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What is a Rare Disease?

 
There are various definitions
for rare diseases. The most
important one is the one given
by WHO. WHO says “a disease
can be called a rare disease if it
occurs to one among one
thousand people”. However,
this is not a universally
accepted definition. We can
find that the number of
diseases is enormous if we
follow this particular
definition. According to the
ICD 11, there are 5000 diseases
which are considered as rare
diseases. The number exceeds
up to 8000 sometimes and this
shall bring us to the
conclusion that the rare
diseases are the most normal
ones. There are various
diseases under the rare
disease category.

 

 In Japan, rare disease is
considered as something
that occurs to one among
fifty thousand people.
There are no particular
criteria set in our
country. It is a health
condition which
comparatively does not
affect others. 

These different diseases
have affected 365 million
people all around the
country. There are 5000-
8000 types of rare
diseases. 80% of people
are affected by the
smallest percentage as in
around 400-450 of these
diseases.  



Rare diseases affect 6-8 %
of the population. The
number of people affected
with rare diseases in India
is more than nine crores

        80% of these diseases
are genetic in nature.
Moreover, that’s why it
mainly affects children.
Infections can also come
under the category of rare
diseases. There can be rare
infections as well. Some
parasites affecting
humans can also be
considered as rare disease.
Rare disease is not always
a genetic disease, but 80%
among those affected
genetically.  All these 6000
haven’t reached in India. 

There are only 450 rare
diseases seen in India, but, all
those 450 diseases create
huge responsibility for the
public health. The lack of
statistical i.e., epidemiological
data on diseases is the reason
for this.   

 
The lack of such data results
in the ignorance regarding
the details of particular
diseases occurred to
particular people.  It becomes
difficult to understand the
consequences and the depth
of the disease when such
diseases affect people. We can
not plan properly in those
conditions. Other issues are
the normal ones that arise
regarding research and
development. 



Difficulty in diagnosing it at
the right time is also a
challenge. It is difficult to
state that even the tertiary
level care centres in places
like Kerala can’t guarantee
better treatment. 

 
Places like AIMS give the
right treatment for such
issues in correct format
especially when treatments
reach to the people due to
trials or by the help of other
companies. The greatest
barrier is the higher cost of
medicines.

Let me present a list

which looks interesting.

In America, a child with a
rare disease is taken for a
medical check-up. It takes
almost 7.6 years to reach the
proper diagnostics.
  

In England it takes two
years less than America for
the diagnostics because the
health care system is better.
Even though, it takes 5.6 to
reach the accurate
diagnostics. The child might
have met more than 8
doctors within that time
period.  According to the
situation in England, the
child might have been
examined by four primary
physicians, four specialists
and 2-3 wrong diagnosis,
and have probably
consumed medication as
well. 



Let us come to India

 
Which are the rare diseases
generally found in India? 

Haemophilia, Thalassemia,
Sickle cell Anaemia are
some among those. Like
that, it is found that there is
Primary Immuno
Deficiency, Auto Immune
Diseases found in children,
Storage Defects etc. which
affect people in a worse way.
Among these, Haemophilia,
Thalassemia and Sickle cell
Anaemia have accurate
government policy
guidelines. According to
that, the system for
providing better protection
and treatment is already
prepared in our state. 

There is the lack of such a
policy for other diseases
and such is mandatory for
us. 
   Most of the rare diseases
can be dangerous, long-
lasting, result in physical
weakness and life
threatening. That’s why it
requires continuous
treatment from
specialists. The critical
stage of this disease
brings the patient to the
violation of her or his
right to cooperation
among society. 

     Children are the other
victims for this. 35% of
deaths below 1 year 12%
deaths between the age
group from 1-5 and 12% of
deaths between 5-15 years
are due to rare disease. 
    



Order from Delhi high

court  

 
There is a situation of
difficulty in India whereby
things are difficult for the
people from upper- or
middle-class families when
their children are infected
with any of the rare diseases.
National policy on treatment
of rare disease is highly
needed in these situations.   

