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Abstract—The paper aimed to understand the common and specific problems of girls with Autism Spectrum Disorder (ASD)
and their parents’ challenges in raising them. By using a qualitative research approach, the case study method was adopted, and
a semi-structured interview schedule was used as a tool of data collection. The Sylhet city corporation was the subject of the
study. As ASD girls were not fully cooperative for giving information, the parents of ASD children, medical service providers,
and teachers were the respondents of the study. The thematic analysis was considered for data analysis and interpretation. The
study reveals that children with ASD had multiple common and specific problems in their growing-up period. They had some
specific problems compared with the same-aged girls. At the same time, parents faced so many challenges in their raising
period. The common problems are looking after them, their education, fulfilling their basic needs, etc. There are some specific
problems like looking after them during the menstruation period, taking them outside, etc. The parents had many challenges in
their looking after. The common challenges are always remaining one of the parents with their girl, financial crises, fulfilling

the medical treatment, and facing the bad comments from the outside people.
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I. INTRODUCTION AND REVIEW OF LITERATURE

Disability is an umbrella term, multifaceted and contentious and there is no universally approved definition (Nokrek, Alam and
Ahmed, 2013). This phenomenon has come from Western societies (Coleridge, 2000) but it is important to measure and for
policy formulation (Grech, 2009). Usually it is widely use to focus on individual functioning, including various types of
impairment somewhat similar to the three-tier concepts of ‘impairment’, ‘handicap’ and ‘disability’ defined by World Health
Organization (WHO). It has not only strong cultural relationship (Coleridge, 2000), but Metts (2004) focused on the different
and multiple dimensions of the ASD. He argued that it is closely related to medial, social and environmental factors though it
is necessary to understand it first. Disability has been getting international and national attention but failed to provide a unique
definition of it. Generally it limits the person’s full and effective access and participation in social arena which is rightly
focused by United Nations Convention on the Rights of Persons with Disabilities (UNCRPD, 2006) and WHO (2011).
Disability is not only physical limitation, it could be mental and thus it invites similar obstacles as mentioned in Americans
with Disabilities Act (ADA), 1990 (cited in Sultana, 2010).

Disability can be categories in different ways based on the impairment resulting disability. Physical, visual, hearing and more
types of disabilities have been seen throughout the world. Even there are some special types of disabilities like Autism
Spectrum Disorder (ASD) which have distinct features and lifelong consequences over one’s life. Autism is a global
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phenomenon with local implications (Ehsan, et. al., 2018). The word “spectrum” indicates those characteristics which often
face by person having ASD (DSM-5; APA, 2013). ASD is considered as a neurodevelopmental condition where persons
cannot make proper social interaction and communication, rather they show repetitive and control behavior (Tobing &
Glenwick, 2002; Shu, 2009). Such deficits restrict them to communicate with others (Kanner, 1943). Contribution of genetic or
environmental factors is not strongly examined and understood. Generally it occurs at early childhood but in most of cases
parents could not understand at the initial stage. There are some wrong notions and understanding which often causes ASD
before taking medical intervention. The accurate cause of ASD is still unidentified but may have connectivity with genetic
tendency, or natural or even factors yet to be known. Despite having development of medical and biological science, genetic
connectivity to ASD is still unrecognized (Chaste and Leboyer, 2012; Freitag, Staal and Klauck, 2010; Losh, Sullivan and
Trembath, 2008).

ASD is a lifelong, usually constant condition that occupies regular impairments in language, social interactions and regular
functions (Miranda, et. al., 2019). It was first mentioned by Leo Kanner in 1943. ASD could be diagnosed at early ages though
there are no fixed markers to detect it (Anagnostou and Taylor, 2011). Initially it was viewed as person’s own problems as a
result of social and environmental factors. After series of study, relation with neurological malfunction was established (Huq,
Rahman and Mahbuba, 2017). Generally ASD child creates troubles in family environment and produces special needs which
are essential for their development (Altiere, 2006; Baker et al., 2005; Shu, 2009; Smith, Hong et al., 2010). Thus it is difficult
to identify their behavior but some common characteristics are seen among ASD child including problem in social interaction,
proper response and both verbal and non-verbal communication (APA, 2013). Apart from such common behavior, they might
have some special behavior patterns like aggressiveness, hyperactivity, sensory and intellectual disability which help to detect
ASD (Novaes, Pondé and Freire, 2008).

Evidences show that the heterogeneous features are common in ASD (Anagnostou & Taylor, 2011) though variations may be
seen in secondary characteristics (Aman et al., 2009; Baranek, 1999). Even in many cases poor attention may show some ASD
characteristics in early childhood (Baranek, 1999) or may affect by a short attention span (Aman and colleagues, 2009). ASD
can change communication and interaction pattern which forces them to show attacking behaviors including self-damage
(Souders, Freeman, DePaul, & Levy, 2002). Not only verbal communication, they may have limitations in nonverbal
communication and expressions etc (APA, 2013; Cowen, Harrison and Burns, 2012; Sadock, Sadock, and Ruiz, 2015).
Majority of them have difficulty in talking to people (APA, 2013; Cowen, Harrison and Burns, 2012). Even they cannot use
the right words or maintain the rhythm of words and sentences. Often they fail to understand the body language, tones or fail to
interpret the meaning of symbolic interaction (Sadock, Sadock, and Ruiz, 2015).

Parents often showed negative reaction upon receiving an ASD diagnosis (Divan, et al., 2012). Although receiving a diagnosis
allowed initial release, helps to aware them to understand greater needs and access to special services for their child (Calzada,
Pistrang and Mandy, 2012). Current international and local research highlight resource limitations for healthcare and
schooling, and foreseeable changes within the family unit (Fewster, 2014; Vassallo, 2016; Schlebusch, 2015; Bashir, Bashir,
Lone, and Ahmad, 2014; Fletcher, Markoulakis and Bryden, 2012; . Matenge, 2013). Changes included, but were not limited
to, catering to the ritualistic needs of the child (Dawson 2011; Johnson and Rodriguez, 2013), vocational changes of parents to
accommodate the child (Dawson, 2011; Fletcher, Markoulakis and Bryden, 2012) and social isolation of the family (Divan, et.
al., 2012). Children having ASD show similar behavior and curiosity (APA, 2013) and often do repetitive acts like
inattentiveness, anxiety and troublesome behaviors (Hartley, Sikora, & McCoy, 2008; Simonoff et al., 2006). Different studies
indicated that parents had little or no knowledge about it before diagnosis of their kids (Preity, et. al., 2017). The unusual
behavior patterns cause significant difficulties (Cullen & Barlow, 2002). Having a child with ASD is a source of more stress
for Parents and they are nearly three times vulnerable with compare to others to become psychologically ill (Brobst, Clopton,
& Hendrick, 2009; Dillenburger, et. al., 2010; Gau et al., 2012;). It negatively impact parents’ mental health status but reduces

WWWw.ijsssr.com Page 323


https://doi.org/10.63671/ijsssr.v4i1.613
http://www.ijsssr.com/

International Journal of Science and Social
v

v, | Science Research
ISSN: 2583-7877  Peer Reviewed & Refereed Journal

5
=1
w
2
%

o,
e,
~ aaua

Volume: 4 | Issue: 1
Page No: 322-350  DOI: https://doi.org/10.63671/ijsssr.v4i1.613 April-June 2026

over time as their child’s behavior improved (Gray, 2006; Hoffman, et. al., 2009). Such symptoms and behaviors are closely
influence the mental condition of the parents (Abbeduto et al., 2004; Lecavalier et al., 2006).

