These symptoms generally persist throughout the day, even during sleep or when under general
anesthesia. Speech and breathing may also be affected if the muscles of the throat are involved. Smooth
muscles and cardiac (heart) muscles typically are spared.

¾ Pathology
A doctor may conduct a basic neurological exam, including coordination, strength, reflexes, sensation,
etc. A doctor may also run a series of tests that include blood work and MRIs.
From there, a patient is likely to be referred to a neurologist or a neuromuscular specialist. The
neurologist or specialist may run a series of more specialized tests, including
needle electromyography EMG/ and nerve conduction studies (NCS) (these are the most important
tests), chest CT (to rule out paraneoplastic) and specific blood work looking for voltage-gated potassium
channel antibodies, acetylcholine receptor antibody, and serum immunofixation, TSH, ANA ESR, EEG etc.
In a study by Nagashima et al in 1985, a complex consisting of CPK (MM) and IgA was seen deposited in
the motor end plates and membranes of muscle fibers, supporting a possible immune etiology for the
disease.
Because the condition is rare, it can often take years before a correct diagnosis is made.

¾ Treatment (The good physician treats the disease; the great physician treats the patient who has
the disease)
The goal of treatment is symptomatic as there is no permanent cure yet.
1) Anticonvulsants, including phenytoin and carbamazepine, usually provide significant relief from the
stiffness, muscle spasms, and pain
2) Plasma exchange
3) IVIg
4) Botox injections
5) Immunosuppressants, such as Prednisone
6) Cannabis
7) Steroids
8) ACTH injections
9) Rituximab

neuromyotonic discharge with fibrillation, positive sharp waves and continuous muscle fiber activities.
Special blood tests were conducted to detect specific antibodies which were negative.
I was diagnosed with Isaac Syndrome even called Neuromyotonia in the month of March’16. Some of
the other tests showed traces of Membranous Glomerulonephritis (is a slowly progressive disease of the
kidney. It leads to changes and inflammation of the structures inside the kidney that helps filter wastes
and fluids. The inflammation may lead to problems with the functionality).
The team of doctors decided on IVIg therapy injected intravenous, which is the use of a mixture of
antibodies to treat a number of health conditions. Considering the tests (EMG, Pet-CT, MRI Lumber
Spine, Sonography, Kidney biopsy etc...) & treatment, my stay at the hospital was almost for a month. I
was discharged from the hospital in April’16 with some medicines & a suggestion to consult another
neurologist in Lucknow, if need be with a recommendation that there is no such thing as a fair flight &
all vulnerabilities must be exploited.
I couldn’t lie to myself, & started to laugh on the ambulance not realizing that feeling better was just a
temporary phenomenon. Soon my health proved a tragic experience wrapped in bonkers, making me
crawl through broken glass & within 3 months timeframe I was on my way to Lucknow. As it’s always
said that no medicine or doctor has a strike rate of 100%, I could experience it happening in my case.
The medicines denied integrating with my system. Diarrhea which was on a break for a while again took
its full swing. Pain, Sugar, BP & all the other symptoms returned & my hopes of recovery showed signs
of a day dream with open eyes.
Unexpectedly I was getting weaker. The situation remained the same for some time where I slept for
almost 14 hrs a day due to weakness & persisting pain in-spite of being on heavy medications with pain
killers, immunosuppressive agents, blood pressure, intestine related medicines, diabetes, probiotics &
steroids became a part of my daily food platter. The daily intake of medicines went as high as 38 with
enough food restrictions due to shooting sugar levels, fluctuating blood pressure & diarrhea. I was
recommended to be on complete bed rest till things started to improve a bit when we decided to see Dr.
Panagariya & his team in Jaipur @ Aug’16.
In Nov’16, I was again admitted for IVIg therapy, in Jaipur hospital which I did not respond to & had to
be stopped midway.
I was asked to go to Mumbai again, this time to see a different set of specialists to know a little better,
the difference between stories & realities. The trip came across as Phishing in my own backyard due to
the suggestions varying rational expectations.
I was given some medicines with immunosuppressants & ask to continue it for some good two months.
In March’17 as the overall health stats didn’t show favorable improvement, I was asked to take weekly
shots of ACTH injection (It may work directly on the brain in addition to stimulating the adrenal glands. It
may also be used in treatment of various other childhood seizures when other treatments have failed). I
started to revamp though for couple of days there was a weird feeling in the brain.

