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Introduction: The onset of the COVID-19 pandemic and subsequent lockdowns in March 2020 disrupted the lives of families across India. The lockdown related restrictions brought forth a multitude of challenges including loss of employment, social isolation, school closures and financial burdens. Specifically, it also resulted in the restriction of health-care services for children with neurodevelopmental disabilities.

Methods: This qualitative study was conducted as a part of a larger trial in India to understand the experiences of families of young children with autism during the pandemic. In-depth interviews were carried out with 14 caregivers residing in New Delhi, India.

Results: Our findings identified pandemic and lockdown’s universal impacts on family life and financial stability stemming from job loss, business closure, and salary deductions, affecting quality of life of families. Furthermore, COVID-19 pandemic’s impact on autistic children was evident through limited access to essential services and financial challenges related service interruptions even after resumption of services. The lockdown’s novelty also affected children’s behavior, with both challenging behavioral changes and positive impacts. Primary caregivers, predominantly mothers, assumed additional responsibilities in household tasks, schooling, and therapy administration. While some these experiences were universally experienced, a few of these improved outcomes for autistic children. Despite challenges, parents expressed gratitude for their family’s safety and well-being during the difficult time.

Discussions: These findings inform service provision for vulnerable families and offer implications for designing interventions such as credit schemes for families, guidance and resources for establishing and maintaining routines of children with autism, adopting flexible and adaptable approaches to service delivery, and special provisions for children with autism to be able to maintain their routines outside of home. Furthermore, the study highlights the need for comprehensive support, including educational resources and stress management counselling to empower parents in supporting essential care and routines for their children during such unprecedented times.
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1 Introduction

In January 2020, COVID-19 emerged as a pivotal global threat and was declared a public health emergency of international concern. And the World Health Organization recommended public health measures for all nations worldwide (1). These recommendations encompassed critical measures such as social and physical distancing, meticulous hygiene practices, and the use of masks to limit the contagion of the virus and safeguard citizens (2). The Government of India documented the first case of COVID-19 on 30 January 2020 (3). As the tally of confirmed COVID-19 positive cases rose to 500, a ‘Janta Curfew’ (people’s curfew) was instituted on 22 March 2020, and on 24 March 2020, a nationwide lockdown was announced at midnight for a period of 21 days (4). This decisive measure led to comprehensive restrictions on public movement, school closures and a ban on outdoor activities. Notably, India’s lockdown has since been ranked as one of the most abrupt and stringent in the world (5).

The implementation of lockdown measures resulted in limited transportation options, constrained community interactions, and closures of both public and private sectors of employment, including education and non-emergency health care. For a substantial segment of the population, the pandemic (in particular during the devastating Delta wave in 2021) and its associated lockdowns led to severe adverse effects related to lack of accessibility to essential facilities and services, loss of family members due to the infection, job losses, mental health problems, and exacerbated financial burdens. Since educational institutions were required to shift from traditional in-person classes to online classes (6), managing household schedules became an additional challenge, especially in families where parents were working remotely while concurrently overseeing their children attending virtual classes (7).

While only a limited number of children were directly affected by the virus, they encountered several challenges due to extensive social control measures (8). The official regulations enacted as a result of lockdown measures also resulted in temporary closure of facilities offering specialized care to individuals with autism spectrum disorder, hereafter called autism. In the global context, many individuals with autism experienced a reduction in therapy hours, and in some cases, a complete absence of essential therapeutic sessions (9). It is well recognized that most children with autism need consistent routines, structured environments, and targeted therapeutic interventions to support their daily functioning. Hence, the lockdown presented several challenges including a heightened risk of worsening of behavioral symptoms (10). Empirical investigations indicated notable regression in the functioning of children with autism which was evident in domains spanning activities of daily living, language and behavioral characteristics, as well as academic and therapeutic performance (11). Additionally, a range of issues emerged after the lockdown period, including alterations in sleep patterns, attention span, concentration, limited eye contact and an increase in emotional lability, hyperactivity, and impulsivity, which were not as conspicuous prior to lockdown (11). Findings from a study in the United States of America, reported that, over half the children with autism either saw a deterioration in the symptoms associated with their pre-pandemic psychiatric diagnoses or the emergence of new psychiatric symptoms during the pandemic (12).

