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Dear friends,

Welcome to one more commemarat n of Par kinsonds on Worl d
In all our programghe one thing we count on is our mutual interaction and your whole
hearted participation. We take this opportunity to thank you for your support.

We have always received feedback from youeanh of our endeavors and have sought

to grow each time in directions that you have leagedt has been our experience that
accumulating information to gain greater insight into your difficulties related tes RD
primary concernWith this booklet wehope to address this concern; allow you to
understand your condition better, identify your areas of difficulty and related avenues for
treatment and therapy, create more opportunities for exchange between you and your
doctor and most of all involve you @very aspect of your care.

ABOUT THIS BOOKLET
This bookletisagui de to the different aspects of
in this effort is to give you information and involve you in your care so as to ensure that

you experience optimaknefits.
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#Wh at i s Parkinsonds?

Parkinsonods is a condition of the nervou
characterized by problems with body movements, although othemptor symptoms

can also occur. Body movements aantrolled by nerve cells in the brain that pass
messages to one another. These messages are sent using chemicals (neurotransmitters),
which pass between the nerve cells and, in healthy people, the messages are carried
smoothly.

One important neurotrangiter that is involved in controlling body movements is called
dopamine. In people witR ar ki n s o (RD3, thete is a&lack ef dopamine in the
brain, and therefore the relay of messages is disturbed, and this creates problems with the
control of movenent.

The symptoms of PD often appear gradually, usually on one side of the body first, and
slowly progress over time. The main physical symptoms of PD are slowness of
movement, stiffness, and sometimes tremor and loss of balance, although the type and
severity of symptoms vary from person to person. Different symptoms may appear as PD
progresses.

PD is globally distributed, affecting all cultures and races, with an estimated worldwide
prevalence of 6.3 million people. More than 1 in 10 people with P@iagnosed before
the age of 50 years.

Although at present, there is no cure for PD, the symptoms can generally be treated
effectively by using a variety of medications

#What are the symptoms of Parkinsonés? How

Il n Par ki nmostrbdsis symgtome are@mor (trembling or shaking), stiffness,
and slowness of movemeitfihese are called the Motor symptoms.

Other symptoms likedlifficulties in maintainingposture and balance groblems with
urinating and slow bowel movemenisay dso be experienced. These are the {Nutor
symptoms.

As a result of these symptoms the smooth carrying out of daily activities and everyday

routines may be affected c har acteristic of Parkinsonos

from day to day and sometisieven from hour to hour.

# What causes Parkinsonds?

I n Parkinsonos, there is a | ackDoparhineds ¢ he
that chemical messenger (neurotransmittevhich communicates the movement




instructions to the body. This lack dopamine is because the brain has lost many of the
nerve cells that normally make dopamine. Loosing nerve cells is a completely normal
process that occurs even in the healthiest person but, in PD, a very large number of the
lost cells are from a spedfipart of the brain called the substantia niagra. This area is
strongly involved with the control of body movements. Thus, resuitinghovement
difficulties, muscular stiffness, and tremor.

Medical experts are not yet certain what destroys these ndlsyercahat causes some
people to develop PD and not others. However, PD is not an infectious disease and it is
not contagious.

The line of treatment for PD involves, drugs or medication, surgery for some cases,
exercise & therapy and management andbiiketion.

Coping with Parkinsond6és requires daily at
Management of Parkinson's requires a multidisciplinary team, i.e. a team of
Neurologists, General Practitioners, Physio Therapists, Occupational Ther&pieech
Therapists, Nutritionist, Psychologists, Social Workers & Parkinson's Organization.

#What are the Motor 3ymptoms in Parkinsono

There are three chief mot or sympt oms t hat
Most often they are calleti¢ Triad of symptoms.

. Tremors; such a trembling of the limbs usually affects the hands and feet but may
sometimes also affects the lips, tongue, jaw, abdomen and chest.

But, unlike tremors in other disorders, these tremors are called Resting Trasbesy

occur in the affected hand or foot when it is at rest and disappear during a movement.

