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ABSTRACT

Background: Research exploring disability and gender are limited in India. The documented few opine largely about the double
discrimination, impacting access and utilization of intervention services. The Latika Roy Foundation, a non-profit providing intervention
services for children with developmental disabilities, found that proportionally more young males compared to females utilize their
services. Consequently, these researchers aim to understand why. Procedure: 24 families participated in a semi-structured home-based
interview. All their daughters had been assessed to have a developmental disability, were aged 3-10 years, were living in and around
Dehradun, India, but were not currently accessing intervention services. Results: Families had a reduced knowledge about the disability,
poor understanding about the urgency of early intervention, and yet a keenness to do everything possible. Limitations included remote
locations, unavailable transportation, and impeding family structures. All the families reported significant concern for their daughter with a
disability and had a positive approach to the challenges they faced, though they had difficulties physically accessing services. Implications:
The study data challenges the predominant dialogue around the intersection between gender and disability in the region. These findings
are optimistic for the future of disability and gender equality and India.

Keywords: developmental disabilities, gender, access, barriers, intervention services

This marginalization is in part maintained because of a lack
of understanding of what it means to have a disability and how
to detect it. India’s disability prevalence rate is one of the lowest
worldwide, 2.13%, significantly lower than Western, developed
nations like the United States, which has a prevalence rate of
around 19.4% (World Bank, 2009). This is more likely
suggestive of a lack of awareness by caregivers and healthcare
providers than a realistic representation of the prevalence. Other
research  suggests that disabilities, particularly neuro-
developmental disabilities, are in fact more commonly present
in India. Arora et al. (2018) found 13.6 % of children ages six to
nine sampled from five different Indian cities had at least one
neurodevelopmental disability.

Instead, disabilities are not being reported and properly

INTRODUCTION
Disability in India

Public awareness about advocacy for developmental and
mental disabilities did not arise in India until the 1990s
(Mehrotra, 2011; Addlakha& Mandal, 2009). Beforehand,
people with disabilities (PWD) lacked basic rights including the
ability to marry, vote, and adopt children (Addlakha& Mandal,
2009). As a relatively novel social movement, prejudices and
misunderstandings from the past continue to linger, inhibiting
the enforcement of basic human rights for Indians with
disabilities (Disability Rights Promotion International, 2009).
The Indian government’s initial perception of disability
understood PWD as individuals to be pitied and manifestations
of bad karma (Mehrotra, 2011), as opposed to contributing

members of society. While social improvements are occurring,
the country’s history of disability perception perpetuates a
marginalization of individuals with disabilities in India still
today (World Bank, 2009).
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supported because of a lack of understanding about their
existence and implications. Early symptoms are perceived as
temporary behavior, sometimes treatable with traditional
medicine (Daley, 2002; Desai et al., 2012). Daley (2004) found
that some Indian parents take up to six years to recognize
symptoms of Autism within their child, even though some
symptoms emerge before eighteen months of age (Johnson et
al., 2007). This lack of awareness about disability clearly
creates a delay, and in some cases, a complete barrier to
necessary interventions and proper reporting.
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Even if families are aware of their child’s disability, a
diagnosis holds stigmatizing weight. Mothers of children with
an intellectual disability, for example, often receive blame for
their child’s behavior, and teachers and community health
workers perceive the disability as the parents’ doing (Edwardraj
et al., 2010). Parents of a child with a developmental disability
are faced with the concern about how other family members
will perceive their child (Dhar, 2009).

The culture surrounding developmental disabilities does seem
to be improving. In big Indian cities, Autism awareness efforts
are being implemented, like teacher training programs,
inclusion in the pediatric residence curriculum, and the
development of more parent support groups (Krishnamurthy,
2008). But support for those with a disability in India has clear
room for improvement.

Gender Bias in India

Another portion of the Indian population that traditionally
faces limited rights and support is the female population. There
are only 943 girls to 1,000 boys in India (Indian Census, 2011),
due to factors such as sex selective abortions, neglect of
daughters, and poor access to healthcare (Fikree & Pasha,
2004). Jejeebhoy and Sathar (2001) sampled women in both
Uttar Pradesh (Northern India) and Tamil Nadu (Southern
India) and found that in both regions, the potential of women is
limited because of less educational attainment, paid work
experience, and autonomy. The researchers found this
disadvantage to be particularly prevalent in the northern region.
In Uttar Pradesh, 59.1% of participating Hindu women
reporting fearing their husband, and 57% of these women
reported requiring an escort to go to a health center.

