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•To bring together all Muscular Dystrophy parents and patients.
•To create awareness of Treatment, Drug Trials and facilitate research in 
finding solutions to eradicate Muscular Dystrophy.

To empower research for realizing the potential for full rehabilitation of 
those diagnosed with Muscular Dystrophy.

In our endeavour to make DART a holistic centre for DMD, we have addressed all
the facets that one would need to enhance the quality of life of the DMD
community. From Realistic Treatment options to Fruitful Disease Management, it
gives me a great sense of fulfillment to inform you that DART has set up its own
Physiotherapy centre, Parent counselling and to top it all our own world class
Research & Delivery and Manufacturing Facility which has propelled us to expand
the already established connect with the world. And now we cross another
milestone as we march forward. It gives me great pleasure to launch “DARTians”
our in-house newsletter which I am sure will help the world understand what
Dystrophy Annihilation Research Trust is all about.

What started as a one man show has now evolved into a
movement. With support pouring in from all quarters,
Parents, Doctors, Researchers and Well wishers alike.
The mammoth task that was undertaken by the DART
team saw a breakthrough in getting the only realistic
treatment for our boys.
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- Dr. Arun Shastry, Chief Scientific Officer, DART

- Prof. Annemeike Aarstma-Rus, Professor of Translational Genetics, 
Department of Human Genetics, Leiden University Medical Center, Netherlands

Internationally there are multiple initiatives to align efforts for the diagnosis and therapy
development for rare disease patients. The international rare disease research consortium
(IRDIRC) aims to have a genetic diagnosis for patients with inherited rare diseases within a year
from the onset of symptoms. Furthermore, they want 1000 additional treatments for rare disease
patients by 2027 – where the focus is not only on having these treatments but also on ensuring
that patients have access to these treatments.

Within the neuromuscular field the TREAT-NMD alliance aims to make
the field ready for not only clinical trials but also for treatment of patients
with neuromuscular disorders. The World Duchenne Organization
organizes the Duchenne World Awareness Day annually on September 7,
an effort DART participates in as well. Furthermore, to enable Duchenne
patient advocates to be equal stakeholders in the process and politics of
rare disease therapy development, the Duchenne Patient Academy trains
patient advocates from around the world, including representatives from
DART.
We live in exciting times where treatments for rare diseases has now
become a reality. This brings a new set of problems, such as ensuring as
many patients as possible have access to the treatments. It is therefore
crucial that we remain collaborating on a global level.

When I joined DART, I got this golden opportunity to put my mind and efforts to get my results
from bench side to bedside (Lab to Clinic). It is the parents and children who have inspired me to
do so. I was supported by a team of young scientists who toiled a lot to establish this research by
establishing a world-class cell culture lab, Oligonucleotides Facility, Organic Chemistry labs
equipped with the state of the art equipment. We have been successful in generating the patient
derived cell lines, making our own molecules and testing them within a short span of time.

We have built strong collaborations across the neuromuscular
community by engaging numerous international researchers and
organizations worldwide. With the support received from a few
CROs we have completed our pre clinical studies. We have taken
our baby steps into the clinical studies now in collaboration with
Pediatric Doctors from various hospitals.
I thank the DMD parents, donors, Karnataka government and
Central government funding and regulatory agencies for supporting
our research. We are on the verge of making history.
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But firstly, we ought to be aware of Standards of care or SOC to keep our children
alive enjoying better quality of life. Steroids form the backbone of SOC. An emerging
and crucial aspect is early recognition of cardiac complications in DMD. There is
increasing awareness that cardiac involvement is seen much earlier than previously
thought and needs very aggressive monitoring with early treatment as required so
that our children could benefit from future treatment options.

Dr. Ann Agnes Matthew, Pediatrician, Baptist Hospital

Physiotherapy services at DART covers assessing and treating children with
DMD,BMD,LGMD and other disabilities. Assessment involves recording medical
and anthropometry values such as lung parameters using spirometer and motor
functions using standard testing modules.