Even under optimal conditions, caregiving for an individual with autism can be stressful. Pre-pandemic studies indicated elevated stress levels among families with children experiencing developmental delays as compared to those with typically developing children (13). Among caregivers within this demographic, it has been seen that parents of children with autism endure heightened parenting stress (14) and psychological distress (15). The onset of COVID-19 pandemic significantly disrupted lives of families who were already grappling with parenting and psychological stress (16). These stresses not only triggered challenging behaviors, but also impacted the coping skills of both individuals and families, as well as the overall mental health and well-being of the family unit. The impact on mental health was further amplified for the caregivers of children with autism, after the onset of the lockdown (17). Notably, changes in a child’s behaviors and routines, coupled with regression in skills emerged as the significant sources of stress (18).

This study was nested in the Communication-centered Parent-mediated treatment for Autism Spectrum disorder in South Asia (COMPASS) project, launched in New Delhi on 2018 and linked to the COMPASS trial (19), which commenced just 3 months before the national lock-down in India. The aim of COMPASS trial is to evaluate the clinical-and cost-effectiveness of a parent-mediated intervention for autism designed to complement Treatment as Usual (TAU). In COMPASS, participants are randomly assigned to receive either the parent-mediated intervention in conjunction with TAU or just TAU alone. In this study, we invited primary caregivers of children with autism who had been part of the COMPASS project and had been referred from two tertiary care hospitals during the period of 2018–2021 to retrospectively share their personal experiences that transpired during the unprecedented period of COVID-19 pandemic and its associated lockdowns and explore the impact on their autistic children in particular. None of the families that are part of the study were recruited into the trial.



2 Materials and methods


2.1 Sample

The families who participated in this study were referred to the COMPASS project from specialist clinics and outpatient departments at the All India Institute of Medical Sciences (AIIMS) and Maulana Azad Medical College and associated Lok Nayak Hospital (MAMC-LNH), both tertiary care hospitals in the national capital territory of Delhi. These families were telephonically consented to participate following which, interviews were conducted telephonically over a seven-month period in 2021–2022 since face-to-face engagement with families was not feasible due to intense advocacy for social distancing and widespread fear about the virus. Data collection continued until saturation was achieved, and no novel findings or information surfaced.



2.2 Data collection

The data for the present study was collected through In-Depth Interviews (IDIs) which were based on a semi-structured interview guide with follow-up probes. The open ended questions in the semi-structured IDI guide were aimed at exploring the lives of families prior to the pandemic, to understand the child and family’s regular routines along with an exploration to understand the impact of the periods during the lockdowns from the first COVID-19 wave in March 2020 till the period after the second Delta wave in May 2021. The guide also covered impacts on the child’s behavior and daily routines, on caregiver’s physical and mental well-being as well as their financial security. IDIs were conducted with primary caregivers of children with autism, often over multiple contacts due to caregivers’ time constraints. These interviews were conducted by six researchers who were bilingual, fluent in both Hindi (the language of the interviews) and English (the language of the documentation), and had a minimum of a Master’s degree and experience working with families of children with autism. These researchers were associated with the COMPASS team. All researchers involved in the study were trained on qualitative analysis in general, and thematic analysis in particular. These interviews were conducted between August 2021 and February 2022.



2.3 Data analysis methodology

The IDIs were first documented using the expanded notation technique (20) in English by bilingual research team and were later analyzed using thematic analysis (21). Thematic analysis process is presented in Figure 1. AK and GD, familiarized themselves with the expanded notations of two IDIs. To enhance intercoder reliability, AK and GD then independently coded the two expanded notations line by line to capture nuances and patterns in the data. They then obtained consensus on the codes for the two interviews. This included reviewing the codes, grouping them into categories, and defining & naming them. The consensus codes were used to develop a thematic coding framework consisting of data-driven deductive codes. Using this framework, AK independently coded the expanded notations. Additionally, if any new codes emerged the codebook was revised. Upon completion of coding, the codes were reviewed to search for emerging themes. Related themes were grouped together, to obtain major themes and sub-themes. These were then reviewed, named, and defined by AK. The thematic matrix was reviewed by GD, which led to further refinement. The final stage of the process involved developing a narrative interpretation and selecting anonymized exemplar quotes which had been recorded verbatim. For reporting here, the quotes were translated from Hindi to English. The final set of themes and sub-themes obtained are described in the results section.
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FIGURE 1
 Thematic analysis process.





