‘unwanted’ characteristics of
an individual. The concept of ‘karma’ is widespread in Indian society, where the
beliefs of some are situated in the notion that an individual’s present life is based
on their actions and deeds in a previous life (Kumar et al., 2012). For instance,
impairment, the birth of a girl child, or being born into a ‘Dalit” or ‘scheduled caste’
community, are among some occurrences that are viewed as the result of ‘misdeeds’
committed by an individual in their past life. This can further generate low self-
esteem and feelings of guilt or shame amongst some parents/guardians of disabled
children.

In Post-Independence India, the main responses toward disability are rooted
in medical interventions which seek to ‘treat’ and cure the ‘disease’ or the ‘problem’
(Addlakha & Mandal, 2009). The intensity of medical interventions was
significantly greater in Kerala (Daley & Sigman, 2002), the primary reasons for
which has already been cited in this section. India had undergone changes in the
early 1990s; the role of governments decreased, while privatization of
governmental organizations increased. The primary focus was placed on foreign
investment and imports, while public expenditure decreased (Kumar et al., 2012).
Increased privatization and the limited involvement of governments adversely
impacted on disabled people’s access to basic services. Many NGOs are involved
in the disability sector in India, even though some primarily adopt a charity-based
approach towards disability (Hiranandani & Sonpal, 2010). Some multinational
companies have also incorporated in-house NGOs with the intention of achieving a
reputation for ‘corporate social responsibility’. However, the role of some of these
organizations in relation to meeting the needs of disabled people remains vague
(Hiranandani & Sonpal, 2010). Neo-liberalisation and globalization processes have

enhanced for disabled people, communication and access to information, which has
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in turn proved beneficial to the mobilization of disabled people in India (even
though the impact of neo-liberalisation for some disabled people in rural areas has
remained ambiguous). Privatization has commodified basic necessities like health
care, food and education, and by doing so has reduced the access of some disabled

people to these services (Hiranandani & Sonpal, 2010).

Increased privatization has enhanced opportunities for some disabled
people, who have found employment in highly skilled jobs (Kumar et al., 2012).
However, these opportunities may not be open to everyone; they may only be
accessible for disabled individuals who have had access to adequate academic
qualifications and vocational training. The era of neo-liberalisation has promoted
individualism as the basis of citizenship. For instance, value was placed on
individual contribution, and individuals had to take responsibility for their actions
and inactions (Kumar et al.,, 2012). Thus, neo-liberalisation promoted
individualistic notions which have in turn created the dichotomy of an ideal
individual and the ‘other’ disabled individual. Kerala’s adoption of neoliberal
practices in the 1990s was fundamental in promoting an idea of ‘citizenship’ which
was influenced by the individual model of disability; people are measured by their
capacity for ‘self-care’, ability to provide for themselves, and service their own
ambitions (Kumar et al., 2012). Such perceptions have negatively impacted on some
disabled people who have faced oppression and exclusion from social, cultural,

economic and political spheres.

In India, some clinical professionals are accorded an ‘elite’ status and they
primarily decide ‘treatments’ for disabled people based on ‘correcting’ the ‘deficits’
to bring them close to ‘normalcy’ (Beauchamp-Pryor, 2011). Jennifer Sarrett (2015)
asserts the importance given to physicians trained in some minority world nations
or nations in the industrialised West, by mothers of autistic children who approach
them as a first step toward gaining further clarity and understanding regarding their
child’s development. Parents/guardians of autistic children are primarily influenced
by individualised understandings of autism. Some seek alternate modes of
intervention or any type of system which they feel may be beneficial to the child.
However, the majority of the parents/guardians rely on the advice of a clinical
professional to enhance their understanding of autism and to chart out their child’s

future. The information transmitted to some parents/guardians may make them view
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autism primarily as a clinical disorder with characteristics that require clinical
intervention, treatment or cure. Thus, the next section will explore ‘normalcy’,

‘normalisation’ and its impact on the experiences of parents/guardians.

ASPIRATIONS FOR ‘NORMALCY’ AND THE PERCEPTIONS
OF PARENTS/GUARDIANS

Some cultures in India place great emphasis on the adaptation to the social
norm. Differences among some people may not be accepted; rather, these people
are excluded and rehabilitated in the hope of getting them back to normalcy
(Dimech, 2014). Impairments for instance, are not considered as part of the
standards of normalcy and it is deemed to be a problem which requires cure. The
status of ‘normalcy’ can lead to the exclusion of some disabled people, while others
may be included as part of the norm (Dimech, 2014). Autistic individuals are
identified among those who fall outside the standards of normalcy; some
parents/guardians hope for an ‘ideal’ child and when they receive the diagnosis
confirmation of autism, the child may be pushed to the periphery of ‘normalcy’
standards (Broderick & Ne’eman, 2008). Some parents/guardians cling onto the
hope that the child who is ‘withdrawn’ is waiting to be ‘reclaimed’ and in such
instances, parents/guardians may imply their desire for a child that is not autistic,
but normal (Broderick & Ne’eman, 2008). Christy (C/GC) is the mother and
primary caregiver for an autistic child. She lived with her mother and son in Kochi
city (the biggest city in Cochin region, which is one of the target sites of the field
study- please refer back to chapter four, under the ‘sampling’ section), while her
husband was employed abroad. Christy’s response suggested her initial
disappointment when she had received the confirmation of her son’s autism
diagnosis:

We were ‘gone’.... absolutely hopeless for a year. My husband and | could

not digest this fact and we endured some marital problems. We have come

across special children and they all have something different- they may not
be able to walk or walk a different way or something else. Our child has no
markers and he is cute and handsome- so we were astounded when they

[diagnostic/clinical professionals] said that he has autism. As a parent, this

was a huge shock- the biggest in my life. When | see Jayden [son] doing

something weird or awkward, | totally breakdown and realise that he is
indeed autistic.
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Individualised understandings of disability draw attention to autism as a
‘neurological deficit’ or disorder which is characterised by problems in
communication and interaction. This understanding may sometimes fail to
acknowledge the differences among autistic individuals and may primarily
associate their qualities with impairments (Theerasilp & Sherer, 2014). Some
autistic people endure negative reactions, face devaluation and oppression as a
result. ‘Normal’ standards are mainly considered as the ‘ideal’ standards and
clinical interventions are set up to facilitate disabled people and their families to
achieve normalcy or a level as close to normalcy as possible (Theerasilp & Sherer,
2014). Parents/guardians who hold individualised understandings of disability may
subject their child to diagnosis and rigorous therapy in order to increase chances
that the child is brought back to a level close to ‘normalcy’ (Theerasilp & Sherer,
2014). Christy had indicated her aspirations for her son to attain normalcy status or
a level as close to normalcy as possible. She believed that the support provided to

the son will increase his chances of achieving the status:
It will be a dream come true moment for me if my son becomes normal. |
told you before that his autism diagnosis was the most shocking moment of
my life to date. In the future, if he were to undergo tests/observation to
determine progress and the professionals deem him as normal or near to

normal, it will be a huge accomplishment for me. Yes, my child coming to
a position that is near ‘normalcy’ will be the highest point for me.

Christy had access to different forms of resources. She lived in a two-storied
house with her child and the maternal grandmother. The husband, who is employed
abroad, is the sole income earner in the family. Christy had mentioned that she
owned a piece of land/property. She did not indicate any financial insecurities or
shortage of money. The child-rearing obligations did not permit Christy to engage
in paid employment despite high academic qualifications (MBA degree holder).
She had also indicated that she had access to adequate social resources. Christy
deemed her friendships with other parents/guardians of autistic children, whom she
had met at the centre accessed by her son, to be beneficial:

We have a parent group and we maintain contact through group social media

chat where everyone shares their experiences. All of us plans trips, like

picnic trips etc. Staying in touch helps to maintain one’s positive outlook
and | get quality suggestions from other parents as well.
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Christy’s access to networks and relationships has given her much courage.
Pierre Bourdieu mentioned another resource alongside economic, social and
cultural resources- symbolic resources. The other types of resources are
transformed into symbolic resources when a particular individual enters a field
(Power, 1999). For instance, Christy had used the resources she had possessed to
find services which are satisfactory. The services, according to her, are also
beneficial to the child. Christy had insisted that economic resources alone were not
helpful for her child. Rather, time spent and the quality of services were the most
important. She had used her economic resources and social contacts to ensure that
her son had access to services which sought to improve his daily living skills.
According to Christy, her goal was to primarily ‘improve’ the child to the level of
normalcy. However, she also believed that life lessons were important:

At home, | try to engage him in social interactions and daily living skills.

When | am cooking in the kitchen, | make sure that he is present to watch

what | do. | want him to observe and learn; | try to help him fold his own

clothes as well. The organization he attends focuses on daily living skills

and exposes children to social activities. | can see the benefits because now,

he has better control of his urges. It does not matter where you send your
child, time spent with them is of prime importance.

