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Abstract

:

Evidence suggests that parenting an autistic child or a child with neurodevelopmental disabilities can be more challenging than parenting a child meeting their developmental milestones, especially when there is a dearth of support services, such as in low- and middle-income countries (LMICs). Despite the majority of the world’s children residing in LMICs, there are limited studies examining the understanding of developmental disorders and autism in these regions. We therefore aim to investigate perceptions of autism and developmental disabilities in caregivers of children in an urban setting in New Delhi, India. Thirteen semi-structured interviews with parents/caregivers of children were conducted in three groups: (1) caregivers with a child with a diagnosis of autism spectrum disorder (ASD); (2) caregivers with a child with a diagnosis of intellectual disability (ID); (3) and caregivers with children meeting their developmental milestones. Transcripts were analysed using framework analysis. Three themes on the impact of cultural and contextual factors on the recognition, interpretation, and reporting of autistic symptoms are discussed, and additional themes focus on the impact of diagnosis and family support. Our findings highlighted a vital need for greater community awareness and recognition of autism in India, for example through community and healthcare training, which may help to reduce stigma and facilitate wider family support.
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1. Introduction


Autism spectrum disorder (ASD; also referred to as “autism”) is a complex disorder and has been defined, according to DSM-V, by difficulties in social communication and interaction, as well as restricted interests and increased repetitive behaviours [1]. Research suggests that parenting an autistic child can be more challenging than parenting a child meeting their developmental milestones, especially due to the dearth of support services available [2]. This is particularly the case in low-resource settings, such as in low- and middle-income countries (LMICs) [3,4].



It has been estimated that there are over 2 million autistic children living in India, accounting for over a quarter of the global prevalence [5,6]. However, despite this, the overwhelming majority of our understanding about autism relies on research conducted in Western, high-income countries (HICs) [7,8]. We have relatively limited evidence from countries where a majority of autistic children reside. This is important because differences in sociocultural norms between contexts can significantly impact the process of identifying symptoms and help-seeking, diagnosis and health services for autism and developmental disorders across the globe [8,9,10]. Moreover, low awareness about autism in the local community has been associated with increased levels of stigma and parental stress, as well as reduced support for families, which in turn may increase the likelihood of a delay in diagnosis and help-seeking [2,11]. A greater understanding of the experience of families of autistic children from LMICs is therefore fundamental to the development of improved access to healthcare in underserved populations.



Research into the experience of autism from parental perspectives has commonly focused on parental stress and their associated outcomes. Theoretical models for stress in families of children with ASD or developmental disabilities have focused on life stressors, child characteristics, family and individual resources and support [12]. More recently, a recent scoping review of autism research conducted in India identified that a diagnosis of ASD generates apprehension, worry, and anxiety in parents [13]. This review located a total of 18 articles which investigated parental perceived burden and help-seeking attitudes, professional perspectives and available service provision in the community; however, this review called for the need of additional research focusing on family perspectives. There is also evidence indicating that parents of children with an ASD diagnosis report higher levels of anxiety, depression, and stress, and lower levels of well-being when compared to parents of children meeting their developmental milestones, and parents of children with developmental disabilities [2].



This paper aims to expand current literature and examine parental perceptions of autism in an urban population in New Delhi, India. We do this by exploring caregivers’ perceptions of autism and developmental disorders across three groups: parents of children with a diagnosis of ASD, parents of children diagnosed with another neurodevelopmental condition (specifically a diagnosis of intellectual disability (ID)) but not autism, and parents of children meeting their developmental milestones. This approach allows for an in-depth investigation of perceptions of autism from parents with and without direct experience of autism. We employ a novel conceptual framework that has been developed by de Leeuw and colleagues to enhance and guide our understanding of the cultural and contextual factors on autism [9]. The framework considers the interrelated identification and diagnostic process at four levels: expression, recognition, interpretation, and reporting of autism symptoms. In this paper we aim to utilize this framework at three levels (recognition, interpretation, and reporting of autism symptoms) to explore the contextual and cultural factors impacting the recognition, interpretation and reporting of autism in an urban setting in Delhi, India.



Increasing our understanding of perceptions of autism and the impact of a child’s autism diagnosis across different cultures and settings is important to strengthen systems of care to increase awareness [14], reduce stigma and increase the support to children and their families through an improved update of services [15].




2. Materials and Methods


2.1. Participants


This qualitative study was conducted with a sub-sample of caregivers of children who were participating in a larger study in New Delhi, India [16]. All caregivers interviewed were mothers. Participants from the larger study were recruited into one of three groups: children aged 3–5 years with an ASD diagnosis, a diagnosis of ID, or children meeting their developmental milestones. Samples were matched by age and gender, and full details of this sample and recruitment strategy can be found in [16].



Participating families in the clinical groups were recruited from a government-run tertiary care centre: the Department of Paediatric Neurology at All India Institute of Medical Sciences (AIIMS). All children in the clinical groups had a clinical diagnosis based on DSM-V [1] criteria from a senior paediatrician at this hospital. Children in the comparison group (children meeting their developmental milestones) were recruited from communities in the New Delhi region, through contacts established by the research team’s existing child development studies.




2.2. Study Procedures


As part of the larger study [16], questionnaires relating to family demographics were administered verbally with the parent/caregiver (as detailed in [17]), and developmental measures and autism traits were assessed in all children by a local psychologist who was part of the research team. The Developmental Profile 3 (DP-3) [18] was used to assess child development. It is routinely used in clinical practice and has been extensively used for research purposes in this setting [16,19,20,21]. As outlined in [16], for this study, the DP-3 was administered by an experienced psychologist on the research team, and it included both parental report and the assessor’s observation of child behaviour. Autism traits were assessed using the AIIMS-Modified-INDT-ASD [5,19,22], which is a tool developed and validated for an Indian paediatric population for clinical assessment of ASD [23].



