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ABSTRACT
Background and aims: The needs of 
autistic individuals and their families 
are unique in each developmental phase, 
but this diversity is more palpable during 
adolescence. Literature generally presents a 
view that caregivers experience challenges 
in caring for autistic children, especially in 
low- and middle-income countries, where 
formal support services are uneven or 
unavailable. The present study explored 
the lived experiences of parents of autistic 
adolescents in the Indian context.

Methods: In-depth interviews with 
12 parents were analyzed using an 
interpretative phenomenological approach.

Results: Three superordinate themes 
were derived: (a) Acceptance alongside 
recurring experiences of grief and loss, 
(b) post-traumatic growth and vicarious 
transformation, and (c) What after me? 
Planning for future care services with 
limited systemic support.

Key Messages: The needs of autistic 
individuals and their families are unique 
in each developmental phase, but 
this diversity is more palpable during 
adolescence.
 Beginning with the initial recognition 
and diagnosis of autism spectrum disorder, 
parents progressed through a series of 
experiences that strengthened and challenged 
their understanding and aided in their 
acceptance.
 Despite challenges, families were 
adapting to the changing needs of the 
developmental phases in unique ways, with 
or without formal support available to them.
 There is a considerable need to address 
the existing gaps and felt needs of parents.

The needs of autistic individualsi and 
their families are unique in each de-
velopmental phase, but this diver-

sity is more palpable during adolescence. 
Parenting experiences also change with 
the developmental stage of the autistic 

Beginning with the initial recognition and 
diagnosis of autism spectrum disorder, 
parents progressed through a series 
of experiences that strengthened and 
challenged their understanding and aided 
in their acceptance. Parents recognize 
their adolescents’ key attributes, growth, 
development, and persisting differences 
that could contribute to future challenges. 
Grief experiences, however, sporadic, 
persisted alongside acceptance.

Conclusion: Despite challenges, families 
were adapting to the changing needs of 
the developmental phases in unique ways, 
with or without formal support available to 
them. Nonetheless, there is a considerable 
need to address the existing gaps and felt 
needs of parents, focusing on empowering 
parents and capacity building toward 
providing comprehensive services to autistic 
individuals with a lifespan approach.

Keywords: Autistic adolescents, autism, 
India, interpretative phenomenological 
analysis, parenting experiences
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individual and the family lifecycle. Par-
ents, in response, reshape their coping 
and advocacy skills to address the needs 
specific to each stage.1 Though commu-
nity awareness and support services have 
increased over the last few decades,2,3 spe-
cific needs such as independent living and 
employability still need to be made avail-
able for many.4,5 Besides the characteristic 
socio-communication skill deficits, limited 
educational and employment opportu-
nities are significant factors affecting so-
cio-functional outcomes, especially during 
adolescence and emerging adulthood.6 
Literature generally presents a view that 
caregivers experience challenges in caring 
for autistic children, especially in low- and 
middle-income countries (LMIC), where 
formal support services are uneven or 
unavailable.7,8 Similar observations were 
made in the Indian settings, and the onus 
of longitudinal care of the autistic individ-
ual entirely rests on families.9–12 In this con-
text, parental perceptions, felt needs, and 
the meaning-making of daily experiences, 
termed “lived experiences,” become very 
important in designing appropriate sup-
port services for families.

Qualitative research provides better 
opportunities for an in-depth under-
standing of lived experiences13 and can 
inform service and policy implementa-
tion.14,15 Previous qualitative research in 
autism spectrum disorder (ASD) focus-
ing on parenting experiences, challenges 
in accessing services, and transition 
needs from the perspectives of autistic 
individuals, families, and stakeholders 
are predominantly from high-income 
countries where families are more sup-
ported formally.15,16 Existing services 
in the LMIC are primarily the result of 

TABLE 1.

Socio-demographic Profiles of the Participants.

S.No.
Participant 
ID 

Age of the 
Adolescent Gender

Current Educational 
Status Comorbidity

Mother’s Age and 
Occupation

Father’s Age and 
Occupation

1. P01 17 M Special school Comorbid moderate IDa – 50, professional
2. P02 15 M 9th grade 46, professional –
3. P03 16 F 11th grade 46, professional –
4. P04 15 M 7th grade Comorbid mild ID 45, homemaker 46, professional
5. P05 16 M 10th grade 45, professional 48, professional
6. P06 16 M Special school Comorbid mild ID 48, homemaker –
7. P07 16 M 11th grade 50, homemaker 52, professional
8. P08 15 F Special school Comorbid moderate ID 46, homemaker 50, professional

—Not participated; ID—Intellectual disability. aAs part of comprehensive diagnostic assessments, all children underwent clinical evaluation of intellectual and socio-adaptive 
functioning. Assessments such as the Vineland Social Maturity Scale, developmental screening tests, and intelligence assessments were available from the patient file. These 
assessments were conducted as part of routine clinical evaluation and not for study.

parental advocacy, which continues to 
impact systems and policy positively. In 
this study, we sought to understand the 
lived experiences of parenting an autistic 
child through adolescence and emerging 
adulthood, challenges related to devel-
opmental tasks, their felt needs, and future 
aspirations using qualitative methodology.

