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PREFACE

Most doctors love to talk! All doctors want their patients to get well as soon
as possible, and all of them know that educating patients about their illness
is a critical part of this process.

Why do many patients complain that their doctor never talks to them? The
primary reasons are focus and time. When you are in the doctor’s office,
your doctor is continuously focusing on important things while talking
to you, while examining you, while prescribing medications. Your doctor
is mentally reviewing years of accumulated information so that a serious
problem is not missed, and optimum medications are prescribed.

By the time this process is complete, it’s time to see the next patient! There is
a shortage of doctors in India as compared to patients. In the US, I had the
luxury of talking to a new patient for upto an hour nd a follow-up patient for
30 minutes! Having such luxurious time-slots enables a relaxed conversation
with the patient, during which not only the primary symptom but associated
problems such as anxiety can be discussed in a relaxed, friendly manner.
This luxury of time is impossible in India!

It is to overcome these constraints that I wrote this book. I, just like all
doctors I know, want patients to be well informed about their illness. I hope
that this book helps you (or your loved one) to understand your illness. I
hope this book helps you build a better bond with your doctor and ask him/
her more relevant questions. I hope this book motivates you to take your
medications regularly. Above all, I sincerely hope this book helps you get
better sooner.

With best wishes,
Dr. Siddharth Deepak Kharkar,

MBBS, MD (Neurology), MHS
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DEMENTIA

“Dementia” is the medical term for
problems in thinking and memory.

Many diseases causing dementia can
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TYPES OF DEMENTIA

Doctor, | am having a lot of trouble with
my memory. It started about 5 years
back, and now other people have started
noticing that | forget their names. Why
is this happening?

Having trouble with your thinking and/
or memory is called “Dementia”. There are
many causes of dementia.

Sometimes dementia occurs as a result of
other diseases in the body, such as thyroid
problems, sleep problems etc. These diseases
are called “Secondary” Dementias.

Sometimes, dementia occurs because of a
problem in the brain itself. These diseases
are called “Primary” dementias. Primary
dementias are caused due to gradual death
of brain cells.

“PRIMARY DEMENTIA"

Hmm... please tell me a bit more. Can
you give me more information about
“Primary Dementias”?

Yes, of course.

As we grow older, unwanted waste chemicals
start accumulating in our brain. These are
almost like the plastic trash bags you can
see floating around many major cities. They
clump together and form large aggregates.
They then start destroying normal brain
cells around them.

Some of the waste chemicals that may
accumulate are “Amyloid”, “Tau-Protein”,
“Syn-nuclein” etc.  Different types of
waste produce different types of dementia.
For example, Alzheimer’s disease is the
most common type of dementia, and it is
produced by accumulation of Amyloid and
Tau-protein.



IMPORTANCE OF EARLY TREATMENT

Hmm... Doesn’t the brain produce new
cells to replace the dying ones?

Not really. Most parts of the brain are
not capable of producing new cells. There

SOURCE OF THE
“WASTE"” CHEMICALS:

No one clearly understands how the bad
“waste” chemicals in diseases like Alzheimer's
are produced. There are many theories.

Just like all other parts of the body, our
brain also needs nutrients. These nutrients
are carried to the brain through the blood
stream. After these nutrients are used up, the
waste produced is transported away from
the brain by blood. Some waste products
are produced due to natural death of cells in
the brain. In Alzheimer’s, for some reason,
this waste becomes insoluble, so that it
cannot be carried away by blood. This waste
then gets “stuck” in the brain, and damages
surrounding cells. Some people believe that
these waste products are not generated by
the brain itself, but are carried to the brain by
the blood. Some people believe that viruses
may play a role in the dysfunction of the
brain’s waste disposal system.

One thing is certain. You have not done
anything to make this happen. But yes, you
can make the situation better by mental and
physical exercise, giving up tobacco etc.
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are some small parts of the brain that can
produce only a small quantity of cells. In
general, brain cells that are lost are never

replaced.