Informed consent for the qualitative study was obtained prior to the start of the interview. For this sub-study, we aimed to recruit 10–15% of study participants from the larger study [16]. Thirteen semi-structured in-depth interviews were conducted with caregivers in Hindi. Interviews took place in a private space within a community centre or within a healthcare facility, and where interviewer and interviewee were able to speak without interruption. The interviews were conducted by a fluently bilingual (Hindi, English) Indian female research assistant (co-author RA), with master’s level qualification in psychology.



Interview topic guides were developed for interviews with caregivers. A stepped approach was taken to explore caregivers’ understanding of autism, developmental disorders and child development in general. All caregivers were first asked if they had heard of, and what they understood by the term “autism spectrum disorders”, and if caregivers had not heard of this term, they were asked ‘what do you understand of the term developmental disorders?”. If they had not heard of this term, caregivers were asked what they understood by “child development”. The topic guide was then used to explore the caregivers’ understanding, as well as their experiences, of obtaining a diagnosis and access to healthcare, and the impact of a diagnosis for the child and family. If the parent had not heard of “developmental disorders” (in the group of parents with a child meeting their developmental milestones), the interviewer probed to find out if the participant was aware of children in their communities “who were not developing in the same way as other children”. All participants were able to consider a child with developmental delays, and corresponding questions from the interview focused on such children. For parents of children meeting their developmental milestones, parents were asked to speculate on these topics to get a sense of a community-level perception. All interviewees consented to recording on a voice recorder. Interviews were then translated and transcribed in full to English by an experienced bilingual researcher. Transcriptions were also checked for accuracy by a senior bilingual researcher on our research team.




2.3. Ethical Approval


All experimental procedures were reviewed and approved by the Institutional Ethics Committees of Sangath (approval number: GD_2018_39) and the Department of Psychological Sciences, Birkbeck, University of London (reference number 171897), and the AIIMS Institutional Ethics Committee (approval number RP-37/2018, RP-49/2019).




2.4. Analysis


Full transcripts from the in-depth interviews were analysed using framework analysis. This approach was taken due to it being widely used in healthcare research [11,24]. Our coding framework was theoretically driven and based on Leeuw et al.’s [9] conceptual framework. We focused on their three levels of cultural and contextual factors: recognition, interpretation and reporting of autism symptoms. For the analysis, we followed the five steps of framework analysis [25]. Familiarization involved first immersion in interview transcripts to draw out key themes in the data. The framework was then built, which included a combination of concepts from the de Leeuw et al. [9] framework, as well as emergent themes [25] relating to the perceived impact of an autism diagnosis. GLE then independently indexed the interview data by applying it to the framework. SB reviewed this indexing, and themes were ordered and refined systematically through discussion between GLE and SB. GLE and SB then explored patterns within and across themes during the final stage of data analysis.





3. Results


We reported our findings from the analysis as five themes. We first reported on three key themes from the de Leeuw et al. [9] framework on the impact of culture on the recognition, interpretation, and reporting of autistic symptoms. The two additional themes were: the impact of diagnosis, and family support (Figure 1). The demographics of participants can be found in Table 1.



3.1. Recognition


Based on the de Leeuw et al. [9] conceptual framework, our analysis identified the following sub-themes under the theme of “Recognition of symptoms”: (1) child development literacy; (2) cultural norms of typical behaviour; and (3) cultural norms of parenting.



3.1.1. Child Development Literacy


Our results illustrated a striking lack of awareness in the community about developmental milestones for child development and autism.



In the comparison group, caregivers described the community as being “unaware” or considering autism traits as “normal”.


“Parents are either uneducated or are unaware… They won’t be knowing that these things [autism, developmental delay] exist and so how would they know what is happening [with their child].”.



(mother of a child meeting their developmental milestones)






“They [parents] would have realized late that our child is behaving in an unusual way. Else… [thinks]. This could be the only reason. Might be, they don’t pay much attention to the child. They would be thinking “it is normal.”.



(mother of a child meeting their developmental milestones)







Caregivers in the clinical groups stated that they knew something was ‘different’, but had not heard of autism:


“We have seen this problem for the first time … we never heard that children have such problem.”.



(mother of a child with an ASD diagnosis)








3.1.2. Cultural Norms of Typical Behaviour


In the comparison group, caregivers described children with developmental disorders as being “like children who grow physically but not mentally,” (mother of a child meeting their developmental milestones).


“Such children are not like the normal children. They don’t do things as those are meant to be done.”.



(mother of a child meeting their developmental milestones)







In the clinical groups, caregivers described that they felt that their child was like other children, and this made it difficult to know there were symptoms of autism/developmental disability.


“No one can say by looking at him that he might have any problem.”.



(mother of a child with an ASD diagnosis)







Delayed or lack of speech was mentioned by caregivers as the key in understanding that there was a problem, and so in families where the child was progressing with language development, this made it more difficult to recognize that other difficulties may be present.


“Like other normal children, he is learning to speak. He is like a normal child.”.



(child at 6 years, mother of a child with an ID diagnosis)








3.1.3. Cultural Norms of Parenting


Caregivers in the clinical groups highlighted how important it was for them to have assistance from the wider family, school, as well as experienced childcare support, such as from an employed child-carer or extended family members, e.g., grandparents, in helping to recognise their child’s difficulties. This highlighted the collective approach to raising a child in these communities.