3 Results

We conducted 17 IDIs with 12 mothers and 2 fathers of children with autism (n = 14). An average of one IDI per primary caregiver was conducted, with the duration of the interview being approximately 1 h. Table 1 represents the socio-demographics characteristics of participants.



TABLE 1 Socio-demographic characteristics of the participants (n = 14).
[image: Table1]

The perspectives of the participants were categorized into three overarching themes, each comprising of two sub-themes (Refer Figure 2). The three overarching themes and sub-themes were classified into two distinct categories: Universal experiences and distinct experiences of families interviewed. While the universal experiences encapsulate themes which were common to most families during the COVID-19 pandemic, distinct experiences encompass themes highlighting experiences uniquely encountered by families of young children with autism. The caregivers interviewed often had a range of experiences both positive and negative within these themes, which are detailed below with anonymized exemplar quotes.

[image: Figure 2]

FIGURE 2
 Thematic matrix developed using framework analysis.



3.1 Theme 1: Universal impact on family life

This theme describes the experiences of caregivers in balancing their lives and livelihoods during the lockdowns and the intervening periods when lockdown-related restrictions were eased.


3.1.1 Loss of livelihood

The overarching impact across the world and reflected in the families in this study, were the financial challenges. While three families had job security and continued to work during the lockdown, 11 participants reported financial difficulties which were attributed to inability to run their businesses (n = 5), salary deduction (n = 1) and unemployment of one or more family member(s) (n = 5).


“During the second wave, we suffered major losses… these were way more than what we had faced during the first wave. Our work had completely stopped.. halting our income.. all the workers had gone back to their homes” [Mother (M) 3].

“The first phase of lockdown was manageable as we were able to save (money) but towards the end of 2020… there were some difficulties since our footwear business slowed down and savings were not enough (then) because we had to pay our staff’s salary” (M12).

“Her (child’s) father lost his job… her (child’s) uncle also lost his job… there were so many problems… for 8–9 months her (child’s) father remained unemployed and 8–9 months my brother-in-law… you know… because of that there were problems” (M2).
 

To manage financial challenges five families restored to dipping into their savings to manage their expenses, though the long periods of lockdown meant that many families depleted these.


“Whatever we had saved… we exhausted that during the lockdown… we had to consume it… it saddens us…” (M2).
 

Additionally, there were also accounts of four of the families relying on others for financial support for their daily living expenses. This included seeking financial help from employers, friends, relatives, and Non-Governmental Organizations (NGOs).


“We used to call the boss and say that we cannot manage our expenses, then he used to transfer money through Paytm (a digital wallet)… he helped sometimes like that…” (M1).

“To arrange money for rent is difficult… sometimes someone gave me some money, these were NGOs or individuals, relatives who understood our condition and wanted to help…” [Father(F)1].
 

The adverse financial effects of the pandemic persisted beyond the lockdown for many families. While all the families with their own businesses were able to resume their work, they were unable to run them as effectively as they did before the pandemic due to the decreased footfall of customers in the markets and restricted physical interaction and movement due to social distancing measures. Families who relied on employers for their livelihood struggled to find new job opportunities with only three families having their earning members resume work after the lockdown, while the earning members in two families continued to face unemployment during the period of these interviews.


“Currently, work and other activities are ongoing.. The way it (business) used to be before, that’s not the case up until now, but just like everyone else’s (business) is going on, it’s going on the same way (for us) now…” (M4).

“There were problems getting this job as well because of my husband’s age being older than the age preferred for the job… He got his second job 8–10 months after the first lockdown ended…” (M9).

“…till now (since 1.5 years) I am stressed, and it’s so bad I cannot find employment yet” (F1).
 

These enduring financial challenges rendered two families feeling helpless and incapacitated in fulfilling their family’s needs.