    The court order for this
demand appeared as the
result of the case filed by a
group of parents to the high
court of Delhi. Thus, the
central government
established a National
Health Policy in 2017
because of the order. This is
considered as the milestone 

for necessary treatments for
the rare diseases. However,
the policy did not come to
its execution. A policy which
is multi sector is mandatory.

    It is necessary to
understand the nature and
impact of every disease. We
should define it accurately.
The expense shall be
defined in prior.  There
should be the modality
standardization of research
and development of
treatment and diagnosis.
Some of the diseases are
rare here may not be the
same in other countries.
Otherwise, some other
countries might have done
better research in higher
degrees.



 We need collaboration
with these countries and
should train the health-
care providers.

     There should be
training for different
people belong to
different sections and
generations.  A possible
environment is
mandatory for the
production of medicines.
Treatment should be
reasonable for everyone.
    
    General awareness is
necessary among the
patients, their families
and doctors. There
should be
implementation of
training for the
standardising of
diagnostic modalities
and investments for gene
therapy. 

Challenges on

Research
 

     Every disease has a
naturalistic history. There is
accurate identification of the
methods of disease occurs,
increases or decreases or
leads to the mortality or
permanent mental or
physical limitation in the
case of normal diseases.
There is no pathophysiology
behind the rare diseases
which we discover these
days. The research of those
diseases faces challenges due
to that.



Clinical Explanation

 
    The complete clinical
explanation is impossible
due to the lack of effective
data collection and difficulty
in examining more than a
limited number of people. It
is possible to overcome these
diseases by working with
regional or international
agencies. The treatments for
rare diseases are not always
the same. We can expect
frequent changes based on
the strategies as well as the
nature of medication.

The Lack of

Treatments.

Most of the pharmaceutical
companies are not
interested in sending
medicines to the third
world countries.              
     Treatments are available
for almost 300 diseases.
Almost 95% of people are
devoid from certified
treatments for these
diseases. Treatments are on
the palliative or supportive
care method. The fact is
only 10 among 100 get good
treatment. There can be
medicine but those can be
expensive. There are
medicines which cost more
than 15 crores but it create
the strain within the
family, health system and
donor agency.



 
Orphan Drug Act

 This is known as a rule
which resulted in a boom in
researches and at the same
time it is known as the one
which alleged to be excluded
from the common folks and
children from developing
nations. This provides
incentives for drug
manufactures. 
   
     According to this right, the
exclusive marketing right is
with the ones who have
discovered the medicine for
7- 10 years. There is no
competition within the
pharmacy companies. They
can decide any price for their
products. They do not have a
proper system to check the
medicine. 

This has reasoned in the
hike of share prices as
well. But, the problem
here is the side effect of
this medicine similar to
the rule. The average
expense for this medicine
is more than one lakh
dollars. The monthly cost
for the medicine called
Calidacco (ivacuftor) for
the cystic fibrosis for one
person is 14000 pounds.
    
     The most expensive
medicines in the world
are also by Orphan Drug.
The most expensive
medicine is being
produced in the name
Enculizumb Soliris. This
one is also a medicine for
a rare disease. The
companies produce
Orphan Drug function in
the form of a mafia.



They have gained the
complete control of
government and maintain
the control over the market
without fail.

     Taking the families in
consideration, they don’t
get the medicine when it is
needed. The core reason for
this is the financial trouble.
The trauma and sympathy
occur when we look at the
face of the diseased person
can also be considered as a
side effect. As far as Kerala
government is concerned,
programs like Karunya and
Aashadhaara support
diseases like haemophilia
and the RBSK program
supports other kinds of
orphan diseases.