“I talked to my housemaid in [name of the hometown state]. She told me to consult the doctor otherwise the problem will progress… I talked to her first….”.



(mother of a child with an ID diagnosis)









3.2. Interpretation


Based on the de Leeuw et al. [9] conceptual framework, our analysis identified the following sub-themes under the “Interpretation of symptoms”: (1) awareness; (2) explanatory models; and (3) stigma.



3.2.1. Awareness


In the comparison group, caregivers talk about children with a developmental disorder and autism as being like a “young child.”


“His brain is like that of a young child… he would be 27–28 years old. He behaves like a child.”.



(mother of a child meeting their developmental milestones)







Caregivers of a child with an ASD diagnosis spoke about how it was easy to ignore symptoms, as they were similar to other children in some ways, and no one considered autism as a possible explanation for their concerns.


“No one thought that it could be an autism symptom.”.



(mother of child with ASD diagnosis)






“Normal kids can’t also do everything. Every kid has different abilities.”.



(mother of a child with an ASD diagnosis)








3.2.2. Explanatory Models


Different explanatory models for symptoms were described in the ASD compared to the comparison groups. Caregivers of children with a child meeting their developmental milestones focused explanatory models on nutrition, bad spirits or lack of care given to children with developmental disorders.


“If a pregnant mother doesn’t eat specific medicine or dose [e.g., iron tablets etc], it leads to such or any other problems in child.”.



(mother of a child meeting their developmental milestones)






“Society thinks they give birth to the child but are not taking care of them.”.



(mother of a child meeting their developmental milestones)







In the ID group, caregivers focused on biological explanations for their child’s ID diagnosis, and whilst the biological reasons were not necessarily understood, there was a general consideration of “weakness”, rather than social aspects causing their child’s symptoms.


“[The child] is unable to develop due to some weakness.”.



(mother of a child with an ID diagnosis)







Comparatively, caregivers of children with an ASD diagnosis focused on social explanations for their child’s autism. This included describing a lack of optimal environment in the family as an explanation for autism symptoms.


“The environment of the house also makes a difference. Joint family produces more growth, nuclear less.”.



(mother of a child with an ASD diagnosis)







We found that mothers of children with an ASD diagnosis expressed feelings of self-blame or perceived that other members of the family blamed them for their child’s autism, for example, for a lack of attention given to the child, or difficulties experienced during pregnancy.


“I also didn’t pay regular attention. We can’t be with the child every time—sometimes when we are busy with our work,… It happens by being alone.”.



(mother of a child with an ASD diagnosis)






“I was very stressed during pregnancy so my maternal aunt usually says, ‘You took stress during pregnancy which has affected the child.”.



(mother of a child with an ASD diagnosis)








3.2.3. Stigma


Interestingly, only in the ASD group did caregivers discuss their experience of stigma and discrimination. This manifested in a feeling of blame of the mother for not “caring” or being too “proud”, or for something the mother did in pregnancy that “caused” their child’s difficulties. Caregivers of children with ID diagnoses did not describe these as a significant experience, even when probed.


“Some says, ‘you were proud [arrogant] of giving birth to an adorable boy [and so this happened]’.”.



(mother of a child with an ASD diagnosis)









3.3. Reporting


Based on the de Leeuw et al. [9] conceptual framework, our analysis identified barriers to help-seeking perceived by caregivers.



Barriers to Help-Seeking



For caregivers in the comparison groups, caregivers reported mainly financial or logistical barriers to reporting symptoms.


“Some don’t have money or some don’t have time. It could be either of them.”.



(mother of a child meeting their developmental milestones)






“It would be financial problem, what else… One can’t leave the child just like that. They will go. They will try. But if one doesn’t have money then till where they can go.”.



(mother of a child meeting their developmental milestones)






“There could be some problem at home or we don’t get the reservation [for tickets]… We might be late if have any family problem otherwise we visit on the scheduled date of appointment.”.



(mother of a child with an ID diagnosis)







However, in the ASD group, a more complex mixture of barriers were identified, including maternal lack of agency, financial difficulties, stigma, and a disbelief that symptoms were those of autism.


“It seemed to me that there was some problem. But no one in the society listens to us ladies, no matters how much educated we are (sic).”.



(mother of a child with an ASD diagnosis)






“I knew if I disclose it [child’s diagnosis]… then no one will allow my child and me to come in.”.



(mother of a child with an ASD diagnosis)








3.4. Impact of Diagnosis


Further themes were identified, which focused on the impact of a diagnosis on the family, and these included: (1) immediate impact; (2) social isolation; (3) child needing more care and attention; (4) life changes; (5) change in interpretation of developmental disorder.



3.4.1. Immediate Impact of Diagnosis


The immediate impact of an ASD diagnosis for caregivers included feelings of depression, concern for the future, and disbelief.


“I didn’t make food for three days [when hearing of diagnosis] [Mother felt overwhelmed and almost cried]. He was young that time. I didn’t do anything except lying on bed and crying.”.



(mother of a child with an ASD diagnosis)







Comparatively, in the ID group, caregivers spoke of worry and being upset that their child is suffering, but did not speak of stigma, discrimination or feelings isolation, as expressed by mothers with a child diagnosed with ASD.


“It hurts you deeply that your child is suffering so much. You feel sad.”.



(mother of a child with an ID diagnosis)








3.4.2. Social Isolation


Social isolation was discussed by caregivers in the ASD group, but was not highlighted in the comparison groups.