When it’s wise to have an alternative health, as a mainstream (May’17): - A crucial part of my treatment
agenda was Naturopath as I am always on a look out for therapies which could help me from a longer
term perspective without much of side effects . Came across this center in Hyderabad & decided to try it
for a week. Post my visit there & meeting the doctors, the need of staying back for longer was felt which
lasted for a month. Due to change in my daily diet chart, the stomach did settle to a lot extend. I realized
that they added a lot of Coconut in their food curries which has anti-inflammatory qualities without
making any change in my allopath medicines. Setting strict expectation with one’s palate is the key &
crucial step to lifestyle modification.
The Indian state of mind & nature sense (July’17): - Naturopath treatment was impressive so I decided to
make a second visit @ Rishikesh, this time with a pinch of spiritual touch. My stay lasted there for
almost a month with corrections in food habits, meditation & body posture corrections. We all have the
capacity and strength to expand our conscious mind with interior research. An amalgamation of
naturopath treatment with a spiritual touch can deliver extraordinary results if followed diligently and
inculcated as a routine change.
As medicines & treatments have limitations, the health keeps showing signs of deterioration
periodically. It was time for a checkup with my monthly health stats. My doctor made some changes in
the medicines & asked me to wait patiently for results to unwind. Pain killers which were on sabbatical
became a daily phenomenon again. I was admitted to Medanta Medicity @ Gurgaon for Plasmaferisis in
Dec’17. Though I was taking the procedure light, it proved me wrong, each passing day. The central line
which was inserted around the pelvic region, created issues with its inlet & was a nightmare till the last
day of completion.
Post discharge it took me good 20 days to get a bit normal as there was enough weakness & usual pain
at the back & thigh area, all medications being like before. The journey continuous……. I am focusing on
the journey, not the destination. Therefore if you can’t go back to your mother’s womb, you’d better
learn to be uncomfortable & fight back. To do otherwise is to settle.

¾ Medical Streams (tried & tested)
Have tried the following streams of medicine: - (They that will not apply new remedies must expect new
evils)
1) Allopathic (Mankind has survived all catastrophes. It will also survive modern medicine – Gerhard
Kocher)
2) Naturopath (The art of medicine consists in amusing the patient while nature cures the disease)
3) Homeopath (Extreme remedies are very appropriate for extreme diseases)
4) Yoga (Yoga teaches us to cure what need not be endured and endure what cannot be cured —
founder of Iyengar Yoga, and considered one of the foremost yoga teachers in the world)

5) Meditation practices (Natural forces within us are the true healers of disease) %
6) Music therapies (One good thing about music, when it hits you, you feel no pain, Bob Marley) %

¾ My Experience, the hard way (important section)
1) Disease: - Dis – Ease. Body & Mind needs to be at ease & common synergy
2) Closely monitor your blood & other body stats regularly without fail
3) Most Critical: - A good doctor and team
4) Adopting to new aspects of treatment can contribute to healing: - Yoga, Meditation, Walking,
Calmness of mind & body, Being positive
5) Important: - Make proper synopsis before consulting any doctor (he needs to know it all, from
medicines to various treatments to other doctors consulted to medical tests)
6) Changes in lifestyle can work wonders (eating, sleeping, drinking habits)
7) While on medicines, close monitoring of sugar & BP levels, eyes, stomach, kidney is must
8) We should keep in mind that Allopath has symptomatic drugs which are not the cure; therefore trying
alternate streams of medicines can be helpful from a longer term perspective
9) One’s body can stand almost anything. It’s the mind that needs to be convinced: - It is the key
ingredient to recovery
10) Keep involved: - for mind distraction
11) Surroundings matters: - keep it positive (The need is to do more even with less)
12) The self-management plan should be reviewed from time to time to ensure the advice remains
current
13) A dose of care can cure the impossible
14) Right body postures can help reduce pain
15) Read about your own condition & keep informed
16) The holy trinity between the doctor, you & the treatment becomes a dangerous Bermuda triangle
when there is communication gap
17) Avoid & try reducing dosage of pain killers from the physical longevity prerogative: - try SRP
(systematic reduction plan)

