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Abstract

One of the most devastating, life-changing events for parents is finding out their child has a
developmental disorder.There is growing recognition that autism spectrum disorder (ASD) is
a complex, multisystem neurodevelopmental condition. Differential development in different
domains is more prominent in children with autism.The importance of early, intensive
intervention for young children with or at risk for ASD is well-documented. Literature review
suggests that early intervention can mitigate the severity of core and associated features of
autism.Parents are the primary caregivers and educators in a child's life, making their role in
autism management indispensable.When parents and professionals partner with one another
to meet the needs of individuals with ASD, it can have a positive impact on the quality of
their cognitive, social, and emotional development, Autism Society West Bengal (ASWB’s)
runs Parent and Child Training (PCT) designed to provide parents with basic facts about
individuals with autism spectrum disorders (ASD) and strategies for working with these
individuals utilizing collaborative partnerships. This study is on a six-week intensive Parent
and Child Training (PCT) at ASWB. The results showed improvement in all ten participants.
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However, it was observed that there was uneven skill development among the participants
which is in agreement with the literature review. This PCT is also seen as a parent
empowerment program. It is a training that instils confidence among the parents themselves
that they are capable of providing support for their autistic child. Parental empowerment is an
approach that helps parents and other caregivers develop the confidence and skills they need
to care for children with disabilities.As the training is done as a group the parents understand
that they are not alone in this journey. This PCT was free for all participants irrespective of
their economic background. This was possible as the organization received funding for this
intensive intervention initiate for children with autism.
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Introduction

Autism spectrum disorder (ASD) is complex and heterogeneous, with biological and
behavioral features that cut across multiple developmental domains.ASD is characterized by
social interaction difficulties, communication problems and restrictive and repetitive
behavior, according to the Diagnostic and Statistical Manual of Mental Disorders, Fifth
Edition (DSM-V) in 2013 [1]. This triad of impairment viz. communication, social
interaction and understanding, and imagination—was first studied by Lorna Wing also widely
known as the “Lorna Wing triad” in autism [2].ASD is a developmental condition that affects
social interaction, behavior, and communication. Ability levels and the need for support vary
enormously among individuals with the condition. It is quite common to find many
individuals with ASD have accompanying comorbidities such as intellectual disability (ID),
attention deficit hyperactivity disorder (ADHD) and other physical conditions.

Early intervention of children newly diagnosed with autism spectrum disorder (ASD)

The symptoms of ASD and their severity differ widely from child to child, making each child
unique [3]. The service needs of children and youth with ASD in behavioral, educational,
health, leisure, family support, and other areas are different [4]. Developmental domains are
specific areas of any child's developmental progress and growth. Each child develops at their
own pace, and many factors, including age, genetics, and the environment can affect how and
when a child develops. Differential development in different domains is more prominent in
children with autism. There is growing recognition that ASD is a complex, multisystem
neurodevelopmental condition [5]. So autistic children respond differently to intervention and
develop at their own pace [6]. Early childhood interventions are often strongly recommended
for young autistic children to promote skill gain in areas that might contribute to positive long
term outcomes [3,7].

The importance of early, intensive intervention for young children with or at risk for ASD is
well-documented [8]. Research suggests that intervention beginning before age 3 yields
greater positive outcomes as compared to intervention starting after 5 years of age [9].Recent
research suggests that early intervention can mitigate the severity of core and associated
features of autism [10]. Also improve the long-term outcome of individuals with ASD [11].
Sometimes reverse some of the ASD symptoms [12].Early intervention, therefore, has a role
in shaping the brain to be receptive to the social world, and in doing so, preventing or
mitigating the symptoms and severity associated with ASD [13].

Parent mediated intervention for children with autism
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Parent-mediated early intervention for children with ASD results in improved child outcomes
across a range of developmental domains, as well as improved parental self-efficacy and
engagement[12, 14, 15, 16].Parents are the primary caregivers and educators in a child's life,
making their role in autism management indispensable. The nurturing environment provided
by parents has a profound impact on an autistic child's overall development. From early
intervention to ongoing support, parental involvement serves as a cornerstone in enhancing
the child's quality of life. The collaboration between the parent and the professional working
with the child in the program is critical to the effectiveness of programs [17]. Research has
also shown that early intervention programs can lead to considerable gains in cognitive,
social, emotional, and motor functioning [18].