. Rigidity; or muscular stiffness is another hallmark symptom of PD. As a result, the
affected muscle seems in a state of tension or contraction and is unablex tevesia
while at rest. This is responsible for the aches and pains in the body. Such rigidity is
called Plastic or Passive rigiditin that we find a constant uniform resistance to passive
movement or manipulation of the limbs and muscles.

. The third elemet of the triad, the slowness of bodily movements is called Bradykinesia.
This involves not only slowness in carrying out a movement, but also hesitancy in
initiating a new movement and fatiguing easily.

There appears to be a decrease in the performanagtomatic movements like; eye
blinking, swing of the arms while walking, hand gestures while talking, expressive facial
movements etc.

Change in posture and difficulties in balance are 2 other important motor related
symptoms that are associated wetD.




- Posture; many patients with PD tend to stand in a mildly stooped posture. Some may
tend to lean slightly to one side. Another common tendency to carry one arm bent at the
elbow. This tends to disappear if one makes the effort to swing one arnmstamiteng or
walking. While another more rare postural difficulty is seen in holding ones feet turned in
slightly; usually while sitting when the legs are at rest.

Very often patients are unaware of these postural changes and maybe surprised to note
them, sy in their reflection. However, we must note that such awareness just puts them
in a better position to work on these difficulties with exercises and sheer force of will.

- Balance; Patients with PD are often seen to not be able to maintain balancesas a
they may fall frequently, forwards or backwards. As a result, their balance maybe easily
affected even by minor obstacles like; small elevations or changes in the floor like
doormats, carpets pebbles etc. the difficulty also results in difficuttiemrrying out

tasks like wearing pants/trousers/pajamas or pulling up socks etc.

With time changes may come about in walking like; steps become small, shuffling of
feet, difficulties with turning (in fear of loosing balance) etc.

Medications help brig some of the symptoms under control. And exercise enhances the
effects of the medication and works to maintain muscle agility.

Exercises can reduce stiffness and improve mobility, posture, balance and help overcome
problems related to balance and walkiligyreatly improves the quality of our daily life

with its direct affect on symptoms like stiffness and slowness. Not to mention improving
our levels of fitness and sense of wading.

Please note: Get your therapist/instructors advice before doirgxangises

# Whatare the nonmot or symptom® in Parkinsonos

As well as the main symptoms, PD can produce other symptoms that are not related to
movement. Some of these are described below.

CNS RELATED SYMPTOM

CNS (Central Nervous Systemyelatedsymptoms are those which are caused by PD
having an effect on messages sent by the brain to the rest of the body

Constipation:
Constipation is a common symptom of PD. It is caused by the muscles of the bowel

moving more slowly than usual, together witle effects of less physical activity and/or a
poor diet. This particular symptom is relatively easy to iregler through the sensible

use of diet and exercise, or by receiving medication from the doctor. It is also important
to treat, as constipatiora lead to other health problems and can reduce the effect of
some medications, so dealing with it may actually improve function.




Drinking plenty of water (8.0 glasses) per day, is essential to help manage constipation,
and other tips on using diet &void/ relieve constipation can be found in the guide to
healthy eating/ nutrition manual included in this guide.

Sweating:
Sweating is one of the ways in which the body regulates temperéherdody cools

down as water evaporates from sweat on theaserbf the skin. Sweating is controlled

by the nervous system, and PD (or PD medication) can sometimes interfere with this
process, causing the body to produce either too much or too little sweat. If changes in
sweating occur then a doctor should be cdeduhbout how to manage the situatitor
example, advising on fluid in take, room temperature, or skin moisturizing products.

Pain:

From time to time, People with PD may experience cramps, aches and feeling of
numbness, coldness, or burning. This mosgdiently occurs in legs, although lower back
pain and head aches are also common.

There are many ways in which pain can be eased without using medication, and a physio
therapist will be able to provide specific recommendations for each person. Common
strategies are, gentle exercise, massage and correct use of practical devices such as
special cushions or mattresses. Other home remedies or external pain relief
gels/ointments maybe discussed with your doctor.