Christy’s experiences show that some parents/guardians who may have
imbibed individualised understandings of impairments are also willing to consider
and enhance the social experiences of their children. The goal of ‘normalisation’,
developed in Scandinavia, pertains to creating an adequate environment for
disabled people to lead normal lives. Nirje maintains that the primary objective is
not to ensure that people fit in with the social norm, but the differences among
disabled people must be accepted in a normal society (Culham & Nind, 2003).
While Christy’s responses indicated the acceptance of differences in her son, and
the determination to engage the child in daily living activities, her primary objective
continued to be the focus on bringing the child close to ‘normalcy’. Individualised
understanding of autism may have factored into the undermining of her psycho-
emotional well-being. However, access to economic, cultural and social resources

have played a role in reducing the barriers experienced by Christy.

Impairment effects had also influenced Christy’s experiences; according to

her, the impairments associated with autism had made it difficult (in some
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instances) to predict her son’s behaviours or people’s reactions toward them.
However, she believed that media and society could play a role in dispelling
negative attitudes toward impairments, autistic people or their families, and
promote inclusionary practices:
In some situations, we may not be able to understand him [son] and it can
lead to a melt-down. In most situations, | have been helpless. These days, it
is easier, because he could pull and guide me to something which has caught
his attention. In case | do not understand, he would run into a shop and pick
up something to show me. However, it can be problematic because some
shopkeepers may not be receptive. This is why | believe that awareness is
important, so that the general public would be more compassionate. Once,
he had a meltdown when we were at a mall and he made a scene, screaming,
crying and rolling on the floor. Thankfully, a bystander bought a chocolate
and gave it to him, which made him calm and happy. So, people in the
society can be of help. Media can also play a role by making people aware

of certain actions of the child and enhancing their knowledge on how to
approach autistic children and understand their needs.

The individualised understanding of disability and the power of medical
institutions has shifted the focus towards finding a cure for disabled people. The
pervasiveness of individualised understandings is a key factor which determines
whether a child is normal or abnormal (Bumiller, 2009). Medical and diagnostic
testing is performed on a child to see if they fit in with the standards of normalcy.
If an impairment is confirmed after testing, the child is considered to fall outside
the social norm. Disabled people are viewed in relation to markers of otherness, and
yet are expected to adapt to the norm (Bumiller, 2009).

John (C/OBC) is the father of an autistic child, who lived with his son, wife
and mother (the paternal grandmother of the child). He had stressed that he was
involved in the daily life of his son and supported his wife. John held an
individualised understanding of autism; he associated the impairments associated
with autism to shortcomings. He hoped for a recovery or cure with the help of
medical intervention:

If my son becomes normal, | will give thanks to God and move ahead. At

the moment, with the help of a doctor, | am trying to improve his speech and

get him to talk. If I am successful in this attempt, | am a winner! If my son
can talk and actively communicate and interact with others, I will not have
any shortcomings. It will indeed be a massive victory for me. We [John and

his wife] are praying that this happens before the end of our time. Honestly,
| want him to become like us [John and his wife], without any impairments-
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if he becomes normal, then | am a King! Otherwise, | feel sad thinking about
why my son is like this’ [with shortcomings].

The overwhelming focus on autism in individualised terms is a factor which
had influenced John’s aspirations for his son. John had indicated that his ultimate
aspiration for his son was to overcome a perceived shortcoming or be cured of
autism. The understanding and awareness of autism that has been passed onto the
father, or the information accessed by him, had enabled the pathologisation of
autism as a disorder and deficit. Thus, John primarily understood his son’s
characteristics based on the individual model of disability; rather than seeking other
forms of intervention, including social accommodations, the primary goal was
focused on subjecting the child to rigorous clinical therapy in the hope of restoring
him to ‘normalcy’ (Dowse, 2017).

Lennard Davis (1995) draws attention to the standard bell-shaped curve in
society; some individuals are required to adapt to the norms and fall into the curve
bracket. The central idea of statistics pertains to the identification of the level of
‘normalcy’ of individuals by using clinical measuring tools. When an individual
does not conform to the norm, they are subjected to interventions which primarily
seeks to facilitate their restoration to ‘normalcy’ (Davis, 1995). An overwhelming
focus on individualised understandings of disability may point to the individual and
their impairments as the main problem, instead of the way ‘normalcy’ is socially
constructed to create the problem for the disabled individual. Christopher (C/OBC),
the father of an autistic child, lived with his family (which included his wife and his
non-autistic child) in Thiruvananthapuram city (please refer back to chapter four,
under the ‘sampling’ section). Christopher had been primarily exposed to
individualised services when he had initially noticed that his autistic son engaged
in actions that were different to a ‘normal’ child. These services have factored into
his belief that his son’s autistic characteristics are not normal:

When | noticed behavioural patterns that were not similar to the behaviour

of other children, | took my son to a neurologist. The neurologist referred

me to a doctor who confirmed, after testing that he is autistic. My brother
has some awareness because he has some knowledge in family counselling,
so he uses his practical knowledge to mingle with my son. We know that he

is not normal and he would display certain behavioural characteristics. So,
we restrict his interactions with others. My mother shows compassion
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toward him because she knows that he has an abnormality. No one really
harasses him because everyone knows that he is not normal.

Christopher had comprehensively imbibed the DSM-V understanding of
autism, so much so that he had initially planned to send his child to an institution in
the hope that his younger non-autistic child did not ‘learn’ the characteristics of the
autistic child:

| was apprehensive of the possibility that my normal son may learn certain

behaviours from my autistic son, so, | planned to send my autistic son to an

institution where he could learn discipline and manners. | had initially
thought that it would benefit both him [autistic son] and my younger son,
who would not need to grow up watching his older brother engaging in
abnormal actions. However, | realise that it is best if they stayed together so

that my younger son can understand the shortcomings of his brother and
help him in the future.

Christy, John and Christopher were influenced primarily by individualised
understandings of autism. They identified and associated their children with
impairments and behavioural patterns which fall outside the status of ‘normalcy’
that was determined by the society. When the focus is overwhelmingly on ‘deficits’
and ‘disorders’, some parents/guardians may not entirely accept their child’s
diagnosis even with time. Individualised understandings and socio-cultural
constructs of autistic individuals reduce the psycho-emotional well-being of some
parents/guardians and increase their stresses. For instance, Christy had specifically
mentioned that her world had come ‘crashing down’ when the diagnosis was
disclosed to her. Consequently, she endured marital problems with her husband.
She had stated that her husband, who had been in denial for a long period of time,
had also begun to side with family members who had placed the blame on her.
These unequal interactions affected her well-being even more. However, after
witnessing Christy being engaged in the role as the primary caregiver (according to
Christy) and enduring the pressures entailed in raising an autistic child, the father’s
attitude changed and he became more supportive. Christy focused on providing
opportunities for her son to learn daily living skills, but ultimately believed that
services should cater to ensuring that the child is brought back to ‘normalcy’ or as
‘close to normalcy as possible’. John wanted his child to be cured of autism and

insisted that a recovery from autism (for his child) would be his biggest achievement
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in life. The influence of individualised understandings of autism on Christopher is
so great that he had seriously considered separating his two children (and the family
in the process) due to the fear that the non-autistic son may imbibe characteristics
of the elder autistic son through mere observation. Individualised understandings
can reduce a parent’s/guardian’s outlook on autism and increase their pressures to
seek clinical options that may reduce the ‘undesirable’ characteristics and restore
the child back to ‘normalcy’. In some instances, when the results of clinical
interventions are not perceived to be satisfactory, some parents/guardians may

endure increased stresses, affecting their psycho-emotional well-being.

Thresiamma had suggested that her daughter-in-law and mother of her
autistic grandson fell into depression when she perceived that her child (the
grandson) was not progressing toward ‘normalcy’ based on the doctor’s advice and
input. The mother’s psycho-emotional well-being was so damaged by what she saw
as a lack of progress in the child’s development that she resorted to committing
suicide rather than taking care of an autistic child:

She [daughter-in law] did not believe that her son had a shortcoming- she

was not willing to accept it, even when we pointed out the boy’s

shortcomings. She vehemently declined to accept and was in denial. The
doctor had told her that after three years, the child would become normal

and when it did not materialise, she became disappointed and took her own
life.

The overwhelming focus on individualised understandings of autism can
generate desperation among some parents/guardians, and even stretch them to
commit self-harm that may destroy family life, separate family members and have
serious implications on the well-being of the children. Individualised notions
affected the psycho-emotional well-being of the Thresiamma’s daughter-in-law.
The internalised oppression created internal barriers for the mother and ultimately
had a deleterious effect on Thresiamma’s family. The gendered division of roles is
a significant factor because mothering an autistic child places pressure on the
caregiver to ensure that the child is brought up in a manner that is acceptable to
society. When children are perceived to fall outside the standards of ‘normalcy’,
their characteristics are deemed as unnatural and parents/guardians seek clinical
interventions to rectify the ‘deficits’. Mothers are more affected because, as the data
shows, they are expected to be the primary caregiver for the child and they tend to
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imbibe the stigma of raising an autistic child more than fathers. Some mothers may
resort to committing harmful acts like suicide, instead of raising an autistic child.
Thus, parents/guardians ultimately hope for their child to attain ‘normalcy’ status.
Individualised understandings not only create aspirations of attaining ‘normalcy’,
but they can also adversely affect some parents/guardians by instigating
comparisons between their child and others, which may lead to reduced psycho-
emotional well-being. The next section explores comparisons and how they affect
the parents/guardians.