Vishnu Vardhan Reddy, Physiotherapist, The Spastics Society of  Karnataka

DMD causes progressive weakness and a reduced life span.
We live in an exciting new world with potential cures for this 
terrible disease. 

Manual muscle testing is done using hand held
dynamometer(HHD) to assess the strength and deficit of a
particular muscle. Standard tests such as Motor function
measure(MFM), North star, 9PHT, Broke scale, Vignos scale and
6MWT are done at DART to assess outcome measures over a
period of time. It is a challenging and good experience for me to
provide these services at DART and keep the momentum, always
looking forward to face the challenges and provide better
treatment to help and guide the parents and children to achieve
their goals and make their lives happy and comfortable.
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Aruna and Mahesh Karpur,  Parents

❖Children with DMD need a  healthy and well-balanced diet. It’s important that 
you work with your doctor and dietician to ensure your child is getting all the 
nutrients needed.

❖They also tend to put on weight easily because of their reduced mobility - and this 
puts more pressure on their already-weakened muscles. Children taking steroids 
are at an even greater risk of putting on weight. 

❖Constipation can be a problem, caused by a combination of weak stomach muscles 
and immobility, so a healthy fibre diet - rich in fresh fruits and vegetables - is 
suggested.

❖Doctors and dieticians recommend freshly made, protein rich diet with lots of 
fibre:

This would be: 
•Lean meats such as Fish & Chicken – Baked, Grilled.
•Vegetable proteins - Lentils, Pulses, Beans, Legumes, Peas e.g. Dal Palak.
•Lots of fresh fruits and vegetables to provide fibre e.g. Salads.
•Plenty of water to keep them hydrated.

Vitamin D is found in sunshine, so give your child lots of opportunities to spend 
time outside in the morning sun.
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Schedule ‘Play time’ together: Everyday playtime helps form strong emotional
bonds between the children and the parents/siblings/caregivers. This teaches
them how to be more inclusive and understanding.
Structure their ‘Alone time’: If your child is old enough to be left alone for some
time, leave them with some structured activity. This ensures that their mind is
kept occupied through goal oriented activities. For eg: spending time putting
together a jigsaw puzzle or trying to read a book by themselves.
Helping a child work towards becoming stronger mentally and emotionally is a
rewarding experience. Let us help them take that journey and grow with them.

Sudeeptha GV, Psychotherapist, The Coffeeshop Counsellor

Physical challenges in children tend to have a lifelong impact on
their mental & emotional health as well as the social
environment they grow up in. While there are changes in the
physical environment, mental health still remains a challenge.

With that in mind, here are two simple things we can begin with:

A firm believer of Inclusion, I believe that diversity enriches
the world. As an educator I feel blessed to be in the 21st

Century and feel immensely privileged to be an active
contributor in preparing children for the Fourth Industrial
Age. A die-hard optimist, I am certain that with unconditional
love, faith and trust, we as teachers can raise a future
generation who will be sensitive to the needs of others,
empathetic and accepting of differences, thereby help build a
more peaceful and safer earth for all.

Manju B Arif, Principal, Delhi Public School Bangalore North
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In an inclusive learning environment every one learns together. Children learn to
embrace differences and appreciate each other's strengths. Inclusive environments
teach the importance of empathy and interdependence to all stakeholders.
For children with special needs, education is the leveller which enables them to live
their lives to the fullest. Education is all about equity.



