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Towards an Inclusive Society

World Autism Awareness Day is celebrated every year on
April 2nd. On this day, member states of the UN hold
autism awareness events to disseminate information about
the rights of persons with autism.
'Inclusion in the Workplace - Challenges and Opportunities
in the Post Pandemic World' was the theme for the World
Autism Awareness Day 2021. The Teenage and Young Adults
Programme developed by CARE-ADD is in line with this
year's theme.
On 5th April 2021, CARE-ADD hosted a special programme
to mark this day.The programme was presided over by
Dr.Sanjiv Lewin, Chief of Medical Services, St.John's Medical
College Hospital. Dr.Lewin emphasised that the role of
doctors and therapists working with children with ASD was
to move the child towards independence and improve their
quality of life.
Two young adults with autism who have overcome their
developmental challenges enthralled the audiences with
their music performances.
The highlight of the day's programme was a talk by
Ms.Sakeena Fiza, a 20 year old sibling of a person with
Autism. She shared her experiences of growing up with her
older brother who was diagnosed with Autism and the
beautiful bond she shares with him.
On 29th March, CARE-ADD conducted an Autism Awareness
Quiz for the nursing college students at St. John's National
Academy of Health Sciences. 5 teams with 2 members each
participated in the quiz.
CARE-ADD also conducted a digital poster making contest
with the theme 'Autism Awareness', for college students.
Ms. Prateeksha Sharma, student of Christ University was
the winner of this contest. The second place was shared by
Ms.Pooja A of Christ University and Ms.Liya Cheriyan,
student of of St.Johns College of Nursing.
The winners of these contests were felicitated at the World
Autism Awareness Day programme.
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Online seminar to mark World Disability Day
Creating awareness about Autism and eventually working towards a more inclusive
society is a key focus of CARE ADD.
On 3rd December 2020, CAREADD held an online seminar to mark World Disability
Day. Parents of children with Autism and professionals working with people with
Autism shared their experiences.
The speakers included eminent persons like Dr.Veronica Mathais, Executive Member
Autism Society of India, Ms.Nishath Kirmani, Special Educator and Jt.Sec Autism
Society of India , Ms. Suchita Somashekaraiah, Co-founder Shristi Special Academy
and Dr.Madhuri Vaidyeswar, founder Mitra for Life.
The speakers emphasised the need to create an ecosystem of acceptance for people
with Autism.

National BoA Meeting
The national board of advisors of CARE-ADD met with the CARE-ADD core team on
18th March 2021.Dr. Ashok M.V, Centre Head CARE-ADD presented the progress and
latest updates of CARE-ADD. The advisors provided valuable
feedback and
suggestions that include:
To collaborate with District Early Intervention Centers for upscaling work to
public health settings.
Working towards publishing preliminary data from CARE-ADD
Identifying future areas of research that could include – environmental studies
(toxins, pollutants, nutrition, and others), tele-health models that use AI and ML
algorithms, school-based ASD programs, interventional research.
To start a Bangalore based Autism Registry and gradually expand it to state and
national levels.
Providing opportunities for potential Ph.D. candidates interested in pursuing
research in areas that CARE-ADD is currently working on.

Centre Head of CARE ADD appointed to WHO and INSAR Teams
Centre Head of CARE-ADD, Dr. Ashok MV has been invited to be part of the WHO
Developmental Group for Package of Interventions for Rehabilitation for
Autism Spectrum Disorders. Online surveys and meeting are being conducted with
all the group members on a regular basis.
Dr.Ashok MV is also one of the 16 senior researchers identified by INSAR for the Early
Career Mentoring Initiative. The team of 16 includes 3 from UK , 2 from China, 1
each from Australia, Canada, Taiwan and India.

The INSAR Early Career Mentoring Initiative is a mentorship program that seeks to
utilize the expertise within the INSAR network to groom the next generation of
autism researchers. Designed as a tiered mentorship program, every senior
researcher is paired with an early career researcher. Every early career researcher in
turn mentors a student/trainee INSAR member.
A mid-level Child Psychiatrist from Nigeria has been placed under Dr.Ashok's
mentorship. (More of this in our next newsletter)