“You are not able to say anything to anyone. Society isolate(s) you. No one wants to talk to you.”.



(mother of a child with an ASD diagnosis)






“No one will allow me in their home.”.



(mother of a child with an ASD diagnosis)








3.4.3. Life Changes, including Financial


Caregivers of a child diagnosed with ASD described financial difficulties of added costs of therapy and school. Caregivers also described life-changing decisions for the mother, such as quitting jobs, additional need to care for an autistic child, and sending other children away so they can focus their energy and resources on their autistic child. The ID comparison group demonstrated no similar mention of large life changes brought about by their child’s diagnosis.


“I quit my job and spent time with her.”.



(mother of a child with an ASD diagnosis)






“Such a child costs a lot.”.



(mother of a child with an ASD diagnosis)








3.4.4. Change in Interpretation of Neurodevelopmental Disorder


Caregivers of a child diagnosed with ASD or ID described how their understanding of developmental disorders improved because of their own child’s diagnosis.


“Now I understand it better than before… Earlier I used to think that either it will be or it won’t be. … Earlier these features [symptoms] were normal for me.”.



(mother of a child with an ASD diagnosis)









3.5. Family Support


A final theme identified was that of family support and the infrastructure of that support, i.e., perceived support from partners and extended family members/community. The identified sub-themes included: (1) impact on relationships between partner and families; (2) and positive support.



3.5.1. Impact on Relationships between Partner and Families


Only mothers in the ASD group reported a perceived lack of family support (including from partners), and feeling unsupported. Comparatively, mothers in the ID comparison group described greater levels of perceived acceptance of developmental disabilities by family members, and also minimal impact on relationships between family members.


“Everyone loves her.”.



(mother of a child with an ID diagnosis)






“No one discriminates.”.



(mother of a child with an ID diagnosis)







Caregivers in the ASD group reported a lack of support from their extended family, community and acceptance of their child, and associated stigma with the diagnosis, and the comparison groups made some reference to these difficulties.


“I had no support system from the family… I mean no one accepts, even your brothers and sisters.”.



(mother of a child with an ASD diagnosis)






“In family.... lack acceptance. They didn’t accept. Even when I told my mother.”.



(mother of a child with an ASD diagnosis)








3.5.2. Positive Support


Some caregivers in the ASD group described the importance of being able to talk to others, and this contrasted to their feeling of being unable to do so, as outlined in sections above regarding a lack of support. This group also spoke about the importance of the support they received from their autistic child.


“Someone who loves me truly is (child’s name) and at present I am very happy.”.



(mother of a child with an ASD diagnosis)










4. Discussion


In this study, we investigated caregivers’ experiences of autism, and utilised a previously described conceptual framework by de Leeuw and colleagues [9], to explore the contextual and cultural factors impacting the recognition, interpretation and reporting of autism in an urban setting in Delhi, India. We compared caregivers’ perspectives of autism and neurodevelopmental disorders from groups of mothers with children with a diagnosis of ASD to two comparison groups: (1) parents of children diagnosed with a different developmental disorder, specifically ID; and (2) parents of children meeting their developmental milestones. We also explored the impact of a developmental disorder diagnosis across these groups. We found considerable differences between groups, especially relating to the interpretation of symptoms and the perceived impact of a diagnosis.



A striking result was the limited level of awareness of childhood developmental milestones, developmental disorders and autism across all caregivers. Limited societal awareness of developmental disorders and autism has been found in previous studies in India, including amongst health professionals [3,26]. Limited child development literacy around autism and broader issues regarding child development can impact the timing and recognition of autism symptoms [9]. A recent study, conducted only with parents of autistic children recruited from tertiary hospitals in Delhi, also found a limited awareness of autism [11]. This has similarly been reported in other LMICs in South Asia, such as families in other areas of India [3], Pakistan [27] and Nepal [4]. Our study, therefore, further emphasises the need to improve awareness around child development, developmental milestones and developmental disorders, such as autism [3,4,9,11]. Increasing awareness about autism is particularly important as it has been associated with reduced stigmatising attitudes [28,29]. Building on the results of our study, future research could pilot awareness building and changing perceptions, followed by studying how this increased awareness impacts knowledge, attitudes and beliefs in the community.



Our results demonstrated that mothers of children with an ASD diagnosis felt considerable stigma, but interestingly this did not appear to be mirrored by the experiences of caregivers in the ID group (see limitations section). High levels of stigma experienced by parents of autistic children has previously been reported in other regions of India [13,27,30,31]. Stigma can be distinguished between felt stigma (i.e., internal stigma rooted in fear of enacted stigma), and enacted stigma (external stigma, including overt ostracism or discrimination) [32]. Both can be experienced by the parents and family members of an autistic child, and this is referred to as affiliate stigma [33,34]. Affiliate stigma was strongly perceived in our interviews with the caregivers of children with a diagnosis of ASD. Caregivers reported not wanting to take their child outside, or to their extended family home, which for some led to extreme feelings of maternal isolation. A prior study conducted in Eastern India also highlighted that parents often internalize stigma, leading to associated psychological distress, which can have a negative impact on help-seeking [30]. Our results, in keeping with prior studies conducted in India, highlight the importance of reducing stigma experienced by families. One method of reducing stigma within communities may be to provide autism training to community health workers: some studies have found that autism training can improve knowledge and decrease stigmatising attitudes [9,29,35]. For example, one study conducted in Ethiopia evaluated the impact of video-based training on developmental disorders and mental health for rural community health workers. This study demonstrated a decrease in negative beliefs and stigmatising attitudes among trained health workers [35]. Similar results showing a reduction in stigmatising attitudes associated with autism training has been found in studies with students in Lebanon and the US [9,29].