Kiami and Goodgold (2017) showed that the majority of the cases, it produced stress among the parents. Even such parents
face serious stress than the parents having disabled child (Barroso et al., 2018; Craig et al., 2016; Davis and Carter, 2008;
Giovagnoli et al., 2015; Gupta, 2007; Hayes and Watson, 2013; Hoffman et al., 2009; Rao and Beidel, 2009; Watson et al.,
2013;). Different studies have examined the marital satisfaction, conjugal crises and related issues among the parents having
children with ASD. Gau, et. al. (2012) showed that such situation reduces marital pleasure and thus it can invite divorce
(Hartley et al., 2010). But these are similar to all (Freedman, Kalb, Zablotsky, & Stuart, 2012) as opposite findings are also
reported. In many cases it helped to produce additional satisfaction and sustainability of conjugal life (Gau et. al., 2012;
Hartley, et. al., 2011). Karney & Bradbury (1995) explained parental problem using the vulnerability-stress-adaptation model.
In one side, vulnerabilities decrease their capacity to hold positive couple interactions and stress obstructs partners to adapt.
This model has wide range of use to explore parental stress (Cutrona at el., 2011; Doss, Rhoades, Stanley & Markman, 2009).
Hartely, et. al. (2016) focused that this model has been using to get a valuable skeleton to explicate the interactions of parents

who have such child.

Having a child ASD can create uncertainty among parents (Karst and Hecke, 2012) and form anxiety and depression
(Almansour, et. al., 2013; Estes, et. al., 2013; Ou, Cha, and Wang, 2010). In this situation parents need social support may
assist them to adjust with the reality and to concentrate to their children with ASD (Machado, 2016). Mothers are the
vulnerable here as it produces stress and negative emotional, physical, economic or marital experiences (Cullen & Barlow,
2002; Dardas & Ahmad, 2014; Higgins, Bailey & Pearce, 2005; Kring, Greenberg, and Seltzer, 2010; Lecavalier, Leone, &
Wiltz, 2006; Lee, 2009). Gradual increase of depression and parenting stress is revealed by Ingersoll and Hambrick (2011) and
mothers are more vulnerable than fathers (Davis and Carter, 2008; Ekas, Lickenbrock & Whitman, 2010). Caring a child with
ASD is very difficult and stressful. In many cases, parents faced stress, anxiety and depression which negatively influence their
mental condition (Gau, et. al., 2010; Hoffman et. al., 2009). Negative mental condition invites negative mood and parenting
stress (Pottie and colleagues, 2009). Moreover, parenting stress low emotional supports that lead marital difficulties (Pottie et
al., 2009). Caring ASD child often disrupt daily activities that mostly hamper mothers (Larson, 2006). Though disruptive
behaviors of such child determine parents’ mental health, but become lower when their child’s behavior improves over time
(Gray, 2006; Hoffman, et. al., 2009). Caring and raring such child makes Parents vulnerable (Benjak, et. al., 2011; Olsson &
Hwang, 2001).

There are many factors which produce parental stress. Studies of Bebko et al. (1987) and Moes (1995) showed that stress level
is associated with the behavior pattern of child. Supporting their opinion, Baker-Ericzen et al. (2005) focused on the skill of
social interaction is linked with such stress. If the ASD child fails to interact then it produces additional stress to parents.
Different studies have explored the factors which invite sever stress for parents (Aneshensel, Pearlin, Mullan, Zarit, &
Whitlatch, 1995; Pearlin, Aneshensel, & LeBlanc, 1997; Pearlin, 2000). Parents need more social and spousal support (Kersh,
et. al., 2006; Saloviita, Itdlinna, & Leinonen, 2003) to provide adequate support to their ASD child. In many cases, absence of
necessary support and negative consequences reduces fathers’ responsibility considering the negative consequences (Barbarin,
Hughes and Chesler, 1985; Bristol, Gallagher and Schopler, 1988). Such situation seeks valuable time, resources and energy of
parents (Seltzer et al., 2001) that result physical exhaustion and fatigue (North American Nursing Diagnosis Association, 2001;
Ream & Richardson, 1996) and create gap between father and mother (Aylaz, Yilmaz, & Polat, 2012). It promotes bitterness
between parents, especially among mothers (Gray, 2003; Luong, Yoder, & Canham, 2009) and encourages parents to blame
each other for this situation (Fletcher, Markoulakis, & Bryden, 2012). But having a child with ASD has some positive
influence and help to strong and improve relationships, family functioning, understanding and tolerance (Havens, 2005) and
develop commitment to continue conjugal life (Bayat, 2007; Davis & Gavidia-Payne, 2009; Pakenham, Sofronoff, & Samios,
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2011; Pelchat, Lefebvre & Perreault, 2003). Such cases help to strong family bondage, understand the positive meaning of life
and develop their level of communication (Bayat, 2007; Zubrick, Williams, Silburn, & Vimpani, 2000).

Parents have to face unfavorable consequences and public comments in social arena (Farrugia, 2009; Gray, 2002; Lasser &
Corley, 2008; Ludlow, Skelly, & Rohleder, 2011; Midence & O’Neill, 1999; Neely-Barnes, Hall, Roberts, & Graff, 2011;
Safe, Joosten, & Molineux, 2012; Woodgate, Ateah, & Secco, 2008). It cans weaker marital happiness, produce disturbances
(Higgins et al., 2005), increase anger, anxiety and depression (Gray and Holden, 1992), reduce social outings (Kraijer, 2000).
Mothers often feel loneliness when make decision (Larson, 2006) and produce stress in families (Seltzer, et al., 2001; Smith et
al., 2010) resulting high rate of divorce among parents having child with ASD (Hartley and colleagues, 2010). As ASD child
often fail to obey social norms that bound the families to seek different ways to adjust their daily life (Bristol, 1984; Dunn, et
al., 2001; Altiere & von Kluge, 2009), even parents like to withdraw their children with ASD from society to avoid unfamiliar
situation (Glazzard and Overall, 2012). It affects family functioning, limits leisure activities (Myers et al., 2009). As a
consequence, families may lose social support (Bromley et al., 2004; McConnell, Savage, & Breitkreuz, 2014) and socio-

economic status (Georgiades, et al., 2008).

Parents have to play multiple roles and responsibilities, from care to education and struggle to ensure those essential needs
(Klein & McCabe, 2007; Lutz, Patterson, and Klein, 2012; Woodgate and colleagues, 2008). Not only care, financial ability is
also important here to arrange needs. Financial cost is higher, sometime three times (Jarbrink et al., 2003) and may invites
negative impact over their life (Jarbrink et al., 2003; Sen & Yurtsever, 2007), or even change their financial status and face
difficulties to manage expenditure (Altiere and von Kluge, 2009; Aylaz and colleagues, 2012; Fletcher and colleagues, 2012;
Sharpe and Baker, 2011; Thomas et al., 2016; Vohra et al., 2014; Zablotsky et al., 2014). Not only that, parents had to change
their employment or work place only manage the situation (Fletcher et al., 2012; Jarbrink et al., 2003; Gray, 2003).
Interestingly, parental commitment to secure their child with ASD encouraged them to extend their working our (Gray, 2003)
to earn more but diverse thoughts and feeling were seen who had to stop working (McCabe, 2010).