The ray of light came in the form of an article in Bangalore Mirror, which was on Mr. Anand, who
was in the quest of finding a solution for his DMD son had setup a Lab to find treatment for DMD.
On meeting him, we found out that he had already set the ball rolling and had also done a mock
trial of developing AON. We joined him and became a part of DART.
The journey of DART was nothing less than a Hollywood movie with constant ups and downs.
Our work of creating awareness among the public, meeting other parents to convince them to join
and double the strength in our hands, taking up fund raising activities to support our research,
meeting more researchers and accumulating data & ideas, attending conferences to highlight our
work and gather more support, was no doubt tiring but was very joyous, because we were
reciprocated very well with support. Support came in form of many worldwide Scientists
extending their knowledge, data and also training in our quest to develop the AONs in India.
Our core strength is our team of dedicated Scientists, who are working tirelessly and by sacrificing
their own personal ambitions to meet our dreams. We could say in other words that their
commitment and dedication is the love they have for our children and this has paved the way to
find a remedy in form of tailor made AONs for all our children.
We, as parents fully adore their dedication, as they have “Tamed Time” in the race against the
time which our children are facing. We thank them for removing the knife which was dangling
over our heads.
The journey is not without hardships, letdowns, setbacks, but today we have a smile and tears of
joy in our eyes.

Poonam and Hitesh Chowhan , Parents

My son's name is RISHI CHOWHAN, aged 11 year 9 months, he is a DMD
child with Autism, born on Gandhi Jayanti in 2008. A normal child and
became a darling of the family with great expectations and dreams of his
bright future. A journey which was expected to be full of joy and
happiness, but well what can we say it has be a rollercoaster ride!

First the news of Autism devastated us and questions like 'Why us?, Why
him?' rolled in our minds for quite some time. Slowly we accepted this
reality and started to help him with all forms of intervention therapies so
as to help him integrate himself in the society.

However then came the news of DMD. After consulting doctors we understood that this condition
has no treatment in the world and his journey might end in late teens or early twenties. Armed
with information from the Net on the current status of research in the field of DMD in the western
world, we set out to try out if we could replicate the same in India.
The promising therapy was developing AONs which would stop the further damaging of the
muscles. In this quest we met Doctors, Scientists working with genetics to guide us to achieve our
goals.
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This is Rishith Singh.
His birthday is on 16th May.
He is 16 years old.

His hobbies are photography, watching movies 
and playing video games.

He loves food and his favorite food is Tandoori
chicken and his favorite movie is Avengers 
Endgame.

Photographs taken by Rishith
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This is Mayur. 
His birthday is on 7th June. He is 9  years 
old.
He is interested in coloring, drawing and 
with art and craft. 
He loves creating origami using different 
color papers.
He has made craft items such as small 
storage boxes, candle stand and has made 
salt die art. 

Art and Craft by Mayur 8



This is Tabrez. 
His birthday is on 28th April.
He is 14 years old.
He is interested in drawing, 
dismantling and rejoining toy cars, 
watching TV, playing carrom and 
chowkabara & other indoor games 
with his siblings. 
His favorite food is chapatti and bitter 
gourd gravy.

This is Joe Sebastian. 
His birthday is on 20th April. He is 8 years old.

He  loves playing with remote control cars & toys. 
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On 14th April 2013, the inauguration of the scientific research lab 
of DART took place on East Coast Road in Chennai. It was a 
humble beginning with a few cell culture facilities and basic 
molecular Biology lab. 

On 7th April 2015, the DART Institutional Ethics Committee was 
formed which consisted of exemplary members of the society and 
eminent personalities from various fields in Bangalore.
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With Dr. Gayathri (NIMHANS), Dr. Madan Ballal (Apollo Hospitals) and Dr. Samar Singh



On 22nd April 2016, Dr. Arun Shastry attended the WWGM
Workshop, a Scientific Program for Research on Rare Diseases in
New Delhi.

On 1st June 2016, a team of Oligonucleotide engineers, Mr Per and 
Mr Ian from Sweden visited DART to commission and launch the 
Oligo synthesis facility.

With Engineers Per and Ian from GE LifeScience, Sweden
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On 23rd June 2016, a team of a researcher and a physiotherapist
left for Tirupur to conduct a one day awareness, counseling and
rehabilitation camp. They were warmly welcomed by dozens of
families for whom much needed hope and relief was provided.