Other than this, the Kerala
government, with the help
of the Social Security
Department Mission, tries
to help people suffering
from these kinds of diseases
via different schemes like
‘We Care’ with the public
participation. In one sense
we can tell that Karnataka is
the model to us for this.
Karnataka government
created the first policy on
rare disease. It got
accredited two years ago.
The first ward was created
for children with rare
diseases was in Indira
Gandhi hospital for
children, Bangalore.  People
get the treatment via
Employees' State Insurance
of Karnataka through this
facility. 



V. K. Paul Committee

Report. 

 
This report suggests
techniques on how to keep
Rare Genetic Diseases in
its order of priority, how
to categorize these
according to the expense
for the treatment, how to
make alternations
according to the outcome,
changes in the quality of
life with this treatment
and how to make changes
based on the published
guidelines.

I C Varma Report

 
    The problems of not
having an approving
agency in India being
discussed here. These
treatments are generally
out of reach for many
families. Government
funding for these kinds of
diseases is clearly
mentioned in nations like
Egypt, Thailand, Argentina,
Chile, Peru, Serbia,
Malesia, Philippines etc. 
 Government can
undertake and execute
many things in this like
making a hunting
mechanism. The existing
patent rule is favoring one
for us. With the help of this
rule, we are capable to
produce the medicine in
our own countries 



D K Tempe

Committee Report

 
     There is a huge
difference between the
allocation of banned
expenses and policy health
funds to a few people and
huge population. This
report consists of questions
like “how to rectify this
gap? and “what are the
details available here
without clinical outcomes?”
He has also mentioned the
necessity of a definition for
rare disease. Those who are
suffering from these
diseases and people with
disabilities are subjects to
various exploitations. He
suggests for the need of
accurate knowledge
regarding this.

The delay for diagnosis can
be simplified if accurate
systems provided to doctors
with software aid. There is a
system for that in Kerala,
which is known as Early
Intervention Centre. 
   A haemoglobinopathy
centre of excellence has
been started in Wayanad. It
is possible to implement
the mandatory
infrastructure to bring it to
the heights of research if
rare diseases are also
included in that. Centers
like these should be
modified with
infrastructural facilities
and to be accredited as
Centre of Excellence. 



Rare Disease in India. 

                 
Haemophilia, thalassemia,
sickle cell anaemia poems
disease and cystic fibrosis
are the important rare
diseases commonly seen
India.  

Haemophilia

 
Haemophilia is a disease
that affected almost 1450
people in Kerala. The most
affected in number is from
Malappuram. The major
symptom is the decay of
the body's ability to make
blood clots, a process
needed to stop bleeding.
The lack of factor 8 is the
commonly seen reason
among people. It is
generally seen on men. It is
also a hereditary disease. 

Thalassemia

Thalassemia is a genetic
disorder and is commonly
seen in South East Asia. This
is the defect with the
disability to produce
haemoglobin in a normal
manner. Thalassemia can be
classified into three types;
which are, beta thalassemia,
alpha thalassemia and minor
thalassemia. The major
changes of the frame and
shape of the body, especially
the changes happen with the
bones of the face, the limit of
growth and continuous
bacterial infections etc. can
also occur. Frequent
transplantation of blood can
affect the excess deposit of
iron and which can lead to
problems in organs.



Thalassemia can be cured
100% only by the
transplantation of bone
marrow. It is totally difficult
to get the matching bone
marrow from the donors.  
Parents with thalassemia
should identify their unborn
child through constant
monitoring and understand
that the kid is free from the
disease so that they can
transplant the bone marrow
of the elder child with the
younger one’s when the child
grows up. It is important to
think about pre-natal
diagnosis. The government of
Kerala has already claimed
the pre-natal diagnosis
facilities from the discussion
with the people with
disabilities and the same is in
the soon to be established
stage. 

Sickle cell Anaemia. 