The effect of stigma can be far-reaching, and it has been suggested that this experience of stigma can lead caregivers to find alternative explanations for their child’s behaviours [9]. Our results demonstrated a difference between groups in parental interpretation and explanation (explanatory models) of their child’s autism symptoms. Explanatory models describe an individual’s perspectives on the nature, causes, and course of an atypicality, illness or developmental delay [36]. These models are impacted by culture and context [9]. Interestingly, for the comparison groups, mothers’ explanations mainly focused on biological explanations; whereas, for the ASD group, mothers tended to focus on social explanations. This specifically included a lack of optimal environment in the family, stress during pregnancy, and self-blame from mothers for a lack of attention they had given to their child. As the biological causes of autism are complex and not fully understood, this uncertainty and absence may drive caregivers to develop their own models or social explanations of autism to understand and cope with the impact of a diagnosis [37]. Previous reports have found that caregivers’ explanatory models for autism might include biological models, including complications during pregnancy or birth or malnutrition [4,31,38], which were not expressed in this study. However, cultural and contextual factors may impact the popularity of these explanations [9], for example, the belief (despite much evidence to the contrary) of the impact of vaccines on autism is prevalent in North America, and also within Somali communities living in the USA and UK [39], but much less so in sub-Saharan Africa [40], and were not expressed in our interviews with caregivers in India. Supernatural explanations are also common in some contexts and have been found to be more prevalent within rural areas and LMICs [9]. Our results did not highlight such explanations, perhaps due to the urban sample interviewed. However, interviews did highlight a sense of maternal feeling of guilt or blame about their child’s autism symptoms, which was not found in the comparison groups. Similar descriptions of maternal feelings of guilt and atypical development being attributed to poor parenting and spoiling the child have been found in Nepal [4]. A study conducted in China with parents of autistic children found that affiliate stigma partially mediated the links between self-esteem and shame in families [41]. Future studies could further investigate stigma-related mediation of guilt, blame and self-esteem within the Indian context related to parental experiences of autism.



The impact of an ASD diagnosis was perceived as a profound change in life, attitude, mental health and financial stability in the ASD group. The ASD group specifically highlighted social/parental isolation, feelings of depression, concern for the future, disbelief about the diagnosis, lack of support/acceptance in the family, as well as big life changes (e.g., mother leaving job). These results from the ASD group confirm previous findings (e.g., [42]), and specifically, a meta-synthesis of studies investigating parental experience of autism around the world identified a common theme of feeling socially excluded and negatively judged by others, even within their own extended family [43]. Financial difficulties and concerns for the child’s future have also been highlighted as two of the six main factors associated with parenting stress for parents of children with ASD in South East Asia in a systematic review [2]. However, interestingly, these were not identified by the comparison groups as a potential impact of an ASD diagnosis for families. It is possible that this is reflective of the small sample size (see limitations), but it is also possible that such stressors within an urban environment may be more associated with the uncertainty of the causes and impact of autism, and the limited awareness of autism compared to more “overt” disabilities that may be experienced externally by children with ID, as well as more established health services in India for disability, than for autism.



Limitations


The strengths of this paper lie in the inclusion of caregivers of children, both with and without a diagnosis of ASD in an under-researched population in urban Delhi in India. However, comparison group families were often unaware of the term “autism”, and this may impact their consideration of how a diagnosis might impact a family. Despite this, we consider it important to understand the perceptions of such caregivers, in order to gain an insight into general community perceptions of what families are experiencing and their accompanying stigma. There are two additional limitations of this work. First, our caregiver groups were not matched in terms of socioeconomic indicators, e.g., maternal education. The mothers in the ASD group generally had a higher level of education (tertiary education) than in the other two groups. This may impact our conclusions, as higher levels of education have been associated with higher levels of awareness of healthcare and autism traits. In turn, this may therefore be associated with being able to successfully start and navigate the pathway to autism diagnosis. However, this difference was also potentially illustrative of the demographics of parents able to navigate the health system pathways to obtain an ASD diagnosis for their child [11]. The second key limitation of this study is the small sample size across the groups. However, despite this, we felt that we reached saturation in our responses, and previous methodological papers have justified small sample sizes of as few as six interviews upon reaching saturation [44].





5. Conclusions


Our results highlight the acute feelings of social isolation and lack of support experienced by mothers of a child diagnosed with ASD in the communities we were working with in Delhi. This study demonstrates a vital need for greater community awareness and recognition of autism in India, including in urban regions such as Delhi. This may help reduce stigma within communities, and discrimination from service providers, as well as facilitate wider family support, for example, through autism and mental health training of community health workers. There is a need for increased research to understand autism from multiple perspectives, which can help increase the engagement of communities in evidence-based health services, leading to strengthened health systems, and ultimately greater support being provided to children and their families.







Author Contributions


Conceptualization, G.L.E., S.B. and G.D.; Methodology, G.L.E.; Formal Analysis, G.L.E. and S.B.; Investigation, G.L.E., R.A. and S.B.; Resources, G.D. and S.G.; Data Curation, G.L.E., S.B. and R.A.; Writing—Original Draft Preparation, G.L.E.; Writing—Review & Editing, S.B., R.A., S.G. and G.D.; Project Administration, G.L.E., S.B., S.G. and G.D.; Funding Acquisition, G.L.E. All authors have read and agreed to the published version of the manuscript.