Autism has been increasing rapidly since 2002, has become the global health issue (Action and Desmond, 2012) and
approximately 1% of the global population affected by ASD (Pervasive, Disorders and Korea, 2012). But the prevalence rate
of autism depends on many factors including age of children, investigation mechanisms and techniques, geographical area, etc.
(Williams, Higgins and Brayne, 2006). However, it is assumed, in Bangladesh nearly 10.5 lakhs individuals may have autism.
Statistical data is not adequate to understand the prevalence rate of ASD in Bangladesh though Haque (2015) claimed it 0.84%.
Statistics of in the centre for Child Development and Autism at Bangabandhu Sheikh Mujib Medical University (BSMMU)
clearly show the rapid growth rate of ASD cases (Faras, Ateeqi and Tidmarsh, 2010). Country wide study of 2013 showed that
the prevalence rate is 1.5 per 1000 where the rate is much higher in urban areas. Generally it is estimated that one child among
500 has ASD and thus the total number is nearly 280,000. Different studies have showed that the general knowledge,
awareness and parental attitude towards autism in Bangladesh is not positive. Over 95% of the parents had very little or even
no knowledge of autism before diagnosis of their kids. Social stigma and barriers are also found as one of the key challenge in
rural Bangladesh. Even parents felt hesitated and was social environment restricting them to go outside with their children,
especially in the social gatherings (Preity, et. al., 2017). People often fail to understand it, ignore the needs of such child and
thus try to focus it differently. Sometime people like to view it from religious ground, understand it as the punishment of God
or devil related issue (Preity, et al., 2017; Zerin, 2015).

In Bangladesh, autism is still a concept to academicians. Studies on parenting challenges, stress and their coping are not
adequate to focus it. Before diagnosis, parents have little or no idea about autism and this is the prime challenge for parents. In
one side, parents often fail to give proper attention and care. In other side, it very difficult for them to tolerate their child’s pain
which produce depression among parents (Preity, et al., 2017). Their struggle starts from diagnosis and continues till
throughout the life. Some studies have explored the parenting stress of Bangladeshi parents (Akter, et al., 2020; Preity, et al.,
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2017) but their challenges are still hidden. Though stress is related to challenges but it has multiple implications which needed
to be explored. Even how do parents cope with the challenges is also unexplored. Challenges are not only to manage their
child, rather they face challenges to manage their own responsibilities, anger and depression. Even challenges could be
different based on rural urban setting, family support, economic capacity to manage, family structure, etc. These areas are yet
to be investigated to understand the issue properly. Such studies are not uncommon in other countries but rare in our country.
Government has been trying to pay necessary attention to the needs of autistic children but we need to think it as an integrated

way. As the parents have to manage everything, so their struggle, coping techniques are essential to explore.

Autism is a developmental disability which has multiple dimensions included impaired social interaction and communication.
Early detection could be helpful to minimize its serious effects and consequences. But due to many factors including stigma,
misconceptions, absence of proper medical facilities, economic condition of parents and poor understanding often create
barrier to diagnosis at proper time suggested by different studies. Even after diagnosis, parents often fail to pay proper
attention, necessary care and continue medical intervention. Moreover, it invites huge parental stress, couple conflict and break
normal family functioning. This is one of the growing health issues for the world as well for Bangladesh but its consequences
over family is still less focused. From proper diagnosis to management, parents of our country have been facing series of
obstacles including hostile religious, social and cultural practices prevailing here. Government has been showing respect and
care to this issue but absence of necessary support and services, vast majority has to meet the medical expenses and care
without external support. But the most crucial aspect is the care and management of the autistic children by their parents.
Evidences based on the different countries suggest that parents have to struggle to meet expense, to maintain their work and
working hours, to keep peaceful conjugal life. Though some studies explored some positive impact on conjugal life but
generally it has wide range of negative impact over parents. Stress, couple conflict, economic crises, social isolation and many
negatives consequences often create vulnerable situation for families having children with autism. Bangladesh is a developing
country where rate of autism has been increasing. Literally people are less or no aware about autism and in most of the cases
they simply fail to understand the situation. Even people often face social and cultural pressure that makes their life more
critical. Absence of necessary medical service also acts as a barrier to get proper treatment and therapy. All these events put
more and more pressure on parents and its consequences are nearly unknown. How do parents cope with the situation and
manage, is necessary to know to take necessary policy and to initiate service delivery system. Though there are some initiatives

have been taken by the government but not adequate to meet the needs.

Studies on the issue are rare and parenting experience is nearly uncovered in Bangladesh. Parents not only struggle to ensure
care, they have to cope with the existing social system. Even social stigma and misconceptions are strong here which often
create additional crises for such parents. Existing literature and studies are not enough to understand parental struggle and
coping. The propose study is designed to know the parenting experiences of parents including the difficulties, challenges
usually face in inside and outside the family. It will also try to find out the consequences over their life and coping
mechanisms. As a developing country, Bangladesh has to prepare itself to meet the growing up challenges of autism to achieve
sustainable development goals. To obtain such goal, area of health and health education must be properly addressed to provide
adequate service so that people could live with security. As autism is one of growing health issues of the world, as well as for
Bangladesh, so we need to take preparation and to arrange necessary services. Findings of the study could be helpful for the
policy makers to know the situation properly and to rethink about the issue and about the existing service delivery system.
Even, academicians and researchers could get new inside to learn and to initiate new study to understand the issue in our

context.

II. METHODOLOGY

With the objective of understanding the problems of girls of ASD and their parents’ challenges in their raising, a studying was

conducted by using qualitative research approach. Sylhet City Corporation was the area of the study. It is one of the important
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divisional cities of Bangladesh where people from different districts are living. There is no accurate or tentative statistics on
ASD based on this city, so it is difficult to clarify the total population. Firstly, a list of girls living with ASD was collected
from the District Social Services department. Information was also collected from some special schools studying the girls
located in Sylhet city. Then a draft list of parents was made for drawing the sample. As parents having girl child with ASD
were the population of the study, so the research team made a separate list of such parents. There are around 112 parents found
who have girl child with ASD. Except parents, service providers like teachers of special schools, doctors, government officials
and medical service providers were considered as the key informants of the study. Based on the lists, an initial contact with the
parents was made but many parents did not show interest to participate. Even some parents found not reside in Sylhet city.
Considering all the issues, purposive sampling technique was adopted to select the participants. Among the parents, 26 were
interviewed and 6 persons were selected as key informants. The study used multiple data collection tools considering the
nature of the study. Separate data collection tool was used for parent and key informants. A semi-structure schedule was
developed and used to take in-depth interview of the parents. This schedule mainly focused on the problems of the girls living
with AD and parents’ challenges to look after them. A semi-structured interview protocol for the key informant interview was
used for the service providers. This protocol mainly focused on the issues to understand the parenting challenges, social reality,
their crises, future initiatives. The protocol also used some questions to cross-check the issues as raised by the parents. After
successful data collection, necessary editing and furnishing were made by the researchers. Collected data was coded and
analyzed for themes. Necessary statements were incorporated and interpretations were done. Thematic analysis has used to

present the findings. Necessary interpretations have made carefully.