Sickle Cell haemoglobin are
in two varieties. One is AS
and another is SS. SS is the
disease and AS is the trait.
The ones who are affected
with trait may not show the
symptoms of the disease.
Sickle cell Anaemia is a
genetic disease. The red
blood cells turn into the
shape of sickle due to the
deficiency of oxygen. This
condition decreases the
oxygen carrying capacity.
The lifespan of the blood
cells decreases due to the
productivity. A red blood
cell lives up to 120 days but
the sickle cell anemia-
affected ones will survive
only for 20 days. 



There are problems related to
its decay of life. There are
changes occurring in the
bone marrow as well. 

Poems Disease
 

This is a rare genetic disorder.
It is classified into three
according to the age group to
which it occurs. Classic
Infantile Onset is the
common one. The weakness
of muscles and liver
enlargement are seen as the
symptoms of this condition.
There is non-classic infantile
onset as well. The growth of
children becomes in reverse
order and heart may face
enlargement in this situation. 

Another one occurs as the
late onset this is a
combination of muscle
weakness and breathing
problem. 



Cystic Fibrosis.

 
      A disease which can be
identified from the time of
birth. Unfortunately, there is
no treatment for this in India,
but preparation of medicines
and pre planning can be done
if it is diagnosed in prior. It’s a
genetic disorder mainly
occurs the lungs and pancreas
adversely.  The main problem
is the deposit of mucus inside
the lungs and pancreas which
result in the breathing
problems and frequent
infections and later decays the
growth. It also restricts the
functioning of enzymes for
digestion.  Cystic Fibrosis is
also a progressive condition. 

 Osteogenesis

Imperfecta. 

 
It is also known as Brittle
Bone Disease. Weaker and
more brittle than normal
bones are the main result of
this. There are diseases
which lead unborn children
to death due to the broken
bones within the placenta.
There are diseases which are
not that much problematic.
This happens because of a
defect in the gene that makes
the protein collagen. It
normally occurs to the bones
but the frequency of bone
brittles decreases and
auditory impairment also
formed. The joints lose their
natural connection and loose
joints begin to form. 



  Duchenne muscular

dystrophy

 
     It is a rarely found disease.
"A person suffering from the
same disease from my own
family is another reason
which made me to
participate in this seminar
and talk to you all. My
sister’s daughter is suffering
from this problem.  It was a
fate fallen upon me to
diagnose the child and this
made me to understand the
situation of parents of a
child suffering from the
same disease." the doctor
said.  DMD is in four
different models. Becker
muscular dystrophy is the
mild version of this disease. 

This is known to be a
problem which decays the
muscles of the limbs. There is
another variant which affects
only the heart in which there
is no skeletal or voluntary
muscle problem. This one
starts to occur when the child
is one or two years old and it
affects boys, in general.
Sometimes this affects the
girls as well.



1.Why it is said that most

of the diseases affect only

the boys, in general?

Most of the diseases are known
to affect boys are related to the
X chromosomes. It affects
males in common because the
Y chromosome doesn’t restrict
the expression of X
chromosome when the sex
chromosome diseases infect
humans. It is told that most of
these diseases affect boys
because of the genetic
structure of the diseases.  
 Both Duchenne muscular
dystrophy and haemophilia
work in the same way.  At the
same time there is 

another process called
Lyonization in which an X
chromosome becomes
insignificant. Another
possibility is the chance of
genetic variation in both
the diseases. Foetus doesn’t
survive in this situation. At
the same time, if only the X
chromosome is infected, it
remains as a carrier.             
 X chromosome will be
suppressed If Lyonization
happens and the diseased X
chromosome will express
the character. That’s the
main reason why these
diseases are rarely found in
women.  

Questions and Answers. 



2. How to rectify rare

diseases from the

children with

disabilities?

 This is a common question.
There is accurate treatment
only for 5% problems among
those 350 diseases. It doesn’t
mean that the remaining 95%
do not have treatment.
Supportive care is the
treatment for the remaining.
Most of the treatment
methods are even in the
beginning stage yet the
reports show a positive
development.  Secondary
prevention is the next
segment. For example, there
is a prophylaxis treatment
method for problems like
haemophilia. 