On 6th April 2017, Ms Alison Chang from the organization
'Rainbow Across Borders' from Singapore visited DART and
shared very useful insights about rare disease in her country.
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On 14th April 2017, Mr. RS Anand and members of DART took
part in a disability awareness program along with Para-
Olympians that took place at Kanteerava stadium in Bangalore.

On 27th April 2017, Dr. Arun Shastry took part in ICMR-INSERM
DBT symposium held at New Delhi and brought National
attention to the plight of Rare Diseases and Orphan Drugs.
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On 1st May 2017, Dr. Arun Shastry and Mr. Vishnu conducted a
day long Muscular Dystrophy Awareness and Physiotherapy
camp in Trichur, Kerala. It was well attended and many families
were given counseling and training in physiotherapy.

On 20th April 2017, the DART team went on a lab outing to
Chitradurga, which is on the outskirts of Bangalore to visit the
historic fort and have a day of well deserved fun.
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On 23rd March 2019, the DART Clinic was inaugurated which has
proved to be an invaluable addition. Parents and children
affected by muscular dystrophy now have a wheelchair-
accessible clinic with a qualified doctor and a place where they
can avail of physiotherapy as well.
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Stretching over two days on the 9th and 10th of April 2019, a team
from DART was involved in imparting awareness and training
for Asha Anganawadi workers in preparation for a Muscular
Dystrophy camp in Mysore.

On the 25th of April, 2019 a free Muscular Dystrophy camp was
held in Mysore in which children with muscular dystrophy were
given physiotherapy, families were given counseling and many
new cases were identified which had been previously mis-
diagnosed as non-muscular dystrophy.
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On 30th April 2019, Mr. RS Anand addressed a team of doctors
and students of Postgraduate Institute of Medical Education and
Research (PGIMER) in Chandigarh. The students took part in an
engaging and educational talk which led to many of the students
expressing interest in pursuing research into rare diseases.

From 17th to 21st of June 2019, Dr. Arun Shastry participated in
the globally renowned Summer School of Myology in Paris.
He was mentored by Prof. Andoni who is the internationally
acclaimed clinical expert of TREAT-NMD.
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0n 25th June 2019, the Chief Scientific Officer Dr. Arun Shastry,
visited the Genethon facility, a French laboratory dedicated to
the design and development of gene therapy products for rare
diseases. Dr. Arun Shastry met Prof. Matteo Bovolenta and Prof.
Isabelle Richard who are working on gene therapy on DMD.

On 28th June 2019, Dr. Arun Shastry visited his alma mater, the
Karolinska Institutet in Stockholm, Sweden and had far ranging
discussions on rare diseases with Prof. Roger Stromberg and
students of the institute.
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Join the dots in order and uncover a new friend!

Help the Squirrel reach his nuts!

Start here!

Fill out this fun maths puzzle!

Find 8 animals



@dartindia7 /Dartindia.in /company/dartindia

Follow us on Social media! 
Do show your support by donating to our cause!

The Blue Whale is the largest animal to have ever lived on the planet! It is bigger
than any dinosaur to exist, and no other animal will ever become that big ever!

MM: The inauguration of the DART lab in Bangalore. To see the children and
parents at the function made me very emotional. We were able to give them hope
and belief. I will never forget that day. Another day was when we gave the first
treatment to Karan, which was a reward for years of hard work.
Us: They are all amazing memories which wouldn’t have happened if not for you, 
thank you Ma’am. What do you hope to be the future of DART?
MM: I hope more children can reap the benefits of the work we are doing and soon 
people all over India and even the world will get to know about DART and the 
amazing work we are doing! 

In this issue we speak to Ms. Manjula Muniraju, 
Administrative Head – DART.

Us: Hello Ma’am! Tell us a few things about yourself.
MM: I am from Tirupathi which is in Andhra Pradesh. I like 
travelling to new places and I love the home made Non-Veg
food which my mother makes!
Us: Yes! We love it when you bring that for us as well. What is 
your favourite memory of DART?
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