Methods
The study was conducted at the [Depart-
ment], [city], India, from June 2020 to 
September 2021. Parents of adolescents 
aged 15–18 years with a DSM-5 diagnosis 
of ASD were eligible for participation. 
Trained child psychiatrists did diagnostic 
ascertainment following comprehensive 
diagnostic evaluation. Parental age, edu-
cation, occupation, and socio-economic 
status were no bar for inclusion. Partici-
pants were 12 parents from eight families 
(seven mothers, five fathers) recruited 
through purposive sampling (Table 1).

Interpretative phenomenological analy-
sis (IPA) was adopted,17 as it is best suited to 
gain an in-depth understanding of the par-
enting experiences in the context of ASD. 
The [Institute] Review Board approved 
the study. Written informed consent was 
obtained from all participants. Ethical 
approval statement and informed consent 
statement is provided at the end of the 
methodology section.

Study Procedure

Phase 1: Development and 
Validation of the Interview 
Guide
HM developed the interview guide based 
on a comprehensive and systematic review 

of the literature and clinical experience 
of working with families of children 
with ASD under the supervision of the 
co-authors. Open-ended questions with 
prompts were developed to elicit subjec-
tive experiences related to critical areas 
in parenting and raising an adolescent 
with ASD (including experiences with 
receiving the diagnosis, navigating the 
services, handling issues specific to ado-
lescence), concerns related to transition 
and the future, and felt needs (Interview 
guide: Supplement 1). The questions were 
arranged sequentially, reflecting phases 
of child development and experiences 
related to challenges across developmen-
tal stages. A funneling approach was 
followed, thus enabling the inquiry to 
proceed from general to specific topics. 
Sensitive topics such as “what after me” 
concerns and the impact of ASD on the 
family were introduced in the later part 
of the interview. The interview guide 
was kept flexible and iterative.

Stakeholder/Community Involvement

Six key professionals in child psychiatry, 
clinical psychology, rehabilitation, and 
qualitative research reviewed the inter-
view guide. Experts reviewed the interview 
guide for objectivity, fluidity, ease of  
understanding, and comprehensiveness to 
study the intended experiences. Questions 
related to understanding the “parental per-
ception of the adolescent’s experiences at 
school/therapy centers” were added based 
on expert suggestions. Two parents of 
adolescents with ASD reviewed the inter-
view guide for clarity, comprehensiveness 
of content, and an insider’s perspective. 
Sensitive areas and potential ethical con-
cerns from the parent’s viewpoint were 
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discussed. Thus, the content validity of the 
interview schedule was established.

Following the pilot interviews  
(n = 2), additional questions related to 
first-hand-experience-based recommen-
dations they would give for parents of 
young children with ASD and “child’s 
awareness about autism and diagnostic 
disclosures by parents” were included 
based on the frequency of questions and 
the key concerns that emerged.

Phase 2: In-depth Interviews
Parents of autistic adolescents attend-
ing the clinical services were contacted, 
and informed consent was obtained for 
study participation. The interviews were 
conducted through a video-conferencing 
platform. HM conducted all interviews 
in English and audio-recorded with par-
ticipants’ consent. Feedback related to 
research participation and consent for 
future contact for respondent validation 
were taken. The duration of the inter-
views ranged from 1.45 to 2.15 hours. The 
researcher’s reflexivity journal and elab-
orate field notes were maintained at the 
end of each interview.

Researcher’s Position

Throughout the study, the researcher has 
been an observer, considering the partic-
ipants to be experts in their experience. 
The researcher took a listener’s stance 
during the interviews to allow the partic-
ipants’ voices to emerge. Being a mental 
health professional and having worked 
with families of autistic individuals, 
the analysis was also influenced by the 
researcher’s understanding; however, it 
is viewed as a constructive interpretation 
of the participants’ experiences.