In normal cases, the factor
medicines are given when
there is a joint bleed. Slow
medication is given even
before the problem occurs.
In Kerala, medicines like
this are given to children
who are under 12 years that
we can take the precaution
from the joint bleed. They
can have contact with
friends and develop without
the participation limitations
up to a certain extent. At the
same time the chances for
“wonder drug” is
comparatively less. 



 

3. You have talked about

set ups like DEIC, REIC.

Do we have genetic

studies in any of our

medical colleges? Could

you tell which are the

movements take place

in Kerala in connection

with rare diseases?

 
Genetic clinic functions in
Kerala at Calicut Medical
College and Trivandrum
Medical College. The
facilities for genetic studies
are available in Amrita.
There are various places
which run genetic studies in
India. Genetic studies
happen in Gangaram
Hospital as well. These
places have genetic lab and    

the related facilities in
a diagnostic purpose.
Kerala has a similar
system. We have
discussed on REIC and
DEIC as structural and
foundational. More
development should be
included with this
foundation. That
means, we have the
structure with us. 



4. Is there a chance to

spread Multiple

Sclerosis from mother

to the child?

    Genetic transmission of
Multiple sclerosis is
unknown. It doesn’t have
an established genetic
pattern like the other rare
diseases but chances of
genetic transmission are
also high. Multiple
sclerosis doesn’t have a
system in which we can
finalise that this person
will be affected because of
another one. 

5. How to detect this?

 
There are clear criteria
for this. Multiple Disease
is detected on the basis
of diagnosis criteria with
the help MRI. These are
in different categories as
in primary progressive
and secondary
progressive. These are
detected as clinical and
via MRI base.



6.  How to prevent

multiple sclerosis rare

disease?

 
There is a long list
consists of Environmental
stress and genetic reasons.
People who come for the
treatment for a particular
disease usually get the
help of their biological
relatives. Rehabilitation
measures are also useful
here. The significance of
this disease is the nature
of multiple strokes occur
with this. The majorly
found symptom is the
demyelination happens
within different parts of
the brain. The
consequences reflect
according to the areas
associated those parts of
the brain.   

There is another variety
which happen in a
progressive manner when it
occurred once. There are
people who have affected
with the issue only once and
never occurred again. There
are people who face
weakness gradually from
the beginning of disease.
Treatment for the visible
nature of the disease is
being planned.



7. Are there

treatments under the

streams like

Ayurveda,

homeopathy and

siddha or is allopathy

the only general

treatment method?

 
I can’t talk about it
authoritatively since my
knowledge regarding
other systems of medicine
is limited. Some diseases
have spontaneous
remissions. Accurate
studies in required fields
are necessary to
understand whether the
cure is confounding or
due to the medicine for
the disease.  That means,
even if the cure resulted
due to the supply of
modern medicine shall

 also be put in record.
Mostly medicines are
given to the disease as
medicine          given just
when there is no
medicine. Authoritative
studies should happen in
every department in
order to understand the
accurate result. 



8. My son is Sahal Shan. He

was laboured in the 8th

month. There was no

difficulty except the weight

loss. He has gone to school up

to 3rd class just like all the

other kids. On one day his

eyes rolled upwards and

became unconscious

suddenly. We took him to the

medical college and did MRI

and which showed the

problem as Microgic area

involving wright perisliving

reconning. Doctors said that

there are scratches on the

nerves of the brain. He used

to fall down frequently.

There is no permeant cure

happening even if the

treatments happen

continuously. A surgery can

create significant change for

it but, they haven’t ensured

the guarantee, because, the

paralysis possibility of one

side of the body is high. The

treatments were held at Sree

Chithira Medical College, 

Trivandrum and the same

continued for four years but

there are no visible changes.

Now we consult the Calicut

medical college for the

treatment and also consult

the neurologist from Baby

Memorial Hospital. The care

from elders is mandatory

even though he is able to

perform his own tasks.