ITI. FINDINGS AND ANALYSIS

IILI. DEMOGRAPHIC INFORMATION

The vast majority of the parents were Muslim except few parents from other religions. Among 26 participants, 18 was mother
and 8 was father. Most of the cases, it was difficult to reach father as they usually stay outside during day time for their
livelihood. Except 6 mothers, rest of them was housewife. One of them is teacher, another one is engaged in private job, and
rest of the 4 is paid worker. Except few, most of the fathers (participant) were low paid worker. But participants also shared
that, their partners have business or private job or other sources of income. Even in few families, there were multiple earners
who helped to maintain family expenditure. In terms of their economic status, majority of them (two-third) belonged to lower
income group but few of them found have better economic condition as they have multiple earner or multiple sources of
income. Average monthly income of the lower income group was range between TK. 12000-18000. On the other hand,
monthly income of the few participants was more than 30 thousands. They have business or multiple earners in the family.
More than two-third of the participants lived in single family. Few of them lived in joint or extended family. It is also observed
that they have migrated from rural area for better life and thus live in single family. Few of them lived in joint family with their
parents or they are supposed to bind to live with them for their support. Participants were asked about their educational status.
One-third of them completed primary education, where another one-third of them completed secondary level. Among others,
number of graduates is very negligible portion. Even few of them can only read and write their name. Size of the family was
also investigated under the study. Among the participants, nearly two-third of them family size is between 4-5 persons. On the
hand, close to one-third of them family size is comparatively larger as they live in joint or extended family. They have 7-9
members including their older parents and siblings. Data also indicates that the ASD child is the first child of the nearly 40 per
cent families. Only 20 per cent cases, more than one child found having disability but it is normal for the rest of the families.
Even no parent was found having any form of disability.
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HLII. COMMON PROBLEMS OF GIRLS WITH ASD

The study focused on the major challenges usually face by the girls with ASD with in their daily life. Both the boys and girls
face such difficulties but might have differences between them. Generally they are not able to do their daily activities though
few of them can do it partially. Even through education and continuous counselling many of them develop their ability and can
adjust with the socially accepted system though gaps are seen in many ways. Participants were asked about the issue and they
shared their experiences. Most of the cases, inability to perform normal activities of daily living is the main problem in the life
of autistic girls. They are also dependent on their parents for their daily needs. They have to face various problems starting
from eating, bathing and using the toilet. As a result, they have to depend on their parents for these personal tasks. Vast
majority of parents pointed out the major limitations or challenges are food taking, bathing, right selection, poor understanding
about social action and interactions. These are the common among all the children but many of them gradually develop their
ability by years. Several parents have expressed their experience of their daughter's reluctance and inability to do routine tasks.

According to a parent,

“She can't dress himself, and she can't tell if she's hungry, instead she chirps, and she chirps all the time. So it's hard to tell
when she's hungry and when she's not. I have to ask her again and again. She can stay silent and keep silence for hours but her

facial expression does not tell you anything.”

Majority of the parents complained about their inability to do regular activities. They have been teaching about it but often they
make mistake or forget to do. In some case, they try to do but in wrong way which invite additional pain for their mothers. One

of the mothers expressed her pain like,

“She can't do any work by herself, it causes more trouble. Can't go to the toilet alone, can eat with her own hands, and can’t
take a bath by herself. If for some reasons she doesn't like something, throws away the plate. Even she can't get dressed or

doesn't want to get dressed.”
Nearly similar opinion was shared by another mother. She told like,

“She not only unable to do, but her intention is not positive. I have been trying to teach her to wear dress or how to use toilet
but seems very reluctant. It seems to me that she enjoys my pain or she is totally unable to do her daily activities. If I show
anger then she becomes rigid and does what she likes. For this reason, I do not like to warn her but has been producing

stress.”

In some cases, opposite experiences were shared by few parents. One-sixth of the parents shared that their daughters like to
work without taking help of others. This is very positive as they have seriousness about their daily activities. Even they try to
help their mothers in many ways. They show very soft attitude to their family members and try to give them relief by doing
their tasks. Even parents have been trying to teach them the right way to do but they often try to do in different ways which

produce work load for mothers and other family members, one of them shared her experiences like,

“She is very active, always likes to help me and does her best to do her task. She always likes to prepare her bad, clean her
reading table and room. Also she likes to help me in my household activities. But she fails to perform it properly and I have to
do the same task again. But I am happy as she is cooperative and learning though very slowly. I hope she would be able to her

daily activities in future. I always pray for that.”

WWWw.ijsssr.com Page 328


https://doi.org/10.63671/ijsssr.v4i1.613
http://www.ijsssr.com/

International Journal of Science and Social

Science Research
ISSN: 2583-7877  Peer Reviewed & Refereed Journal

%

Volume: 4 | Issue: 1
Page No: 322-350  DOI: https://doi.org/10.63671/ijsssr.v4i1.613 April-June 2026

Few of them shared nearly similar experiences but their children’s reactions are different. In some context, such children like
to do their work but they have their own liking and disliking. A significant portion of parents informed that their children
always try to do their activities seriously and do not like to take help of others. They often ignore suggestions or support of
family members and do not accept cooperation. If someone wants to help them they react and become angry. One of them
shared like,

“Now she is 14 years and has been trying to manage her work alone. She is very serious and spends hours to complete her
work. She always shows self-depended attitude and never allow anybody to assist her. Problem is that, she takes more time to
finish it and thus often fail to complete her work in time. Even she does not like to take help while doing her school work. She

only accepts her house tutor but conditionally.”

But in some cases, girls show negative attitude to do their work and to receive support. Even they react if someone wants to

help them as mentioned by few parents. One of them shared like,

“She wants to do like a normal girl and we always appreciate her. But problem is that she does not like to ask or to get any

support from us. Even we can’t help as she becomes angry and show violent reactions.”

But their main problem is to manage and to adjust with the situation. Specially most of them often ignore gender difference
and gender based demand. It is very hard for those who are in a certain age group which has distinct care and management
demand but most of them are unable to understand it. Parents shared that, such girls need additional care and support whether
they understand or not. For this reason, parents have to face additional challenges, even they need to force them to follow or
maintain it. As a result, many girls explain it negatively and they become aggressive or violent. Girls often react to parents’

advice and view it as a barrier to their freedom. One of the parents shared like,

“My daughter is very emotional, and always likes to do independently. Even she does not like to hear any suggestion or

support from us. It is a problem when she does not follow norms and values which are essential for a ten girl in our society.”

Forgetting is another common problem reported by the two-third of the parents. They put their own things in a place and after
hours or day they search it in another place. By this time they invite tension for all and if not found they blame others for it.

One of the parents shared like,

“She always loses her necessary things like pen, pencil or books or even important things like money. She likes to hide those
things in a hidden place so that nobody can find it. Problem is that she often forgets and then starts shouting. She blames her
brother though he does not know anything. We have to find it and then she becomes silent.”

Language is one of the major problems for such girl and they often make mistake to make a meaningful complete sentence.
Though many of them have been improving due to interventions but still now they face problem to express their opinions or
emotion or even their needs and demands. One-third of the parents still facing such problem and one-fourth of them reported
minor changes though problem is remaining. This is usual that they face difficulties to make a full sentence with meaning, but
few of them have serious problem as they can’t make a sentence. One of the parents shared like,
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“She is now 12 years but can’t express her needs or emotion in an understandable way. Now we are habituated but still we
face difficulties to understand the meaning. Like, she frequently uses past tense to express her present need. Or she uses wrong

2

words to tell us anything. Sometime we ask her again and again or try to understand it by showing objects.