“We try to eat only vegetables or only lentils in one meal as we cannot have both in one meal… We cannot get fruits for our children… I try to get milk for them every day at least… Earlier the child wanted a cycle but I could not get it for him… it costs Rs. 3,000 ($36.30)… he sees other children in the park and insists on getting a cycle…” (F1).
 



3.1.2 Managing daily living

Families described their experiences due to the financial stresses and outlined their coping strategies in managing their daily needs. A prevalent tactic (n = 7) was to cut down on expenses by bringing them down to a bare minimum, spending only on essentials, reducing their food intake, and either stopping or reducing the frequency of certain services like education & therapeutic services for the child.


“We reduced our expenses like instead of half a kilogram of vegetables, we got only half of this…” (M1).

“Since the father did not have a job, we could only afford the therapy session once a week or once in two weeks… the therapy cost 800 rupees ($9.70) for a 45 minutes…” (M9).

“The household expenses that we had, we had to cut down on them… when you are working, you spend according to that… when you are not, you spend according to that… if there would not be any work then the stress would be there… everything requires money…” (M4).
 




3.2 Theme 2: Specific impact on the family and child with autism

This theme describes the impact of the pandemic and its associated lockdowns which are specific to families who had a young child with autism. Furthermore, it also highlights the alterations in the utilization of essential services encompassing educational, therapeutic, and hospital-based services, tailored to the needs of the child with autism.


3.2.1 Changes in child’s behavior

The COVID-19 pandemic and its associated lockdown had profound implications on children’s behavior. This study involved participants who reported a spectrum of experiences. Seven participants reported both positive favorable changes and increased demanding behavioral changes in their child’s behavior, while five participants noted only favorable changes during both the lockdown period and subsequent post-lockdown phase. Some positive impacts that caregivers described were observing improved communication skills, wherein children began to produce non-speech sounds, engaging in babbling, and communicating in either short or long sentences. Additionally, there were also accounts of enhanced abilities in children to express their feelings and needs to their parents.


“…he used to speak only 2–3 words earlier like ‘Mom give water’. Staying with (other) children in the house and the neighborhood, he started speaking. The things that I could not even imagine that he would speak… now he can do all that really well…” (M10).

“He says that he is angry instead of hurting people… He would say ‘I want to express my anger to you because I am feeling angry…’ He is also able to give reasons as to why he is angry…” (M9).
 

Caregivers suggested that being in the home environment for long periods with siblings and adult family members, resulted in an improvement in social skills like imitating others, learning through observations, and initiating social play in their children. Improved fine & gross motor skills like walking, developing a pincer grip, etc. were also observed.


“He can now eat the food with his hand, stir with the spoon, and hold the pencils…” (M7).

“If there is something to eat, he would earlier eat it all… now we are seeing that he saves it for others too, as if he understands what others will have if he eats it all alone..” (F1).

“Now he is a little better and his vocabulary has improved…” (M11).

“He can now say grandpa and aunty on probing…” (M1).
 

However, some participants also noted worsening of challenging behaviors, such as increased aggression & hyperactivity, increased echolalia and decreased self-expression.


“He starts running around and gets hyperactive when he does not get what he wants… he starts shouting and whatever he finds, he puts it in his mouth… he ends up consuming random medicine if he is left unsupervised…” (F1).

“… after this lockdown and restrictions, the child is expressing himself less…” (M7).

“…there was a 70% improvement in his behavior due to his therapy, all of which became worse during the lockdown… the child’s behavior deteriorated during the COVID-19 lockdown… during the lockdown he gave me a hard time…his behavior had become somewhat different…” (M9).
 

Furthermore, some participants expressed that being in the lockdown plateaued the developmental gains of their children.


“The child’s pace of learning new skills had slowed down… Her development was delayed anyway… now it has been delayed even more… If not for COVID, she would have made more (developmental) gains…” (F2).
 



3.2.2 Impact on routines and service use

Another implication of the pandemic was that it led to a change in a child’s routines (n = 14). The sudden imposition of lockdown led to inaccessibility to various services and recreational activities like engaging in outdoor activities in the playground, playing with friends in the neighborhood, and attending schools, tuitions, or therapy centers. While talking about the leisure routines of her child, a mother shared how her child’s routines changed. She highlighted how her child’s sleeping patterns were disrupted. However, it also allowed her child to spend more time with family members, who otherwise would be at work during the day.