Individualised understandings and comparisons

An individual who is adjudged to deviate from the standard social norm may
face exclusion and their actions may be termed as ‘abnormal’. When the diagnosis
of a disability is confirmed, it may create negative physical and social consequences
for people associated with the concerned individual (Dowse, 2017). ‘Challenging
behavioural patterns’ are identified through statistical measurement of an
individual’s IQ, their adaptive functioning and participation in activities. This may
lead to the identification of clinical services which are primarily based on the binary
concept of ‘normal’ and ‘abnormal’. The diagnosed impairment is considered to be
an ‘abnormality’ and the social structure seeks to manage and rectify the ‘abnormal’
behaviour and actions (Dowse, 2017). The individualised focus on impairments and
rectification of the perceived ‘deficits’ can generate comparisons with others who
are deemed by society to fall within idealised norms. Some parents/guardians may
compare their children with others and experience reduced emotional well-being
(Thawani, 2013).

Rekha’s (H/SC) experiences draw attention to her commitment in ensuring
the adequate provision of affordable therapeutic services for her autistic son. She is
the primary caregiver and lived with her husband, who was a mason, and elder non-
autistic daughter in Kochi. Rekha’s understanding of autism as a clinical disorder
is a factor which created much grief when she was asked whether, at any point,
there were comparisons with other children. She provided a response with much
difficulty and had requested a break (from the interview) due to feeling

overwhelmed:
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| have not compared, but when | see other [normal] children doing things
[engaging in normal daily activities] which he [the son] cannot do, | am
overcome with sadness...[cries].

The dominance and pervasiveness of the individual model of disability can
undermine the psycho-emotional well-being of some parents/guardians. Their well-
being is adversely affected as their awareness/understanding of autism is based on
individualised notions and the binary concept of normal and abnormal. When
thinking back about the instances where Rekha had engaged in comparisons
(between her son and other non-autistic children), she felt so upset (being reminded
of the son’s impairments) that she could not control her emotions and cried.
Individualised understandings primarily frame autism as a medical problem which
requires clinical intervention so that the concerned individual can be brought back
to ‘normalcy’ (Shyman, 2016). The autistic individual is considered to be
‘abnormal’ and abnormality may be associated with ‘tragedy’ and ‘undesirable
characteristics’ (Shyman, 2016). This can in turn result in a narrow outlook on
autism, where the ultimate solution pertains solely to accessing clinical
interventions which can bring an individual back to ‘normalcy’ (Shyman, 2016).
The ideal standard is embodied by the ‘normal’, ‘able-bodied’ and ‘able-minded’;
any deviation is considered to fall outside social norms and the individual is

subjected to rehabilitation.

Some comparisons may arise when parents/guardians imbibe the notion that
their child/children veer away from the standards of ‘normalcy’. These notions can
trigger feelings of sadness and inferiority among some parents/guardians. Anoop
(H/OBC) is a father who was emotionally involved in the daily activities of his
daughter. Anoop cited societal norms as a factor which pressurized him to pursue
rigorous clinical interventions which he felt would enhance his daughter’s prospects
of achieving ‘normalcy’ and project his family as ‘normal’. The father’s reactions
highlighted comparisons which stemmed from individualised understandings of
autism and his sadness which had negatively impacted on his psycho-emotional
well-being and reduced his aspirations for the daughter:

It happens [comparisons]... for instance, my friend’s daughter who is of the

same age as my daughter is a district level swimming champion; there are

times when | think that my daughter could have been the same. During
festivities, when other children are participating on stage, dancing, singing,
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performing, | will be holding onto my daughter tight so that she does not
run or show any actions. Again, in these instances, I feel that she could’ve
also been up on the stage singing or performing. | hide such thoughts
otherwise; my wife may feel upset [tears up].

Anoop’s understanding of autism, based on the individual model of
disability, had been transmitted to him via clinical services. His psycho-emotional
wellbeing was deeply affected and he ultimately viewed his daughter as an
individual with a shortcoming. Some people in the social world may treat a disabled
person as an individual whose abilities and functionality are characterised by
deficiencies (Davis, 1995). This may have played a role in Anoop’s initial
reluctance to try for a second child. He had stated his relief that his younger son
was non-autistic and shared his aspirations:

When we [Anoop and his wife] planned on having a second child, we were

afraid that the child may end up like her [daughter]- honestly, | was afraid.

However, by God’s grace, he [son] is healthy. Regarding my daughter, my

wife and | understand that she is different and we do not hold high goals. It

is different with our son- we want him to be successful professionally and
send him abroad for studies- we do not keep such goals for our daughter.

Anoop had held lower expectations for his daughter, because he believed
that she was different and had shortcomings. He had also maintained that his goal
was to find and access clinical services that would ensure that an ‘absence’ is filled
with a ‘presence’ (Davis, 1995) or that the perceived ‘deficits’ are cured with the
aid of rigorous clinical treatments. Anil (H/GC) is a therapist whose psycho-
emotional well-being was adversely affected when engaging in comparisons. As a
clinical professional, Anil’s awareness of autism was primarily individualised. He
specifically used medical terms to refer to autism and insisted on practicing clinical
interventions on his son, which were accessed by him via books and online
resources. Anil had mentioned the following, which highlighted the undermining of
his psycho-emotional well-being, as a result of imbibing individualised
understandings of autism:

My issues stem from comparisons- for instance, when | hear other parents

of autistic children speaking about their child, and about the fact that the

child speaks more or that the child is a high-functioning autistic child, | feel

upset. When | listen to parents of non-autistic children speaking about their
child’s achievements in relation to academics or sports, it is also very
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disappointing. My son does not hold many achievements that we can speak
aboult.

Aparna (H/OBC), the primary caregiver and mother of an autistic child lived
with her son in Kochi city to access desired services. Aparna’s husband had
remained abroad where he was employed. She indicated that individualised
understandings of autism had adversely affected her psycho-emotional well-being:

| used to compare and think that my child does not behave like other

children. However, | have stopped comparisons, even though sometimes
these comparisons pop up. | feel distressed when it happens. Autistic

children are not normal, but | am trying my best to get him as close to
normalcy as possible.

The parents/guardians who were mentioned in this section were all
adversely affected by individualised understandings of autism. Comparisons had
continued to cloud their minds and affect their psycho-emotional well-being and
opinion of their children. Parents/guardians were disabled to a point that it affected
family life and social interactions. Anoop had expressed his concerns when
speaking about trying for another child. He had feared that the child may be autistic
like his first-born daughter. The father showed his inherent feelings which were
determined by individualised notions; he pathologized autism and associated the
same with impairments and ‘deficits’. He indicated his frustration at having a child
with “undesirable’ characteristics and comparisons with other non-autistic children
exacerbated his disappointment. Anil too, insisted that he became demoralised
when interacting and listening to other parents/guardians. Therefore, he tried to

reduce his involvement in social interactions and participation.

The data generated highlighted a pattern where an increasing number of
parents/guardians identifying with the OBC caste category rejected comparisons (of
their child), in contrast to parents/guardians identifying with the other groups. Some
parents/guardians did not indulge in comparisons, even if they targeted
individualised services. Arun Kumar, who was living with his wife and two children
(the elder son is autistic) called attention to the importance of finding opportunities
for his son to develop at his own pace without any external pressure. He believed
in adapting towards his son’s needs to provide a safe and sensory environment.

Arun Kumar stated the following:
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| have not compared my child with others because every child is unique in
their own way- the reality is that we all have our flaws. However, | accept
the defect/limitation of my child and my only focus is to correct it- not to
make him like this child or that child.

Neeraja too, is a mother who is not fixated on attaining the status of
normalcy for her daughter or engaging in comparisons with other non-autistic
children. She, however, believed in subjecting her daughter to intense clinical
training programs to enhance communication skills:

| have never compared my daughter to other children, autistic or non-

autistic. There are different types of autistic children- one child may face

difficulty in one aspect which may not be shared by another autistic child.

Likewise, my daughter may endure difficulty in one aspect but may possess

an attribute that others may not have. So, there is no point [in comparisons]-

| accept my daughter as she is; she may have both positive and negative
traits. We will reap the rewards based on the way we train them.

Gangadharan’s perceptions were similar to both Neeraja and Arunkumar.
Although his dire circumstances (please refer back to chapter five and six for more
details) and deprivation had exacerbated his stresses, Gangadharan placed emphasis
on the differences of all individuals and stood firm on his rejection of comparisons:

Yes, | have compared, however, it is not something that | can say out loud,

but | keep it in my heart. | do not have such thoughts any longer; some

people may do things quicker than my son who may take his time. Some
may not have a shortcoming, while others may have a shortcoming. There
are qualities which he has which others may not possess. So, I don’t really

compare him to others; I focus on therapies to ensure that he is brought to a

level of normalcy so that he can also live life in a normal way like his

brother. | have to bring him to a normal level somehow- It may or may not
happen, we’ll just have to try.