Women have a literacy rate of 53.7%, whereas men have a
literacy rate of 75.3% (Disability Rights Promotion
International, 2009). Additionally, only 24% of the workforce is
women, and 48% of these working women discontinue their job
before they have reached the middle of their career (Khambatta
& Inderfurth, 2012). While women have potential to be
successful in their education and career, they often lack the
opportunity to prove such capabilities.

As in the field of disability, improvements are being made to
the culture surrounding women. In 2015, the gender gap
between girls and boys’ access to primary and secondary
education was closed, and now the same can be said for tertiary
education (World Economic Forum, 2018). On the other hand,
only 11.8% of parliament consists of women, and only 0.1% of
firms have a female as the top manager (World Economic
Forum, 2018). Progress is being made, but the resulting culture
has yet to prove entirely inclusive, regardless of an individual’s
gender or ability level.

Correlation Between Disability and Gender

A female with a disability is assumed to be especially
disadvantaged in India due to two stigmatizing labels. The
following research supports this claim in a broader Southeast
Asian context. In India, Bangladesh, and Nepal, women with
disabilities have astonishingly low employment rates due to
reasons including a lack of education and training, an absence
of family, teacher, and peer support, patriarchal norms, and
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limited knowledge about available options (Buettgen et al.,
2015). In Bangladesh, women with disabilities were found to be
less likely than men with disabilities to access healthcare
services, especially if they did not bring in income for the
family (Hosain & Chatterjee, 1998).

In India specifically, empirical evidence transparently shows
the effects of discrimination. Males with disabilities in India
have an illiteracy rate of 43%, but even more staggering is the
female with disabilities illiteracy rate of 64% (World Bank,
2009). Furthermore, after age 12, boys with disabilities have a
school attendance rate of about 8-10% higher than girls with
disabilities (World Bank, 2009). Women with disabilities also
face more critiques from family and others than men with
disabilities (Disability Rights Promotion International, 2009).

If factors are limiting the education and employment of girls
with disabilities, it is possible they are affecting their access to
intervention services, as well. The Latika Roy Foundation, a
non-profit in Dehradun, India that provides services for children
with a developmental disability and their families, noticed that
in July of 2019, 186 males with a developmental disability are
accessing their intervention services, whereas only 69 females
are utilizing their intervention services. Despite the gender
disparity in this statistic, Arora et al. (2018) reports no
significant different in the prevalence of neurodevelopmental
disorders between males and females in this region. Also,
Lakhan and Kishore (2016) reports that the gender of a child
does not correlate with the degree of their problem behavior for
intellectual disability. A study with Kuwaiti mothers found that
the gender of a child with a disability did not influence the
severity or type of parenting stressors experienced (Al-Kandri,
2006). Despite gender’s insignificant correlation with
developmental disability prevalence, the child’s behavior, and
its effect on the family, there is still a distinct difference in the
number of boys and girls that are accessing the Latika Roy
Foundation’s intervention services, potentially due to greater
cultural factors.

Barriers Impeding Access for Healthcare: Conceptual Model
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Figure 1. The Health Care Access Barriers
Model (Carrillo, 2011).
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A multitude of factors are known to affect a child’s access to
intervention services for a developmental disability, with gender
and disability norms both reinforcing and being reinforced by
other barriers. Carrillo et al. (2011) created the Health Care
Access Barriers Model, which identifies three domains of
barriers: Financial, Cognitive, and Structural, each of which
strengthen one another, and are also modifiable. Cognitive
barriers include a misunderstanding about what the disability is,
not recognizing the importance of early intervention, and
stigmatizing cultural norms. One cognitive barrier seen to be
prevalent in India is degree of awareness. Families in India have
a range of understanding about what it means to have a
disability. While some seek help right away, others wait with
hopes the disability will resolve itself, delaying intervention
service access (Daley, 2004). Even if healthcare providers are
sought, this does not guarantee that caregivers retain all the
information provided to them. When Varghese et al. (2015)
interviewed caregivers of children with Intellectual Disability,
some of them referred to the child as just dungi (dumb) or
motadimag (thick brained). Additionally, when Shah et al.
(2019) talked to parents of children with attention-deficit/
hyperactivity disorder, over a third did not know the diagnosis
of their child. Not understanding the origin of a disability and
the inability to perceive it as a problem both decrease the
likelihood that the family will seek healthcare services (Hosain
& Chatterjee, 1998). Even if families understand, this does not
mean the rest of society does. Dhar (2009) interviewed families
in West Bengal, India and discovered that one of the family
members’ greatest concerns regarding their child with a
disability is how the rest of society reacts to them, whether it is
by providing unwanted sympathy, avoiding their family in
marriage, or allowing the disability to manifest the entire image
of the family.