Epilepsy occurs in the form

of laughter and quickly falls

down without balance. But

he has a tendency to vomit

while consuming the

medicines for his disease.

There is a slight change with

the medicine called

“Valpirin”. Now we are

giving “Lamitto” (200 mg)

and Diamose(25mg) in

morning and at night. There

is vomiting tendency with

the Mysodiaine and we

stopped giving it. He is 15

years old. The interval of

fainting has reduced now

due to the medicines. Is there

a cure available for this?



Most of these diseases are
chronic in nature. Chronic
means something which
lasts life long and which can
affect our physiology
adversely. Most of those
have treatments.  If the
topic/ disease is focused due
to the advancement of
surgical techniques, it is
cleared with the help of
surgical technique. Maybe
that is the reason the doctor
spoke about that.   Another
reason is the consumption
of multiple drugs to control
the disease.  Your kid is
unable to process the
multiplicity of many
diseases. The best solution is
to take the doctor’s
suggestion as the final one
and discuss the decisions
with them.

9. I am a person with

Cerebral Ataxia. Is there

any treatment for this

disease? Which are the

institutions give

treatments for this

disease?

 
Its comprehensive
management is available
now. In that case, we need a
combination of
physiotherapy, occupation
therapy and speech
therapy. It is mandatory to
check urinary issues. There
are anticholinergic
medicines which are
bladder specific in nature.
Botulinum is injected
directly to the urinary gland
for some of the patients. 



Most of these diseases are
chronic in nature. Chronic
means something which
lasts life long and which can
affect our physiology
adversely. Most of those
have treatments.  If the
topic/ disease is focused due
to the advancement of
surgical techniques, it is
cleared with the help of
surgical technique. Maybe
that is the reason the doctor
spoke about that.   Another
reason is the consumption
of multiple drugs to control
the disease.  Your kid is
unable to process the
multiplicity of many
diseases. The best solution is
to take the doctor’s
suggestion as the final one
and discuss the decisions
with them.

9. I am a person with

Cerebral Ataxia. Is there

any treatment for this

disease? Which are the

institutions give

treatments for this

disease?

 
Its comprehensive
management is available
now. In that case, we need a
combination of
physiotherapy, occupation
therapy and speech
therapy. It is mandatory to
check urinary issues. There
are anticholinergic
medicines which are
bladder specific in nature.
Botulinum is injected
directly to the urinary gland
for some of the patients. 



10. Does the health

develop by going to

gymnasium?

Gymnasium and
physiotherapy are not the
same. The knowledge of a
physiotherapy instructor
and gymnasium trainer
may vary. Suggestions for
both are different. However,
the functionality of both
associates the muscle.
Another one is the necessity
of occupational therapy. It
helps with the operational
efficiency of limbs.
Necessity of speech therapy
is also important. Your
problem is known as
dysarthria, an issue related
to the outflow of words
when it is uttered. 

A problem with the
tension of muscles when
it comes to speech
output. This can be
cured with correct
practice and training. We
can do the speech
therapy with the
suggestions of a speech
therapist. Reading aloud,
using various speech
related softwares,
uttering the sounds in
the form of favourite
songs etc. can also be
done for the
enhancement of speed as
well as chronology of
words.



11. What are the reasons

for mood variation in hot

and cold climate? 

     These changes,
problems and dilemmas
can happen with a
situation such as ataxia.
This doesn’t have a direct
relation with heat of cold.
But, this type of a change is
not made by us. These are
the difficulties associated
with neurological issue. 
 We should explain the
difficulties to the doctor
we consult since these are
the part of this disease. In
most neurological issues,
we consume certain
medicines for the
improvement of the brain  

transmitters. It makes the
situation of the disease
better. Second, it helps the
individual to overcome
the difficulties. 



12. Is there any method

to understand the rare

disease in the

beginning stage?