Although the individual model of disability had significantly influenced the
understanding of some parents/guardians, some moved away from deficit-based
comparisons, even if their ultimate goal pertained to targeting clinical consultation,
therapies or treatments. Shaima Ahammed (2019) recognized the unique traditions
and sacred rituals as occasions for collective action by some people who identified
with the ‘backward caste’ community, including the OBCs. The existence of such
traditions indicated the possibility of group cohesion among people in the
aforementioned category, and this may be a reason why some parents/guardians
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who identified with the OBC category held a strength-based view of autism that
was different from the views of others who were intent on finding clinical solutions
of cures and achieving a ‘normal’ status. What had remained etched was the
individualised notions of autism imbibed by some parents/guardians which was

based on the knowledge transmitted by clinical professionals.

Some parents/guardians modified their expectations upon receiving the
confirmation of the diagnosis (Bostrom et al., 2009). Research has highlighted the
‘maladaptive behaviours’ of autism which is a source that had increased the stress
levels among parents (Hall & Graff, 2012). Individualised notions of autism can
produce negative opinions which prevent some parents from making comparisons.
For instance, John, an auto-rickshaw driver, asserted his daily involvement in
supporting his autistic son and wife. The father explained his desire for the son to

attain ‘normalcy’ status through clinical intervention. John stated the following:

There is no point in comparing him [son] to others, because it has gone off
the rails to a point where it cannot be corrected.

Jincy (C/GC) too, shared similarities with John in her experiences. Jincy,
whose daughter accessed charitable services, had mentioned that she was ‘aware of
the shortcomings of her daughter’ and ‘saw no point in comparisons’. Thus, some
parents/guardians may compare their children based on an individualised notion of
disability which may create psycho-emotional disablism. Others may not compare
due to their acceptance of the °‘shortcomings’ of their children. Some
parents/guardians stay away from comparisons due to the inherent fear that their

parental capacities may be questioned by the public.

Individualised notions can lead to negative perceptions of impairments.
When some parents/guardians internalise such perceptions, they associate
impairments with short-comings. Academic achievement and contributing to
society are important values in India. Some parents/guardians may engage in
comparisons of their children with other non-autistic children. Comparisons which
arise from individualised notions that promote the dichotomy of normal and
abnormal can negatively impact on their psycho-emotional well-being.
Comparisons suggest that some parents/guardians may hold a preference for a non-

autistic child or ‘normal’ children over autistic children. Even in cases where
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comparisons do not exist, some parents/guardians are determined to seek
therapies/interventions which can correct the ‘deficits’ associated with their child.
Some parents/guardians may not want their parental capacity to be questioned. The
negative connotations generated by the individualised focus on rectifying
impairments and deficits have had an adverse impact on some parents who choose
selective disclosure. Thus, barriers created by individualised notions can affect the
well-being of some parents/guardians and disable them. It is therefore imperative
to explore more aspects of individualisation of autism and the subsequent efforts of
parents/guardians in accessing services aimed at attaining ‘normalcy’, and how this
can affect the psycho-emotional well-being of parents. The next section focuses on

the concept of being independent and parental perceptions attached to the same.

Self-reliance and ‘treading the correct path’

Disabled individuals have generally been identified as passive recipients of
care and assistance. Their marginalization and vulnerability are attributed to the
notion that they cannot receive care/assistance and empower themselves at the same
time (Rabiee, 2012). The concept of independence/self-reliance is defined in
different ways- some service professionals may define independence in terms of
disabled peoples’ ability to engage in self-care activities, while some disabled
people may define independence as a way to possess autonomy and decision
making in one’s life. (Reindal, 2010). Individualised understandings equate doing
things independently with self-reliance or taking care of oneself. Some disabled

people value autonomy to make decisions and reach their objectives (Rabiee, 2012).

The term dependency can be linked to negative connotations like ‘burden’
and ‘deficiencies’ on the part of the individual requiring help or assistance.
However, over the years, these concepts have been the subject of much discourse
and analysis, and it has been argued that the ‘individualizing and exclusionary’
language of dependency should be replaced by a recognition of ‘interdependence’
and solidarity (Fine & Glendinning, 2005). The belief that an ‘independent’
individual requires minimal assistance is rooted in the individual model of
disability, which has permeated to the political arena; there is an overwhelming

focus on competitive individualism (Carnaby, 1998).
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The majority of the parents/guardians in the study stated their belief(s) that
independence and self-reliance were important as they could pave the way for their
children to engage in daily living activities without ‘burdening’ family members or
others. Neeraja offered specific reasons as to why she aspired to find and access
therapeutic services to enhance the independence of her daughter. Neeraja insisted
that she did not hold high academic or professional hopes for her daughter; rather,
she wanted the child to be able to do things independently:

| am not hoping for academic excellence; being a girl child, she should be

able to react or respond in a situation where she may feel threatened. She
should be able to do that by herself, without the help of others.

Neeraja’s concerns, as the mother of an autistic daughter, are
understandable. Abuse and violence against children and women have plagued
India and any parent/guardian would encourage their child to learn and implement
safety techniques themselves. Abuse against disabled individuals (especially girls)
may go unreported and the child may endure difficulty due to impairments in
relation to speech and communication. Neeraja had wanted the child to be able to

communicate her concerns during a situation where she may feel threatened.

Christy and Gangadharan shared similar aspirations for their children- both
were of the opinion that the pursuit of academics is only secondary to becoming

more self-reliant. Christy stated the following:

After realising that my son has this condition, we [Christy and her husband]
did not put our focus on his success in academics. Our focus is on improving
him as a person, while academics is secondary. | want to see him become
independent so that he can get his things done by himself. For instance, if
he is hungry, he should be able to communicate his hunger and ask for food.

Gangadharan indicated his inherent frustrations and desperation when he

said the following:

| hope that he can do things by himself; at the moment, it is okay because
he is a child. However, when he becomes older and he is able to do things
by himself, I would be at peace. Academics is not of paramount importance-
he should be able to do his daily routine activities by himself, without being
a disturbance or botheration to anyone else.
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The notions of independence and self-sufficiency are considered to be ideal;
those who are dependent on others are seen to deviate from these ideal norms
(Ward, 2011). They are deemed to be lesser human beings and in need of constant
care and protection. Dependency is associated with vulnerability and weakness;
these notions situate disabled people as inadequate and incapable (Ward, 2011).
Neeraja, Christy and Gangadharan wanted their children to achieve the ideal status
of ‘independent’ and held aspirations to find services and therapies which could
enhance the child’s self-reliance. These aspirations indicated an understanding that
is primarily influenced by the individual model of disability. This may create
barriers within the family system and generate low opinions of their children, and
reduced aspirations for the autistic child in comparison to other children in the

family.

Some parents’/guardians’ aspirations for their child to become self-reliant
with the help of clinical interventions can be associated with their personal
circumstances. Pushpa, a mother facing deprivation and abject poverty, stated her
desire for the daughter to achieve normalcy through clinical interventions and
medicines. She has two disabled children and an ageing mother to look after, and
asserted her sadness at both children being disabled. The ex-husband had
abandoned the family and she explained disabling barriers arising from the unequal
interactions with her husband, and some restrictions she had faced when interacting
with the children (impairment effects), which had created intense pressures and
affected her psycho-emotional well-being. According to Pushpa, an ideal situation
would be one where her autistic daughter, who did not have any physical
impairments, became normal and self-reliant. The daughter could have then pursued
employment opportunities or engaged in labour to contribute to the family income
and improve daily sustenance (as per Pushpa’s statement):

She [daughter] has to do things by herself. If my daughter was normal, she

would not have been like this. She could’ve gone to work in a shop or done
tailoring or be engaged in any type of paid vocation.

The identification with the ‘backward caste’ community (including the
OBCs) and abject poverty are interlinked (in some instances), and the primary goal
of people who lived these experiences was based on daily survival (Gupta &
Singhal, 2005). Therefore, Pushpa continued to hold the desire for her daughter to
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become independent and normal. Thus, the individualised understanding of
disability as deficits/impairments that require cure or intervention is a major factor
which increased parental stresses. Some parents/guardians wanted their children to
obtain a level that is close to ‘normalcy’ and an idealised state where the child was
independent or self-reliant. Anything that veered away from the norm was
associated with deviance, inferiority and weakness. After the diagnosis of an
impairment, the individual is considered to be a dependent recipient of care who
may also be unappreciated. They are targeted primarily by clinical interventions

which seek to remove all the perceived ‘undesirable’ characteristics (Stone, 2003).

The dependence/independence dichotomy may create pressures on some
parents/guardians. They may become desperate for their child/children to become
self-reliant and ensure that they are not a burden to others. This may be indicative
of the pressures to conform to the social norm and attain the ‘ideal’ status of being
self-reliant. It can also suggest possible fear of discrimination directed towards the
child who may be considered by some in society to be ‘burdensome’. Fingers are
also pointed at parents/guardians whose capacities may be questioned. The binary
division of dependence and independence should be replaced by ‘interdependence’.
Mutual dependence among human beings should be promoted as a core value and
social interactions should be based on a partnership or a two-way responsibility
(Rabiee, 2012). Dependency is individualising and may lead to exclusionary
practices against those who are deemed to be dependent (Rabiee, 2012). The
overwhelming focus on individualisation can disable parents/guardians and affect
the family system by undermining the psycho-emotional well-being of parents, and
reduce their social interaction and participation.