JUNE 2021

PAGE 3

Discussion on Play Behaviours Study @ IACAPAP
At the International Association for Child and Adolescent Psychiatry and Allied
Professions (IACAPAP) Virtual Conference held in December 2020, Dr.Vijaya Raman,
Research Lead, Behavioural Sciences, CARE-ADD spoke about the key findings of the
Play Behaviours study that is underway at CARE-ADD.
As part of this study, her research team analysed video recordings of play behaviours
in children at risk for autism versus typically growing children using a standard
protocol. Some of the early differences observed were in gross motor skills, fine
motor skills, delay in acquisition of social smile, inconsistent response to name call,
inconsistent recognition of familiar faces, reduced orientation to eyes and faces, late
or absent imitation of motor acts like rolling a ball/ building a tower/ banging a drum
and late development of or lack of development of eye contact.
Dr. Vijaya emphasised that this study showed that play could be used as an
assessment tool to identify early signs of Autism. As it used minimal and culturally
appropriate toys, it was easy to replicate in the resource limited settings. This could
in turn help professionals with early identification and, thereafter, with early
intervention.

Designing a Need Based Programme for Young Adults
Transitioning into adulthood is a challenging phase for individuals with Autism as
well as their families. CARE-ADD has launched the first of its kind operational
research program in India to assess the needs of young adults with Autism. The
program will also focus on the needs of caregivers.
13 participants have been recruited for this study.
The core team from CARE-ADD includes a Psychiatrist while
psychologist and project social worker to front end the service.

we

also

have

After a 3-level assessment and considering factors like clinical symptoms, medical
comorbidities and psycho-social issues faced by the participants and their
caregivers, the team will develop personalized and feasible intervention for each of
them.
All assessments are in line with ICD-11 classification of mental health and behaviour
disorders as well as ICF core sets for Autism.

PEERS Training February Meeting Updates
Dr. Suhas Chandran, Ms. Roopa N. and Ms. Anjali Mathew participated and got
certified in the PEERS for Young Adults Teleconference Training Session conducted
by PEERS clinic UCLA, USA from 3rd to 5th February, 2021.
This module was designed for social skills training of adolescents with Autism and
other disorders. Based on the learnings from this program, CARE-ADD plans to
develop a model of assessment and intervention for young adults with Autism.
This will enable the team at CARE-ADD to work with young adults to help them
improve their social skills.
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Exploring opportunities in Autism and Employment: CARE-ADD with I-CAN
The India-Canada Autism Network (I-CAN) has continued with presentations by key
experts, case conferences touching on complexities in ASD diagnosis and
management. In the recent months, a range of proposals have been put together and
funding opportunities are being explored.
In this regard CARE-ADD has been focussing on Autism and employment along with
two other centres from India.

OPEN Autism Updates
OPEN Autism is the acronym for Obstetrics, Placenta, Epigenetics and
Neurodevelopment in Autism. CARE-ADD is currently involved in research of the
placenta from genetic, obstetric, epigenetic and clinical perspectives.
In keeping with this program, CARE-ADD has just got the ethical clearance for a four
centre case control study exploring obstetric factors in autism. Besides CARE-ADD,
the other institutions that are part of this study are the Government Medical College
Hospital, Chandigarh, Central Institute for Psychiatry, Ranchi, and T.N.Medical
College (Nair Hospital) Mumbai.
A pilot study to explore collaboration around placental studies has been agreed
upon with FCDC, Hyderabad. This study has just received IEC approval in both
centres.

Internship at CARE-ADD
CARE-ADD now offers a vibrant internship program for students interested in
pursuing interdisciplinary research in Autism and Developmental Disorders.
The program was launched in March 2021 with two postgraduate students,
Akshara R.Shankar and Bhavya Parvathi.P from the Government Engineering
College, Srikantapuram
joining CARE-ADD. They are working on developing
computational models using machine learning approaches to process and
analyze neurophysiological signals (EEG) to characterize Autism conditions.
In addition, the students are working on modelling subtle behaviours and
emotions of a child engaged in a semi-structured play interaction with an
examiner. The play interactions are recorded using high quality videos.
The findings from these studies may help in advancing knowledge in
understanding Autism, designing predictive models, leading to sound
publications in peer-reviewed conferences/journals.
For more details about our internship program, please contact:
info.careadd@stjohns.in.
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Rising to the Challenge Posed by COVID-19

For the Early Intervention (EI) team at CARE-ADD, the last year has been one of learning and adapting.
The young EI team understood the importance of tailor made, profile based intervention for children
with ASD. During online sessions, they saw the challenges faced by families, the dynamics of family
relationships as well as the impact of parents and family on a child's progress.
In May 2020 all EI sessions had to go online. Elaborate planning has always been the norm for the team.
But with online learning , implementing and integrating the activities with the goals needed additional
deliberation.
The shift to online intervention was gradual with the familiar tasks being taken up first. Parents or
caregivers had a major role to play in these sessions.
The sudden decrease in professional and social
support has made it extremely challenging for families.
Getting families to follow a strict schedule at home was
difficult. During interactions, the EI team noticed that
some families were focussing on academic based
concepts rather than naturalistic aspects like play and
communication.