Not only that, few of them do not use words or not able to express in words. So they use signs or show the things that they
need. Parents often try to inspire them to express it in words but their limitations or less interest restrict them to do it. It needs
continuous efforts and patience of parents and family members for their betterment as mentioned by teachers and doctors. They
also complained that most the parents often make mistake to understand their language difficulty and thus they show negative
reaction which is not good for their girls. One of them explained such limitations like,

“Such child takes time to develop the vocabulary, in many cases it continues to their whole life. They like those words which
they prefer and thus they use it. Parents need to repeat the words and try to make them familiar with new words. It will help

them to know new words and thus they will able to make sentence with meaning.”
Another key informant added like,

“Usually autistic child often make mistakes to express his opinion, emotion and need. Parents need to know their expression
and thus they could understand the meaning of their expression or incomplete sentence. In many cases, parents ignore it,
rather they show negative expression which they should not do. Such reaction may make them more conservative and it will

develop isolation and distance.”
HLII. PROBLEMS OF GROWING UP WITH ASD

HLIILI. PROBLEMS DURING MENSTRUAL PERIOD

In addition to the usual problems, a growing age autistic girl child has many other types of problems. There are some social
and cultural demands, and natural changes with whom any growing up girl needs to adjust and follow it. It depends on the
social and cultural setting but some changes are common to all over the world. A growing up girl needs to adjust with the
physical changes, hormonal changes and also with ascribed and achieved situation which one can’t ignore. But when the girl
has autism, it is more complex due to their mental ability and understands capacity. It is one of the major challenges for parents
as well for the girls to manage such situation without facing embarrassing moments. Parents often face difficulties to teach
their teen about menstruation, hiding physical changes, manage cleanliness and related issues. It is difficult for normal girls, so
it is harder for autistic girls. Parents discussed about the challenges of teen girls with ASD and their experiences are not
similar. Parents having teen girl with ASD, all most all of them have painful experiences including their sufferings and
challenges. Except few, vast majority have been facing difficulties to teach their girls about monthly cycle. Many parents still
facing difficulties as their daughters often make mistake to understand and to manage it. Nearly one-fourth of them have acute
problem as they are literally unable to understand and manage their situation. One of them shared like,

“She has no idea and still she is not aware about her monthly cycle. Though I have been informing her, even few of her friends
have been motivating her but no change is seen. I have to remember date, change her sanitary napkin and keep her clean.

Even she can’t wear it. If I forget her date, she can’t notice me.”

Nearly similar problem was mentioned by another mother like,
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“There are so many problems every day. Besides I have to take care of my daughter during her period. She does not
understand when to change the sanitary napkin. Sometimes she takes it off doesn’t tell me. As a result, her dress and bed

become dirty and create embarrassing moments for all.”

Few of them found lucky as their daughters have better understanding than others but they have different forms of problems. In
our society, it is secret health issue for women and generally we do not discuss it with others. But their daughters could not
understand the social norms and they talk about it in open air as mentioned by those parents. One of them shared like,

“My daughter can handle her monthly cycle, can change napkin and manage cleanliness. But she doesn’t keep the

confidentiality, rather share it with anyone. Even she asks many questions about it in front of other family members.”

Management during menstruation is another challenge for parents as mentioned by many of them. Few parents informed that
their daughters can understand it, even they are now able to change napkin, keep them clean but fail to understand the religious
and social restrictions. They are not habituate to follow religious instructions as well as culturally ascribed restrictions and act
without any difference. This is common to all as mentioned by parents and they have been trying to make them understand

about it. One of them shared her experiences like,

“She knows about it but does not understand religious and social restrictions. We have been teaching her about prayer but she
wants to pray at that time. If I warn her she throws many questions about it. Even she is not prepared to maintain other

restrictions. I know her limitations but trying to make her aware.”

Physical problem or discomfort is common during menstruation and all most all of the girls have to face such issue. It is not
similar to all, depends on their ability to adjust with the issues. Usually girls share it with their mother or sisters and thus they
try to get solutions or support. But it is difficult for those who have ASD. Though many of them become habituated or develop
understanding but not all of them are fortunate. Many girls with ASD have poor or no idea about it, even they can’t express
their problems or discomfort due to their limitations. Parents often face difficulties to know or to understand their problems.
Thus many of them suffer but parents fail to know. One of the parents shared like,

“Sometimes she complains about discomfort, sometimes not. I have to ask her every time but she often makes me confused. She

can’t express her problems properly but now I could understand her. Her facial expression tells me many things.”

On the other hand, many of them show reactions not comfortable for parents as well for family members. In some cases, they
show reactions more not only for pain, but also due to fear. Around 12 parents shared similar experiences as they have been
facing. They have been trying to teach their girls but most of the time they fail to react properly. One of them shared like,

“She often creates noise and unwanted situation which make us panic. Initially we took her to doctor but no problem found.
Then we realize the fact, her reactions are not physical, rather mental. She becomes panic and often makes mistake to express

it normally.”

A significant portion of them often fail to maintain proper safety measures and invite unwanted situation for parents. Parents of
them complained that they keep jumping, moving, playing and other activities which are not suitable at that time. Thus

sometime they produce tense moments for parents. One of them shared like,
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“She always likes to jump and play. During monthly cycle she continues her such activities which is not accepted and, in some
context, restricted. But she shows no respect as she is not unable to understand it. She made embarrassing moments for us but

we have failed to change her. I don’t know how I would have to face it.”

It is a challenge for parents to send them to school during this time as many of them have problem to manage it. Some parents
usually do not allow them to go to school due to fear. Moreover some parents informed about the food related problem as their
daughters do not take proper food during that time. Some of them do not like to eat or drink or even keep silence as mentioned
by their parents. Besides these problems, few of them face some other problems like mood swing, irritating behavior or keep

distance from others. The main challenge is to make them aware and habituated about this natural event.

HLIILII. PROBLEMS RELATED TO HEALTH AND HYGIENE

There are some related issues which also create problem for parents. Except few, majority of the parents indicated about issues
like hygiene, mood swing, regular bathing, dress code, etc. these girls often make wrong attempts which are not comfortable
and healthy for them. Even they take long time to understand and follow it regularly. In some cases, they try to follow the
instructions given by parents but forget very quickly. So parents need to inform it every time as they shared. Parents also share
their struggle to teach them about health and hygiene along with their negative experiences. All of the participants have to face
such problem though their pain is not similar. Nearly one-third of them comparatively fortunate as their daughters have been
able to manage it without their support. It does not mean that they did it very easily. But their daughters have been habituated
and thus they can manage it. One of them shared like,

“She is very serious about her health and hygiene though initially she did lots of mistake. We spent hours and days and now
she is able to follow our instructions. Sometimes she makes minor mistake but we support her always. She takes bath regularly,

cut her nails and change her dress properly.”
Another parent shared like,

“She took long time to learn but now she is almost fine and can manage herself. She can keep cleanliness and very careful
about her dress. Problem is that she takes additional time to take her shower. We have been trying to change her habit but she

shows less interest.”

In many case, they can’t follow basic health rules, rather they do unhealthy practices ignoring parents’ instructions. As they
have been informing but many of them fail to follow and they do what they like. If the parents force them, usually they react
and show negative attitude. One of the parents shared like,

“She likes to wear her favorite dresses, no matter dirty or clean. We can’t change this habit as she shows aggressive reaction.

Even she often makes mistake to wear dress considering the weather and temperature.”

In some cases, problems are acute for those girls who have multiple disorders. These girls frequently make mistake, fail to
follow basic health and hygiene rules and invite additional pressure for parents. Their level of understanding and inability often
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create problem. Parents have to pay attention to ensure their health issues. In some cases, parents may not pay attention due to

their business and thus these girls do unhealthy practices.