SUMMARY

This section has highlighted the stronghold of medical institutions and the
pervasiveness of the individual model of disability in influencing parental
perceptions. The overwhelming focus on the individual model creates a fixation on
‘deficits’ and ‘problems’ by drawing attention to a preoccupation with idealised
notions of the body and the mind. Judged by the normative yardstick, the
‘imperfect’ attributes of autistic children are considered to be inferior. Autism and
childhood are presented on the basis of dependency and the emphasis has been on

finding interventions which can increase the chances for a cure. When
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parents/guardians imbibe a reductionist approach which constructs autistic children
as individuals with disorders, they seek services for a cure. When some
parents/guardians perceive their attempts as unsuccessful, they are adversely
affected to a point where some may resort to self-harm measures, instead of raising
an autistic child. They are disabled by unequal interactions which place emphasis
on parents/guardians to raise normal children. These interactions (which
specifically affected mothers) undermined their psycho-emotional well-being and
reduced social interactions and created negative perceptions about autism and their
child.

A narrow outlook on autism and the focus on certain characteristics
displayed by some autistic children can result in comparisons. The psycho-
emotional well-being and self-esteem of some parents/guardians are affected when
they indulge in comparisons based on their individualised understandings of autism.
Social norms play a factor in constructing what is ideal in society, and when
children do not fall within the ideal standards, parents/guardians are adversely
affected. They seek clinical services which may enhance (according to the
parents/guardians) the prospects of the child to achieve normalcy or a level which
is close to normalcy. There is still a long way to go in terms of strategies/policies
for autistic children and families due to the pervasiveness of the individualised
notions of disability. Models based on interdependence and diversity of experiences
may increase opportunities that value differences. Although individualisation
efforts have promoted the integration of disabled people, the primary use and focus
of individualised terms and understandings have narrowed down the understanding
of autism to a deficiency which is in need of ‘cure’ or ‘correction’. When
parents/guardians associate children with ‘deficiencies’, they may deem their
family as ‘inferior’ due to the fear of exclusion from the social norm. The
competitive academic culture is also a factor which can create complex mental
trauma for some parents/guardians. When children are measured using standardized
scales, it can create comparisons and unequal interactions, which may reduce the
psycho-emotional well-being of some parents/guardians. All the parents/guardians
had imbibed individualised notions of impairment irrespective of gender, caste
and/or class. In some instances, both mothers and fathers had expressed their fear

of comparisons, and how that may turn into parent blame or the questioning of
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parent capacities. Thus, individualised notions can create complex barriers, some

of which may disable parents/guardians.
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CHAPTER 8: CONCLUSION AND RECOMMENDATIONS

INTRODUCTION

This thesis is concerned with the experiences and perceptions of
parents/guardians of autistic children in Kerala. The empirical chapters centre on
the input of participant interviews, place emphasis on their complex experiences,
and finds that whilst, some may privilege parents/guardians, others may create
disabling barriers for them. Furthermore, the influence of gendered division of
roles, access to resources, and the barriers created by unequal social interactions
within the family and the broader society are detailed in the previous chapters. The
chapters also entail an exploration of the pressures stemming from raising an
autistic child, and the influence of patriarchal attitudes, social norms, poverty and
caste/tribe identity on parental experiences. Some parents/guardians undergo
immense stresses and pressures when parenting an autistic child. When
parents/guardians are subjected to unequal social interactions, their psycho-
emotional well-being is undermined. Their social interactions, participation in
social activities, caring for the autistic child and relationships within the family are
adversely affected. Parents/guardians may undergo some restrictions which arise
from the impairments associated with autism, also known as ‘impairment effects’.
However, impairments do not constitute the primary disabling barriers experienced
by parents/guardians. The pressures to conform to the norms in society, blame and
shame experienced by mothers and fathers, and impairment among
parents/guardians are factors which have created significant stress among
parents/guardians. Other major stresses stem from the difficulties in understanding
the needs of their autistic children, lack of acceptance among parents/guardians, the
negative responses of some members in the family and society, and the lack of
access to adequate services. The social relational model was employed and an
intersectional framework was incorporated to understand the diverse and complex
experiences of parents/guardians. By utilising the aforementioned concepts, this
thesis has offered a detailed analysis of the social lives/experiences of
parents/guardians, with the intention to highlight the barriers they face and enhance
the reader’s understanding in relation to the influence of factors like gender roles,
access to resources, and caste/tribe identity on family interactions/social

participation. This chapter seeks to revisit the key themes and discussions which
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are detailed in this thesis. It provides a summary of the findings and then
recommendations are presented with the intention of enhancing the awareness of
grassroot social barriers experienced by some parents/guardians of autistic children.
These recommendations are provided with the aim of contributing to sociological
knowledge, debates, and policies that help parents/guardians of autistic children to
access psycho-emotional support services and vocational opportunities. Any

limitation(s) will be briefly identified and considered.
SUMMARY OF FINDINGS

The data generated draws attention to gendered divisions of roles and
patriarchal notions as the most significant factors influencing the perceptions of
parents/guardians in Kerala. Other factors like access to resources, caste/tribe
status, and poverty are also important factors which determined their experiences.
The majority of the parents/guardians who participated are mothers or female
guardians. This can be attributed to gendered divisions of roles which see mothers
become the primary caregiver for the child. Mothers were more likely to leave their
employment (if they had held one previously) and focus their attention upon
meeting the needs of the child. Among the participants who had identified
themselves as the father (ten participants in total), four admitted to their supporting
role, while citing the overwhelming involvement of their wives as the primary
caregiver for the child. One father (among the four fathers who were identified as
the primary income earner in their family) had indicated his limited involvement in
his autistic daughter’s life. The father’s responses highlighted his imbibed and
inherent values, which can be associated with patriarchal norms in society.
According to the father, his autistic daughter would be a daily presence in his life,
if his wife (whom he had considered to be the primary caregiver for his children)
was still alive. Access to resources and poverty can also be identified as factors in
the experiences of some fathers, including the one mentioned above. Some fathers
had expressed their difficulties in undertaking caregiving duties, as they had to earn

an income for the basic survival of the family.

The negative implications of raising an autistic child on a daily basis are
highlighted in this thesis. In particular, mothers may undergo exacerbated levels of
stresses and barriers when parenting an autistic child. The majority of the mothers
left their employment (irrespective of academic qualifications or employment
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experiences) to care for their child. In some instances, the husband continued to be
the primary income earner, while the mother moved with their children to another
area to access desired services. This led to the break-up of the family system and
reduced the informal support of some mothers. Mothers then faced pressures from
occupying multiple roles, and these pressures affected their emotional well-being
and created some barriers for them. The majority of mothers of autistic children are
subjected to unequal social interactions, and some may possess limited access to
economic, social and cultural resources, which impacts on their well-being. The
impairment effects associated with autism is another factor which created some
restrictions for them. Some mothers like Pushpa (whose situation was explored in
depth in the empirical chapters) faced disabling barriers arising from the unequal
social interactions with their husbands or ex-partners. For instance, unequal
interactions arose when caregiving responsibilities for the autistic child were not
equally shared between the husband and the wife. Some husbands/fathers placed
the caregiving responsibility of the child entirely on the mother. In some instances,
mothers imbibed their domestication and expressed that the husband’s income-
based contribution to the family was fair. Patriarchal notions held within the family
were factors which determined unequal interactions and adversely affected the

psycho-emotional well-being of mothers.

The patriarchal notions held by some fathers are a factor which resulted in
unequal social interactions between the parents/guardians. These interactions
negatively affected the psycho-emotional well-being of some mothers and
maintained their continued dependence on the father of the child. In some instances,
these unequal social interactions resulted in the continued deprivation experienced
by some mothers and their children. The shame of raising an autistic child was a
factor which influenced the interactions of some parents/guardians. Some fathers
blamed the mother for giving birth to an autistic child, and some associated the
child’s ‘deficits’ with insufficient or bad mothering practices. These reactions too,
adversely impacted on the psycho-emotional well-being of some mothers. The
existing research on parenting disabled children draw attention to the following:
mothers of disabled children are judged more harshly than mothers of non-disabled
children. Child rearing and unpaid labour within the home are still undervalued and

mothers are primarily blamed for the children’s perceived shortcomings (Khanlou
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et al., 2017). My findings confirm that mothers of autistic children are
predominantly subjected to blame and the negative reactions of others. However, |
propose a need for additional sociological studies focusing on parental experiences
and the daily stresses faced by parents/guardians of autistic children (using the
social relational model of disability and an intersectional framework). Conducting
these studies can enable the identification of a set of measures which can
significantly enhance parental experiences, address the barriers, improve public
perceptions of autism and improve access to support systems which can be directly

used by parents/guardians.