Data Analysis
The analytic process followed the IPA 
approach.17 This research attempts to 
understand parents’ experiences from 
their perspectives and what these expe-
riences mean to them. The IPA’s core 
principles of reflexive engagement and 
its treatment of participants as experts 
can equalize the balance of power 
between participants and research-
ers and help bring the essence of their 
experiences to the surface. The audio 
recordings were transcribed verbatim 
by HM. Each participant’s audio record-
ing was listened to, and the transcript 

was read and re-read to familiarize them 
with the data obtained and to attain an 
essence of the meaning in each partici-
pant’s experience. The researcher’s field 
notes and the contents of the reflexiv-
ity journal were also included—initial 
comprehensive notes involved explor-
atory comments about the context and 
descriptive and initial interpretative 
comments. Analytical and interpretative 
comments were made during the subse-
quent readings.

The interpretative comments were 
transformed into emerging themes, 
a concise phrase more at a conceptual 
level involving frameworks from the-
ories of child development, including 
differences in ASD, family systems, 
meaning-making, and transactional 
coping models. Seeking and identifying 
relationships between similar themes, 
clustering them together, and deriving 
superordinate themes representing a 
concept through abstraction and sub-
sumption was followed for individual 
interviews. The final stage involved 
identifying patterns across the cases and 
how one theme could illuminate another 
case differently, keeping the individual 
participant’s context and idiographic com-
mitment in focus. The transcripts were 

independently analyzed by co-authors 
(JVS and TK) to ensure consensus regard-
ing superordinate and subordinate 
themes, and discrepancies were resolved 
by discussion, thereby achieving inves-
tigator triangulation.18 Respondent 
validation could have provided oppor-
tunities for the participants to add to 
or challenge the researchers’ interpreta-
tions. However, in IPA, interpretations 
happen both during data collection and 
afterward. The “double hermeneutic” 
framework of IPA, a dynamic process 
where “first the participants attempt to 
make sense of their experiences; then, 
the researcher attempts to make sense of, 
and interpret, the participants’ accounts 
of their experiences,” allows the inter-
viewer’s preliminary interpretations to 
be checked with participants during the 
interview process.

Results
The socio-demographic details of the 
parents and the clinical profile of the 
autistic adolescents are provided in 
Table 1. The concept map (Figure 1) 
depicts the derivation of the superor-
dinate and subordinate themes. Each 
theme is substantiated with representa-
tive excerpts from the interviews.

FIGURE 1.

Concept Map: Derivation of the Superordinate and Subordinate 
Themes.
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Superordinate Theme 1: 
Acceptance Alongside 
Recurring Experiences of 
Grief and Loss

Subtheme 1: Acceptance is 
Multidimensional
Renewed understanding and acceptance 
of ASD, expectations from the child and 
from “themselves as parents” occur as 
a gradual process. The various dimen-
sions of acceptance were acceptance of 
the “diagnosis,” “outcome,” “identity,” and 
“of the child, with autism making no  
difference to the parenting experience….” 
From “being clueless” and “unaware,” 
parents recognize ASD as “just a label.” 
Parents moved from “disability” to “differ-
ent abilities.” Acceptance appears to be 
a protective response, facilitating an 
optimistic perception of the parenting 
experience, both cross-sectionally and 
longitudinally. For many parents, rec-
ognition of autism did not change the 
value of their child, and this strongly 
reflects how autism is not externalized 
as a disorder but rather integrated into 
the child’s identity.

Initially, we expected that there would be a 
cure, maybe today or tomorrow or the day 
after. We kept running behind outcomes for 
a long period. Now, we understand that we 
must put a strategic full stop somewhere. He 
is a God-given gift to us. We acknowledge 
he has his differences, and he is special and 
valuable. [moving from an illness to an 
identity model] [P01, father]

“From that time [diagnosis], I had 
accepted that he is not going to be a 
normalii [neurotypical] child, and kept 
our expectations low, mainly related to 
academics. At the same time, we do not 
want to underestimate or over-expect 
from him.” [reframed expectations] [P02, 
mother]

Subtheme 2: Recurring 
Experiences of Grief
While ongoing understanding and 
acceptance are evident, parents continue 
to navigate through the grief of the loss 
of a neurotypical child and over their 
own parental identity. During inter-
mittent periods of distress posed by 
recurring challenges, parents strived to 
comprehend them and attempt to move 

forward. Over time, grief is less intense; 
however, it continues to persist along-
side positive experiences, post-traumatic 
growth, and hope. These recurring expe-
riences of grief also seem to help parents 
prepare for their autistic child, who is 
expected to survive over the long term 
without parental support and inade-
quate formal support.