Therefore, it is important to take action
before brain cells are lost forever. Early
diagnosis and prompt treatment can be very

helpful.

“SECONDARY DEMENTIA”

Hmm, | understand. Tell
“Secondary Dementias”?

me about

Secondary dementias are caused by another
disease somewhere else in the body. If this
disease is promptly identified and treated,
then the problems caused by secondary
dementia can get dramatically better.

There are many causes of secondary dementia.
Let me describe these to you. I know you have
trouble remembering, and I certainly don’t
expect you to remember all these diseases!
But it is possible that while reading about a
particular disease, you may recognize your
own symptoms and identify your disease. 5.
Ok, please tell me more. But if you give me a
lot of details, I may get confused.

Yes, I understand. I advise you to go through
this list slowly. If required, you can go
through it with a friend or family member at
a later time.
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Depression can slow
down your thinking.

CAUSES OF SECONDARY DEMENTIA

stoic expression. It’s better to talk about
depression than to hide it. There are
many effective treatments, including
counseling and medications, which can
dramatically improve your symptoms.

Great. Please tell me now, and lll get my 2. Obstructive Sleep Apnea: This is a very

son and wife to read this book later.

That is an excellent idea. There are numerous
causes of secondary dementia. I will tell you
about 9 of these.

Let me tell you first about 3 common diseases
whose diagnosis is often missed!

1. Depression: When patients are
depressed, they frequently keep thinking
about the things that they are depressed
about. They are not able to focus on
anything. A person’s depression may not
be obvious. Some people do not express
their feelings. They may suffer from
severe depression, but they maintain a

important disease to know. If you snore
heavily at night, if your bed partner

has noticed that you sometimes stop
breathing at night, or if you feel sleepy
during the day, you may have obstructive
sleep apnea. More information about
this problem is given in a box on this

page.

3. Side-effects of medication: Some

medications can cause problems with
thinking and memory, particularly in
the elderly. If you are taking any of these
medications, do not stop taking them
abruptly. You should talk to your doctor
about your problems. Your doctor may
recommend you to reduce the dose,



OBSTRUCTIVE
SLEEP APNEA

Some patients repeatedly stop breathing
while they are sleeping. This happens
because their windpipe closes, either
because their tongue falls back, there are
other obstructions such as large tonsils or
because the muscles around the windpipe
become too lax.

This disease was discovered fairly recently.
Around 1995, doctors from America started
researching this disease heavily. They found
that it was very common. We often make
fun of people who snore. But these same
doctors discovered that obstructive sleep
apnea increases the risk of many problems
including lung, heart and brain diseases.

Obstructive sleep apnea is diagnosed by
having you sleep while being monitored by
instruments that measure your breathing
and blood oxygen level. This is called a “sleep
study”.

Reducing your weight reduces the pressure
on your windpipe. Exercising regularly
increases muscle tone so that your neck
muscles don't fall on your airway while you are
sleeping. If you have a treatable obstruction
such as enlarged tonsils, this should be
surgically removed. If this does not improve
your symptoms, or you have very severe
obstructive sleep apnea, you need a machine
that keeps your windpipe open at night. This
machine is called a “CPAP" machine.

Treating sleep apnea can reverse almost all
the thinking and memory problems it has
caused.
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gradually switch you over to another
medication; or he/she may advise you to
continue the medication because there is
no other alternative.

Next, let me tell you about 3 very common
diseases whose diagnosis is not often missed,
since most people know about them:

1. Deficiency of Vitamin B12: Vitamin
B12 is found in meat, fish, milk and
eggs. It is also present in green leafy
vegetables, but in a much smaller
quantity. If you are exclusively
vegetarian, you may develop B12
deficiency. An important symptom of
B12 deficiency is unsteadiness while
walking, especially in the dark.

The B12 level in your body can be easily

measured by a simple blood test. Patients
with B12 deficiency can be easily treated
with oral B12 tablets in most cases.