These difficulties are called
Global developmental
delay, in general. Let’s
consider 4 spears of
growth. One person walks,
one sits, one writes and one
talks. Another part is one’s
social relations’ spear.
Global development is the
total of all four of these. I
was mentioning about the
first part which there is the
gross motor. Walking and
sitting come under these.
Parents have to observe the
problems occur with these
actions. That means, a
child should be able to sit if
someone tries to make it
sit. 

The child should then sit
from where it is lying down. 
It should be capable to
stand by holding any
support and later without
the support in the 11th
month. The child should
walk within 12 months and
to run by the 15th month. 
 Should place both the feet
on a step and climb the
steps when two years old
and climb by one foot on
one step. There are steps of
growth like this. We should
observe these and
understand that the child
has some problem- 



if it is unable to maintain
these checklists. Speak to the
‘Anganwadi’ caretakers or
health professionals once
when the differences noted
in connection with the
comparisons based on the
growth steps parameters.
    Treatments from the early
stages and long-lasting
treatments can help them to
attain the graph upto the
extent of 30- 40%  

13. Is Cerebellar ataxia

hereditary disease?

 
Cerebellar ataxia is in
different forms. Every Ataxia
is not hereditary. Every
disease can have a
hereditary factor. However,
if you want to call it as
hereditary disease, it should
locate in a gene or genetic 

object or be revealed the
exact inheritance pattern.
There are diseases like
those among strokes.
There are classifications
in cerebral ataxia. There
are diseases without
locations, too. 



14. Why does the Kerala

government show

reluctance to prepare

guidelines and

accoutrements for the

people with disabilities?

Nowhere it is told that the
government of Kerala is
reluctant. They are always
lively but there are
difficulties to prepare the
guidelines. It is the latest
draft of a rare disease
policy before us. It has not
approved as a bill, yet. 
 Activists have raised their
objections on the draft.
The reason here is, health
care and the expenses of
the rare diseases are not
something a state can carry
all by itself even though it
is an essential

  part. The objection is
regarding the closing
eyes towards the truth.
We can’t guarantee
whether it will happen
in this manner.  
State governments and
most of the activists in
this field expect the
system which will
rework on the
proportions owned by
state and centre and
centre alone shall deal
the topic of change of
such a big policy 
It is 100% sure that
Kerala will establish the
rule if center proposes
any. Kerala government
is very much promising
in these things. 

 



 
15 . Rehabilitation

Awareness.

 As a physiatrist, I
understand that the
awareness on rehabilitation
is very low in our society.
There is treatment only for
5% of diseases. What should
the people suffering from
the remaining 95% do? It is a
valid question. The answer
here is with the assurance
that we should provide for
them in various phases of
the society. We need a
comprehensive approach.
Even if we provide costly
medicines to a kid with SMA
that will restrict the growth
of the kid after the disease
stage. Existing medicines
demand supportive care
rather the instant milestone         

development. 
It means assistive
technologies in the societies
and rehabilitation facilities
are very much relevant in
the time of any sort of
treatment. Comprehensive
protection is available only
when these are included.
Rare diseases demand
rehabilitation. Sickle cell
anaemia, thalassemia and
haemophilia are the rare
diseases which belong to the
individuality status. There
are 21 types of disabilities
according to the central
government’s notification.
People with SMA or
Duchenne Muscular
Dystrophy are given the
certificate of Orthopaediac
handicap. That should
change and people with



 osteogenesis imperfecta
should be diagnosed from
their genetic level and
given certificate
accordingly instead of
giving under the label of
brittle bone disease. If this
happens, tasks like finding
jobs for them will be the
responsibility of the
government and this will
result in their
participation in social
transactions. There should
be a system which
supports their versatilities.
It is a serious case when
two or three people from
the same family are
affected by the same
disease in the same family.
Help from the society is
highly needed than the
genetic counselling.

 Rehabilitation programs in
the local self-governed
models. We hope such a
facility will happen in India,
especially in Kerala as well.