The lack of high academic education/qualifications, and the limited access
to adequate resources, were other factors in the experiences of some
parents/guardians. Some parents/guardians experienced practical difficulties in
raising their autistic children. For instance, some restrictions arose when the
children displayed certain actions like screaming, running towards the road, running
outside from inside the home in an instant, experiencing an uncontrollable ‘melt-
down’ and being physically aggressive toward the parent/guardian or other family
members. Some mothers/female guardians in particular had admitted their
helplessness in relation to managing impairment effects. For example, one
interviewee, Thresiamma, the primary guardian and grandmother of an autistic
child, had mentioned sprinkling crushed black pepper on the floor, as a final resort
to deter her grandson from picking up and eating anything off the floor. Thus, the
majority of mothers/female guardians faced barriers when raising an autistic child.
The unequal domestic division of roles and the unequal social interactions between
spouses create disabling barriers (which primarily undermined the psycho-
emotional well-being of mothers) and a cycle of deprivation for some families. The
majority of mothers in the study were domesticated, and they experienced disabling
barriers arising from unequal social interactions and limited access to resources.
The ‘impairment effects’ in relation to autism was also a factor which created some

restrictions for parents/guardians.

The availability of adequate economic resources may increase some
parents’/guardians’ access to desired services. Some even make a choice to move
to another city or area to increase their access to desired services. In some instances,

families are separated and the mothers (primarily) and their children are cut off from
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daily interaction with the respective spouses/fathers. This can generate feelings of
isolation among some mothers. Some parents/guardians cannot afford to relocate to
another place as they may not have access to adequate economic resources.
Irrespective of parents’ access to adequate economic, or social and cultural
resources, some mothers continued to experience stresses which stemmed from
their role as the primary caregiver for the child. While the caste/tribe status can be
attributed to some parents’ enhanced access to resources, employment and
economic position, the domestic division of roles was a factor which had a major

influence on their experiences.

The majority of the fathers of autistic children who had participated were
involved in daily child-rearing duties. Fathers not only actively involved themselves
in raising their children, but also protected the child, and took care of the wife and
the family. Some fathers remained flexible with their employment and other
engagements, so that their wives, who were the primary caregivers, could take time
off from caregiving responsibilities when necessary. In some instances, fathers were
even willing to forego career advancements to take care of their child and maintain
the family’s stability. For inStance, one interviewee, Anoop’s commitment to his
family is evidenced by his responses which indicated a father who strived to
maintain the stability at home and be a support to his wife. The father had taken a
step back from his job by choice to ensure that he got an opportunity to work
remotely and be more involved in child-rearing duties. The shift in the roles among
some fathers can be attributed to an increase in the number of nuclear family
systems in urban Kerala. There are also a number of women who are in employment
and some parents/guardians decide to share caregiving responsibilities. Thus, the
involvement of fathers in caregiving obligations has increased. However, mothers
continued to be the primary caregivers and those who were primarily affected by

stigmatised reactions and disabling barriers.

Parents/guardians were affected by ‘courtesy stigma’ or the stigma attached
to parenting an autistic child due to their association or relationship with the child.
The behavioural patterns and ‘undesirable’ characteristics displayed by an autistic
child were attributed to the role of the parents/guardians as caregivers. Parental roles
and capacities were placed under question when the child engaged in actions which

veered away from the social norm. Some close family members and people in

183



society may associate the characteristics displayed by an autistic child with ‘bad
parenting’, which shows that informal support systems can be oppressive in some
instances. Some parents/guardians were found to internalise the open/direct and
perceived negative reactions of others, often resulting in negative consequences
including reduced psycho-emotional well-being, friction in marital relationships,
resorting to self-blame, and increased feelings of isolation. Again, gendered
division of roles factored into these experiences; social norms place the
responsibility of caregiving primarily on mothers. Mothers are pressured by norms
which promote the development of children who fit the social norm. Some mothers
considered the negative reactions of their spouses as the harshest they had faced.
Mothers struggled with unequal interactions and their psycho-emotional well-being
was adversely affected to a point where they engaged in reduced social participation
due to the fear of possible negative reactions. The findings from my thesis confirm
that mothers are primarily blamed (by close family members) when the child’s
development is adjudged to veer away from normative pathways (Vaidya, 2016a).
Although some negative reactions may be attributed to the limited
awareness/knowledge of autism, blaming and shaming can adversely impact on the
psycho-emotional well-being of parents/guardians, especially mothers. In some
instances, the media projects unreasonable standards to which people are expected
to adhere. However, there are some safe spaces on social media which enable
positive conversations on inclusion and facilitates networking possibilities for
parents/guardians and their children. These spaces can address/change the

discursive notions held by people and reinforced by broader society.

This thesis highlighted the negative impact of individualised understandings
of disability/autism on the psycho-emotional well-being of some parents/guardians.
Specifically, some mothers of autistic children were so affected that they resorted
to extreme measures due to the shame of raising an autistic child in a society which
favours competition and places the onus of the developmental responsibility on
mothers (Pilcher & Whelehan, 2017). A mother had committed suicide because she
could not cope with the thought of raising an autistic child. Another mother had
contemplated taking her own life and the life of her autistic son so that they did not
have to face the negative reactions of the public anymore. Internalised oppression

led to psycho-emotional disablism and fractured the family system. Thresiamma
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was placed with the responsibility of caring for her autistic grandson in her old age.
The grandmother’s age-related impairments created restrictions for her in
effectively interacting with the child on a daily basis. Thus, psycho-emotional
disablism can create barriers and adversely impact on the stability of the family.
The barriers created by psycho-emotional disablism primarily affect mothers, even
though they impact on some fathers. Gangadharan, the father and primary caregiver
for his autistic child, experienced significant stresses (which undermined his
psycho-emotional well-being) due to his wife’s internalization of negative
implications associated with mothering an autistic child. This had further impacted
on the family’s access to adequate economic resources. The father had also stated

being subjected to additional restrictions arising from ‘impairment effects’.

Some parents/guardians were not affected by unequal social interactions.
These parents/guardians valued social interactions and were not too bothered about
negative reactions; rather, they were determined to ensure that their child could
access social activities just like other children. Some fathers were subjected to
unequal interactions, blame and shame due to their own impairments. For instance,
Mohammed faced the negative reactions of others who had subjected him to blame
due to his speech impairment. Impairment in the family or among parents/guardians
may lead to some restrictions for them. However, parents/guardians like
Mohammed face disabling barriers which stemmed from unequal social
interactions. An overwhelming emphasis on the individualised understanding of
autism has been transmitted to the majority of parents/guardians. This had led to
internalised feelings of shame when raising an autistic child. The large majority of
parents/guardians who had participated held an individualised understanding of
autism: they considered autism to be a disorder and targeted rigorous clinical and
therapeutic interventions as a means to find a cure or bring the child to a level close
to ‘so called normalcy’. Specifically, mothers imbibed these negative notions and
it led to the undermining of their psycho-emotional well-being. In comparison to
fathers, an increasing number of mothers experienced the traumatising
consequences of psycho-emotional disablism. Some parents/guardians held a
perception of autism that was different from the pervasive clinical understanding.
However, these parents/guardians were ultimately found to associate autism with

‘shortcomings’ and ‘deficits’. Parents/guardians experienced the shame of raising a
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child who was characterised by perceived ‘deficits’ and ‘shortcomings’. Some

parents/guardians engaged in comparisons.

In Indian society, academic competitiveness is given great value by some
parents/guardians, who may endure disappointment when they compare their child
with other non-autistic children. Comparisons also arose from individualised
understandings of autism based on statistics and standardization, which may in turn
exacerbate feelings of inferiority among some parents/guardians, often leading to
reduced aspirations for the child. For instance, Anil, a qualified psychiatrist and
father of an autistic child, is one such parent/guardian who had internalized these
negative feelings. He expressed disappointment that the child was diagnosed as
‘severely autistic’. Anil had hoped that the child would be a ‘high-functioning’
autistic (he had stated that he understood his child was different from an early age).
He had admitted comparing his child, and how these comparisons negatively
affected his psycho-emotional well-being. The negative emotions which arose from
comparisons suggested parents’/guardians’ innate preferences for non-autistic or
‘normal’ children over autistic children. The generated data also showed that some
parents/guardians did not engage in comparisons. For instance, Arun Kumar had
explained his belief that his child possessed unique characteristics; according to
him, the child must be given the space to develop his characteristics, even though
the ultimate solution that he was seeking was cure. Arun Kumar insisted that he will
never compare his child as every child had unique characteristics. Among the
parents/guardians who did not engage in comparisons, the majority identified with
the ‘backward’ caste category due to their belief regarding individual uniqueness
(which also included flaws). Their reactions may indicate the historical
collectiveness among some people identifying with the ‘backward caste

community’ (please refer back to chapter seven).

Some people identifying with the ‘backward’ caste category, in particular,
some from the ‘scheduled caste’ group, may also have accepted a status ascribed to
them by society and may not feel entitled to greater economic facilities or
provisions. Rather, they may believe in unity and fighting against barriers to protect
their family. The same could be attributed as a reason for some parents’/guardians’
acts of resistance against the internalisation of stigmatising attitudes and

comparisons. Among some parents who fall into the ‘general caste’ category, the
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experiences of an increasing number of participants indicated the internalisation of
stigma. Some people in the ‘general caste’ category may not be subjected to certain
barriers due to their affiliation with a particular caste/tribe identity, while they may
also feel entitled to an economically privileged rank when compared to people in
the ‘backward caste/tribe category’ (Biswas & Pandey, 1996). It can therefore be
inferred that some parents/guardians in the ‘general caste’ category may feel that

raising an autistic child can challenge their social status.

