“SARTHOK” suffering from rare Spinal Muscular Atrophy, need
immediate treatment for living

SARTHOK

SMA (spinal muscular atrophy) is a rare genetic disease that robs people of physical strength by
affecting the motor nerve cells in the spinal cord, taking away the ability to walk, eat, or breathe.
It is the number one genetic cause of death for the children who are suffering from SMA.

Spinal muscular atrophy (SMA) causes muscle weakness and progressive loss of movement. It is
caused by deterioration in the nerve cells (motor neurons) connecting the brain and spinal cord
to the body’s muscles. As the link between the nerves and muscles breaks down, the muscles
used for activities such as crawling, walking, sitting up, moving the head and even swallowing,
become progressively weaker and shrink (atrophy).

Though he was fine at the time of his birth, we saw some " -

symptom at the age of 6 months. He could not sit straight, - S~
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found some weakness in his neck. We also saw that he faced " >

some difficulties at the time of feeding. e
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We Went to Rangpur Medical College where doctors gave us some medical tests and found some
issues in the medical reports. We decided to go to India with the hope that we might be able to give
some treatments for his wellbeing. The doctors doubt that Sarthok is suffering from SMA. For more
confirmation they gave us genetic tests. They send blood sample to USA which took almost 6
months to get the reports. When we got the reports we found that our son is suffering from SMA.
Sarthok was 1.5 years old when he was diagnosed as SMA.



treatment.

Aswad Nafi Nur
Sarthok’s Brother

When I came to know about his illness, there
was no available approved treatment. It is
very difficult to accept for any parents that
their child is suffering but they cannot
provide treatment to him. We found
ourselves totally helpless.

Most of the time he need to be hospitalized
Even on EID day

At present Sarthok cannot sit without any support. We
let him sit by the support some pillows. Most of the
times he passes his day by playing games in mobile

and watching some videos.

When we were worried about our elder son, our younger
son Aswad Nafi Nur was born. He was also an SMA
(Type-1) patient. With so many sufferings he died at the
age of 6 months. We could not save him due to lack of

is the only approved
medicine for SMA patients in Bangladesh. But it is
too much expensive that we cannot afford it for the
treatment of our son. As he is not receiving any
medicine, he remains sick almost 11 months of a
year. Continuously he is being attacked by
pneumonia. Most of the time his illness becomes so
severe that he need to be hospitalized. His legs are
getting curved, lost his ability of sitting and
chewing.




I have spent all of my savings and sold most of the properties for his treatment. Ihad car business.
In order to save my son’s life, I have sold almost all of my cars and other properties. I cannot do
any kind of job and business since I have to stay at home for taking care of him.

With Dr. Shaoli Sarker (Asst. Prof, Pediatric Neurology
At Dhaka Shisu Hospital & Institute