IIL.IV. FOOD HABIT, DRESS AND SOCIAL VALUES RELATED PROBLEMS

In our society, there some norms and values regarding teen girls as they enter into new life with major changes. It is not easy
for any girl to know and to follow without difficulty. Many girls face mental challenges as well as physical challenges and thus
they make mistakes to perform properly. They need time to change their habit, develop understanding and to adjust with the
socially ascribed demands. Considering all those factors, it is easy to understand that girls with ASD have to face serious
troubles to perform like normal girls. Parents talked about their challenges as they have been facing and also shared their
techniques to make them habituated. Problems related to food habit, dress code and social values found very common except

few. Majority of the parents have to face it and even many of them are still facing it. One of them shared like,

“Except few, most of them usually can’t understand social expectation and values; even it is very difficult to teach them.
People often make mistake to understand their condition, rather they raise questions, or make negative comments by observing
their dress, manner and behavior. I often face such moments though I have been trying to develop her awareness about dress

5

and norms. Sometimes she does well, but most of the time she does what she desires.’
Another parent shared different experiences like,

“She likes to present her well-dressed but could not understand the social need. She behaves with anyone as she knows her but

many people become puzzle. She doesn’t like say hello or say ‘salam’, rather she talks like a friend.”

In some contexts, parents face negative social reactions and criticisms as people show different attitude towards their behavior.
Specially they face it in social gathering or in public places. All most all of them have similar experiences though few of them

have different opinions as their daughters have developed by the time. One of them shared like,

“My daughter likes to eat and she eats continuously. But she can’t manage it, thus makes her dress dirty. We have been
motivating her but changes are not satisfactory. Following doctor’s advice we try to ensure her social gathering but she often

invites such moments which are not comfortable for us.”

Opposite experiences are also noticed by some parents as their girls are very selective and eat only their favorite food items. If
they get favorite food items, they keep eating, don’t allow other people to eat. It happens inside and outside the home. It’s a

problem as they fail to ensure their nutrition and thus they face health issues. One of them shared like,

“She loves some selected food items and I have to cook it regularly. On the other hand, she does not like many food items

which are essential for her growth and development. We have been sharing it with her doctor but no change is seen.”

HLV. PROBLEMS RELATED TO THE SOCIALIZATION PROCESS

Socialization is a life-long process as we have to learn at every stage of life. It begins at the early stage of our life though
depends on many factors. Family, peer group, educational institute, social groups, and many other factors often influence our

life and learning. It is expected that people should learn and response according to the demand of our society. But people who
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have certain mental, neurological and physical limitations or challenges, their socialization may face challenges. It is very
difficult for those having disability or autism. Various studies have been focusing the issue. The present study also investigated
the challenges related to socialization of such children and parents shared their opinions. Parents face many challenges in
socializing autistic girls. Usually the first step in the socialization of any child is by the hands of the parents and this process
continues throughout life. Parents give instructions on how the child should behave and interact with others at home and
outside. But in the case of girls with autism, parents have to suffer more. It is not easy task to teach them about manner, rules,
values and related elements which are essential in socialization process. As they have limitations to understand and to react
accordingly, so they need continuous supervision and support to become habituated with social response. One of the parents
shared like,

“Not all children have same and similar problem but all of them face difficulties to understand normal social process. Some
can learn easily but majority of them take time. My daughter has been trying to habituate but still she is not able to react

accordingly. We try our best to assist her and we will continue it. All parents should do it.”

Parents have to fight to manage their attention as they often ignore it. Parents have to spend hours and days just to develop
their understanding. Sometime they pay serious attention but many times they do not. Two-third of the parents shared that their
girls pay attention only when they desire. On the other hand, some parents informed that their girls only hear those things they
like. So, it creates pressure for parents to make them aware about their behavior. In some cases, girls react positively but can’t
maintain it due to their limitations. They need repeated motivation and counseling. Few of them have opposite problem as they
like to show expected behavior but fear and other factors bound them to do different reactions, as mentioned by their parents.
Many parents’ face problem to teach them manner and social behavior, even some of them do not try to learn as they have their
own concept. They often ignore parents’ instructions and do what they like. Parents of those children face serious problem to

make them understand. One of the fathers shared like,

“She does what she likes and understands. She hardly follows our advice, even she starts arguments when we tell her anything.

Generally we do not force her but it depends on the situation.”

Most of the parents have been facing to make them aware about social interaction though in many cases they often use wrong
words, or show unexpected reactions or even do something not comfortable for others. Though some of them have been
changing their behavior due to continuous interventions but parents need to keep an eye on them. One of the parents shared
like,

“She has been improving and now she could show positive manner to elder, friends and relatives. But we always pass tense
moment if she does any mistake. When we go outside with her, we deeply observe her behavior and assist her to show expected

manner.”

Many of them informed that such children improve their social interaction but depend on their mood or environment. In some
context, if they do not feel comfortable in a particular situation or they feel disturb, then they react and do different behavior.

Nearly halve of them shared such experiences about their children. One of them shared like,

“She is very keen about people and behave based on her mood. If she views someone not friendly or feels discomfort, then she

s

starts unwanted behavior. She does it in any situation.’
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Parents struggle to control their aggressive behavior and explain how to dress in public. A parent said in this regard,

“We have been teaching her about social norms, values, how to interact and how to behave. Even she has been getting guide
from her teachers. It is positive as she has been improving but it is not fixed. We can’t assume how she would react in a
particular situation. For this reason, usually we do not go anywhere with her considering her uncertain behavior. Sometimes

she behaves politely but she can react at any moment.”

In some cases, children with autism do not want to socialize or interact with relatives, friends or others; rather they like to live
in their self-decorated world. Parents’ positive intention is a matter, but children’ willingness is more important as mentioned
by one-third parents. Their children often show negative tendency to meet with people. This is a problem for parents to make

them easy to interact. A parent said,

“She is not really used to socialization. She feels alone when taken outside. I admitted her to a school but she didn't have any
friends there. She used to sit quietly on a bench alone. When guests come to the house or cousins of her age, she sits quietly.
She does not like to communicate to all. She can only mingle with me, her father, our family members. Even that depends on

her mood. Does not always talk to us either.”

Key informants discussed about the process and challenges of socialization of ASD child considering their ability and social
environment. All of them focused on the process of socialization where many factors influence their learning and attention. As
they mentioned, such children often seek comfortable environment and avoid negative words or reactions. As their ability is
not like normal children, as they have repeated behavior and so it is the responsibility of parents not to force them. In many
cases, parents wish to teach them quickly and when they fail to do it, they become angry or become hopeless. Parents must
have clear understanding about their children, their liking and disliking and try to make them aware focusing their ability.
Parents should not force them to perform like others, rather they should give them chance to modify their behavior. Majority of
the key informants complained that parents often make mistake to know their interest, rather they become angry to them. It
hampers their attention and thus they fail to show positive attitude. One of them said like,

“Parents should not expect that their children can perform like normal children. As they have limitations, so parents must have
to know it and do their best to assist them to overcome those limitations. But in many cases, parents lose their hope and force

>

them to perform properly. They should give them positive motivation and friendly environment to learn.’

Another key informant shared like,

“I know how much straggle and stress parents have to face in terms of their child’s socialization. I have been observing the
frustration of many parents as their children are not performing properly. But they should not lose their hope, attention and

intention. Even they should not hope to see quick changes as such children have different learning ability and understanding

capacity.”