Cognitive barriers not only exist in the homes, but in
professionals, as well. According to the World Bank (2007),
over half of the healthcare providers in Orissa, India, were not
knowledgeable about entitlements for PWD, and over a third
reported working with PWD as burdensome. Even if they have
a general understanding of developmental disabilities like
Autism, not all professionals are equipped to make observations
and detect symptoms on their own, without the guidance of the
parents (Daley, 2004).

Financial barriers include the inability to pay for the
intervention or healthcare services. In low- to middle-income
countries such as India, the expensive price of these services
and costly distance it takes to reach them are particularly
inhibitive (Gudlavalleti, 2018). To exacerbate the issue, families
often lack knowledge about health insurance to assist with
payment (Varghese et al., 2015). A lack of awareness about
developmental disabilities, particularly autism, is especially
prevalent among low income and less educated families, and
very few organizations in India providing disability support
offer subsidized care (Krishnamurthy, 2008). Therefore, in
families where intervention services would be most beneficial,
they are the most unobtainable. Plus, when money is scarce,
families find that it is difficult to allocate money for an

Journal of Disability Studies

Nagesh et al.
intervention program especially when they are not even sure if it
will benefit the child (Edwardraj et al., 2010).

Structural barriers contain logistical and physical limitations
to accessing services, because of a lack of facilities, not enough
providers to meet the demand, insurmountable distance, or a
family structure that restricts accessibility. When the World
Bank surveyed PWD in Uttar Pradesh and Tamil Nadu, India in
2007, physical access to healthcare facilities was a significant
barrier for 20% of the population. Given the massive size of
India and the scarcity of resources, transportation is surely an
issue (Daley, 2004). Furthermore, when mothers are expected to
fulfill abundant domestic duties, in addition to any other family
and economic responsibilities, time invested in the child with a
disability is limited.

Current Study

The present study investigated whether biases against girls
and women and biases against PWD in India affect the rate at
which intervention services are being utilized by young girls at
the Latika Roy Foundation in Dehradun, India. In addition to
initial assessments, the Latika Roy Foundation provides
intervention services such as schooling opportunities, therapy
sessions, vocational training, parental guidance, support groups,
and remote follow up programs for children with disabilities
and their families. The Latika Roy Foundation found that since
2014, more boys than girls aged 3-10 have not continued
accessing services after their initial assessment for reasons other
than an age-appropriate diagnosis. This research strives to
further understand the evident gender disparity. Furthermore,
this research seeks to gather whether gender influences how the
families perceive the disability, how the family has been
impacted, what they expect for the future, and what their desires
are for the child. We anticipate that pervasive norms
disadvantaging women and persistent norms disadvantaging
PWD will intersect to significantly contribute to the reason why
young girls with a developmental disability in Dehradun are not
all continuing to access intervention services after an initial
assessment. We hypothesize that these biases will interact with
other cognitive, financial, and structural barriers, reciprocally
reinforcing one another to prevent the female population of
interest from accessing necessary intervention services.

METHODS

This study was conducted in and around Dehradun, the
capital city of Uttarakhand, the Himalayan state of India. The
district has a population of 1,696,694, with a sex ratio of 902
female to 1,000 males. (Census of India, 2011). Approximately
84% of the population is Hindu, and the literacy rate is 69% for
females and 79% for males (Census of India, 2011). This study
entailed conducting qualitative in depth semi-structured
interviews with families who lived in urban and rural settings,
in and around Dehradun, all of whom had a daughter with
disability not enrolled in intervention services at the time of
commencement of the study (N = 24).

