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<z A) Whatis Parkinson's disease (PD) ? =--

Parkinson's disease is an illness that affects one's ability to move. It causes tremors, slowness,
stiftness, poor balance, speech changes, stooped posture and changes in walking. It does not shorten
lifespan much and usually does not affected memory or the ability to think.

We don't yet know what causes this disease, but many scientists are actively working on this problem.
We do know a lot about this illness however. It does not usually run in families so the children and
grandchildren of people with PD are usually not at increased risk. PD is a disorder of the brain. Ina
very small region that is very important in coordinating movements the brain cells, called neurons, die.
As aresult, the chemicals made by these cells become low causing problems with the brain's ability to
control movements. The name of the most important chemical that is in short supply in PD is
dopamine. Thus, in PD, there is an imbalance of the normal chemicals in the brain.

o<z B) Who Gets PD? &--

In most cases PD does not run in families. Brothers, sisters, children and grandchildren are not more
likely to develop PD than anyone else. PD tends to affect older people. About half the people who get
PD have their first symptom before the age of 60 and the other half begin at 60 or later. Since PD does
not shorten lifespan much most people who have PD tend to be old, some because it first developed
when they became old but most because they grew old with their PD. Of'the people who developed PD
below the age of 60 most are in their fifties, some in their forties and very few younger than 40. But it
does occur at these young ages. There is even a child who developed it under 10, but this early an onset
is extremely rare.

o<z C) How do you know if you have it? =--

There is no test to diagnose PD. All tests such as the brain wave (EEG), CAT scan, MRI, blood tests
and spinal fluid tests are normal in PD. Sometimes doctors do these tests to be sure they are not dealing
with a different illness than PD which might show up on one of these tests. The diagnosis of PD is made
on the basis of the patient's medical history and neurological examination.

The usual history for someone with PD is of a gradually increasing tremor, increasing slowness, loss
of mobility or shuffling while walking that has developed over the last six months to two years.

The tremor typically affects the fingers or the hands but may affect the jaw or feet. It may occur on one
side or both and be stronger on one side than the other. The tremor occurs when the limb is resting, goes
away during movement and may return when the limb is held out in a fixed position. For reasons not
yet understood the tremor varies during the day. It becomes stronger when the person is nervous and
may even go away completely when the person is very relaxed. Itis amplified when the patient holds a
large, lightweight object such as a newspaper so it is very common for the tremor to be first noticed
while reading the newspaper or a magazine. Tremors always disappear during deep sleep but the
patient cannot tell this because he's asleep! Tremors that may occur during night sleep and awaken the
patient can interfere with falling asleep either because the movement is annoying or because of the
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g sound caused by the shaking. :i

Slowness is often the biggest problem for the Parkinsonian although it is not always clear to others.
One of'the first things that family members notice is that the Parkinsonian takes longer to do everything.
Bathing, dressing, cooking meals, writing checks, all keep taking longer and longer. When the patient
is old, everyone simply blames old age. "Of course, grandpa is slow, he's getting old." But this
slowness gets worse rather quickly in many cases, quicker than simply growing old. The reason for this
is that Parkinsonians lose some of the automaticity for movements that normal people have. Ifanormal
person wants to button a shirt she simply "does it". A Parkinsonian must guide the fingers through the
process, in some ways like guiding a robot or a piece of machinery, step by step. For example, a patient
who was affected by PD on only one side of his body said, "When I use my good hand it does everything
by itself. When I use my other hand I have to consciously control it and tell it what to do." This loss of
automatic, or unconscious control of movements explains why Parkinsonians are "akinetic," that is,
lacking in movements or "statue-like". Parkinsonians blink less than other people so they seem to be
staring. They swallow less than others so they may drool due to the accumulation of saliva in the
mouth. When seated they stay in one position, like a statue, whereas other people tend to shift position,
cross their legs, scratch their face and perform other little movements.

Stiffness is another feature of PD. The Parkinsonian may or may not feel this but the doctor will test
the arms, legs and neck for this in the office. The face also becomes stiff and looks somewhat frozen. It
isn't known if the stiffness of PD causes the abnormal posture of the Parkinsonian. PD patients tend to
be stooped. They tend to bend forwards a little bit at the hip and a bit more at the shoulders. This makes
them look older than they really are when they stand up. While seated there is also a tendency to have
the head bent and the shoulders rounded.

The walk of a Parkinsonian looks like that of an elderly person. The shoulders are stooped, the arms
are held at the side or swing only to a small degree and the heels often scuff the floor causing a shuffling
walk. Turning is altered as well. Parkinsonians generally turn in a series of steps rather than by
pivoting. In addition to the above features other changes occur as well. Handwriting suffers. Not only
is there a problem due to slowness and tremor, but the writing becomes small as well. The best way to
see this is to compare signatures on recent checks with those from a few years ago. Speech often
changes. The voice becomes soft and sometimes a stutter develops. Depression occurs in a large
percentage of Parkinsonians and some also develop memory problems.

o<z D) How Quickly Does PD Progress? =--

PD is a very variable illness, but it never goes away or gets better by itself. In all cases the illness
progresses but in some people it appears to be stable because the progression is so slow. In most cases
the slowness caused by the disease forces changes in lifestyle within 5 years. Itis impossible to predict
the future. The best guide for gauging what life will be like in the future is to look back six months or a
year to see what changes have occurred during that time. The same degree of change will probably
occur during the next time period. Parkinson's disease does not suddenly worsen. Unlike other
conditions, like strokes or multiple sclerosis, PD has a steady, slow course without sudden dramatic
changes.
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<7~ E) What Medication Is Available? &~--

It is important to understand that there is currently no cure for PD. The brain cells that have died
cannot be replaced. New brain cells unfortunately do not grow to replace the old ones.