Every point is a challenge for parents like 
us; only the goals keep changing…. We 
must find a way that does not traumatize 
his inner self. Sometimes, we may appear 
happy to have accepted his condition. On 
the inside, there are constant worries about 
the future. We come back to square one very 
often, not knowing how to begin all over 
again. [P04, mother]

Subtheme 3: Loss of 
Neurotypical Opportunities
At this time point in their life, the 
majority of the parents were not overly 
concerned about themselves or societal 
stigma as much as they were about the 
impact of autism on the adolescent. This 
perception seems to have evolved grad-
ually, with parents feeling empowered, 
more capable of navigating through the 
systems, advocating for their child, and 
at the same time, feeling guilty that “they 
have not done enough.” Experiences of grief 
and loss of color; the perception of their 
child’s life as “difficult” compared to neu-
rotypical peers.

We are sometimes carried away by thoughts 
like “How things would have been if 
he was normal. He would have been in 
college, having fun just like other kids his 
age. We regret that he has missed all these 
opportunities, not that we missed a normal 
child…. If not for autism, he would not be 
dependent on us…. We have gone through 
that journey, and there is no looking back on 
our personal lives. I see it as an impact on his 
life than ours. [P01, father]

Parents recognize that their children 
can become lonely during adolescence 
because they do not find accepting peers. 
There could be attrition of existing peer 
relationships as neurotypical peers have 
differing interests. Parents report that 
though their adolescents perceive “they 
have friends,” they are not one among 
them. They also emphasize the importance 
of peer relationships as crucial to navigat-
ing societal challenges and promoting 
integration. Peer relationships are seen 
as opportunities for neurotypical children, 

which neurodiverse children are often 
deprived of. Despite challenges, most 
parents report that their adolescents 
desire friendships and strongly like 
school, and parents strive to ensure 
that school is a “happy place” for them. 
Parents yearn for their children to have 
enduring social connections and hope 
that these relationships are “fulfilling 
companionships and future support 
systems” for their autistic child.

For adolescents, we talk about peer 
interaction being important. However, 
there is none available. Peers of this age do 
not have the time or the frame of mind to 
interact with these [autistic] children, even 
if they have the intention to. Maybe they  
do not know how to…. By sensitizing 
peers in doing the right thing, we may help 
autistic kids come up to a certain level.  
[P03, mother]

Superordinate Theme 2: 
Post-traumatic Growth and 
Vicarious Transformation

Subtheme 1: Different but 
Joyful and Secure
Parents described positive admiration 
for their child while acknowledging 
challenges, particularly socio-commu-
nication difficulties. Parents recognize 
their children as “emotional beings” who 
are sensitive and perceptive yet qualita-
tively different in emotional expression 
compared to their peers. While acknowl-
edging differences in social cognition and 
interpersonal reasoning, parents also see 
them positively and occasionally describe 
deficits as assets, for example, one parent 
described the child’s lack of social inter-
ests as “he has a secure world for himself.”

“Learning from the child,” “learning a 
new parenting template,” and “not under-
estimating and over-expecting from the 
child” have been helpful for most parents. 
Parents also highlighted the importance 
of “not having low aspirations for the 
child” as instrumental in facilitating posi-
tive developmental outcomes.

Subtheme 2: Meaning-making
While parenting an autistic child 
includes demands, parents often adapt 
well to their circumstances over time. 
Many parents reported personal growth 
and perceived transformative changes 
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such as being more calm, tolerant, and 
having a non-judgmental attitude, and 
attribute these changes as a direct effect 
of raising an autistic child. These gradual 
transformative changes have contrib-
uted to increased self-efficacy and hope 
to meet future challenges. Transfor-
mative experiences are associated with 
positive admiration for their child, their 
temperamental traits, and their positive 
impact on others.

“I was a different person altogether. I 
am now more calm and perceptive. I can 
say I am more receptive. [My child] did 
change me as a person” [P03, mother]

“We are confident that when he grows 
up to be a young man, he will do good 
for himself and the people around. 
Parenting him has been an enriching 
experience compared to parenting my 
older [non-autistic] son.” [P08, father]

Most parents reflected on what 
“having a child with autism meant” to 
them. Articulated lessons learned as a 
result of being a “parent.” “Families” 
meaning-making frequently resulted 
in a changed world view to a positive 
outlook of life in general, and a greater 
appreciation of micro gains made by 
their children and acknowledged them 
as “their accomplishments as parents.” 
Positive meaning-making was associated 
with acceptance and adaptive coping and 
could increase the potential for adoles-
cents to have a place they belong in the 
future. It also reflects mature defense 
mechanisms; parents use them when 
doing well.