Some parents/guardians placed value on self-reliance and performing daily
living activities by oneself. The majority of the parents/guardians sought services
which aimed at enhancing the child’s opportunities to be self-reliant over the pursuit
of academics. When some parents/guardians imbibed such norms, it reduced their
autistic child (in their eyes) to a ‘weak’, dependent individual in need of
‘rehabilitation’. For instance, Sambashivam held negative opinions of his son and
chastised the son’s autism-related characteristics and dependency on his mother,
who was the child’s primary caregiver. Some parents/guardians like Sambashivam,
assumed the role of a ‘stigma coach’ by holding negative perceptions of autism and
considering their children as inferior to ‘normal’ children. The domestic divisions
of roles have limited the involvement, awareness and acceptance of some fathers
due to their status as the primary income earner. For some parents/guardians,
including Sambashivam, earning an income was a pathway towards the daily
sustenance of the family. Regardless, parents/guardians remain central in improving
the perceptions of autistic children and families who may be subjected to

stigmatising attitudes by others.

The pervasiveness of gendered roles, patriarchal notions, and an
understanding of autism primarily based on the individual model of disability, can
produce debilitating effects on parents/guardians, thereby affecting their psycho-
emotional well-being. Previous research had called attention to positive indicators
for women in Keralan society in relation to reduced stress levels, increased
education, improved employment opportunities and enhanced social mobility;
however, women continue to be at an increased risk of experiencing high rates of
mental stress, suicidal tendencies, and violence/neglect across all social groups
(Thresia, 2014). The experiences of the majority of mothers give evidence to the

aforementioned statement. This thesis has also found that both mothers and fathers
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try to ‘hold on’ for their children through their perseverance and commitment
toward enabling access to services and social participation which meet the needs of

their children.

Caste/tribe-based reservations/provisions in education and employment
may be attributed to the enhanced opportunities to access economic, social and
cultural resources for some parents/guardians of autistic children. The experiences
of some parents/guardians identifying with the ‘other backward class’ category may
suggest the role of reservations in improving opportunities toward education and
employment, which in turn allowed them to acquire economic, social and cultural
resources. This further enabled better access to desired clinical services for the
children. Some mothers who had identified with the ‘other backward classes’
category had adequate access toward desired services for their children. Their
experiences can be linked to social justice initiatives for women in Kerala

(explained in chapter three).

While caste/tribe-based reservations have seemingly enhanced the
distribution of educational and employment opportunities for some people who
identify with the ‘backward caste category’ (OBC, SC/ST), inequalities have
continued to persist. The low academic qualifications and restricted employment
status of some parents/guardians can be attributed to their caste/tribe identity. The
hierarchical caste structure may be a factor which continues to segregate people and
determine their access to services/resources. However, it is difficult to pinpoint
caste/tribe status as a factor which privileges people identifying with the ‘upper
caste’, while creating barriers for people identifying with the ‘backward caste’
category including the OBCs, SCs and STs. This is because some parents/guardians
identifying with the ‘backward caste’ category have increased access to resources
in comparison to some who identify with the ‘general caste’ category. Thus,
provisions may have helped reduce the inequality gap in relation to education and
employment to an extent. However, the gendered division of roles is the most
significant factor which has influenced the experiences of the majority of
parents/guardians. Some mothers who held high academic qualifications were not
involved in any form of paid employment due to the norms requiring them to
assume responsibilities as the primary caregiver. Even in situations where the father

was the primary caregiver, the mothers are the parent/guardian who are more
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affected psycho-emotionally. Gender roles and access to economic resources are
the primary factors influencing parental experiences. Unequal social interactions
which undermined the psycho-emotional well-being of some parents/guardians
created severe disabling barriers for them. These interactions and the impairment
effects affected the mothers more than fathers. The pressures on mothers to ensure
that the family conformed to the social norm was immense and subjected them to

much strain and severe barriers.
DISCUSSION

The role of parents/guardians in the lives of autistic children is important.
The caregiving role of mothers is imperative and follows suit with the social norm
of India. The increasing involvement of fathers shows changes in the structure of
the family. Joint families exist, but nuclear family structures are increasing in urban
areas. The change in family structure places the responsibility for the child and the
household primarily on mothers. Patriarchal notions are still embedded in Indian
society and the social fabric places added pressures on the mothers of autistic
children who are required to raise them (the autistic children) in accordance with
the social norm. Gendered divisions of roles subject women to domestication and
may increase their caregiving responsibilities for the child, which leads to the

reduced involvement of some fathers who are also the primary income earners.

Autism continues to occupy a complicated realm in Indian society. There is
an overwhelmingly individualised approach to autism in Kerala. | found that at the
ground level, the social experiences of parents/guardians of autistic children are
sometimes not adequately addressed. Socio-cultural understandings of disability,
the presence of a large number of medical institutions, and widespread medical
knowledge of disorders and social norms factor into the pervasiveness of
individualised understandings of autism. The narrow outlook on autism, which is
primarily based on individualised understandings, can create barriers for the family.
The benefits of medical facilities, clinical interventions and treatments cannot be
underestimated; there has been significant improvement in terms of transmission of
information, the number of accurate diagnoses, availability of psychological
support/counselling help for parents/guardians, and access to health-related
interventions. Knowledge and awareness of autism can be powerful, but there is a

need to transmit information in a way that offers different perspectives on

189



understanding the autism spectrum, with a focus on acceptance, rather than the
widespread misconceptions of autism as a disorder. Some medical professionals
and researchers root autism and related interventions to the characteristics
associated with it. The experiences of parents/guardians cannot be solved by merely
subjecting the child to interventions and cure. Clinical professionals must listen to
the experiences of parents/guardians and design study programmes (in
collaboration with parents/guardians and the children) to understand the contextual
environment of the family. The sole focus on individualised understandings of

autism can increase the stresses experienced by parents/guardians.

The experiences of parents/guardians are so complex that it is imperative to
analyse their perceptions and interactions at the intersection of other influential
factors. Gendered divisions of roles, access to resources and caste/tribe status affect
parental experiences. Among the aforementioned factors, gendered divisions of
roles were the most influential in determining the experiences of parents/guardians.
These factors cannot be analysed in isolation, rather, the influence of all the factors
in interaction with each other and how it creates privileges for some, while
producing irreversible barriers for others (Nash, 2008), should be topics for further

discussion in sociological research.

Using an intersectional framework, this thesis has explored the complex
experiences of parents/guardians. For instance, some mothers had experienced both
privilege and barriers. In addition to their employment, some mothers were tasked
with child-rearing duties. Mothers experienced stress as a result of their diverse
roles. The parenting capacity of some mothers was questioned and they were
subjected to harsh reactions by immediate family members, including their spouses.
High educational qualification and employment were factors which enabled the
access of some mothers to desired services for their children. However, gendered
division of roles was a primary factor which subjected some mothers to unequal
social interactions that undermined their psycho-emotional well-being. Thus, their
experiences enable an understanding of not only a multitude of oppressions, but

also the ‘multiplicative relationships among them as well’ (Strand, 2017).

In this thesis, an intersectional framework has highlighted that privilege and
marginalization can exist and co-exist within, among and between groups.

Furthermore, this approach has enabled an analysis of how factors like gendered
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division of roles, access to resources and caste/tribe status work together to produce
privilege and oppression (Erevelles & Minear, 2011). Using an intersectional
approach which embraced privilege and oppression as complex and simultaneous,
this thesis has produced new understandings of the complex experiences endured
by parents/guardians (Nash, 2008).

Large scale changes are necessary to find wholesale inclusive solutions to
removing barriers. Indian society, as a whole, should be provided with large scale
awareness/acceptance training and be made aware of multiple understandings of
autism and the autism spectrum, rather than an overwhelming focus on autism
through the lens of the individual model of disability. Training on the importance
of spousal and other informal support should be provided and practiced to mitigate
against unequal social interactions which may disable some parents/guardians,
especially the mothers. The experiences of parents/guardians are crucial and their
needs must be made comprehensible to policy makers and the general public
(Vaidya, 2016a. p. 173). The internalisation of social norms, with strong roots in
gender divisions and hierarchical organization, along with neo-liberalisation and
consumerism, has intensified the drive for homogeneity and unacceptance of
differences in a society where intense academic competition emphasises conformity

and performance (p. 174).

Strategies should address the challenges faced by parents/guardians in urban
and rural areas. The acceptance of diversity must be emphasised and autism should
be considered as a spectrum of different experiences, one that is separate from
diseases. It should also be classed alongside oppressions faced by women, people
identifying with a gender (or those who do not identify with any gender),
oppressions based on caste/tribe identity, and poverty. The biological reductionism
of autism must be rejected, and this will reduce the barriers experienced by
parents/guardians. Such changes will lead to the formulation of alternative models

or ways of understanding.