The population of interest was defined utilizing a database by
the Gubbara Center, an initial assessment center for
developmental disabilities as part of the Latika Roy Foundation.
For the purpose of this study, the children assessed were filtered
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Table 1 Demographic Information for the Research Sample

# Subjects % Subject
Demographic Characteristics (N: 2]:)c ) (10\/ =u24])ec ’

Age of the daughter (years)

3 3 12.5%
4 4 16.7%
5 5 20.8%
6 3 12.5%
7 2 8.3%
8 3 12.5%
9 0 0.0%
10 5 20.8%
Caregiver Relationship to the Daughter
Mother 8 33.3%
Father 1 4.2%
Both Parents 5 20.8%
Grandmother 1 4.2%
Combination of Family Members 7 29.2%
Others' 2 8.3%
Mother Education Level'®
Class 5 Complete 4 16.7%
Class 8 Complete 1 4.2%
Class 10 Complete 4 16.7%
Class 12 Complete 1 4.2%
Graduate 6 25.0%
Postgraduate 2 8.3%
[lliterate/ Never been to school 6 25.0%
Father Education Level
Class 5 Complete 4 16.7%
Class 8 Complete 4 16.7%
Class 10 Complete 3 12.5%
Class 12 Complete 3 12.5%
Graduate 6 25.0%
Postgraduate 1 4.2%
Illiterate/ Never been to school 3 12.5%
Religion
Hindu 17 70.8%
Muslim 5 20.8%
Sikh 2 8.3%
Monthly Income (INR)
5,001-10,000 9 37.5%
10,001-15,000 8 33.3%
15,001-25,000 1 4.2%
25,001-35,000 2 8.3%
Did not disclose 4 16.7%
Daughter’s diagnosis
Autism Spectrum Disorder 3 12.5%
Global Developmental Delay 4 16.7%
With Cortical Visual Impairment 1 4.2%
Global Developmental Impairment 1 4.2%
With Dyskinetic Language Impairment and Movement Disorder 1 4.2%
Intellectual Disability 3 12.5%
Cognitive Delay 1 4.2%
Cognitive Delay with Attention Deficit Hyperactivity Disorder 1 4.2%

Journal of Disability Studies J. Disability Stud., 2022, 7(2), 75-83 78



according to the following criteria: i) female ii) aged 3 to 10
years at the time of recruitment iii) living in Dehradun iv)
diagnosed with a developmental disability v) assessed between
2014 and 2018, and vi) we were not currently accessing
intervention services at the Latika Roy Foundation, or another
similar organization, to our knowledge.

In this case, a developmental disability was operationalized
as a physical, cognitive, or behavioral impairment that will
persist throughout the child’s development. Therefore, if a child
was given a diagnosis such as “Late talker” or “Late walker”
during their assessment, they were removed from the study
population because the assessor was not certain that the child’s
state would persist throughout the entirety of development.

Of this defined population, a convenience sample (N = 24)
was collected (families who responded to the call and families
willing to meet the team). Families who were contacted but did
not participate either had an unreachable phone number, are
currently accessing intervention services somewhere else, their
child passed away, or they did not have time to participate.
Demographic information of the families is detailed in Table 1.

All families were initially contacted through a phone call to
explain the scope of the study and to obtain their verbal consent.
Semi-structured interviews were conducted with parents’ and/or
caregivers from each of the 24 families, following informed
written consent for participation and audio recording of the
interviews. All interviews were conducted in the families’
homes. During each interview, participants were first asked
about demographic information, followed by a history of the
child’s birth, initial disability symptoms, and discovery of the
Latika Roy Foundation assessment center. Participants were
then asked about their experience and what they understood
from their initial assessment, and what they are doing with their
daughter now. Further questions were asked regarding their
concerns and expectations for the future, the impact of the
daughter’s gender, and lastly, how the Latika Roy Foundation
can provide them with further support.

All interviews were conducted in Hindi, the most widely
spoken language of Dehradun, and later transcribed to English
by another staff member of the Latika Roy Foundation who is
fluent in both languages. After reading and re-reading the
transcripts, a list of codes were constructed based on the themes
that emerged. The interviews were qualitatively analyzed using
ATLAS.ti to code for recurrent themes.