Speech and Facial Expressions:

Communication kveen people is an important part of everyday - lifmaking
connections outside the home, as well as within the family. This type of communication
involves many aspects, including words, body language and the manner of speech. In
people with PD, slow or reded movement of the muscle can result in the face showing
less expression than usual. These symptoms can sometimes make communication more
difficult, and can be misinterpreted as annoyance, disinterest, or as a lack of
understanding. Changes to the fumatof facial/throat muscles can also affect the voice

in some people with Pd, producing speech that may be quiet, hoarse, hurried or hesitant.
Therefore, it is important that any changes are understood and managed promptly and
effectively.

Your doctor wil be able to recommend a speech and language therapist to help

With effective tips and exercises for minimizing any speech problems. Advice on good
posture, exercises to strengthen the vocal/facial muscles and general guidance on
communicating clearlyan all help to manage the situation. Some such exercises and tips
can be found in the speech therapy guide attached with this guide.




BEHAVIOURAL AND PSYCHOLOGICAL SYMPTOMS

Sleep
Some people with Pd find that they have trouble sleeping, possiblydeeoae of their

symptoms makes it difficult to feel restful, e.g., pain, stiffness or anxiety. Alternatively,
sleep may be affected by a PD medication, or the changes in the brain that happen during
PD itself.

It is very important for a person with PD ave enough sleep, as it can help to improve
some symptoms, as well as benefiting health in general. The technical term for this is

A

60sl eep benefit. 6

Fatigue
Fatigue is physical and/ or mental exhaustion that is very common in PD. inrfeot

be one othe first symptoms to appear.

Fatigue can be caused by one or more factors, including drug treatment, the extra effort
of managing PD symptoms, disturbed sleep, or depression. Alternately, fatigue maybe
produced directly by the chemical changes in thenlibeat occur in PD.

It is important to identify the cause of fatigue. For example, if fatigue is associated with
depression, then the depression should be treated; if it is caused by sleeping problems
then they should be assessed and treated. Fatigates caused directly by PD maybe
treated by PD medication.

Aside from drug treatment, coping methods for fatigue include:

1 Allowing more time to complete daily activities

1 Learning to recognize times when medication is most effective and fatigue is
redu@d, so as to schedule most activities during that time.

1 Ensuring that the daily diet is balanced, providing energy, and avoiding
constipation (which can cause tiredness).

1 Using assistive devices, example dressing aids remote controls etc. which make
daily activities less tiring.

9 Taking regular gentle exercise to keep muscles active.

Mood/ Depression

A change in mood is a natural reaction to being diagnosed with PD, or developing a
particular symptom. However, depression in PD can also be caused by tse diself
lowering the levels of chemicals in the brain that control mood. Signs of depression
include a negative view of oneself, the environment and the future; loss of motivation,
energy, and interest (including social and sexual); poor sleep and yeamu a
decreased appetite.

Depression is a treatable condition and, because it can have such a big impact on
everyday life, it is important that the doctor is told about any mood changes in order to

provide prompt treatment. In addition to relievingdeps s i o n, it can i mp
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response to therapy for other PD symptoms, and it can also offer relief to the caregiver,
who may find it more difficult to offer support to a person who is depressed.

Often the Person with PBnd caregiver benefit fromounseling services and other forms
of increasing emotional support.

Anxiety

Anyone who experiences a new or stressful situation may become anxious. Anxiety
disrupts sleep, and can also worsen PD symptoms such as tremor. Extreme anxiety can
produce panicattacks, which include periods of dizziness, shortness of breath, and
sweating. Anxiety maybe experienced as a constant feeling or it maybe triggered by
certain situations, going out in public. In addition to these triggers, anxiety may also be a
sign a @épression.

People with PD can be taught relaxation methods, and often find that therapy such as
breathing techniques, muscle relaxation, massage, meditation, yoga, aroma therapy, Tali
chi etc, can help to relieve anxiety. In some situations, medicatiobenzavised by your
doctor.

Thought and Memory.

Because PD affects more than one part of the brain, some people find that they
experience changes in thought and memory, in addition to the more common mevement
related symptoms. In early PD, these may ideldifficulty with concentration or subtle
changes in memory and thinkingften barely noticeable to the person with PD. The
ability to plan complex tasks or perform several tasks at once may also be affected. These
impairments may gradually progress aomith other symptoms of the disease, although

it should be noted that medications can also have an effect on thought process ( e.qg.
producing confusion or hallucinations), and so any changes should be reported to your
doctor as soon as possible to detemrthe cause.