The relentless effort required to provide optimal care, along with potential financial strains
from therapy and medical expenses, can take a toll on parental well-being. Children with
autism may have difficulty with communication, socialization, and behaviour, which can lead
to frustration and stress for both the child and the family. Parents may also face challenges in
accessing resources and support services, as well as dealing with the stigma and
discrimination that can be associated with autism. Literature review has demonstrated that
providing parents of children with ASD information about the diagnosis through parent
education programs and support groups can decrease parenting stress [19, 20]. Parent
mediated intervention also leads to parent empowerment.

Background of this study

Autism Society West Bengal (ASWB) has been working with individuals with autism,
especially young ones for 20 (twenty) long years. The major hallmark of Autism Society
West Bengal (ASWB) during her 20 years journey has been intensive early intervention,
empowerment of parents and their families through the Parent and Child programs.
Intervention services for individuals with developmental disability specifically ASD is scarce
and expensive. Intervention services by Rehabilitation Council of India (RCI) accredited
special educators are quite expensive even for a lower middle-class family. Over the years
while working with individuals and their families, Autism Society West Bengal has
witnessed the anxiety on the part of families as they go around in search of appropriate
training and therapy for their child. The services for individuals with Autism are very few and
there is also a lack of knowledge on the part of families regarding appropriate methods to be
used during training.

The 2030 Agenda, pledging to “leave no one behind,”is an ambitious plan of action of
theinternationalcommunitytowardsapeacefulandprosperousworld,wheredignityofanindivid
ual person and equality among all is applied as the fundamental principle, cutting acrossthe
three pillars of the work of the United Nations: Development, Human Rights and Peace
andSecurity. It is critical to ensure, in this regard, the full and equal participation of
Persons withDisabilities in all spheres of society and create enabling environments by, for
and with Persons with Disabilities.

Autism Society West Bengal (ASWB) work is in syncwith the SDGs Disability Inclusive
2030Agenda. We believe that every individual with autism have the right to receive
appropriateintervention early in his life. In recent times the organization witnessed the
collateral impact the Covid-19 had on the families.Manyparentslosttheirjobsandcould not
affordtheprogramfees.Someparentshaveapproached the organization for support. Since the
ASWB policy is ‘Leave no Child’ which envisioned that every autistic child, irrespective of
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caste, creed, and economic strength gets theearly intervention. ASWB has been fortunate
enough to get foreign funding in 2022 which enable the start of the free parent and child
(PCT) course irrespective of the economic status of the family.

Research Methodology

Parent and Child Training (PCT) at Autism Society West Bengal (ASWB).
This study was conducted in Autism Society West Bengal (ASWB), Kolkata, 21 year old a
non for profit, non-government organization (NGO) in Kolkata, India that seeks to spread
awareness about autism, advocate for the rights of individuals with autism and their families,
and support these individuals and families by providing various services such as consultations
and training programs. Autism Society West Bengal (ASWB’s) runs Parent and Child
Training (PCT) designed to provide parents with basic facts about individuals with autism
spectrum disorders (ASD) and strategies for working with these individuals utilizing
collaborative partnerships.

Hands on training program for management of the child as well as several theoretical classes
to enhance the understanding of ASD are imparted to the parents over the training period.
Both parents are encouraged to take the training along with their child. Once trained, partici-
pants themselves became trainers for their child at home. The PCT program of ASWB allows
parents and professionals to collaboratively develop, maintain, and improve services for
individuals with ASD.

These programs are very intensive and are carried on by special educators with RCI
credentials. Thegroups are kept quite small, about 10-12 parents so that all the participants get
individua attention. In general, these intensive programs are very expensive and often beyond
the reach of lower middle-class families. The poor families often can’t afford even the
transport cost to the centre leave alone the high program fees. Every individual with autism
has the right to receive appropriateintervention early in his/her life. Research has shown that
due to the neuroplasticity of the brainappropriateintensive earlyintervention can change the
trajectories of lives of persons withautism. The funding made it possible to conduct the PCT
program where none of the parents needed to pay for the intervention.

Objective of this study

Since November, 2022 ASWB started Outreach work in 24, Parganas (South) district with the
hiring of RCI professionals under the funded project. Outreach work in the districts revealed
that there were many children of various age groups who had never got an intervention
services. In fact many of them never got any formal diagnosis. The parents of the districts who
could afford to come to ASWB located at Mukundapur enrolled in the free Parent and Child
training program which was under the funded Parent and Child Empowerment (PACE)
program of ASWB.