Confidentiality was maintained throughout the research
process by removing the daughter and family members’ names
from the transcripts and using exclusively an identification
number to link demographic information with the interview
transcripts. Ethics approval was received by Washington and
Lee University’s Institutional Review Board.

RESULTS
The research findings are organized into sections based on
themes discussed during the interviews:  Attitudes,

Enablers/Barriers, Impact on the Family, and Planning for
Future. After discussing general trends observed within each
category, special attention will be drawn to the impact of the
daughter’s gender on the parent and caregiver responses.
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Attitudes

The most common attitude amongst the caregivers was that
their daughter is a beloved member of the family, irrespective of
her ability level. While there were a few exceptions, the
majority of families interviewed reported pampering their
daughter, and expressed her value within the family. One
mother stated, “I take her to weddings with me, and very quickly
she makes herself known. She makes friends with everybody;
everybody starts loving her- saying that she is a good
child. "Instead of emphasizing their child’s limitations, many
proudly highlighted their capabilities, including a sharp
memory, ability to shop independently, enjoyment of books, or
independent daily living skills.

If a family is not accessing any intervention services, this
does not mean that it is due to a lack of care for the child. Some
families simply accept and love the child for who she is and the
abilities she was born with. One family, for example, had eight
children and two parents living together in a one-room house.
Their impoverished condition and remote location made
intervention service access unfeasible, but the mother still said,
“We all live together and we all will take care of her. She is the
way she is, and she is part of our family.”

Even in the families with the most love, there was still a
common gap of knowledge about the origins of the child’s
developmental disability. The majority simply accepted that
their daughter’s disability is something that they cannot explain,
while one mother was told her daughter was in dirty water at
birth and one grandmother thought that her daughter’s walking
delay was remedied when a therapist tickled her foot with a pen
(eliciting the plantar reflex). Very few families had an in depth
understanding of their daughter’s diagnosis.

When familieswere asked whether decisions would be
different if their child was a son, 23 out of 24 of them replied
with conviction that nothing would be different. If their
daughter were a son, they would have treated him exactlythe
same. As a father of a daughter with cerebral palsy explains,
“What could we do differently? We think that a daughter is
equal to a son; a daughter in fact gets more attention than a son
does... we can go hungry, but we can’t see her suffer.”

About half of the families further explained that because their
child with a developmental disability is a daughter, they actually
paid her more attention. Because she is a girl, it is more
important that she studies, understands her identity, and is
protected. In addition, one mother said that she feels closer to a
daughter. The grandmother of a young girl with Down
Syndrome said, “/her brother] has pneumonia from childhood
and he is ill but still all our focus is on her because she is a
girl.”

Barriers/ Enablers

Since each of the interviewed families had approached the
Latika Roy Foundation for an initial assessment and were not
able to return, the results help describe an array of barriers
families faced to access intervention services. The most
prevalently mentioned barrier to obtaining services for their
daughter was a misunderstanding or a lack of information
provided by healthcare providers. Most families, when they first
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noticed a problem, visited multiple medical practitioners,
seeking treatment, some supplements, an operation, or a scan. A
mother said that an Ayurvedic doctor told her, “With my
medicines, she will become okay later,” but then the mother
said, “But we didn’t see a difference even after three years.”

During this time, the child did not receive intervention
services, and none of the healthcare professionals advised the
mother on the need for or the significance of early intervention.
Even when families did reach the Gubbara assessment center,
parents commonly reported not being given adequate
information on the child’s disability, or there was a gap in the
understanding of the home-based recommendations.

This gap in understanding, whether it is from the healthcare
professional or the family, interacts with other mentioned
barriers, such as a lack of perceived importance of early
intervention and a lack of awareness about developmental
disabilities. Knowledge about developmental disabilities and
early intervention was not common. A particularly educated and
involved mother even recounted the beginning of her daughter’s
development and said, “As soon as I saw Autism on the
computer screen, I was like ‘what is this? I don’t even know
what this is? I don’t know anything about it.”

This delayed many parents from recognizing
symptoms and taking further action. Instead, while some parents
were convinced that the child would improve on their own with
time, others attributed the issue to her generalized debility,
perceived physical weakness, or the need for medicines.