Deficiency of a related vitamin called
folic acid may also cause dementia. Folic
acid is found in green leafy vegetables
and beans/lentils (rajma, dal, masoor
etc).

2. Hypothyroidism: The thyroid gland
is a small gland in your neck. If this
gland is not producing enough thyroid
hormone, you can have problem with
your memory. Other symptoms of
hypothyroidism include weight gain,
feeling very cold all the time, and
chronic constipation.

Hypothyroidism can be easily diagnosed
by a blood test and easily treated with
oral thyroid hormone tablets.
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3. Infection: Certain infections, 3. Structural problems of the brain:
particularly syphilis and HIV, can cause Sometimes, structural problems can
dementia. Both syphilis and HIV are cause dementia. For example, “Normal
spread from person-to-person by unsafe Pressure Hydrocephalus” is a dementia
sexual contact. that is caused by accumulation of too

much water in the brain. It can be

Lastly, let me tell you about 3 other diseases: treated very effectively. A small surgery

is required, and a small tube going from

1. Stroke: If you have many small the head to the abdomen is placed under
strokes in your brain, you may develop the skin. This tube drains the excess
a kind of dementia called “Multi- fluid around the brain into the abdomen.

Infarct dementia”. Usually, this kind

of dementia is caused by uncontrolled

diabetes, cholesterol and high blood

pressure. All 3 diseases can be easily

diagnosed and treated.

HEAVY METAL

2. Accumulation of heavy metals: EXPOSURE

Sometimes, accumulation of heavy

metals can lead to dementia. Lead and

other heavy metals can be detected

through a simple blood test. Treatments

to remove these metals from the body

are available.

Lead is the most common heavy metal which
may cause dementia. Other symptoms of
lead accumulation are irritability, abdominal
pain, constipation, and weakness of one
hand or one foot.

Overall, lead poisoning is uncommon in
adults. However, lead may accumulate in
people who are routinely exposed to lead
because they work in factories using lead.
Lead is used in car batteries, paints and in
the welding industry. It may also accumulate
in people who live in old houses — old paint
and old pipes frequently contain lead. Glazed
china crockery can sometimes be a harmful
source of lead.

In some villages, old utensils are coated with
a layer of molten soft metal to make them
look newer. This is called “Kalai’. This is
almost certainly unsafe, since the soft metal
they use contains a mixture of tin and lead,
and gradually leeches out into food over 2-3
months.




CAUSES OF “PRIMARY DEMENTIA”

Hmm.... 9 diseases causing “secondary
dementia”, lots of information... |l
certainly need to review this again with
my son. Now Doctor, can you tell me a
bit more about “Primary Dementia”

Sure. These are caused by the accumulation
of waste chemicals in our brain. There are
many different kinds of Primary Dementia
as well, but I won’t talk about all of them. I
will only talk about Alzheimer’s disease, since
that is the most common type of Primary
Dementia.

The goal of treatment is very similar for
all Primary Dementias. It is to protect the
surviving brain cells from damage. The
same medications are used for all Primary
Dementias, but they are most effective only
for Alzheimer’s disease.

ALZHEIMER'S DISEASE

Hmm... | understand. Since Alzheimer's
disease is the most common, and
since the treatment is similar for all
Primary dementias, we can focus just
on Alzheimer’s disease. So, please tell
me more about it...
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Yes, it is very important to know about
Alzheimer’s disease.

STEM CELL
CONTROVERSIES

In Alzheimer’s disease, the main issue is that
the brain cells which are being destroyed are
not replaced. The brain does produce new
cells, but it does so exceptionally slowly.

Stem cells are capable of tremendous
division. Basically, they can keep on dividing
forever. They can transform into any kind
of cell, including brain cells. Therefore,
some people have proposed that stem cells
should be used to replace the dead cells in
Alzheimer’s disease.