An EI team member at an Online session

There were cases where speech language simulation
was found to be inadequate. Specific domains like
sensory motor issues, oro motor skills, toileting skills
and social interaction could not be addressed
adequately because of the limitations of the online
platform.

The EI team met every week to come up with innovative solutions to help families cope with online learning. Team
meetings focussed on relooking at goals, activities, increasing complexity of tasks as per individual child's profile. Over
time EI team learnt to pick up subtle aspects observed during online sessions, and their inputs have been valuable and
appropriate.
Discussions with family on the detailed handouts via online meetings was arranged. The team also realised that many
parents had not understood how to carry out specific activities. To manage this, special demonstration therapy sessions
were arranged online.
Gradually, the families gained confidence. While some parents came up with innovative methods to work with their child,
others continued to struggle.
All the families were keen to resume face to face sessions. In January 2021, face to face sessions resumed in a phased
manner. Families found this extremely reassuring.
Difficulty in interacting with other children and taking instructions from adults other than their parents were the biggest
challenges faced by the children when they came back for face to face sessions. Gradually children and the therapists
settled into the new routine..
And then the second wave of COVID struck.
Those who were enrolled for face-to-face individual therapy continued to connect on the online platform. For the newly
recruited children of 24-30 months of age, the focus was on parent training and video follow-up.
During this second wave, parents were more anxious and frustration levels were higher. In many cases, a parent or
another close family member of the child tested positive, resulting in them not attending any intervention session. Some
others chose to travel back to their hometown and were unable to attend the sessions.
Based on various factors and requirements of the families, the EI team at CARE-ADD offered 3 option: online
intervention, home training or to resume intervention whenever it was convenient for the family.
The learning continues for both the children and EI team at CARE-ADD.
Nirupama Srikanth
Consultant and Coordinator
ComDEALL@CARE-ADD, Early Intervention Program
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A Biobank and laying the foundations for Genetic Research
ASD is highly genetically heterogeneous and may be caused by both inheritable and
de novo genetic variations. CAREADD wishes to carry out extensive research on how
genetic modifiers can alter convergent signalling pathways and lead to impaired
neural circuitry formation.
Since its inception, the team has started to build a biobank of blood samples from
children with Autism treated at the hospital. The parents of these children have
also been banked for genetic research along with complete clinical information.
Currently, CARE-ADD has upwards of 100 clinical samples and data banked
systematically. 15 homogenous Trios sets of these samples have been studied for
presence of genetic variants which could be contributory factors for development of
Neurodevelopmental disorders. The study was done using Whole Exome Sequencing,
which is a platform to sequence all coding regions of the entire genome. Currently
data analysis is getting completed.

Addit i o n a l l y , s t u dies have been undertaken i nvol v i n g r e s e a r c h on placentae to
s t u dy AS D h a v i n g its origins in-utero and if the changes can be d e t e c t e d a n d
assoc i a t e d w i t h placental histopathology as well as genetic and e p i g e n e t i c
alter a t i o n s . V a r i ous approaches to understanding how a newborn’s p l a c e n t a c a n
predi c t A u t i s m risk are being currently explored in retrospectiv e a s w e l l a s
prosp e c t i v e s e r i e s.
CARE- A D D i s a l s o looking to act ively collaborate with experts in t h e c i t y f o r
f unct i o n a l s t u d i e s.
Dr.Aruna Korlimarla
Research Lead - Genetics

Understanding Autism with effective use of Technology
CARE-ADD seeks to conduct advanced research towards tracing the biological
underpinnings of Autism using advancements in machine/deep learning algorithms.
Computational models using advanced machine learning algorithms are being
explored to study specific aspects of EEG signals, genomics and behavioural data.
Since its inception in August 2019, the computational scientists at CARE-ADD have
been exploring innovative computational methods that can deal with the challenges
of noisy data, missing data and small datasets.
The team has set up the technical infrastructure, protocols for data collection and
established collaborations with International Institute of Information Technology,
Bangalore. Strict data storage guidelines have been established to ensure that
privacy and confidentiality of data is maintained.
CARE-ADD has also launched its internship programme.
Besides CARE-ADD is actively engaging with the technology start-up ecosystem and
extends support to organisations and various scales towards the understanding of
Autism