Funding


This research was funded by the Wellcome Trust [Grant number: 204706/Z/16/Z; Grant DOI: https://doi.org/10.35802/204706]. For the purpose of open access, the author has applied a CC BY public copyright licence to any Author Accepted Manuscript version arising from this submission.




Institutional Review Board Statement


The study was conducted in accordance with the Declaration of Helsinki, and approved by the Institutional Ethics Committees of Sangath (approval number: GD_2018_39), the Department of Psychological Sciences, Birkbeck, University of London (reference number 171897), and the AIIMS Institutional Ethics Committee (approval number RP-37/2018, RP-49/2019).




Informed Consent Statement


Informed consent was obtained from all subjects involved in the study.




Data Availability Statement


Due to the nature of this research, participants of this study did not agree to their data being shared publicly, so supporting data is not available.




Acknowledgments


The authors would like to thank all participants and their families for taking part in this research.




Conflicts of Interest


The authors declare no conflict of interest.




References


	



American Psychiatric Association. DSM-5; American Psychiatric Association [APA]: Washington, DC, USA, 2013. [Google Scholar]

	



Ilias, K.; Cornish, K.; Kummar, A.S.; Park, M.S.-A.; Golden, K.J. Parenting Stress and Resilience in Parents of Children With Autism Spectrum Disorder (ASD) in Southeast Asia: A Systematic Review. Front. Psychol. 2018, 9, 280. [Google Scholar] [CrossRef] [PubMed]

	



Divan, G.; Vajaratkar, V.; Desai, M.U.; Strik-Lievers, L.; Patel, V. Challenges, Coping Strategies, and Unmet Needs of Families with a Child with Autism Spectrum Disorder in Goa, India: Impact of Autism on families in Goa, India. Autism Res. 2012, 5, 190–200. [Google Scholar] [CrossRef] [PubMed]

	



Heys, M.; Alexander, A.; Medeiros, E.; Tumbahangphe, K.M.; Gibbons, F.; Shrestha, R.; Manandhar, M.; Wickenden, M.; Shrestha, M.; Costello, A.; et al. Understanding parents’ and professionals’ knowledge and awareness of autism in Nepal. Autism 2017, 21, 436–449. [Google Scholar] [CrossRef]

	



Arora, N.K.; Nair, M.K.C.; Gulati, S.; Deshmukh, V.; Mohapatra, A.; Mishra, D.; Patel, V.; Pandey, R.M.; Das, B.C.; Divan, G.; et al. Neurodevelopmental disorders in children aged 2–9 years: Population-based burden estimates across five regions in India. PLoS Med. 2018, 15, e1002615. [Google Scholar] [CrossRef]

	



Olusanya, B.O.; Davis, A.C.; Wertlieb, D.; Boo, N.-Y.; Nair, M.K.C.; Halpern, R.; Kuper, H.; Breinbauer, C.; De Vries, P.J.; Gladstone, M.; et al. Developmental disabilities among children younger than 5 years in 195 countries and territories, 1990–2016: A systematic analysis for the Global Burden of Disease Study 2016. Lancet Glob. Health 2018, 6, e1100–e1121. [Google Scholar] [CrossRef] [PubMed]

	



de Vries, P.J. Thinking globally to meet local needs: Autism spectrum disorders in Africa and other low-resource environments. Curr. Opin. Neurol. 2016, 29, 130–136. [Google Scholar] [CrossRef]

	



Durkin, M.S.; Elsabbagh, M.; Barbaro, J.; Gladstone, M.; Happe, F.; Hoekstra, R.A.; Lee, L.; Rattazzi, A.; Stapel-Wax, J.; Stone, W.L.; et al. Autism screening and diagnosis in low resource settings: Challenges and opportunities to enhance research and services worldwide. Autism Res. 2015, 8, 473–476. [Google Scholar] [CrossRef]

	



de Leeuw, A.; Happé, F.; Hoekstra, R.A. A Conceptual Framework for Understanding the Cultural and Contextual Factors on Autism Across the Globe. Autism Res. 2020, 13, 1029–1050. [Google Scholar] [CrossRef] [PubMed]

	



Rice, C.E.; Lee, L.-C. Expanding the global reach of research in autism. Autism 2017, 21, 515–517. [Google Scholar] [CrossRef]

	



Bhavnani, S.; Estrin, G.L.; Arora, R.; Kumar, D.; Kakra, M.; Vajaratkar, V.; Juneja, M.; Gulati, S.; Patel, V.; Green, J.; et al. “I was Confused … and Still am” Barriers Impacting the Help-Seeking Pathway for an Autism Diagnosis in Urban North India: A Mixed Methods Study. J. Autism Dev. Disord. 2022, 52, 1778–1788. [Google Scholar] [CrossRef]

	



Perry, A. A Model of Stress in Families of Children with Developmental Disabilities: Clinical and Research Applications. J. Dev. Disabil. 2004, 11, 1–16. [Google Scholar]

	



Patra, S.; Kar, S.K. Autism spectrum disorder in India: A scoping review. Int. Rev. Psychiatry 2021, 33, 81–112. [Google Scholar] [CrossRef] [PubMed]

	



Hahler, E.-M.; Elsabbagh, M. Autism: A Global Perspective. Curr. Dev. Disord. Rep. 2015, 2, 58–64. [Google Scholar] [CrossRef]

	



Lord, C.; Charman, T.; Havdahl, A.; Carbone, P.; Anagnostou, E.; Boyd, B.; Carr, T.; de Vries, P.J.; Dissanayake, C.; Divan, G.; et al. The Lancet Commission on the future of care and clinical research in autism. Lancet 2022, 399, 271–334. [Google Scholar] [CrossRef]