A prevalent structural intervention service barrier was the
lack of transportation and easily accessible services. Some of
the homes visited were incredibly remote, making the Latika
Roy Foundation or any similar organization quite difficult to
reach. In some cases, the transportation barrier was further
compounded with other factors such as the caregiver’s poor
health or the time required for domestic or wage-earning duties,
making it difficult for family members to accompany the
daughter. Many families reported the transportation costs and
the intervention service charges to be steep or even impossible
to afford. One father disclosed, “I have done everything I
could... I have drowned myself in loans and debts... for her...

initial

now my situation is very bad. There are other children too, I
have to look after them also, and there is one person to earn
and her reason is the first.”

Other valid, yet less frequently mentioned intervention
service barriers included unsupportive family members, the
child’s uncooperative behavior, unsupportive schools, general
fatigue, and unsuccessful past attempts at intervention services.

At the other end of the spectrum of responses, trends were
noticed amongst the parents and caregivers that were incredibly
promising for the daughter’s overall wellbeing. This included
caregiver resilience- so many parents were doing everything
they could within the scope of what they have and what they
know to best support their daughter, irrespective of anything
negative that others have said about their daughter or her
abilities. A mom stated, “/ realized that no matter what has
happened, I have to fix my child. Not just change things for the
better, but for the best. Compared to others, I want to do the
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best for my child, no matter what happens. I feel I have to make
things better for her.”

This child has shown great improvement as her mother works
with her constantly at home and seeks out a plethora of services
for her, outside of the Latika Roy Foundation, which she says is
too far.

The majority of primary caregivers had beneficial support
from extended family members, so there was a large network of
support for the young girls’ needs. In one instance, the in-laws
of one family sent the mother to live in Dehradun while the
father worked in Mumbai so that he could earn enough money
to support the family and she could focus on supporting her
daughter with Down Syndrome in an area with more resources,
without the distraction of village work. With more sources of
support, it becomes easier to comply with intervention exercises
at home, leading to improvements in the child, reinforcing the
importance of early intervention.

Other enablers include support from the school and others
and informational conversations with healthcare providers.

The influence of gender was not particularly prevalent in this
section. While one parent mentioned that she did not want to put
her daughter in a school for kids with disabilities because all the
other students were boys, there were no other mentions of
gender-related reasons for or against accessing intervention
services.

Impact on the Family

While every family reported additional challenges resulting
from their child’s disability, most families still socialized,
attended events, and went out with their children. In several
cases, this even meant bringing their daughter along everywhere
they went. One mother said, “She anyway likes going out; even
when her sister goes to dance class in the evening. She starts
crying saying, ‘Even I want to go, Papa, take me along, ‘and she
goes there and dances in her dance class....”

Sometimes these parents are dependent on supportive family
members or their child’s cooperative behavior to continue going
on outings, but other times they just want their daughter to be
happy no matter what others think when they see her.

Other families, however, are not able to socialize and attend
events as liberally, whether it is because their daughter’s
behavior is more severe, or the family is more attuned to others’
perceptions, tainted with a cultural stigma. In one occurrence, a
mother said, “It’s when people including her teachers tell me
that she doesn’t have much of a brain that I get really
upset, "and another reported, “the moment I mention Autism, [the
school is] going to tell me to take the child back home. She will
disturb the other kids. They will say she will beat the other kids,
while I know she won’t.”

Within the household, while the consensus is that the families
are doing everything they can to accommodate the daughter and
her disability, families still reported interfamilial tensions as a
common aftermath to the diagnosis. The daughter’s behavior,
the amount of money and attention required, perpetual worry for
the child’s wellbeing and future, sleep deprivation, sibling
relationships, and unanswered questions were all cited as
sources of straining stress for the family.
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The fact that the child is a daughter, as opposed to a son,
heightens daily worries for parents. Several parents were
concerned about their child’s safety, especially if their daughter
struggles to differentiate between strangers and families. “If
anyone tells her, [daughter’s name], let’s go- she will go with
them... she will sit in the vehicle with them. She will go with
anyone, she won'’t use her brains.” If the daughter is inclined to
wander or fall victim to predatory behavior by others, this
requires more time and supervision from the parents, adding
another layer of stress and responsibility.