This is truly difficult. Implanting stem cells
into the brain is one problem. Having them
transform themselves into brain cells is
another problem. But the truly difficult
problem is this: How can you make the new
cells make the right connections to the rest of
the cells in the brain? The brain is a network.
A cell that is not connected to other cells is
useless.

The long term effects of stem cell therapy
are not known. They may increase the risk of
cancer.

Should you have stem cell therapy? Most
people peddling stem cell therapy have no
understanding of the complexities involved.
So my answer (for now: Jun 2015) is a firm
NO, with one caveat: If you can find a truly
knowledgeable person in a very reputed
institution who has a well defined research
protocol, you can think of enrolling yourself in
the research study.
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Alzheimer’s disease is very common. Almost
5% of all people about the age of 65 have
Alzheimer’s disease! If your grandfather,
grandmother, father or mother have
Alzheimer’s disease you are more likely to
develop it.

Symptoms of Alzheimer’s disease usually
start appearing after the age of 50. The
disease progresses very slowly. It may take 10,
15 or even 20 years for the memory problems
to become severe.

At the onset, the affected person often forgets
small things like the name of distant relatives
and places. This state of affairs usually lasts
for 5-10 years. As the disease progresses, the
person may start getting lost because he/she
cannot remember the way home. Frequently,
patients complain that they went into a room
or into a supermarket to get something, but
by the time they got there, they had forgotten
what they wanted. After a few more years,
the memory problems become severe, so that
the patient may forget obvious things such
as the name of his/her spouse and children.

As a rule, Alzheimer’s does not affect the
patient’s personality. He/She appears to be
outwardly cheerful, and may even use small
jokes to cover up his/her forgetfulness. In
the very late stages of Alzheimer’s, some

N

patients may become irritable, aggressive
and sometimes, physically agitated.

TESTS FOR DEMENTIA

Thanks, | know about 9 causes of
secondary dementia and the most
common cause of primary dementia
now! What tests do we need to do to
find out the type of dementia?

1. Blood tests: Secondary dementia is
diagnosed mostly by blood tests. Blood
tests are available for B12, folate, thyroid
hormone levels, HIV and syphilis. I
think all patients with dementia should
have at least these 5 tests.

In addition, most doctors will do some
routine blood tests such as blood count
and liver function tests.

2. MRI: Most doctors will also get an
MRI of the brain. This is mostly to rule
out serious problems like a tumor. In
the early stages of dementia, the MRI
is usually normal. In the late stages,
the MRI may show that parts of the
brain have shrunk. You can read the

Blood tests are used to diagnose
low B12, HIV, thyroid disease
. and other problems that

cause dementia. X{
S

Y il
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information for everyone” section to
know more about MRI.

3. Other tests: The doctor may order
other tests based on your symptoms.
E.g. a sleep study if he thinks you has

obstructive sleep apnea.

Unfortunately, there is no simple test that
can diagnose primary dementia with 100%
accuracy. The physician makes a diagnosis
based on which aspects of your thinking and
memory are affected. For example, if your
memory is affected more than your ability to
calculate, the doctor may make a diagnosis
of Alzheimer’s disease.

Some newer tests like MRI, special staining
on fluid removed from your back etc may be
helpful for the diagnosis of some diseases
that cause primary dementia. However, these
other conditions are uncommon.

MEDICATIONS FOR
ALZHEIMER'S DISEASE:

Notes
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MEDICATIONS FOR DEMENTIA

Ok Doctor. I think | understand. At this
stage, you will order some tests for
secondary dementia. If all these tests
are normal, then you will diagnose my
condition as a “Primary Dementia”,
likely Alzheimer’s disease. But... If | get
diagnosed with Alzheimer’s, can | be
treated?

Yes. I think you have summarized everything
perfectly.

There are 4 medications available for

Alzheimer’s disease. You can see the box for
more information about these medications. .