“God knows whom to give such chil-
dren and who can do the best for them. 
Because our kids are special, we also are 
‘special parents’. This notion feels mean-
ingful to us. It helped, rather propelled us 
through this journey.”

Subtheme 3: Advocacy as a 
Significant Coping Method
All parents have taken up advocacy roles 
at various times for their children and 
the broader autistic community. While 
advocating for their child is instrumen-
tal in obtaining a particular service or 
facilitating change, advocating for the 
broader group provides a sense of fulfill-
ment.

“I have always been upfront with the 
schools,… that my child has autism. 

Recently, I presented at her school to the 
teachers how to identify children with 
different abilities…. A session with her 
classmates on how to be inclusive.” [P02, 
mother]

“When we speak to parents of other 
children with autism, we share our 
experiences. When they get to learn 
something new, there is a glow of happi-
ness on their face. It is fulfilling. By our 
experiences, being helpful to other chil-
dren is rewarding.” [P08, father]

Superordinate Theme 3: 
What After Me? Planning 
for Future Care Services 
with Limited Systemic 
Support

Subtheme 1: Complexities of 
Future Independent Living
Irrespective of cognitive abilities, all 
parents reported concerns related to 
independence in activities of daily living 
(ADL). Parental concerns reflected chal-
lenges their adolescents have in gaining 
autonomy, being able to navigate adult 
life without parental support, and the 
more considerable absence of services 
to help with independent living and 
community participation. Perceived 
improvement in academic competencies, 
self-regulation, and self-management in 
the background of good cognitive abil-
ities provided a sense of hope for the 
future. However, a lack of competen-
cies such as independence in ADL and  
higher-order skills, including social 
cognition and interpersonal reasoning, 
generated uncertainty and worry.

“He can study and get a degree in Math 
or science. But he has no idea what he 
should do when he is alone. It may be dif-
ficult to live alone without any support.” 
[Competencies for independent living 
and naivety] [P05, Father]

Parents anticipate their future roles 
based on the adolescent’s current cog-
nitive and adaptive abilities. Parents of 
adolescents with good cognitive abilities 
envision their future roles as “faciliatory” 
while acknowledging the need for “con-
tinued support” due to social cognition 
and interpersonal reasoning gaps. On 
the other hand, parents of adolescents 
with intensive support often need to 

“come back to square one,” requiring sup-
porting their adolescent in the following 
developmental task. There is a sense of 
time limitation, and parents revisit their 
accomplishments toward their child’s 
well-being and continued development, 
reflecting determination and uncertainty.

On the one hand, I am happy he is learning 
and improving. On the other hand, I have 
failed as a parent. I am worried that I have 
made him too dependent on us. He can care 
for some basic things,…but are those [basic 
things] sufficient to live independently in 
this world? [P04, mother]

Right now, he is completely dependent on 
us. We are working on training him to be 
self-dependent. We are yet to see results. 
This one lifetime is not enough to train 
children like [name]. I sometimes wonder, 
will he be able to do things alone when we 
are not around? [P06, mother]

Emerging sexuality among autistic ado-
lescents is often not paralleled by the 
corresponding growth of sexual knowl-
edge, especially concerning social norms 
and boundaries. Expression of sexuality 
and age-appropriate sexual functioning 
was often seen from the lens of “adaptive 
functioning” with a focus on personal 
hygiene and safety. Though parents 
take up opportunities for conversations 
around sex education, they are con-
cerned about its practical application 
and consider the same as a critical skill 
for independent living.

“Since [name] is a girl, we face addi-
tional challenges.” Parents consider 
gender alongside the socio-communica-
tion challenges in evaluating personal 
safety in the absence of parents. Parents 
of adolescent girls expressed concerns 
related to menstrual hygiene, safety in 
relationships, and risk of abuse and vic-
timization. Parental lack of awareness 
and a child’s limited cognitive abilities 
are perceived as limitations for sex edu-
cation. At the same time, when parents 
see the merit of sensitizing their growing 
adolescents regarding sexuality, devel-
opmentally appropriate educational and 
training materials are perceived to be 
helpful.