A teacher also shared her experience in term of socialization of such children. She explained like,

“Being a teacher of special school, I have been dealing with such children who have multiple limitations, challenges and

learning ability. In some cases, they can response but most of them need continuous nursing. Most of them often do what they
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like and we can’t force them to do what we like and expect. Many children take time to learn, but parents need to keep

patience. Some parents often complain about their behavior, but do not try to understand their ability.”
HLVI. CHALLENGES OF PARENTS

Raising a girl child with ASD is a challenging task for any parent. Parents have to face series of challenges and difficulties but
depend on the child’s condition. Parents of child with ASD have to go under personal, social, economic and cultural challenges
and they need to cope with all the unfriendly circumstances. They have to face public reactions, criticisms, barriers and in
some context, negative views of society. Both the ASD children and their parents have to face unfriendly social environment
which hamper their life and activity. Even it invites mental and physical challenges for parents in many ways, make them
disturb and produce frustration. Parents under the study shared their parenting challenges and consequences and their stories
are painful. In some cases, they get positive responses, support, association and help but most of the cases opposite experiences

are very common.

HL.VLI. CHALLENGES REGARDING TIME MANAGEMENT

Parents shared their challenges and majority of them indicated the daily routine management is one of the major challenges for
them. It hampers parents’ daily activities specifically for mothers who have to manage both their children and family activities.
All most all the mothers viewed it their major challenge to make balance between regular activities and nursing their children.
They have to spend additional hours though it is difficult for them. It is hard for working mothers who have to depend on
external support to cope with the daily routine. Findings indicate that the significant numbers of parents depend on the family
support, fully or partially to manage their daily routine. It is our traditional family system where family members always
perform as a means of support system. Those who have adult family members like mother-in-law, sister-in-law or like other,
they can seek their cooperation and thus they have been adjusting their daily activities. But all parents are not fortunate as they
have to depend on other sources or adjust it differently. Some respondents seek voluntary help from relatives or neighbors to
manage their daily routine. Not all have the opportunity to seek or get support, which bound them to depend on paid worker as
mentioned by seven parents. Only rich families or those have sufficient amount of monthly income, they can use this
technique. Even this mechanism is not always comfortable and safe, because paid workers may not able to manage such child.

Many parents have to use different or multiple mechanisms depend on the need and situation, as described during in-depth

interviews. One of the working mothers shared like,

“I have a paid worker just to give time to my child. I start my day early in the morning, cook food for all, and then feed them.
Even I prepare food for launch and then go to my office. My husband tries to assist me but he is also busy. I come back at
evening and then prepare dinner for them. My helping hand manage my child at day time and also do household works. This is

my everyday routine. Honestly, I get only one day in a week to take normal breath.”

Those who have no paid worker or have additional support, they also explained their techniques to manage daily activities.
One of them explained like,

“My mother-in-law and elder sister have been providing support and cooperation to manage my activities. Most of the time
mother-in-law manage my child, or my elder sister take her to their house. I know they have to face difficulties to manage my

i

child, but I am fortunate as they show positive attitude.’
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But not all have similar support or cooperation from family members, even they have no ability to recruit a paid worker.

Respondents of that category also explained their experiences and techniques, like,

“I have been struggling to manage my daily activities as I have no paid worker or adult family members. I have to work from
dawn to dusk, but not possible in every day. Sometime [ seek help from my neighbor just look after my child for hours. You
know, it is not possible every day. Even when I need to go outside, I request my sister to come or I send my child to their house.

Honestly I am trying to adjust but it has been creating pressure on me.”

When the child becomes crazy and starts crying or anything else, this invites pressure and parents have to manage activities
differently as mentioned by two-third of them. They also shared their strategies in that particular situation. One of them shared
like,

“If she becomes crazy, I have to manage her and it requires additional hours. I just try to do those tasks essential for us. Even

I can’t cook, arrange simple menu for all. My husband knows it and he does not react.”

HLVLIL. PHYSICAL HEALTH RELATED CHALLENGES

Raising an autistic girl is a daunting task for all parents. They pass busy time to complete their daily activities that force them
to take additional work load. Besides household and professional responsibilities, parents have to pay attention and to serve
their daughters. Most of the mothers usually pass restless days for long which impact on their physical condition. Additionally
their age is also a factor. After a certain age, usually we face age related health issues. It becomes serious when they face
continuous pressure, it hamper their physical condition. Among the participants, one-fourth of them have been facing physical
problems and one-fifth of them have been taking medicine to get relief from physical problems. Even many of them often face

some issues like headache, weakness, and other problems partially. One of them shared his situation like,

“I work at a school, after coming home I help my wife take care of our daughter as much as I can. Now both of them are
getting old. Some diseases become automatic with age. Often I feel tried and my physical activity has been declining. My wife
does most of the household task but she has limit. She often complained about headache or body pain and we have visited to

doctors. Doctor suggested avoiding the tension but it is not possible for her as well as for me.”

Another parent described her experience. She said,

“I have many physical ailments, ringing in my heart. I have lived to die or to serve my daughter and granddaughter. She has to
be forcibly confined in the house, and after applying the force required, my chest hurts a lot. And all the time the thought

>

works, sometimes she runs out of the house. I wake up sometimes.’

Another parent said,

Once food is given to her, she will sit for hours, sometimes very bored. Sometimes I beat and scold. I also say, "Why don't you
die?" And when my mind is good, I caress her. What else can I do, I can't leave my daughter. She can do nothing by herself. 1
have to do everything. I am very old now. I have been sick since before. I can't walk well by myself. I don't see with my eyes, 1

5

hear less with my ears.’
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In many ways such children create workload for parents and thus they remain busy from down to dusk. Restless daily routine

makes them tried and has been inviting physical problems. One of them explained her condition like,

“You can’t imagine my daily routine as I have to work throw morning to night. Even I can’t get free time for myself, visit to
relatives or even go to market. It seems to me that I am a machine or moving like a fan. Sometime she is very cooperative but

most of the time she creates additional task for me. I am tried, simply tried and now I need rest.”

IILVLIII. MENTAL HEALTH CHALLENGES

Like physical health, such situation often invites mental health issues for parents and different studies have explored it. As the
parents have to face constant pressure, so it hamper their mental stability, blood pressure, create anxiety, and future uncertainty
also work as barrier to lead normal life. All of them have been facing such mental health related challenges though some of
them have acute problem. Having a child with ASD invites such pressure as mentioned by them. In one side, parents have to
manage their children, on the side they have to face all those obstacles which produce additional pressure on them. One of the

mothers shared like,

“It is very easy to understand that parents feel continuous pressure and face obstacles and no is not free from it. If you have
enough money, you can arrange various supports, but you can’t avoid tension. This is the natural reaction and we all have

been facing it. It produces various mental reactions. Those who can cope with it they may live better life than others.”

Mental pressure or psychological impact depends on the economic condition, support, depth of child’s autism and some other
factors. Those who have family support and economic strength they can avoid some unwanted problems which are not possible
by others. Rich families can arrange proper treatment, get support and thus they have better chance to ensure the care of their

children. One of them explained like,

“Think about my economic condition, we often face difficulty to provide medical expenditure, school fees and related
expenditure. It has been increasing our stress and I have been suffering from some mental disorder like sleeplessness,
headache and weakness. My husband is also facing the similar problems. But we have no alternate. When we think about our
daughter’s future, it makes us weak. Those are financially strong they are not facing such pressure.”

Opposing the arguments few parents explained it differently. One of them shared like,

“Yes, money is a factor but not solution. We can arrange many things for our child but mentally we are not fit. Like others, we

always think about her future and it has been disturbing us. I can’t go to market, visit my relatives and freedom is limited. ”

In some cases, parents have been under treatment due to psychological problem. At least five of them reported that they have
major psychological issues due to it. High blood pressure, anxiety, isolation and some other forms of psychological issues have
been facing by them. One of them shared like,

“I have been using sleeping pill but it is not the solution. When I wake up in the morning, my brain does not function properly.