Common side-effects

& Most doctors will start treatment with

this medication
Donepezil (Aricept)

™ Cheapest medication
™ Increases a good chemical called

Nausea and diarrhea in
some patients

Acetylcholine in the brain

™ Usually given in slightly advanced

Rivastigmine  (Exelon)
Galantamine (Rizadyne)

disease or if Donepezil does not work
™ Rivastigmine is available as a sticky

Same as Donepezil

patch that you can stick to your arm.

™ Usually given in advanced disease

v
Memantine (Namenda) & Protects

glutamate

the brain
effects of a harmful chemical called

the Dizziness, headache,

confusion

against

* Note that side-effects from any of these medications are usually mild, and not seen in all patients.
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MEDICATIONS SLOW THINGS YOU CAN DO
DOWN ALZHEIMER'S DISEASE

It's good to know that there are
medications for Alzheimer's disease.
How effective are these medications?

That is a tricky question. Without doubt,
these medications are effective. These
medications are effective at slowing down
the rate at which brain cells are destroyed,
but they do not stop the process completely.

As I told you before, Alzheimer’s disease
progresses very slowly. These medications
slow down the progression further. However,
there is no medication that can completely
stop this process.

Alzheimer’s is very common throughout the
world. Many developed countries including
the US, UK and India are investing
heavily in research to find an effective
cure. Through this research, scientists have
developed many medications which may be
effective for Alzheimer’s disease. Some of
these medications have been very effective in
animals. But these need to be tested further
before they can be given to humans. Perhaps
in 5-10 years we will have many medications
that can completely stop the progression of
Alzheimer’s disease.

Hmm... Doctor | do hope that these
medications are approved for sale in
a few years. What else can | do, other
than medications, for my thinking and
memory problems?

I am hopeful too. With so much money and
effort being spent on research throughout
the world, I would be surprised if we don’t
have many, extremely effective medications
for Alzheimer’s disease within 10 years.

You can do many things to make your
symptoms better:

1. Exercise your brain: This is very
important. Your brain is like your
muscles: The more you use it, the better
it becomes. Read the newspaper daily
and discuss the news with your family
members and friends. Try to memorize
the names of important people while
reading the news. If you are religious,
then read religious books daily, and
repeat the phrases until you memorize
them. Try to learn a new musical
instrument. Try to learn singing,.

Don’t try to do too much to the point
that you get frustrated. Whether or not
you remember the names in a newspaper
for a long time, or actually learn to sing
well is irrelevant. The mental effort that
you put into these activities will make
your thinking and memory better.



2. Exercise your body: It is not clear how,
but physical exercise can help your brain
to work better. Walking for 45 minutes
a day is an excellent form of exercise.

If you feel you may lose your way, you
should take other people to walk with
you. It’s good for them as well! Don’t sit
at one place in your home. Try to keep
moving. Help in household chores such
as cleaning up and cooking,.

3. Sleep regularly: Generally speaking, 7-8
hours of sleep is essential for everyone.
Elderly people sleep for fewer hours,
but even they should try to sleep for 8
hours in a day. If you are not able to
sleep because of anxiety or any other
problem such as obstructive sleep apnea,
then those problems need to be treated
promptly.

4. Music: Listen to music for 1-2 hours.
Try to listen to cheerful songs. This
will make you feel better. But more
importantly, research has shown that
listening to music improves your
thinking and memory.

Regular physical
exercise can

IMROVE YOUR
MEMORY!
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5. Stop tobacco use. Reduce alcohol
use: If you use tobacco in any form
(cigarettes, bidis, pan, mawa...), you
should stop using it immediately. Also,
try to reduce your intake of alcohol;
it can make you very confused. At the
most, you can have 1-2 drinks per week.

ACCEPTANCE AND SAFETY

Ok Doctor, | don't smoke or drink
alcohol. So exercise, sleep and music
for me. That's great — | think | enjoy all
these things! What other advice do you
have for me?