“He would sleep late not before 2–3 am, and would wake up after 1–2 pm the next day… He would spend time using the phone… If he was not on the phone… he would play at home with his father or his grandfather… These would include games like ludo, playing with a ball, badminton, blocks, or even coloring.. He would sit for half an hour to 45 minutes studying, sometimes even an hour…” (M9).
 

As for adopting COVID-19 precautions such as wearing masks, using hand sanitizers, and social distancing, some participants reported their children found it challenging while others reported their children following these practices so religiously that when anybody in their household would step out, the child would remind them to wear mask.


“He never forgets his mask… in fact, he reminds others to wear their mask properly..” (M9).
 

Before the pandemic started, nine children were attending school or private remedial services; however, when the lockdown was imposed and in-person engagement became inaccessible, virtual schooling was accessible to just five children. Although schools tried to continue providing educational services virtually via the means of online classes and sharing classwork and homework using digital messaging apps like WhatsApp, even with these resources, the quality of education the children were receiving was severely affected.


“In online classes children cannot understand much… for example if they are not able to understand anything in class, they can ask… and if they are still not able understand they can ask again… but they cannot do this during online classes” (M4).
 

While talking about the impact of the lockdown on her child’s academics one mother shared.


“She learnt counting from 1 to 50 (before lockdown)… during lockdown, she could not go to the private tuitions… now we have started her tuition again… she forgot what she had learned… she is being taught the same things again…” (M2).
 

Nine participants reported actively needing medical consultations for comorbidities like seizures and therapeutic support like occupational therapy and speech therapy for their child prior to the pandemic. The initial cessation of services was followed by limited accessibility. While discussing about reasons for service disruptions during the lockdown, families attributed inaccessibility to hospital and therapy centers, absence of online alternatives and heighted concerns related to COVID-19 safety measures as some of the reasons for it.


“…speech therapy had to be stopped since no therapist was available at the center…” (M9).

“My child’s therapy also had to be paused. We managed getting sessions (speech and physiotherapy) at home but considering safety, (we) again stopped the sessions…” (M12).
 

While talking about hospital-based services, the participants also highlighted that all the special pediatric wards within government hospitals were repurposed into COVID-19 treatment facilities thus rendering hospital-based services completely inaccessible with a resultant compromise in the care of their child.


“My boy… he was experiencing seizures… then we took him to the hospital… the whole hospital was turned into COVID hospital… The entire hospital was seeing Corona patients only.. His medicines had to be changed, because of seizures he was shaking and he passed stool and urine too.. Recently, when we went to the doctor, they asked us why did you come so late…” (M1).

“Then lockdown happened and they (the tertiary care center) refused to conduct check-ups… they told us to keep the child at home…” (F1).

“We were forced to drop out of treatment due to the pandemic-related containment and social distancing measures…” (F2).
 

Three families managed to receive medical consultations from local clinics, while five families were able to establish at least partial therapeutic support for their child during the initial months of the lockdown.


“There are small clinics.. we used to get medicines from there.” (M4).

“The child has started visiting the therapy center every Friday since the end of last year (i.e., December 2020)…” (M6).
 

Furthermore, following the relaxations in COVID-19 related restrictions four families were able to reinstate therapeutic and medical support for their children.


“Also R’s (child’s) sleep had reduced so we visited the hospital on the 5th November 2021 where they prescribed one medicine… In one week’s time R was calmer…” (M12).

“Speech therapy was resumed in August 2021 with a new therapist at the same center. This therapist has been focusing more on comprehension skills and it has been very useful…” (M9).
 

As the impact of service cessation unfolded for caregivers one participant realized the importance of therapies and it encouraged them to seek therapeutic support consistently for their child after the COVID-19-related restrictions were eased.




3.3 Theme 3: Universal and specific impact on the caregiver(s) of child with autism

This theme describes the practical and emotional impacts of the pandemic and its associated lockdown on the primary caregivers as well as the coping strategies used by them during that period.