We are more concerned because she is a 
girl. It brings in additional challenges. She 
is too innocent to understand if somebody 
approaches her with a vested interest. 
Though we speak to her about safety, we 
do not know how she would respond in 
an actual situation. She is taught about 
good and bad touch. She knows that is not 
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right. Nevertheless, will she say “no” when 
someone touches her? I do not know. That is 
worrisome. [P02, mother]

Subtheme 2: Systemic Gaps 
and Limited Support
All parents reported challenges in identi-
fying and navigating through the services 
and systems at various stages of their 
child’s development, more so during 
adolescence and transition toward adult-
hood. The early service-related challenges 
centered around lack of information, 
paucity of services, complete reliance on 
healthcare professionals for informa-
tional needs, and inadequate support 
from the healthcare and school systems, 
further compounded by issues of acces-
sibility and affordability. Some parents 
coped by empowering themselves as a 
“parent-therapist” through training pro-
grams.

Several services, mainly in the private 
sector, are availed by individuals and 
families, depending on the intensity of 
support needs, level of integration and 
services availed during formative years, 
and comorbid conditions. Most parents 
perceived school as “generally support-
ive,” however, “inclusion does not happen 
in its true sense.” Lack of training and sen-
sitization among the teachers and lack of 
curricular adaptation were perceived as 
significant challenges impacting effective 
integration, even for adolescents with 
good academic competencies.

I am not expecting academic support at 
school. From my perspective, these are his 
school years. He should have opportunities 
to interact with peers and enjoy the school 
environment. Children like [name] cannot 
be in this education system for long. He 
might have to be pulled out sooner or later. 
I see school as an opportunity for him to 
do what every other kid his age does. [P04, 
mother]

Among adolescents attending special 
schools, lack of support for continued ser-
vices and abrupt disruption of ongoing 
services during adolescence are vital chal-
lenges. While available services cater to 
individuals with independence in ADLs, 
services for individuals with comorbid 
intellectual disability are almost non- 
existent. In the Indian context, special-
ized services for ASD are predominantly 
in the urban and private settings oper-
ating on a market-based economy, thus 

increasing disparities in service utiliza-
tion. Also, ASD treatment services are 
associated with recurring costs posing 
financial constraints.

Many services are available for young 
children. When she turned 12, our 
therapist told us that there was nothing 
much [interventions] required at this age 
and suggested continuing home-based 
interventions. While we are guided during 
the early years, when our children reach 
adolescence, we [parents] are suddenly left 
in the dark. There are even fewer options 
after schooling. [P08, mother]

Subtheme 3: Longitudinal 
Care Lies Mainly with the 
Family
During adolescence, there is a progressive 
shift in priorities from a service-oriented 
focus to planning critical services for 
future independent living. Parents often 
have a “here and now focus,” and future 
severe care planning gets postponed or 
less prioritized. A universal concern was 
a lack of integrated and comprehensive 
services in the context of educational, 
treatment, vocational, and transition 
services to address the unique needs of 
adolescents.

Parents have been primary agents of 
change and actively involved in their 
adolescent’s treatment right from child-
hood. In addition to ongoing services, 
there is a felt need for parent training 
to double up as therapists, extending 
beyond early intervention. Parents also 
strive to provide social opportunities for 
their adolescents, sometimes doubling 
up as “companions.” While parental roles 
during adolescence are primarily facil-
itatory, parents of autistic adolescents 
continue to take up an intensive support-
ive role, causing role strain.

In the Indian context, longitudinal 
care of the autistic individual lies with 
the family or in the private sector, with 
limited formal support. Lack of avail-
ability and fit with existing services are 
significant challenges in planning long-
term care after parents.

I have visited many residential facilities. 
I am often asked 1. “Why do you think he 
needs residential care? He can take care 
of himself and is attending vocational 
training. It would help if you looked for 
job option”. 2. “What makes you look for 
residential care at this point? It should have 
been considered when he was ten years old. 

It is difficult to handle behavior problems in 
adolescents” Some institutes have also said, 
“Do you think he is a burden to you? You can 
take care of him at home.” Is taking care of 
daily needs enough to survive in this world? 
What will he do after us? He has no place to 
go to.

In most families, continued caregiving is 
provided by the mothers, with the father’s 
participation being limited to engage-
ment in leisure activities and providing 
emotional support for mothers. Only in 
four families were fathers engaged in 
specific caregiving roles, often a recent 
transition. Also, in the current social 
structure in urban India, most families are 
nuclear and do not have extended family 
to support them in longitudinal care. 
Often, both parents are employed and 
trying hard to secure financial support 
for the entire lifespan of their autistic 
child, with which they could live without 
having to burden other family members, 
especially siblings. However, narratives 
reflect that a secure future seems uncer-
tain and out of reach.