Parent and Child Training span: 6 (Six weeks),

Training duration per day: 2 (two) hours a day for 4 (four) days a week. The training
involved hands on training.

Implementation of the training: The training programme was implemented by Special
educators and psychologists who are certified by Rehabilitation Council of India (RCI).
These trained special educators showed the parents how to manage their child.

Training venue: Early Intervention Unit, Autism Society West Bengal (ASWB), 147,
Krishakpally, Barakhola, Mukundapur, Kolkata 700099
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Parent coaching: On the 5" day of the week the RCI certified special educators and
psychologist took theory classes either in online or offline mode.

Data Collection: The pre and post training data was collected by the RCI certified special
educators of the Early Intervention Unit of Autism Society West Bengal (ASWB).

Participants:

10 (ten) children ranging from 2 years and 3 months to 10 years were taken as participants for
this study. Since all the children were receiving hands on parent mediated intervention for the
first time in a fully funded project there was such a wide range in age of the participants.
Some of the participants got an opportunity in this free parent and child (PCT) training after
their child was diagnosed during a screening program by the ASWB Outreach team. Table I.
Show the age and gender of the participants.

Table I. The gender and age of the participants along with their Identity (ID) No.

SI. No. | ID No. Age of the child Gender
1 PF1 2 years and 3 months Female
2 PF2 3 years and 4 months Female
3 PM1 3 years and 6 months Male
4 PM2 3 years and 6 months Male
5 PM3 4 years and 6 months Male
6 PF3 4 years and 9 months Female
7 PM4 5 years and 4 months Male
8 PM5 7 years and 8 months Male
9 PF4 8 years and 8 months Female
10 PM6 10 years Male

Results: It was seen that in all participants there was improvement along the 10 (ten)
parameters. However, the pace of the improvement varied greatly. The pre training level of
most of the participants was more or less at the base level. The duration of training was six
weeks which was same for all participants. The pre and post PCT data are depicted as graphs
(Fig. 1 — Fig.10). The graphs clearly show the rate of improvement is not uniform along the
ten parameters in one individual.
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Fig. 1 Pre & post intervention improvement for child, PF1
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Fig. 2 Pre & post intervention improvement for child, PF2
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Fig. 3 Pre & post intervention improvement for child, PM1
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5.4 years, Male, PM4
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Fig. 7 Pre & post intervention improvement for child, PM4
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Fig. 9 Pre & post intervention improvement for child, PF4
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10 years, Male, PM7
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Fig. 10 Pre & post intervention improvement for child, PM7
Discussion

One of the most devastating, life-changing events for parents is finding out their child has a
developmental disorder. Before diagnosis, parents had a vision of life with their child that
changes drastically post-diagnosis [21]. There are a number of social factors associated with
the experience of disability. Autism is a severe developmental disorder marked by a triad of
deficits, including impairments in reciprocal social interaction, delays in early language and
communication and the presence of restrictive, repetitive and stereotyped behaviors. Parents
are considered key players in the process of student education [22]. When parents and
professionals partner with one another to meet the needs of individuals with ASD, it can have
a positive impact on the quality of their cognitive, social, and emotional development [23].

The results of this investigation show that there is uneven improvement across the ten skills
that were accessed during the training period per participant. The results are similar to other
research studies which showed the incidence of uneven skill development among the autistic
person [24, 25]. This study is also a reflection of the neural plasticity that is inherent among
all participants. There has been improvement in all participants though not at the same pace
and along the same skill parameter.

Parent empowerment, defined as the process by which parents gain access to resources, has
been implicated as one factor influencing parent responses to challenges associated with
parenting a child with ASD and is linked to positive outcomes including parent self-esteem
and perceived control over the environment [26].Parent coaching in early childhood is an
interactive process between a clinician/special educator/psychologist and a parent that
involves observation, reflection, and action to directly promote the parent’s ability to support
his or her child’s participation in family and community activities [27]. In recent times
research is based on several important innovations for the implementation of evidence-based
treatment models for young children with ASD in community settings [28].