Dr.Shyam Rajagopalan,
Research Lead- Computational Sciences

JUNE 2021

PAGE 7

PERSPECTIVES
Growing up with Autism
-A Sister shares her story
To this day, I cannot fathom the rollercoaster of emotions my parents went through
when Maher, my elder brother was diagnosed with autism. Back then, autism was not
something that was widely known, all my parents knew was that their first child was
not “normal”, that he was “different” from other children.
When I started becoming more socially aware, I began noticing things. I realized I had
never had a conversation with Maher. My brother in fact did not talk to anyone, or
rather he could not talk at all. As I grew older, my mom explained to me that Maher
was autistic.
I still did not know what exactly autism was but I knew that my brother was still not
toilet trained, that my mom had to wait outside his classroom for hours in case he
needed to use the bathroom, whereas I could use the bathroom on my own. I knew
that he had to be fed his meals, whereas I could eat on my own.
It was through witnessing situations such as those, that I formed my understanding of
what autism was. I had no concrete understanding of my relationship with Maher, I did
not fight and play with him like I did with my younger brother, yet I knew that I wanted
to be there for him and that he was my brother. Yes, Maher was very different from
my younger brother and I, and from my friends. Yes, he could not do certain things
but he was different in other ways. Most would not notice it, but I grew up watching
him.
Though Maher cried when he did not get his favorite snack, he never asked our
parents for anything more, he was content with his packet of lays chips and bottle of
Pepsi. Whereas my younger brother and I demanded things, and were never satisfied,
our next request being more outrageous than the last.But not Maher, Maher did not
care about the kinds of clothes my parents bought him, did not care if he did not have
the latest gadget to play with, Maher was happy with the simple things in life.
My brother who had not spoken a word to me, had unwittingly taught me not to be
greedy, not be materialistic, and not be selfish.
I soon realized that Maher was not bound by negative emotions, he was not trying to
fit in. He did not view the world in the same way I did.
Who was I to decide how he should exist in this world. That is when I truly understood
who Maher was. That is when I stopped defining him by his shortcomings, but rather
started to recognize him for his achievements.
Compared to Maher’s, my journey was a piece of cake. He had to work twice as hard to
do the things that I did. Yet, he never once complained.
Maher has probably never and will never think ill of anyone in this world, regardless
of how they treat him. He is truly kind. It had taken me a while to understand Maher
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and accept him, but Maher had accepted me from the very beginning. I was different
from him, but he did not care.
Maher just sees me as his little sister. He has always loved me unconditionally
without any expectations at all. He will always be there for me.
I always thought that Maher would not have to be alone as I was there for him. But
honestly, I would be alone without him. He is the angel god blessed our family with.
Maher is now 23 years old , and I cannot tell you how immensely proud I am of him.
He has accomplished so much. He is fully independent now. He takes his own
showers, he loves eating at restaurants, he will drag my parents out for a drive every
weekend like clockwork. He learns new technology like a pro, and even works at a
hotel folding towels and sorting envelopes. He got this job through a work placement
program at his school.
Maher’s journey has not been easy, but he still powers through, inspiring me
constantly. When I visit or volunteer at Maher’s school, I am always amazed by what
these children can do despite being dealt cards that are not considered good in this
society. But to me, they are my role models. They are the ones who make me want to
be a better person.
Ms. Sakeena Fiza

Meet the Winners of the Digital Poster Making Contest
Prateeksha
Sharma:
A student of
Clinical Psychology
at Christ
University,
Bangalore,
Prateeksha has
worked on a
dissertation titled
'Understanding the Needs of Adolescents
with Autism from a Parental Perspective.'
This helped her sieve through content
available online and focus on what was
credible.
She largely used research articles as her
primary source to create the poster for this
contest. Prateeksha says that much of the
content online focusses on Early
Intervention and there is very little about
adolescents with Autism.

Pooja A:
As a student of
Psychology at
Christ University,
Bangalore, and
having interacted
with children with
Autism,
Pooja says that she had somelevel of
awareness about Autism.
It was while researching for the poster
making contest that she realised that there
was very little Indian content on Autism in
the online world.
She also found that a lot of the content
available was outdated . She believes that
more awareness and content on Autism is
required to educate people

The posters can be viewed on the CARE-ADD website: www.careadd.sjri.res.in