I am very happy to see that you are willing to
do these things. I think two other things are
important: accepting your illness and being
careful.
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1. Acceptance: Accept your illness. As I
mentioned earlier, we may have effective
medications for Alzheimer’s in a few
years. But until that time, you may
need other people to assist you in many
things. Do not hesitate to ask for help.
If someone tries to be excessively helpful
and you get irritated at them, remember
that they are doing it because they love
you. If you feel you need their help, then
take it. If you feel you don’t need their
help, then warmly refuse it.

There is a balance to be struck here: If
someone you know and trust insists on
helping you for safety reasons, then try
not to refuse. They may be recognizing a
danger that you don’t know about.

2. Be careful: Always think of protecting
yourself from bodily injury. It is very

important for you to be physically
healthy.

As Alzheimer’s progresses, many people
give up things that may cause bodily injury,
including driving a car or scooter. You should
not insist on driving if you cannot drive well.
In this situation, it is not just your life you are
putting at risk. You are also endangering the
life of innocent men, women and children on
the street.

If you tend to get lost, you should try to take
someone with you every time you go out.

You may need a lot of help with managing
your money. Try to identify a trustworthy
person to help you, or even better, set legal
safeguards in place so that you cannot be
cheated out of your money.

THINGS FAMILY MEMBERS CAN DO

Doctor, you had mentioned that in the
later stages, patients with dementia
may become irritable and depressed.
What can the family members do to
help in such a situation?

Dementia affects not just the patient, but
also his/her family members.

In the later stages of dementia, the patient
may lose control over his emotions. He/
She may become very angry, anxious or
depressed about small things. There are many
medications available for the depression,
anxiety and agitation that are seen in the
later stages of dementia. However, many
of these problems may be controlled by a
little understanding on part of the family
members. Patients with dementia often get
angry when people make them conscious of
their problems, or ridicule them. .

Here is a list of things that family members
can do:

1. Make the patient’s days simple and
structured: As much as possible, try to
simplify the patient’s day to day life.
Keep their wallet, spectacles, pen, keys
and other things they use daily at the
same place every time. Try to stick to
a fixed routine. Try to make routine
things such as bathing, breakfast, lunch
and dinner happen at the same time
everyday.
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People with memory problems get less frustrated when their
personal belongings are arranged properly.

I =ik

2. Use simple language and instructions: 4. Respect their independence: Patients

Use simple language, with short with dementia are still the same person

sentences if necessary, to communicate you love and respect. Whenever they

with the patient. If you are giving him/ want to do something that is not

her a set of instructions, give them one dangerous, you should respect their

at a time. Do not overburden the patient wishes.

with lots of information at the same

time. 5. Engage them in all activities: Try to

involve the patient in all conversations

3. Do not tease patients or make fun of at home. Try to involve the patient in

their problems: It is seriously immoral household chores, household outings and

to make fun of patients with Dementia. all other household activities.

The same person, who took care of you

as a child, now needs your help. You 6. Encourage physical and mental

need to be compassionate. Pay special activity: Do not help the patient unless

attention to children, since they may there is a good reason. Encourage them

not realize the difference between right to remember things. A delicate balance

and wrong, and may tease the patient needs to be struck. Encouraging the

without realizing what they are doing. patient to use his/her brain will improve

his thinking. But if you try to do this
by making fun of the patient, by trying
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to intimidate the patient, or by pushing 8. Seek appropriate psychiatric help

the patient too hard to remember if needed: If the patient has serious

something, the patient may become sad, psychiatric problems, you should seek

anxious or even angry. the help of a psychiatrist who can
provide counseling and medications.

7. Recognize hallucinations early: Patients Psychiatric problems are diseases of the
with severe dementia may see things that mind, just like stroke and dementia are
are not really there. They may be scared diseases of the brain. They are nothing
by such hallucinations. These need to be to be ashamed about. Treatment can be
taken seriously. A regular sleep routine very effective.

and medications may help.

The patient is the same
person you always loved and
respected. Now, it’s your turn

to take care of him/her.
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