Gender did not, however, surface as a direct or indirect
reason influencing the family’s decision to attend social events
with their daughter. The majority of families still took their
child with them on outings, even though she is a girl.

Planning for the Future

Regarding expectations for their daughter’s future, the most
common emotions shared were those of hope and worry. Most
parents were optimistic that in the future, something will change
for the better for their daughter, whether they gain the ability to
walk, talk or gain complete independence. This hopefulness
does not prevent parents and caregivers from worrying,
however. The future is a weighty concern for many parents, as it
is so uncertain. One mother expressed, like many others, “The
same thought keeps going on in my head- if anything happens to
me, then what about her?”

As worried as the parents are, many had no plans or idea
about what is going to happen in the future. Thoughts about,
future care, further education, employment and marriage were
pushed aside in the minds of almost all parents who we
interviewed. In some cases, it is because the child was very
young, but for others, the families just did not know what to
think. A few thought the future was so far away, they would
think of crossing the bridge when they got to it.

Very few parents thought that time would bring no
improvement within their child, just as only a few parents
thought that the future will work out the way god intends it to,
and it is not worth worrying about.

In terms of what the families desire for their daughters in the
future, the most common response was academic improvement,
as academic success was correlated with independence and
being able to take care of oneself. As stated by one
mother, “Studies are the thing for us, that’s all; we want her to
study and become something.”Otherwise, families commonly
desired an improvement in a symptom by her daughter, like in
her behavior, speech, or level of understanding.  Less
commonly, parents said that they wanted their child to become
“okay” or “like how a lot of children are.” Or they sought
guidance on how to better fulfill their parental role.

The fact that their child is a daughter was very influential for
families who had been considering the future. These families
felt more responsible to ensure that things are established, and
their daughter is taken care of. These select parents either said
that they would take care of their daughter as long as they are
around, or they have mentally prepared their sons for this task in
the future. One particularly prepared mother said, “Her father
tells her brother that we won't keep anything for you, you are a
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boy. I will do everything for her... I will build two rooms
upstairs for her and you will serve her, too.”

As for gender-specific sources of concern, three families
mentioned their daughter’s menstrual health, one family
mentioned the living conditions at her future in-law’s house,
and two families made generic statements about more concerns
arising because she is a daughter. In addition, several families
expressed concern about safety.

DISCUSSION

The intention of this research was to understand perceptions,
decision-making, impact of disability and future expectations
from parents of young girls with developmental disabilities, all
accounting for the influence of gender. The results of this
research are an optimistic contrast to recent literature discussing
the prevalence of biases against females and individuals with
disabilities in India (Disability Rights Promotion International,
2009; World Bank, 2009). While this research does not reject
the existence of prejudices and discrimination against women
and PWD in India, it brings a positive light to disability research
in this context, suggesting a hopeful cultural shift that is less
commonly reported.

Overall, we found parents to be doing everything they can
within the scope of what they have and know, even though, as
previous literature reports, there is often a significant gap in the
knowledge of parents and healthcare providers about
developmental disabilities (Desai et al., 2012; Edwardraj et al.,
2010; Gudlavalleti, 2018). For some parents, this resilience
meant they were complying with the home plan, seeking
appropriate schools, or trying to find other services for their
daughters. But for families who faced more constraints, this
simply meant treating their daughter with love and fulfilling her
basic needs. Either way, almost every family interviewed had
some struggle fulfilling optimal early intervention services for
their daughter, whether it was because they were not informed
about the urgency of early intervention, did not have the means
of transportation, lived in a remote location with no available
services, or had other domestic and financial demands.

Despite these struggles, very few families had given up hope
for their daughter’s growth and improvement. Many were
optimistic, some realistic, but very few pessimistic. In general,
these caregivers wanted and expected the best for their
daughters, but in most cases, lacked the awareness or the
physical means to best support this improvement. While these
anecdotes support other literature that suggest a cultural stigma
surrounding disability to still exist (Mehrotra, 2011), this
research did not find a disability bias, nor a gender bias, to
permeate within the families to impede their efforts or hopes for
their daughter’s wellbeing.