	



Lockwood Estrin, G.; Mason, L.; Arora, R.; Bhavnani, S.; Dasgupta, J.; Gulati, S.; Gliga, T.; Johnson, M.H. Attention control in autism: Eye-tracking findings from pre-school children in a low- and middle-income country setting. Autism, 2023; Online ahead of print. [Google Scholar] [CrossRef]

	



Estrin, G.L.; Bhavnani, S.; Goodwin, A.; Arora, R.; Divan, G.; Haartsen, R.; Mason, L.; Patel, V.; Johnson, M.H.; Jones, E.J. From the lab to the field: Acceptability of using electroencephalography with Indian preschool children. Wellcome Open. Res. 2022, 7, 99. [Google Scholar] [CrossRef]

	



Alpern, G.D. Developmental Profile 3 (DP-3); Western Psychological Services: Los Angeles, CA, USA, 2007. [Google Scholar]

	



Gulati, S.; Kaushik, J.S.; Saini, L.; Sondhi, V.; Madaan, P.; Arora, N.K.; Pandey, R.M.; Jauhari, P.; Manokaran, R.K.; Sapra, S.; et al. Development and validation of DSM-5 based diagnostic tool for children with Autism Spectrum Disorder. PLoS ONE 2019, 14, e0213242. [Google Scholar] [CrossRef]

	



Dubey, I.; Bishain, R.; Dasgupta, J.; Bhavnani, S.; Belmonte, M.K.; Gliga, T.; Mukherjee, D.; Estrin, G.L.; Johnson, M.H.; Chandran, S.; et al. Using mobile health technology to assess childhood autism in low-resource community settings in India: An innovation to address the detection gap. Psychiatry Clin. Psychol. 2021; preprint. [Google Scholar] [CrossRef]

	



Mukherjee, S.B.; Malhotra, M.K.; Aneja, S.; Chakraborty, S.; Deshpande, S. Diagnostic accuracy of Indian Scale for Assessment of Autism (ISAA) in chidren aged 2–9 years. Indian Pediatr. 2015, 52, 212–216. [Google Scholar] [CrossRef]

	



Juneja, M.; Inclen Study Group; Mishra, D.; Russell, P.S.S.; Gulati, S.; Deshmukh, V.; Tudu, P.; Sagar, R.; Silberberg, D.; Bhutani, V.K.; et al. INCLEN diagnostic tool for autism spectrum disorder (INDT-ASD): Development and validation. Indian Pediatr. 2014, 51, 359–365. [Google Scholar] [CrossRef]

	



Vats, P.; Juneja, M.; Mishra, D. Diagnostic Accuracy of International Epidemiology Network (INCLEN) Diagnostic Tool for Autism Spectrum Disorder (INDT-ASD) in Comparison with Diagnostic and Statistical Manual of Mental Disorders-5 (DSM-5). Indian Pediatr. 2018, 55, 485–487. [Google Scholar] [CrossRef]

	



Gale, N.K.; Heath, G.; Cameron, E.; Rashid, S.; Redwood, S. Using the framework method for the analysis of qualitative data in multi-disciplinary health research. BMC Med. Res. Methodol. 2013, 13, 117. [Google Scholar] [CrossRef]

	



Ritchie, J.; Spencer, L. Qualitative data analysis for applied policy research. In Analyzing Qualitative Data; Bryman, A., Burgess, R.G., Eds.; Taylor & Francis: Abingdon, UK, 1994; pp. 173–194. [Google Scholar] [CrossRef]

	



Daley, T.C.; Sigman, M.D. Diagnostic conceptualization of autism among Indian psychiatrists, psychologists, and pediatricians. J. Autism Dev. Disord. 2002, 32, 13–23. [Google Scholar] [CrossRef]

	



Minhas, A.; Vajaratkar, V.; Divan, G.; Hamdani, S.U.; Leadbitter, K.; Taylor, C.; Aldred, C.; Tariq, A.; Tariq, M.; Cardoza, P.; et al. Parents’ perspectives on care of children with autistic spectrum disorder in South Asia—Views from Pakistan and India. Int. Rev. Psychiatry 2015, 27, 247–256. [Google Scholar] [CrossRef] [PubMed]

	



Milačić-Vidojević, I.; Gligorović, M.; Dragojević, N. Tendency towards stigmatization of families of a person with autistic spectrum disorders. Int. J. Soc. Psychiatry 2014, 60, 63–70. [Google Scholar] [CrossRef] [PubMed]

	



Obeid, R.; Daou, N.; DeNigris, D.; Shane-Simpson, C.; Brooks, P.J.; Gillespie-Lynch, K. A Cross-Cultural Comparison of Knowledge and Stigma Associated with Autism Spectrum Disorder among College Students in Lebanon and the United States. J. Autism. Dev. Disord. 2015, 45, 3520–3536. [Google Scholar] [CrossRef] [PubMed]

	



Patra, S.; Kumar Patro, B. Affiliate stigma among parents of children with autism in eastern India. Asian J. Psychiatry 2019, 44, 45–47. [Google Scholar] [CrossRef]

	



Desai, M.U.; Divan, G.; Wertz, F.J.; Patel, V. The discovery of autism: Indian parents’ experiences of caring for their child with an autism spectrum disorder. Transcult. Psychiatry 2012, 49, 613–637. [Google Scholar] [CrossRef]

	