# What are Motor Fluctuations?

In PD, there are times when symptom control is good and the medication seems to be
workingwelkt hi s is called the AONO time. At ot h
with symptoms not appearing to resddn medicationt hi s i s cal |l ed A OFH
fluctuations refer to a state where a person with PD changes between ON time and OFF
time. This situation maybe common in people who have been receiving levodopa
treatment for many years. Another changesymptom control is seen at the peak of
levodopa absorption, when a person may experience restless movements known as
dyskinesiasal most as i f there was 6too muchdé mo

1 Wearing off is a phrase commonly used to describe the period of time between the
end of the effect of one dose , and the beginning of the next one. That is, the
beneficial effects of the previous dose appear to be wearing off.




1 Wearing off is relieved by taking the next dose of levod@tthough there is often a
delay of about 1 housefore the drug takes effect. A doctor maybe able to reduce the
effects of wearing off by recommending;

Smaller, but more frequent, levodopa doses.

A different form of levodopa that releases the drug more gradually
Chewing the levodopa tablets or takitigem with carbonated drinks to
increase the speed of their effect.

Not taking levodopa with meals.

Treating constipation.

<< <<

Another alternate is to add another drug (MBQOnhibitor/ dopamine agonist/ COMT
inhibitor) to minimize the wearing off symptoms. chuan addition of another drug is
called adjunct or combination therapy.

Treating motor fluctuations is a complicated process and needs to be tailored to each
individual 6s symptoms & dosages. Thus it

You can help your doctor understand the fluctuations you experience by maintaining a
wearing off record. A sample of such a re
of this guide.
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Par ki nsonos
Improving Mobility

A Gude to physical exercises for PD

We acknowledge the contribution of:
Ms. Roshan Vania
SRPT ( London) MIAP.OTD.
Consultant Neuro Physiotherapist
Head Dept. of Neurophysiotherapy,
Bombay hospital institute of medical sciences.
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BASIC GUIDELINES:

The first |Iine in the treatment of Parkinfg
does not stop there. The management of Par
occupationaltlierapy and speech therapy. Exercises are an adjunct, and not substitute for
drugs. The bookthetl poo retxeirmcd sfeesw t fbs gyleft you

your physiotherapist for custemade exercise programme.

Il n Par ki ns on &igidityor siftness of musdieg ane a tendency to not to
move all the joints of the body. If exercises are not done regularly, joints become stiff and
painful . I't is a normal tendency of patiern

usual activiies. It is very important

U to keep as active and as fit as possible and to maintain as normal a routine as you
can physically and socially

U to develop a hobby, to participate in outdoor group activities like group walking,
joining a laughter club etc. aatting to your interest.

U to do exercises in moderation and not to tire or exhaust oneself.

Remember the old adage:
Use it or Lose it.

So Get Startedeé.




Bending the knee, draw up
right leg towards the chest.
Rock the knee towards
chest few times. Then lower
& the repeat with other leg.

Bend both the knees
towards the chest & Rock
gently.

Raise both the hips, hold for
count of 3 then lower the
hips down.

Turn both the knees to the
left. Then repeat the
movement towards the
other side.




Starting Position :
Lying on back, legs drawn
up, knees bent.

Breathe in raising both arms,
stretching them beyond the head
on the floor.

Bring arms down extending them
sideways to the floor at shoulder
level while breathing out, then
revert to starting position.




Hands on thighs, lift the
head and shoulder up and
slide hands up towards the
knees. One should not
experience painin the neck.

Lying face down, palms
underneath the shoulders.

From above position,
Raise the chestup.




Inhale (take breath in) while
taking arms up.

Exhale (breath out) while
bringing arms down.

Sit upright on a stool.
Without bending your arms,
turn the body waist upwards
first towards the left, then to
the right. Balance the arms
simultaneously in opposite
directions.




Other Exercises :
1) Practising different facial expressions.
2) Incentive spirometer (for breathing)

Breath in deeply, but easily
and feel the ribs move out,
i.e. against your hands. Do
not move your shoulders.
As you breath out, squeeze
itout with your fingertips.