While the daughter’s gender was not found to be a source of
discrimination against intervention service access, it was still
influential in the family’s level of stress and worry, the primary
reason being the daughter’s safety. For young girls that cannot
differentiate between family and strangers or young girls lack a
complete sense of self-awareness, they could be particularly
susceptible to harm.
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Another source of gender-dependent stress for families is
maintenance of menstrual hygiene. Wilbur et al. (2019)
compiled research suggesting that people with disabilities still
experience pre-menstrual symptoms, and caregivers had
additional problems in assisting with menstrual health
management, such as a noncompliance by the daughter to wear
a pad and her inability to understand the importance of
menstrual health maintenance.

Because of these increased safety risks and menstrual health
concerns, families were mainly unsure about how to approach
the future,yet worried all the same. Lee et al. (2019) interviewed
10 parent-sibling pairs of individuals with Intellectual and
Developmental Disability (IDD) and found that conversations
about their child’s future had been vague thus far, and families
faced barriers while planning such as uncertainty about the
future, difficulty getting the family to agree on what is best, and
a lack of available resources for adults with developmental
disabilities. While this study was conducted in the US, these are
concerns that families in our study also had, validating a
worldwide need for resources to assist families with future
planning for their daughter with a disability. Providing these
resources could be an effective way to ease families’ worries,
while also helping a person with a disability be more equipped
for a safe, healthy future that is suitable for the entire family.

This consideration for a holistic focus on the family is also
essential for improving equitable access to intervention services.
When giving families a home plan to follow, it is important to
give not only the plan, but support for a holistic plan that works
around the family’s time constraints and the child’s behavior,
with supplemental knowledge about why compliance is
important. Consistent tracking and follow-up with parents
immediately after the initial assessment may have also kept
families motivated to continue practicing the home plan and
seeking intervention services as they are reminded of the
importance of what they are doing for their child, even if it
takes time for results to show. Any support provided to assist
with transportation will also be beneficial, as this was found to
be one of the most prevalent barriers for accessing intervention
services.

It is urgently important to build off this research to
understand what factors make the difference in intervention
service access, and where the levers of success are amenable to
government or donor interventions. While this sample was only
a small representation of India as a whole, they challenge the
negativity and prejudice that surrounds disability and the female
gender in India. This warrants further investigation into how the
culture surrounding perception of gender and disability are
changing, and how access to intervention services can be
optimized.

To follow up on these findings, a quantitative study utilizing
case-control methodology that is representative of more girls
with disabilities could be conducted to understand the
differences between those individuals who achieve success and
those who are unable to overcome barriers. This study could
also operationalize the severity of the child’s disability and
analyze whether this is influential for the families’ responses.
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Researchers could also conduct a longitudinal study observing
how a family’s attitude towards disability, their expectations for
the future, and their level of impacte changes over time, and
whether there is a gender disparity.

LIMITATIONS

Knowing that the interviewers are affiliated with the Latika
Roy Foundation, an organization providing resources for
children with disabilities, could have influenced parent
responses, stating what they believed the researchers wanted to
hear. Responses may have also been shaped by the presence of a
foreign researcher, impacting their level of comfort or
inclination to disclose sensitive information. Even if families
attempted to provide all information, they were asked to recall
information about their child’s development, so the lapse in
time could impact their recall accuracy.

While efforts were made to achieve a cross-sectional sample,
there remained gaps in the population representation. For
example, none of the families sampled earned over 35,000
rupees per month, and the majority of the children in the sample
were diagnosed with a global developmental delay (whether this
could change later if the child catches up with the
developmental milestones and new concerns leading to an
additional diagnosis, remains to be seen). The sample size was
relatively small, impeding the external validity of this research
even though the researchers felt that a saturation of responses
were eventually reached after the 20th interview.

While the interviews were conducted in Hindi, the local
language, transcripts were developed along with simultaneous
translation to English, so it is possible that nuances in the
interview responses were lost during translation, even though
the translation and immediate transcription was conducted by a
third-party research assistant fluent in both languages, in one
sitting.

Furthermore, almost all interviewee’s may have responded
that they would not treat a daughter and a son with a disability
differently, but the transcription and translation process does not
register implicit biases. The interviewer perceived all families to
give genuine responses, particularly in this answer, but she also
had to focus on facilitating the interview. Stating whether they
would treat their daughter with a disability differently if she was
a son is also hypothetical and may not reflect what would be the
reality under different circumstances.
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