He is a young child [typically developing 
sibling], just 11 years old. He is a part of the 
family…and internalizes our efforts daily. 
It is too early to engage him in discussions 
about his brother’s condition or pin our 
expectations on him. He would have his 
personal life, and we do not want to expect 
him to care for [name] in his adulthood. We 
do not want to burden him. We are trying 
our best to secure his future, but things 
seem uncertain. [P01, father]

Discussion
This study aimed to examine the expe-
riences of parenting an autistic child 
through adolescence and emerging 
adulthood using an interpretative phe-
nomenological framework. The themes 
are anticipated to help us understand the 
unique experiences that could further 
inform services. Family forms an inte-
gral part of the immediate microsystem 
and mediates the autistic individual and 
the larger world. In countries like India, 
where there is limited systemic support, 
the care of autistic individuals across 
their lifespan lies predominantly with the 
family.9,19 Despite challenges, the majority 
perceived their parenting experience as 
“transformative” and were “successfully 
adapting,” catering to the needs of their 
adolescent, and each family’s adaptation 
is unique. Literature on parenting chil-
dren with disabilities has predominantly 
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focused on challenging experiences and 
formulating specific interventions.20 
However, understanding the character-
istics, attitudes, and processes adopted 
by families with “successful adaptation” 
is equally important to inform interven-
tions that foster family resilience.21,22

Transformative changes in the under-
standing of autism and the personal 
growth of parents facilitated greater 
acceptance and adaptive coping. Parents 
actively involved themselves in the 
child’s treatment and gained a different 
identity, experience, and empowerment. 
Parents have moved from viewing 
autism as an “illness/disorder” to 
embracing neurodiversity, which might 
have helped reframe their views and 
expectations, thus leading to adaptation 
and resilience.21 Though parents had 
difficult experiences during the initial 
years, the very experience of parenting 
and perceived support systems fostered 
a changed perception of their sense of 
self.19,23 In this study, families could be 
considered “resilient” despite multiple 
adversities and challenges posed by the 
socio-cultural-political systems, over and 
above the challenges related to ASD.

The renewed understanding of ASD 
over time helped reframe expectations 
for the adolescents and themselves as 
parents. The acceptance process varies 
for different parents; parental beliefs and 
value systems reshape their perceptions. 
Also, good academic competencies in 
adolescents facilitated acceptance. This 
could be due to (a) valence given to aca-
demic competencies in the socio-cultural 
context and (b) academic competencies 
reflecting the child’s ability to utilize 
opportunities comparable to neurotypi-
cal peers (e.g., mainstream schooling).

While acceptance is ongoing, recur-
ring grief is experienced at each 
developmental phase, transition, and 
new challenge.19,24 Parents understand 
the lack of normative role transitions of 
the autistic adolescent, and in turn of 
themselves, which is reflected in their 
narrative accounts. Experiences of loss 
and grief are reported at key phases: 
receiving the diagnosis, understand-
ing the need for sustained efforts over 
the long term rather than the mobili-
zation of resources over the short term, 
and determination to contribute to the 
child’s growth while also being reminded 

of time limitations, loss of neurotypi-
cal opportunities for their adolescent, 
re-emerging grief when milestones pass 
unmet, feelings of “have I done enough 
for my child,” and uncertainty about the 
future, in the absence of parents. Grief 
experiences illustrate the everyday battle 
parents fight against the world to secure 
a safe future that seems to be forever 
out of reach, accentuated by the lack of 
a social safety net and support systems 
other than parents. This recurring grief 
also facilitates adaptability.25 In clinical 
practice, it is essential to systematically 
assess for grief, and providing grief 
support should be one of the critical 
treatment goals.

School is seen as a developmental 
context providing opportunities closer 
to neurotypical peers and expected to 
foster the autistic adolescent’s develop-
ment through accommodation rather 
than exclusion. Schools claiming to be 
inclusive expect autistic adolescents 
to participate and perform on par with 
peers without considering their unique 
abilities and support needs; as a result, 
academic learning could be less mean-
ingful. Lack of curricular adaptation 
and individualized education plans 
was a significant concern compared to 
Western studies.15 Inclusion in main-
stream schools without providing 
reasonable accommodations will not 
serve the purpose.26 Most parents drew 
upon support from schools and per-
ceived instrumental, social, and practical 
support as helpful to navigate the sys-
temic challenges. Emphasizing the need 
for schools to reconsider their approach 
to inclusion, all parents view mainstream 
schooling as a facilitating environment 
for social interaction, and autistic ado-
lescents should not be deprived of this 
opportunity because of structural and 
systemic challenges.