3.3.1 Changed domestic workload and responsibilities

The lockdown resulted in all members of a family being confined to their homes, while children were meant to be supported with virtual services and school lessons. This resulted in an increase in the workload for the majority of mothers which was universal across households. However, the lockdown led to new caregiver responsibilities such as teaching their child and practicing therapeutic skills at home which was specific to families of children with autism. Half the mothers reported an increased workload at home, while two reported decreased workload and one reported no change.


“There was an increase in workload as my husband was at home… He would demand for different dishes, so I would keep on making something or the other for him…” (M2).

“…my responsibilities decreased during COVID… I did not have to take my child for any services. I was also able to interact with relatives more…” (M10).

“We are just 4 members… only his father used to go (out to work) that is why there was no change for us… neither there was an increase… nor was there a decrease…” (M4).
 

Increased child focused responsibilities during the lockdown included practicing therapeutic skills (n = 7), assisting the child with classwork and homework (n = 4), and playing and interacting with their child for longer periods (n = 3). These experiences were particularly relevant to families of children with autism.


“We would make him sit in front of the mirror and then we would make sounds while also exaggerating our lip movements… also do actions so that he can try and copy…” (M3).

“The child needed support with his studies, for example, copying the homework sent by WhatsApp …” (M8).
 

Additionally, a subset of participants reported that the restrictions imposed during the pandemic facilitated enhanced familial support for mothers across several domestic responsibilities including helping the child with academics, practicing home program skills, cooking, and cleaning. Concurrently, respondent mothers also reported that the lockdown allowed fathers with increased opportunities to engage with their children. Although, these experiences were universal to all families, they were significantly associated with improved outcomes among children with autism. These improvements were attributed to the increased and sustained social engagement children experienced with their family members.


“Everybody at home is very nice… my brother-in-law and husband used to cook… they used to cook something or the other…” (M2).

“Whatever was done online (for school)… my child would do it online and since his father used to be there… whenever he had time, he also used to help with that (academics)… It happened only in the lockdown… earlier his father used to go to work… so, it could not be done… I stay at home, so I used to take care of it…” (M4).

“My younger son is dusting… After observing him, my elder son has started asking ‘mom can I help you with the dishes?’ While I am cooking, they would come to me and say ‘I will also do it… learn it’…” (M7).

Although majority of the family members made efforts to assist mothers, there were also instances particularly around home programs where mothers did not receive any support. This observation was particularly relevant to families of children with autism.

“…however, nobody knew how to practice therapeutic skills with the child… the mother knew it… other family members could not help with it…” (F2).
 



3.3.2 Emotional experiences and coping strategies

Uncertainty, fear, and emotional distress were the common emotions described by participants. These distressing emotional experiences were triggered by financial problems, family dynamics, inability to provide essential services to their child, fear of contracting the virus, and fear of job loss among the breadwinners in the family.


“We dwell within ourselves, lost in our own thoughts and worries. Now, what should we do?! The body has also become weak..” (F1).

“…that time was very stressful… we had just got our child admitted to a school… we were hopeful that if he would go to this school, we would see changes in him… he’ll improve… we’ll see it…” (M4).

“Nobody had tested positive (with COVID)… there were so many kids who lost their parents… there were so many things… we never even imagined something like this… there was no value for a person’s life… people were busy making black money (undisclosed income)… were selling oxygen cylinders in black (illegal sales)…” (M3).

“There was, however, a perpetual fear of job loss that served as a great source of stress during the pandemic… Every morning after waking up… we would pray to God to protect (my husband’s) job… (M6).
 

All families reported emotional distress due to inability to seek essential services like schooling, therapies, etc. for the child.


“The child used to ask, do we again have to remain inside our house? Do we need to stop going into the playground again? If Corona comes back then what will happen?” (M7).

“I was worried about my child… neither could I take her anywhere (for therapy) nor I was able to consult… I could not talk to anybody (the therapist)… (M2).

“We will not be able to make up for school… the things children could do in school, they are not able to do them at home… and what the tuition teacher teaches… whatever is taught online… both of them are different… so, they were not able to comprehend that much…” (M4).