>

Often my blood pressure fluctuate, doctor warn me to avoid tension.’
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Isolation is another problem among few of them. They have been avoiding social gathering, visiting relatives and other social

engagements as they have remain busy at home. One of them explained like,

“In last 15 years, my life has been changing negatively. Due to my child I have been avoiding different social gathering, even I
can’t go to my relative house. People often view it negatively and thus many of them do not like to invite me. Now I do not like

»

to participate any social gathering. Rather I keep me alone in my house.’

Age of parents and their ability to face such pressure are important two factors here. Psychological impact is acute among

aged parents than young couple. One of them shared like,

“I am getting older and some physical problems are diagnosed. Now I can’t tolerate any stress and thus my physical problems

are increasing. I am passing a life without joy.”

Another parent said helplessly,

“We are so much stressed about our daughter. Today we are alive, if we die after two days then what will happen to our child?

1t has been destroying my mental ability. Now I am unable to hear any negative news.”

Among autistic children, female parenting has more anxiety, which has a negative impact on mental health, as said by one

parent. She expressed like,

“Not only in the case of autistic children, have parents had two kinds of experience in raising normal boys and girls. In our
society, parents of girls face more challenges than parents of boys. I know many people whose sons are autistic. They are also
worried about security, now is not a good time. No boy or girl is safe. Still, their thinking is a little less than ours. We have to
keep an eye on the girl all the time. I don't let you go out even for a while, there is no question of going anywhere alone. 1

spend time constantly worrying about these things.”

Many parents regret not being able to take care of their children properly due to various obstacles. Due to their own limitations,

additional worries pile up on them. Another parent said,

“I got a little sick looking after her. I am running around with her a lot. There is always a tension working with her. There is a
cost behind it. After all, thinking always works. I can't take care of myself like I used to, I'm sick. It also happened that I am
much stressed; my body has become very bad. When I go to the doctor, the doctor always says that your body is getting worse

1

because you are under too much tension.’

HLVLIV. EXPERIENCES OF HARASSMENT

Many autistic children do not understand their safety like normal children. As they often fail understand social situation and
negative intention of mass people, so their safety issue is one of the prime concerns of the parents. Parents always try to ensure
their safety but many of them faced negative experiences as mentioned by some parents. All the parents showed keen attention
and concern about the issue and shared their techniques which they have been using. Despite having their seriousness and keen
attention, it is not possible by parents to avoid incidents. One of them shared like,
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“I can't go anywhere without my daughter, I always keep her at home, in front of my eyes. If I ever go out, her father looks
after her. I can never leave her alone or hide from my eyes just for her safety. No such incident happened by the grace of
Allah.”

Though it is not widely happening or many parents might not interest to share it due to social stigma. But few of them shared

such incidents and negative experiences. One of them shared like,

“Years ago I went to my village home with her and stayed there few days. My daughter is introvert and usually she does not
like to share her problems. One of my nephews took the chance and he molested her. She told me after few months though she

was confused about such touch.”

Another parent also shared her experiences like,

“I keep a close eye on her now. Actually, there was an incident in her childhood when we used to live in the house a few years
ago, there was a colony next door. There were many boys and girls her age or slightly older than her. As she played here, she
used to play sports there. One day a boy there called her and took her near the shack on that side and held him in the mouth,
and later somehow she came and told me about it. However, then a lot of trouble ensues. Finally we left that house because my

daughter was very scared there. This has scarred her so much that she doesn't like boys anymore, she doesn't even go out to

play.”

In some cases, boys try to take chance to abuse such girls as they know their limitations. It happens in public places or social
gathering as mentioned by few of them. Most of the cases, known persons do it or try to do it. In some cases, boys try to
exploit them by using the girls’ innocence thinking s mentioned by five of them. Even it is happen in combined school also.
One of them shared like,

“One day my daughter showed me a picture where my daughter and a boy of her class standing very closely. It increased my
tension and I started to investigate it. What I came to know was not good and then I changed her school. Unfortunately my
daughter could not understand the meaning of such behavior and the boy took the chance. I thought to take legal action but

couldn’t due to fear of losing social status.”

Not only harassment, in many ways they face abusive behavior as mentioned by many parents. Their known persons take the
chance and thus exploit them. Even they are not able to understand the meaning of many words or signs which are not positive
in nature. In some cases, girls ask their parents but many of them do not want to know it. Thus they become the victim of
exploitation or bulling unconsciously. One-fifth of the parents shared such experiences. Both the boys and girls, known or
unknown try to catch their weakness and some of them have victimized in that way. One of the mothers shared like,

“One of her friends (girl) took her some pictures and shared it on her social media account. It was simple matter but a boy
started to send bad messages and images to her. Initially she had no idea about the meaning of these messages and images.
She replied and then the boy got the access. One day my daughter shared me as she didn’t understand it and then I could
realize it. The boy was known to us and then I talked to the mother of the boy.”
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Using negative words and labelling are not uncommon in our society which often makes their life difficult. In some cases,
known and close persons use it as fun but it has negative impact over their life. Many people often fail to differentiate between
mental disorder and disability, thus they make mistake to show proper respect to girls with ASD, as mentioned by many
parents. In many contexts, people use some negative words like ‘mad’, ‘abnormal’ and others words. Even many people

evaluate them as negative and they have no right to get access as normal people. One of the parents explained like,

“Some local boys often use negative terms when they see her, even they use some sings which are not comfortable. It hampers

her normal life, she often feel discomfort and does not like to go out.”

In some cases, friends and known people exploit them if they get chance as mentioned many parents. These people try to take
their things like books, pen, pencil and even they take mobile of the girls at school. It happens at combined schools or when

they meet their friends at social gathering. One of them informed us like,

“She often losses her books, pen, pencil and other necessary things and can’t tell how it happens. In some cases, they
exchange things with my daughter and give her broken things. Once, one of them took her mobile phone though we recovered

it later. People often view them weak and thus they take the opportunity.”
IV. CONCLUSION

Rate of autism has been increasing in the world due to many reasons. This issue has been getting priority in the many
countries. Parenting challenges are diverse and coping mechanisms of parents are depended on the many factors. The study
explored the multidimensional challenges of the parents having girl child with ASD. But the most crucial challenge is to
manage support for the child and their social security. Gender is a vital factor as female with ASD has to face acute problems,
challenges and barriers in many ways. Not only financial limitations, parents have to face social challenges. Insecurity and
exploitation are other forms of challenges as many parents have to face it. We have law, policy and services but gender based
focus is not visible. We need to give special attention focusing the gender based challenges and limitations. Government
should pay attention to gender based challenges and thus incorporate it in law, policy and services. Even we need to provide
additional facilities to girls with ASD and to their parents. Gender based insecurity needs to be considered and need to take
initiatives to reduce it. Parents should get support and services as they have to face challenges. Our policy should focus on the
conjugal issues, family management and financial support properly. Even it is important to introduce counselling service for
parents. Similarly our service providers may work as change makers by providing advice and mental support to parents. It is
also important to broadcast information about existing services so that parents may inspire to get it. Parents like to get it easily,
so special call number may be introduced to get necessary information. We need to focus on the parents who reside far from
the city and in rural setting where services are absent or very limited. Government should take initiatives to incorporate
different groups of people to provide wider services to them. Still now people are lees interested about autism, even it is
unknown to many people including parents. This area need to get importance to make change. Service and quality life of girl
child with ASD depends on the positive social and family environment, awareness of parents and support system. Our law,
policy and service should focus on the issues properly. Thus, parents will get mental support and girl child with ASD will get

desired services.
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