Brohan, E.; Slade, M.; Clement, S.; Thornicroft, G. Experiences of mental illness stigma, prejudice and discrimination: A review of measures. BMC Health Serv. Res. 2010, 10, 80. [Google Scholar] [CrossRef]

	



Gaebel, W.; Rössler, W.; Sartorius, N. (Eds.) The Stigma of Mental Illness—End of the Story? Springer International Publishing: Cham, Switzerland, 2017. [Google Scholar] [CrossRef]

	



Thornicroft, G.; Mehta, N.; Clement, S.; Evans-Lacko, S.; Doherty, M.; Rose, D.; Koschorke, M.; Shidhaye, R.; O’Reilly, C.; Henderson, C. Evidence for effective interventions to reduce mental-health-related stigma and discrimination. Lancet 2016, 387, 1123–1132. [Google Scholar] [CrossRef]

	



Tilahun, D.; Fekadu, A.; Tekola, B.; Araya, M.; Roth, I.; Davey, B.; Hanlon, C.; Hoekstra, R.A. Ethiopian community health workers’ beliefs and attitudes towards children with autism: Impact of a brief training intervention. Autism 2019, 23, 39–49. [Google Scholar] [CrossRef] [PubMed]

	



Kleinman, A. Culture, Illness, and Care: Clinical Lessons from Anthropologic and Cross-Cultural Research. Ann. Intern. Med. 1978, 88, 251. [Google Scholar] [CrossRef] [PubMed]

	



Gray, D.E. Lay conceptions of autism: Parents’ explanatory models. Med. Anthropol. 1994, 16, 99–118. [Google Scholar] [CrossRef] [PubMed]

	



Gona, J.K.; Newton, C.R.; Rimba, K.; Mapenzi, R.; Kihara, M.; Van de Vijver, F.J.R.; Abubakar, A. Parents’ and Professionals’ Perceptions on Causes and Treatment Options for Autism Spectrum Disorders (ASD) in a Multicultural Context on the Kenyan Coast. PLoS ONE 2015, 10, e0132729. [Google Scholar] [CrossRef] [PubMed]

	



Hussein, A.M.; Pellicano, E.; Crane, L. Understanding and awareness of autism among Somali parents living in the United Kingdom. Autism 2019, 23, 1408–1418. [Google Scholar] [CrossRef] [PubMed]

	



Wolff, E.R.; Madlon-Kay, D.J. Childhood Vaccine Beliefs Reported by Somali and Non-Somali Parents. J. Am. Board Fam. Med. 2014, 27, 458–464. [Google Scholar] [CrossRef]

	



Zhou, T.; Wang, Y.; Yi, C. Affiliate stigma and depression in caregivers of children with Autism Spectrum Disorders in China: Effects of self-esteem, shame and family functioning. Psychiatry Res. 2018, 264, 260–265. [Google Scholar] [CrossRef]

	



Jain, A.; Ahmed, N.; Mahour, P.; Agarwal, V.; Chandra, K.; Shrivatav, N. Burden of care perceived by the principal caregivers of autistic children and adolescents visiting health facilities in Lucknow City. Indian J. Public. Health 2019, 63, 282. [Google Scholar] [CrossRef]

	



Khan, T.M.; Ooi, K.; Ong, Y.S.; Jacob, S.A. A meta-synthesis on parenting a child with autism. Neuropsychiatr. Dis. Treat. 2016, 12, 745–762. [Google Scholar] [CrossRef]

	



Isman, E.; Ekéus, C.; Berggren, V. Perceptions and experiences of female genital mutilation after immigration to Sweden: An explorative study. Sex. Reprod. Healthc. 2013, 4, 93–98. [Google Scholar] [CrossRef]








[image: Ijerph 20 05291 g001 550] 





Figure 1. Overall Themes from the analysis. 
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Table 1. Participant demographics.
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Demographics

	

	

	
Autism Group

(n = 5)

	
Comparison Groups






	

	

	

	

	
Child Meeting Their Developmental Milestones

(n = 4)

	
Child with Neurodevelopmental Condition (ID)

(n = 4)




	
Child characteristics

	
Child age (years)

	
Median (range)

	
3.89 (3.57–6.18)

	
4.97 (3.05–6.30)

	
6.54 (3.47–6.71)




	

	
Sex

	
No. Female (Male)

	
3 (2)

	
3 (1)

	
2 (2)




	

	
Child development

(DP-3, general developmental score)

	
Median (range)

	
53 (<40–71)

	
98.5 (91–15)

	
<40 (<40–62)




	

	
ASD traits (INDT total score)

	
Median (range)

	
6 (4–9)

	
0 (0)

	
1 (0–2)




	

	
Social Communication Quotient score

	
Median (range)

	
6 (5–16)

	
2.5 (2–6)

	
8.5 (3–14)




	
Family Resources

	
Mother’s education

	
Secondary

	
1

	
3

	
3




	

	

	
Tertiary

	
4

	
1

	
1




	

	
Father’s education

	
Secondary

	
0

	
4

	
1




	

	

	
Tertiary

	
5

	
0

	
3




	

	
Mother’s age (years)

	
Median (range)

	
35 (28–36) *

	
28 (27–29) *

	
29.5 (25–38)




	

	
Mother’s occupation

	
Not working

	
3

	
1

	
4




	

	

	
Professional or skilled job

	
2

	
1

	
0




	

	

	
Unskilled job

	
0

	
2

	
0




	

	
Father’s occupation

	
Not working

	
0

	
0

	
0




	

	

	
Professional or skilled job

	
4

	
3

	
4




	

	

	
Unskilled job

	
1

	
1

	
0








* Missing data for one participant.
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