Existing studies suggest a disjunc-
tion between the desire to socialize with 
friends and achieving this successfully, 
given the complexities of adolescent 
social relationships.27,28 In this study, 
parents identified gaps in the quality  
of peer relationships compared to the 
parent-reported adolescent’s percep-
tions. Parents and adolescents operate 
from different definitions of friendships, 
one of neurotypical versus neurodiverse. 
Discrepancies in parents’ perspectives 

also reflect their expectations of peer 
relationships as future companionship 
or support toward independent living 
versus the adolescents developmentally 
being in the “here and now.”29 Contrary 
to the literature, only a few parents per-
ceived the need for creating a social circle 
with adolescents who were neurodiverse. 
The majority expected support from neu-
rotypical peers in schools. The preference 
for neurotypical peer relationships may 
also have to do with parents being con-
cerned that their children may learn or 
adopt maladaptive behaviors from more 
neurodiverse peers. While it is essential 
to sensitize neurotypical peers, attempts 
to provide opportunities to interact with 
neurodiverse peers within and outside 
school networks may help foster rela-
tionships and a sense of belonging.30

Prevailing systemic gaps and conse-
quent challenges can be viewed through 
the following perspectives: (a) Parents 
seek and utilize systemic support 
whenever available. (b) When gaps and 
challenges increase, especially during 
adolescence, parents feel the systems 
could have helped them better. (c) A 
combination of the inadequacy of sys-
temic efforts and the inherent long-term 
support needs of autistic individuals 
leaves families with a lack of a safety 
net for longitudinal care. Consider-
ing skill-building and mechanisms to 
promote semi-independent or semi-sup-
ported living while transitioning to adult 
roles is crucial. There is a felt need for 
informational support, longitudinal care 
models, visible and accessible communi-
ty-based support in active collaboration 
with the families, and a solid political 
will to develop systemic solutions rooted 
firmly in community-supported mech-
anisms to facilitate continued care of 
autistic individuals after the parent.

Strengths and Limitations
To our knowledge, this is one of the first 
studies on the experiences and felt needs 
of parents of autistic adolescents in the 
Indian context. Given the heterogeneity 
in clinical presentation and support needs 
among autistic individuals, homogeneity 
is somewhat compromised. Respondent 
validation was not done, and this is a  
limitation. The results should be inter-
preted in light of the socio-demographic 
and clinical profile and developmental 
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competencies of autistic adolescents. A 
detailed description of the same could 
not be attempted, given the limitations in 
manuscript length. All participants were  
from upper-middle socio-economic status, 
English-speaking, and had navigated 
through the system enough to be able to 
access resources for their child. This may be 
different from the experience of parents 
who do not have comparable resources.

Conclusion and Implications 
for Future Research
The findings illustrate a predominantly 
successful adaptation of the families 
interviewed. Translating clinically rele-
vant research findings into meaningful 
actions is a critical challenge. Based 
on the study findings, an intervention 
manual addresses the felt needs. Poli-
cies need to articulate the importance 
of a strengths-based approach and pro-
motion of resilience factors in working 
with families of autistic individuals and 
capacity building toward providing com-
prehensive services across age bands and 
a social safety net for longitudinal care. 
Respectful and participatory approaches 
to autism research are integral to achiev-
ing consistent and comprehensive 
services.

Declaration of Conflicting Interests
The authors declared no potential conflicts of 
interest with respect to the research, authorship, 
and/or publication of this article.

Ethical Approval Statement
The study was approved by the Institute Review 
Board, National Institiute of Mental Health and 
Neurosciences (NIMHANS), Ref No: NIMH/DO/
(Beh. Sc. Div)/2019, dated 28.09.2020.

Consent Statement 
Written informed consent was obtained from all 
participants.

Funding
The authors received no financial support for the 
research, authorship, and/or publication of this 
article.

ORCID iDs
Harshini Manohar  https://orcid.org/0000-
0002-1343-0988
John Vijay Sagar Kommu  https://orcid.
org/0000-0001-9044-2344
Thomas Kishore  https://orcid.org/0000-
0002-8000-169X

Notes
i.	 We have moved between first-person and 

identity-first language use throughout 
the proposal. We recognize that different 
individuals make different choices, and 
we respect every individual’s choice.

ii.	 The word “normal” is used verbatim from 
the interview excerpts. The researchers 
acknowledge the connotation of the term, 
“normal” in verbatim excerpts from the 
transcripts refer to being “neurotypical.”
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