This study draws attention to the role of patriarchal notions and social norms
which create a gendered division in terms of caregiving roles; mothers/female
guardians of autistic children are more vulnerable to unequal social interactions,
negative reactions and the pressures of raising an autistic child. Information

platforms and acceptance/awareness opportunities should be made available to
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parents/guardians (especially fathers). Professionals should also cultivate an
understanding of parental experiences and give value to such experiences. This will
reduce the narrow outlook on autism and give the family a platform to engage in
social participation and remain active. The inferences laid out in this section are not
intended to criticise the existing services, service providers or the government. The
study has already outlined the benefits of the existing services and the role of the
government in enhancing the lives of autistic children and their families. However,
the findings suggest a need for more sociologically-informed interventions which
take into consideration the diverse experiences of parents/guardians of autistic

children.

The government has already initiated opportunities for autistic individuals
and their parents/guardians by creating autism-centred spaces and institutions
which identify and cater to people from low socio-economic backgrounds.
However, there is much more to be done which will enhance the output and
efficiency of such initiatives. The hierarchy and unequal relations embedded in the
social fabric may create barriers to interaction and peaceful living opportunities.
When gender-based and communal divisions exist, we must identify the need to
provide access to information and services/resources even for some people who
may be marginalized due to their perceived ‘inferior’ status. The competitive
academic environment and the pressures on parents/guardians, in particular
mothers, to maintain high standards may result in the devaluing of differences,

when such differences need to be included in the social fabric of society.

The shift in attitudes needs to start within the family in order to trigger a
change in societal perceptions. Therefore, the grounded/raw social experiences of
parents/guardians will be helpful for future researchers too, in creating a change
that can improve the social interactions and well-being of parents/guardians and
their children. Analysing the complexity of parental experiences at the intersection
of gender, access to resources and caste/tribe identity will help to uncover the
oppression/discrimination some parents/guardians may face. This can also facilitate
the implementation of sociologically-informed interventions that can reduce
disabling barriers experienced by some parents/guardians. This study has found that
parents/guardians are disabled along with their children and they continue to

experience oppression due to the unequal social interactions they face and the
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limited support mechanisms available to them. Conducting sociological
intersectional research on parental experiences can enhance the possibility of
identifying support mechanisms that can be implemented for parents/guardians.
Changes must be focused on this gap. The key to such changes begins from research
where the disabling social barriers (unequal social interactions which can
undermine the psycho-emotional well-being of parents/guardians, and lack of
adequate access to resources) experienced by the parents/guardians are given
serious consideration and importance. Some restrictions which may arise from
impairments (‘impairment effects’) associated with autism and raising an autistic
child should also be assessed and addressed. Thus, the following short-term and
long-term recommendations will lead to practical social interventions and improve

the scenario. They involve action at global, national and grass roots levels.
RECOMMENDATIONS

1. A participatory research study involving parents/guardians of autistic children at
the local self-government unit level: Historically, the majority of developmental
activities in India have entailed a ‘bottom-up’ approach; however, the
experiences of parents/guardians in the study indicate the need for added
consideration to be given to the social experiences of parents/guardians by those
who plan and prepare interventions. Therefore, even if a framework entailing a
‘bottom-up’ approach is in position, there is a need to implement this approach
by giving added value to parental experiences. A participatory planning
committee involving parents/guardians of autistic children must be established
at the local self-government unit level to understand their needs and the barriers
they experience, and to take in suggestions. There are over 1,000 local self-
government units (self-government units are autonomous, democratic
government units that represent the needs and affairs of the locals in the area) in
the State of Kerala. An adequate study must be compiled and any suggestions
must be recommended to a state-level forum. The State Planning Board can act
on these recommendations and include them in the development plans of the
State. Thus, it will also help in allocating the required resources to reduce

disabling barriers for parents/guardians.

2. The inclusion of disability as a primary agenda in women-oriented
groups/councils: The data has highlighted the prominence of the gendered
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division of roles as a factor in parental experiences. Kerala holds a matriarchal
legacy and there are social and legal systems in place to protect the rights of
women. The decentralised government of Kerala has witnessed a 33%
reservation for women in local self-government units or councils. However,
disability/autism, disabled women, mothers of disabled children, and mothers of
autistic children do not form a large part of these movements or women-oriented
councils. Along with issues such as violence against women, disability/autism
and the needs of mothers must be added as a core issue in order to ensure that
unmet needs are addressed. Women’s groups can reach out to parents/guardians
of autistic children, establish professional relationships, build networks with
more parents/guardians, and plan/offer training sessions/educational sessions to
parents/guardians (in particular, mothers). This can enhance parents’
understanding of autism and offer them a support platform to reach out and
address their immediate needs. An accurate account of autism prevalence does
not exist (due to varying socio-cultural factors) and women’s groups can help
bridge that gap through the awareness/educational sessions. ‘Kudumbashree’
(explained previously in chapter four), a women’s self-help group (an
internationally acclaimed model) can incorporate action plans for mainstreaming

mothers of autistic children through networking and advocacy.

. Legislation which enhances mothers’ direct access to support, services and
opportunities: Strategies/policies should be implemented by the government
which can then be directly used by mothers (primary caregivers) of autistic
children. Currently, the disability legislation/policies do not entail any
provision(s) specifically for mothers of autistic children. Government can
execute legislation for mothers to directly obtain access to psycho-emotional

support, autism acceptance and awareness training and vocational opportunities.

. Community-based inclusive living opportunities for autistic children and their
parents/guardians: A model intervention focusing on deinstitutionalisation and
the establishment of community-based living initiatives/opportunities (must be
adopted by the government and relayed to autism organizations/service
providers), rooted in interdependence, can enhance parent-child relationships
and offer increased opportunities for social participation. However, these

initiatives must ensure that community-based living opportunities do not
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segregate the parents and their children. Rather, inclusive opportunities must be

identified and implemented.

5. Establishment of a research-focused organization run by autistic individuals in
collaboration with parents/guardians: An independent organization run by
autistic individuals in collaboration with parents/guardians must be established
to develop participatory research focusing on autism at the intersection of gender,
access to resources and other social factors, spread awareness on a spectrum of
different experiences, and provide awareness services and support to parents, in
particular for mothers of autistic children. It would also contribute to the
discussion on the influence of unequal social interactions which may undermine
psycho-emotional well-being, pressures from raising an autistic child, access to
resources, and the rights of autistic individuals and their families in relation to
social participation. Work can be done in collaboration with media to identify
safe spaces that enable positive conversations on inclusion and facilitate
networking possibilities for parents/guardians and their children. These spaces

can address/change the notions held by people and reinforced by broader society.

7. These recommendations can be later replicated in the national agenda and later
in the South Asian context which will enable the social inclusion of parents of

autistic children.

The enactment of the above recommendations will aid in creating
meaningful social changes and alleviating disabling barriers experienced by

parents/guardians of autistic children.
CONTRIBUTION TO KNOWLEDGE

Parents/guardians of autistic children are sources of knowledge in relation
to their personal experiences. In addition to medical research, when studying
parents/guardians, they provide awareness of the barriers affecting the family; for
instance, in a society, social interactions are inevitable, and some may undermine
the feelings of parents/guardians, specifically mothers. The unequal social
interactions experienced by some parents/guardians highlight the need for more
sociological research on parental experiences and sociologically-informed
interventions focusing on the family. The researcher and intervention specialist

must comprehend the experiences of parents/guardians. Engaging in professional
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interaction in the home or a place of their convenience is necessary to understand
such experiences. Unequal social interactions disable not just the autistic child, but
also the parents/guardians who are associated with the child. A mother is chastised
more harshly due to prevalent notions of gender roles which places the caregiving
responsibility on the mother. In urban regions too, such norms are persistent, and
they affect the marital relationship between couples/parents and create immense

stresses.

Pressures when raising an autistic child should not be considered as a
barrier; rather they are restrictions faced by parents/guardians. When the child
displays a behaviour, the role of parents/guardians should not be questioned.
Everyone is unique and has differences of their own; differences are to be
respected/accepted. The value of interdependent support is necessary to enhance the
provision of support toward parents/guardians. If a child is going through a ‘melt-
down’, people in society can also be of help, in case the parent/guardian is
struggling. Practical help can be offered to parents/guardians who may want/need
it.

Access to services is important and services must be provided to
parents/guardians irrespective of their social background. Children and their
parents/guardians deserve access to services and this study has shown disparities in
relation to access to services. If some parents/guardians are unable to access
services, they should only be made to pay a nominal fee to access the same.
Parents/guardians are affected by barriers pertaining to parenting an autistic child,
but their personal social background must not be ignored when devising
interventions. Thus, this research study has contributed to expanding the existing
knowledge by highlighting the disparities in experiences of parents/guardians by
using the social relational model of disability (which has been rarely used in Indian
sociological research). By placing emphasis on the role of parents, the courtesy
stigma experienced by them, and the pervasiveness of the individual model of
disability, this study has incorporated an intersectional framework to explain the
social experiences of parents/guardians of autistic children in Kerala. To the best of
my knowledge, this method has not been often used previously. It will aid future
researchers in understanding parental experiences and the pressures faced by them

an thereby contribute to autistic children and their families leading fulfilling lives.
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