Treatment can be divided into two aspects. The first issue is, what can be done to slow the disease
progression? The second is, what can be done about the symptoms of PD, the tremor, stiffness,
slowness and walking problems?

No medication has been shown to delay the progression of the slowness, tremors and other problems
of otherwise untreated, mild PD.

The medications for PD are all intended to improve function by partly correcting the chemical
imbalance caused by the death of neurons that produce the chemical dopamine. Since none of these
medications for the symptoms, such as tremor, stiffness, slowness, decreased mobility, alter the
progression of the disease it is important for patients to understand that a medicine for PD should only
be taken if it helps in some clear cut fashion. Ifa drug for the symptoms of PD doesn't improve some
function then either a higher dose of the drug is required or the drug should be stopped and replaced by a
different medication. Very often parkinsonians need two, three or even more drugs to treat the
symptoms. And this doesn't count the medicines that might also be needed for other medical
conditions.

L-DOPA is the single most important medication and is given in the form of "Sinemet". L-DOPA is a
chemical normally found in the brain and is used by the brain cells to make dopamine. By giving more
L-DOPA, the brain cells can make more dopamine and thus help to partly correct the diminished
amount of this chemical. Unfortunately L-DOPA doesn't usually make the person completely normal
and over several years, it can cause side effects (discussed below). Many doctors avoid using Sinemet
when the symptoms are mild and only start it when symptoms interfere with lifestyle or job
performance. Many people believe that L-DOPA stops working in five years. This isnottrue.

Pramipexole, Ropinerole, Rotigotine and Bromocriptine are medications that act like dopamine and
are therefore helpful in overcoming problems caused by too little dopamine. Unfortunately dopamine
itself cannot be given because it can't get from the blood into the brain.

Amantadine is another useful drug that appears to work by interfering with a chemical that reduces the
effectiveness of dopamine. It is the only PD medicine that may reduce dyskinesias, the wiggly or
fidgety movements caused by long-term use of L-DOPA.

A class of medications called "anticholinergics", act by blocking a chemical in the brain that is
normally controlled by dopamine. When dopamine levels are low this chemical, acetylcholine,
becomes unopposed and too strong in its action. These drugs, which include artane, cogentin,
kemedrin, parsidol, akineton, act to partially block this chemical. These medications are most helpful
for tremor and stiffness, and less helpful for slowness, balance and walking problems. The other drugs
are helpful for all aspects of the PD, although tremor may not respond well to anything. Unfortunately
these drugs have many side effects that limit their use.
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o<z~ F) What are the Side Effects of These Medications? ==-

Like all drugs, these medications may produce unwanted side effects. L-DOPA can have early side effects
or late side effects and will be discussed last. Since PD is a disorder of the brain, all the drugs for PD must act
on the brain. Unfortunately the brain chemicals involved in PD are also involved in memory, thinking,
dreaming and emotions so that occasionally people suffer medication side effects in these areas. All side
effects go away when the medicine is stopped but this may take a few days.

Bromocriptine (Parlodel) Premipexole (Mirapex) Ropinerole (Requip) and Rotigotine (Neupro) can
cause nausea, vomiting, lightheadedness (dizziness), especially on standing, confusion or hallucinations.

Amantadine (Symmetrel) can cause leg swelling, purple blotching of the legs, confusion or hallucinations.

The anticholinergics may cause dry mouth, constipation, memory problems, confusion and
hallucinations. Since these drugs can worsen certain forms of glaucoma, an eye condition, their use may
need to be discussed with an eye doctor.

L-DOPA, when first started may cause nausea, sleepiness, visual hallucinations, confusion and
personality changes. One of its peculiar effects maybe to make dreams very realistic. After a few years
many PD patients develop a new movement disorder called dyskinesia, in which the head, hands or feet
begin to dance without the patient's control. This development is usually not a problem for the patient but
occasional patients do develop problems from these movements.

Most medications help patients and do not cause side effects. It is important to be aware of potential side
effects but not to be too frightened to use the medicine. All medications can cause side effects in some
people. Even "sugar pills" cause side effects in some people!

o<z G) What Can You Do for Yourself? &=-

Learning about PD and its treatment helps you to communicate more effectively with your doctor. The
medications are supposed to make the Parkinsonian feel or perform better. If a new medicine fails to do this
the doctor should be notified to either increase the dose or stop the drug. Many patients don't do this and
simply keep taking medicines that aren't helping. It is also important to tell the doctor about uncomfortable
side effects. If side effects occur it is no one's fault and the doctor should be notified. Many patients stop
their medicine without telling anyone because of side effects. On the other hand some patients experience
problems caused by new medical problems and blame them on the PD or the PD medicines.

Therefore it is important to have an honest relationship with your doctor.

There are other therapies in addition to medications that also will help you function better with PD.
Exercise is very important. There are two sayings that we like to use, "Rest and rust", "Use it or lose it."
Walking, stretching, exercizing, swimming and other activities can make you feel better. PD does make you
tired so don't be afraid to rest for a short time and to space out your exercise program.

The most important thing PD patients can do now to invest in their future is to be active: physically active,
socially active and mentally active.

o<z~ H) How Can Local PD Organizations Help? &™-=-

The American Parkinson Disease Association Information and Referral Centers would like to help. They
do not provide direct services but are committed to helping you learn about PD, its treatment and local
resources. Their education and support programs will make facing the challenges of PD easier.
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