Conclusion

This study shows that intensive intervention for autistic individual that improvement is
possible irrespective of the age of the child at the time of pre training. It is true that the lower
the age the higher the probability of improvement along different developmental parameters.
This is due to the neuroplasticity of the human brain. Research has established that the human
brain is capable of learning throughout life. This parent and child training (PCT) is much
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more than just parents learning the ways to support their child. It is a training that instils
confidence among the parents themselves that they are capable of providing support for their
autistic child. As the training is done as a group the parents understand that they are not alone
in this journey. This paves the way for parent empowerment. Parental empowerment is an
approach that helps parents and other caregivers develop the confidence and skills they need
to care for children with disabilities. Empowered parents have a deep understanding of their
children’s health conditions or disabilities.

Since this Parent and Child Training (PCT) is fully free for all participants irrespective of
their economic background this program is envisioned to be an ‘enabling’ program where
intervention services can be provided to those who can reach the training centre regularly.

Limitations of the study

The results of the present study must be considered preliminary, as no control group was
included in the design. The program had to be restricted to the training venue. The outcomes
could have been different if it was conducted in community settings.
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Informed consent was obtained from all subjects involved in the study.
Acknowledgement

The authors wish to thank all the parents and children who took part in this study. The
authors also wish to thank the donors as this free parent training could only be possible
without their financial assistance.

References

1. American Psychiatric Association. (2013). Diagnostic and Statistical Manual of Mental
Disorders. 5th ed. American Psychiatric Association; Washington, DC, USA.

2. Wing L. (1997). The history of ideas on autism: Legends, myths and reality. Autism.; 1:13—
23. doi: 10.1177/1362361397011004.

3. Lord C., Cook E.H., Leventhal B.L. (2000). Autism Spectrum Disorders. Neuron. 28:355—
363. doi: 10.1016/S0896-6273(00)00115-X.

4. Hyman SL, Levy SE, Myers SM. (2020). Identification, evaluation, and Management of
Children with Autism Spectrum Disorder. Pediatrics; 145(1). https:// doi. org/ 10. 1542/ peds.
2019- 344

5. lverson, Jana M., Kelsey L. West, Joshua L. Schneider, Samantha N. Plate, Jessie B.
Northrup, Emily Roemer Britsch, (2023). Chapter Four - Early development in autism: How
developmental cascades help us understand the emergence of developmental differences,
Editor(s): Catherine S. Tamis-Lemonda, Jeffrey J. Lockman, In, Advances in Child

Development and Behavior, JAI, Volume 64, Pages 109-134, ISSN 0065-2407, ISBN
9780443132391, https://doi.org/10.1016/bs.acdb.2022.10.005.

1OOIN £L94JVUTVUJJ L rayc v


https://doi.org/10.1016/bs.acdb.2022.10.005

Harvest (Online); Bi-Annual Parent Professional Collaboration Volume 9 (1); 2024

6.Kim, S.H.,V.H. Bal, N. Benrey, Y.B. Choi, W. Guthrie, C. Colombi, et al. (2018).
Variability in autism symptom trajectories using repeated observations from 14 to 36 months
of age Journal of the American Academy of Child & Adolescent Psychiatry, 57 (11), pp. 837-
848

7. Lord C, Charman T, Havdahl A, et al.. (2022). The Lancet Commission on the future of
care and clinical research in autism. Lancet; 399: 271-
334. https://www.thelancet.com/journals/lancet/article/P11S0140-6736(21)01541-5/fulltext.
10.1016/S0140-6736(21)01541-5

8.Bradshaw J, Steiner AM, Gengoux G, Koegel LK (2015) Feasibility and effectiveness of
very early intervention for infants at-risk for autism spectrum disorder: a systematic review. J
Autism DevDisord 45: 778-794.

9. Harris SL, Handleman JS (2000) Age and IQ at intake as predictors of placement for
young children with autism: a four- to six-year follow-up. J Autism DevDisord 30: 137-142.

10. Warren, Z., McPheeters, M. L., Sathe, N., Foss-Feig, J. H., Glasser, A., and Veenstra-
Vanderweele, J. (2011). A systematic review of early intensive intervention for autism
spectrum disorders. Pediatrics 127, e1303—e1311.

11. Estes, A., Munson, J., Rogers, S. J., Greenson, J., Winter, J., and Dawson, G. (2015).
Long-term outcomes of early intervention in 6-year-old children with autism spectrum
disorder. J. Am. Acad. Child Adolesc. Psychiatry 54, 580-587.