“I am still very upset that he could not start his schooling… he needs it very much… It is his critical time to learn things… we could not do anything… this time has been wasted…” (M3).
 

On the other hand, five participants also described experiencing positive emotions, especially gratitude. They felt thankful for being safe during the pandemic with their family members at their homes, and also acknowledged their privileges.


“The most important thing was that we had a house of our own… it was not rented… if it would have been rented then it would have been problematic for us… whether you eat or not… but you have to pay the rent…” (M2).

“All that mattered to us was that all our family members were safely at home… we could eat the way we wanted to at home… but there were so many people who did not have a home here (in Delhi)… who were worried about food and were uncertain whether they’ll get something to eat or not… we used to get stressed because of that not because of the financial loss we had…” (M3).
 

Seeking support from family, social networks, and religious practices emerged as the key coping strategies (n = 9). Along with these, some used strategies such as avoidance (n = 2), distraction (n = 2), and positive thinking (n = 1).


“It was frustrating at times but because of each other, we could manage ourselves…” (M7).

“Since it was a time where nobody could step outside and to ensure family’s safety, we would take both the child and his cousin out for car rides so that they can be outside for a while… (M3).

“We used to pray to god that everything gets fine… it was a bad time which has passed… we just hope that it does not come back…” (M2).

“I find my mother and husband as my two pillars of strength. Whenever there are thoughts of losing patience, my husband and my mother are there to lend ears. I feel good after talking to them” (M6).
 





4 Discussion

We describe the findings of a qualitative study which aimed to explore the experiences of a group of families of autistic children during the COVID-19 pandemic and the associated lockdowns in New Delhi, India, a Low-and Middle-Income Country (LMIC). The findings from our study, derived from 17 IDIs, highlight a significant impact of COVID-19 and the associated lockdowns on families. The difficulties faced by families as they grappled with financial challenges and encountered hurdles in maintaining their daily lives, are evident in the data from our sample. It is important to note that these experiences based on the interviews conducted in this study resonate with similar situations reported across the world, including studies conducted in various nations including several High Income Countries (HIC), like United States of America (22–24). The effects on families with children with autism were multifaceted, with primary caregivers reporting both positive and adverse alterations in their child’s behavior as well as autism related symptoms. Furthermore, there were specific repercussions on children’s daily routines and access to services. Primary caregivers, in the majority of instances, mothers, reported a significant shift in their roles and responsibilities within the household during the pandemic. Additionally, these primary caregivers shared their emotional experiences and the coping strategies that they employed. These experiences were both universal (25) and specific to families of children with autism within the wider parenting experience of caregivers of children with disabilities during the pandemic (26). Importantly, these shared and unique challenges transcended geographical boundaries and were experienced by several families across low-, middle-and high-income country settings (25, 27). We found that the majority of families within our sample received their main financial earnings from private employment or their own businesses both of which were impacted by the lockdown. These financial impacts on the breadwinner had implications on the quality of lives of all family members in managing their daily requirements, aligning with the situation across the country in general, which showed an increase in the unemployment rate in both urban and rural settings (28–30).

The pandemic and associated lockdown came with school closures and a switch to online modes of learning (31–34). Our findings showed that the learning loss which children experienced due to school closure was acutely felt in children with autism. This impact on learning due to school closures was compounded by interruption to regular therapy services, which is often directed at supporting engagement in the classroom setting and remediation, making the autistic children vulnerable to learning loss (9, 35, 36).

The lockdown presented a relatively new situation for families, which impacted children’s behavior (37). While these findings of an increase in challenging behavior, including aggression and hyperactivity align with the previous research conducted in both LMICs and HICs, generalization of these trends may be constrained given the small sample size (11, 38–43). A preference for circumscribed and regular routines in autistic individuals is a universal characteristic (44), its disruption during the early days of the lockdown with caregivers reporting sleep disturbances, hyperactivity and aggression, has been a noted in other research (39, 41, 42, 45). Caregivers across different socio-economic contexts reported similar challenges, thus indicating a shared experience for autistic children, regardless of the income levels of their respective countries. An unexpected outcome was a subset of caregivers who reported positive impacts on their children’s behavior and social communication skills. These changes which have been postulated to be due to ‘reduced travelling, exposure to unfamiliar environments and more time spent socializing with family members, at home, at a relaxed self-paced schedule’ (42) were also described by some of the caregivers in this study. Mothers in our study felt that the presence of fathers at home, often missing in the context of routine of urban working family life, may have helped their child, especially boys, by being role models. The presence of siblings due to school closure may have also added to the opportunities of social interactions in a safe setting. Mothers reported spending increased time with their child, playing with them and practicing home program skills when these were available.

