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Why Parkinson’s Disease Patients Should
Not Go To The Emergency Room

Joseph H. Friedman, M.D.,

Director, Brown University Parkinson’s Disease

and Movement Disorders Unit
Providence, R.I.

| am occasionally called by an
emergency room (ER) physician to be
informed that Mr. Smith is being
evaluated for “freezing” or increased
tremors or some other aspect of his
Parkinson’s disease (PD), and asked
what would | advise. Usually | advise
the ER doctors to tell the patient to
cail me the next day and get him out
of the ER before anything bad hap-
pens.

A number of times I've heard
the same story ,”| went to the ER last
week because PD got so bad |
couldn’t stand it anymore! And what
did they do in the emergency room?
They kept me waiting six hours, did a
chest x-ray, brain CT scan, cardio-
gram and a bunch of urine and blood
tests and sent me home. And you
know they didn’t know anything about

Director, APDA Information and
Referal Center
Pautucket, R.l.

Parkinson’s disease! They never
heard of dyskinesias, of “off’ periods
or even some of my drugs.”

It's not the ER’s fault. Let's look
at the role of the patient, family and
perhaps us PD doctors in the situa-
tion.

A trip to the ER may be useful
for evaluating anything except PD.
Never go to the ER because your PD
is worse! You should go if you think
you have an infection making the PD
worse, or if you fell and are worried
about a broken bone or a blood clot
on the brain, but if you have bad PD
problems that you've been working on
with your neurologist and some time
when the doctor is unavailable and
PD takes a sudden turn for the worse,
| will guarantee you that you will be
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lucky if you leave the ER with only a
few hours and a few tablespoons of
blood lost.

ER doctors do not know much
about PD. The better ones will tell you
this and advise you to call your PD
doctor the next day. Sometimes pa-
tients are admitted to their local hos-
pital where their PD specialists may
not be able to see them. Then some-
one who meets them once for 20-30
minutes alters everything that you
took three years to get into place.

Now | don’t mean to imply that
one should never go to the ER, but |
do mean that you should never go
because your PD is worse without
talking to your PD doctor first. Let me
provide some scenarios because it is
sometimes not so straightforward.

Basically , PD patients are rela-
tively stable over weeks at a time. By
this | mean “good” patients who reli-
ably respond to the medications stay
that way, perhaps developmg mlldly

to severe fluctuatmg remain fluctuat-
ing no matter how we adjust medica-
tions. If we're lucky an adjustment will
add one good hour and if we're un-
lucky we may lose an hour. Some
days are good, some days are bad.
The parameters of these changes are
generally well known but change
slowly over time. A person with
onlytwo good “on” hours per day may
panic if there’s a day without any

“good” time and will experience it as
a terrible, excruciatingly bad day. But
in the context of the illness it really
was only a little worse, 14 hours “off”
increased to 16 hours “off.” Of course
the patient and family report that “two
hours “on” went to zero,” hence a
complete loss of function. While this
is certainly cause for grief and con-
cern, it's not cause for alarm and all
the brain CT scans and blood tests
are not going to teach the ER doc-
tors any new tricks your PD doctor_.
doesn’t already know and probably
has already tried.

There is no doubt that living with
PD is frustrating for the patient, the
caregivers and anyone else involved.
No matter how many times a patient
has been through an “off” to an “on”
period, there is rarely a complete
sense of confidence that the bad time
will end. There's always a little nubbin

" of fear that this “off” will never end

and this fear, of course, makes the
“off’ more severe and last longer. And
for many patlents the' on’s” and “off's”

frustratlon even worse. For the patlent
who has only small amounts of “o

time, each “on” moment is golden, so
that a loss of one hour of indepen-
dent mobility is a true calamity. Some-
times the frustration just boils up over
the top and neither the patient nor the
caregiver can take it anymore. Fre-
quently the caregiver panics because
the patient, “their responsibility”
hasgone downhill and there must be
something the caregiver can do to fix



it. Sometimes it's the patient, over-
come by fear that the “on” will never
happen, seeks immediate relief, as if
the ER can supply a balm, like they
do so easily for treating pain. Unfor-
tunately there’s no narcotic equiva-
lent for PD.There’s no magic or the
patient would be on it.

When a patient whose PD has
been stable suddenly deteriorates,
then reasons other than the PD itself
must be suspected. Mild preumonia,
stress, severe constipation, bladder
infection, and sometimes other, more
serious, non-neurologic problems
may exacerbate the PD problems.
The same is true for problems of
memory, thinking and sleepiness.
Sudden, persistent declines in con-
centration and memory usually indi-
cate either an “occult” (hidden) medi-
cal problem such as an infection or
thyroid dysfunction, or a medication
related problem.

Too often the ER doctors diag-
nose “stroke” even when there’s noth-
ing to suggest this condition. They
hear the words, “suddenly got worse”
and the only thing ER doctors know
that causes sudden neurologic wors-
ening is stroke, so the patients get a
CT scan and an unnecessary stay in
the hospital. And the hospital is the
last place you want to be if you have
problems with Parkinson’s
disease.(See Educational Supple-
ment No.5 on the hspitalization of
thePD patient.)They disrupt your
medication schedule, interrupt your

sleep, and interfere with your exer-
cise routines. Remember how many
medication adjustments you've been
through. Add one drug, subtract an-
other, play with the schedule by a half
hour, front or back load a dose of L-
dopa, try physical therapy. It's unrea-
sonable to expect an ER doctor even
at the best medical centers in the
country to know you or your PD bet-
ter than your own doctor. No ER has
a neurologist working in it. Certainly

——none-has PD-expertsunlessthe ER—— —

doctor happens to have a family
member with advanced PD. It doesn't
make sense to expect a doctor who
specializes in the common ER prob-
lems to know anything about PD. The
ER is not a good place to get a sec-
ond opinion on PD management.

Problems with PD? Call your
doctor. Problems with thinking,
memory, concentration, hallucina-
tions or strange behavior? Call your
PD doctor.

Needless wastes of time, body
fluids and money along with poten-
tial harm can be avoided with a call
to the doctor who knows your PD
best. Keep in mind that your doctor
or a covering physician is always
available but not instantly so. If you
are experiencing a possible emer-
gency then it is reasonable to expect
a quick response if you let the
secratary know it's urgent.
However,going to an ER because the
doctor didn’t call back in an hour is
not wise.



If your doctor doesn’t help you more than
the emergency room doctor, you need a
new Parkinsons disease doctor.

The information contained in this supplement is solely for the information of the reader. It should
not be used for treatment purposes, but rather for discussion with the patient's own physician.
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