12. Rogers, S. J., Vismara, L., Wagner, A. L., McCormick, C., Young, G., and Ozonoff, S.
(2014). Autism treatment in the first year of life: a pilot study of infant start, a parent-
implemented intervention for symptomatic infants. J. Autism Dev. Disord. 44, 2981-2995.

13. Wallace, K. S., & Rogers, S. J. (2010). Intervening in infancy: Implications for autism
spectrum disorders. Journal of Child Psychology and Psychiatry, 51, 1300-1320.

14. Green J, Charman T, McConachie H, Aldred C, Slonims V, Howlin P, et al. (2010).
Parent-mediated communication-focused treatment in children with autism (PACT): a
randomised controlled trial. Lancet; 375(9732): 2152-6.

15. Kasari C, Lawton K, Shih W, Barker TV, Landa R, Lord C, et al. (2014). Caregiver-
mediated intervention for low-resourced preschoolers with autism: an RCT. Pediatrics;
134(1):e72—€9.

16. Stadnick NA, Stahmer A, Brookman-Frazee L. (2015), Preliminary effectiveness of
Project IMPACT: a parent-mediated intervention for children with autism spectrum disorder
delivered in a community program. J Autism Dev Disord.; 45(7):2092-104.

17. Ozonoff, S., & Cathcart, K. (1998). Effectiveness of a home program Intervention
foryoung children with autism. Journal of Autism and Developmental Disorders, (1), 25-32.

18. Dillenburger, K., Keenan, M., Gallagher, S., & McElhinney, M. (2002). Autism:
Intervention and parental empowerment. Child Care in Practice, 8(3), 216-219.

ISSN 2456-6551 Page 56


https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(21)01541-5/fulltext

Harvest (Online); Bi-Annual Parent Professional Collaboration Volume 9 (1); 2024

19. Keen, D., Couzens, D., Muspratt, S., & Rodger, S. (2010). The effects of a parent-focused
intervention for children with a recent diagnosis of autism spectrum disorder on parenting
stress and competence. Research in Autism Spectrum Disorders, 4:2, 229-241.

20. Tonge, B., Brereton, A., Kiomall, M., Mackinnon, A., King, N., & Rinehart, N. (2006).
Effects on parental mental health of an education and skills training program for parents of
young children with autism: A randomized controlled trial. Journal of the American Academy
of Child & Adolescent Psychiatry, 45:5, 561-569.

21. Dowling, M. and L. Dolan (2001), ‘Families with children with disabilities - inequalities
and the social model’, Disability and Society, 16 (1), 21-25.

22. Epstein, J (1987). Parent involvement: What research says to administrators. Education
and Urban Society, 19, 119-136.

23. Whitbread, K. M., Bruder, M. B., Fleming, G., & Park, H. J. (2007). Collaboration in
special education. Teaching Exceptional Children, 39(4), 6-14.

24. Rogers SJ, Estes A, Lord C, Vismara L, Winter J, Fitzpatrick A, et al. (2012). Effects of a
brief Early Start Denver Model (ESDM)—based parent intervention on toddlers at risk for
autism spectrum disorders: a randomized controlled trial. J Am Acad Child Adolescent
Psychiatry; 51(10): 1052—65.

25. Visser JC, Rommelse NNJ, Lappenschaar M, et al. (2017). Variation in the Early
Trajectories of Autism Symptoms Is Related to the Development of Language, Cognition,
and Behavior Problems. J Am Acad Child Adolesc Psychiatry; 56:659.

26. Weiss, J. A., MacMullin, J. A., &Lunsky, Y. (2015). Empowerment and parent gain as
mediators and moderators of distress in mothers of children with autism spectrum
disorders. Journal of Child and Family Studies, 24:7, 2038-2045.

27. Rush DD, Shelden MLL, Hanft BE. (2003). Coaching families and colleagues: a process
for collaboration in natural settings. Infants Young Children. 16(1):33-47.

28. Pellecchia, M., Beidas, R.S., Mandell, D.S. et al. ((2020)). Parent empowerment and
coaching in early intervention: study protocol for a feasibility study. Pilot Feasibility Stud 6,
22. https://doi.org/10.1186/s40814-020-00568-3.

ISSN 2456-6551 Page 57


https://doi.org/10.1186/s40814-020-00568-3