Studies globally have found both improvement (17) and deterioration in behavior (38, 41) of young children with autism as a result of the pandemic. In terms of COVID-specific behavior such as wearing masks, regular hand washing etc., our study yielded mixed findings. While some children embraced the precautions, others found it difficult to adhere to them, and this may be due to underlying sensory sensitivities or a difficulty in adapting to novel routines (46, 47).

Mothers, as the primary caregivers of their children, were burdened with the additional responsibilities of household chores, schooling and therapy administration. Our findings are in line with extant research done in HICs which has indicated that during the pandemic, the additional responsibilities of work within homes fell on women (48). Significantly, the majority of caregivers, encompassing various economic context, reported increased levels of stress during this time, due to financial distress, increased workload, fear of possible infection and most importantly, the inability to access academic, medical and therapeutic support for their child (43, 49). Despite challenges most caregivers in retrospect were able to express gratitude for having survived the pandemic without any major losses. A key strength of our study was the use of IDI which allowed the collection of rich data, describing the experiences of the caregivers. Participants selected were already engaged with the COMPASS project thus increasing the possibility of participation given the already established levels of trust. Conducting interviews over the telephone increased flexibility of participation, allowing the participants to complete the interview in more than one session. This also is one of the study limitations, since it did not allow for picking up the nuances of body language which may have been possible within an in-person setting. Furthermore, considering the interval of over a year during the initial COVID-19 lockdown in conducting these interviews, potential recall bias is a concern. Additionally, conducting IDIs over multiple telephone calls led to interruptions in the flow of conversation. Finally, given the limited sample size and restricted geography of the study, we cannot generalize these findings to other contexts in India.

This qualitative study contributes to the limited but steadily growing literature on the experiences of families with young children with autism during the COVID-19 pandemic, especially within the context of countries like India. These findings pose several implications for service provision and design of interventions tailored to cater the unique challenges faced by families of children with autism during such unprecedented times. Firstly, though the Government of India, had instituted in-kind or cash transfers for low income families, none of the respondents received this, implying that approaches like the United Kingdom’s Universal Credit Scheme may be a better method to support the universal distress of a pandemic shock (50). Secondly, restricted access to health services has been described across contexts (51), and though many clinical centers in New Delhi, reached out to families, none of the families were provided with guidance and resources for establishing and maintaining structured routines for their children which we know could have mitigated a negative impact of behavioral challenges. Furthermore, disruptions due to the pandemic highlighted a critical need for service providers to adopt a flexible and adaptable approach to service delivery to ensure uninterrupted delivery of medicines, as well as therapeutic services, thereby allowing uninterrupted access to these essential services. Incorporating remote and virtual intervention modalities like tele-therapy, can be a vital strategy to support families. Additionally, adequate support is required to equip parents with tools essential for effectively supporting educational needs of their child, which requires a collaboration between educational institutions, special education services and parents so as to develop effective remote learning plans. An important constraint many of the families experienced was the restriction of movements and being ‘locked-in’ which exacerbated the behavioral problems in their child. A legal case in the United Kingdom, resulted in a change in the emergency pandemic restrictions and supported individuals with intellectual disabilities and autism to leave their homes for exercise more than once a day (52). This nuanced understanding of the needs of specific communities should be part of guidelines that should be developed to support disaster preparedness in the future. Moreover, findings from this study highlighted a compelling need to focus on caregiver well-being thus necessitating the implementation of stress management counselling services and resources. These findings, when integrated into service provisions and interventions, offer a comprehensive approach to addressing the unique challenges faced by children with autism and their families during periods of crisis, thereby promoting their holistic well-being.
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