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Lisa Wallace of the Visiting Nurse Association of Texas checks the blood pressure of Henry Dawson in Dallas.
Photo by Terry Cockerham.

COVERSTORY

Understanding Parkinson’s disease is the first step to making a difference in patients’ lives

Parkinson’s disease (PD) is a chronic, progressive, neurological disorder that occurs when neurons in the
brain’s substantia nigra either die or lose their ability to produce dopamine.

Without this chemical messenger, patients lose control of their muscles, which affects their quality of life.
For example, PD patients experience rigidity, loss of movement, and difficulty chewing and swallowing —
tasks taken for granted by those who can do them daily. The cause of PD is unknown, and there are no
specific diagnostic tests.

Despite the challenges, nurses agree that through perceptive assessment, schedule adjustment,
environmental modifications, and medication adjustments, RNs can ensure patient safety and manage
symptoms that can see-saw almost instantaneously — sometimes stopping patients in their tracks.



Motor fluctuations, medications

“Patients may function normally right after taking Parkinson’s medications, but when medications wear off
between doses, [the patient’s normal functioning] turns off suddenly, affecting smooth muscle movement,”
explains Patricia Simpson, RN, MHSM, CCRC, the manager of the Plummer Movement Disorders Center
and clinical studies at Scott & White Memorial Hospital in Temple, Texas.

“Most people are familiar with tremors, but Parkinson’s also causes stiffness and bradykinesia, which
means everything slows down. Without medications, they may also freeze, particularly in later stages,
which means extreme rigidity and almost complete loss of movement. That’s why it's crucial that doses
are given on time, within 15 minutes at most, and that nurses know patients’ medical histories,” she says.

Patients need their meds precisely and punctually, as often as every 90 minutes. “It's very important for
medication to kick in before they engage in any activity,” says Jean Jansen, RN, BS, who has cared for
patients with PD for more than 22 years through the Visiting Nurse Association of Texas in Dallas and
through case-managing her father through the illness for 15 years. “Otherwise, they may even be unable
to get out of chairs, their balance may be off, and they can’t make quick adjustments.”

At home and in the hospital, ADLs, therapy, and procedures should be provided in accordance with
normal medication.

“You have to time things when their medications are on,” says Simpson, who co-developed and teaches
the nursing curriculum for the National Parkinson Foundation’s interdisciplinary Allied Team Training for
Parkinson’s. “They may do fine feeding themselves, but if a dose is delayed or forgotten, they go hungry
when trays are whisked away because they can'’t feed themselves fast enough.”

When patients must be NPO for procedures, some medications must be titrated up and down over a
week, Simpson says. “Other than dopamine agonists, you need to continue Parkinson’s medications right
up to surgery and usually re-start them right afterwards if the patient has missed a dose during surgery.
Otherwise, it will be much more difficult for nurses to provide good care for patients because they can’t
turn, sit, or walk. Nurses have to advocate for patients with physicians and anesthesiologists. Some
doctors focus only on the surgery or condition they’re treating, not the Parkinson’s.”

Yvette Holland, RN, BSN, MSCN, clinical coordinator of neurology outpatient services at the U.S. Department of
Veterans Affairs Medical Center in Washington, D.C., assists John Armiger, RN, with his meal. Photo by Keith
Weller.



Right from the start

PD care is an issue of balance that goes beyond the physical. “The bottom line is these patients can’t
rush,” Simpson says. Rushing makes things worse and triggers freezes that last from minutes to an hour,
cautions Ingrid Pretzer-Aboff, RN, PhDc, a clinical faculty member at the University of Delaware.

“You either wait until it’s over, or you have a lot of support ... if they’re very stiff, it hurts to be moved.
Sometimes, if you touch limbs or have them focus on them, they can move them.” Even if they don’t
respond, “they know it's happening. You can use humor, let them think of something else, distract them,
or sit with them. Patients and caregivers can be embarrassed, frustrated, and depressed, but it’s part of
the disease,” says Pretzer-Aboff.

Even communication is difficult.

“It's important to take the time to listen,” says Yvette Holland, RN, BSN, MSCN, clinical coordinator of the
Veterans Affairs Medical Center neurology clinic in Washington, D.C. “Patients and families know what
worked at home, and they have a lot of wisdom.” Tools such as the Frail Elderly Functional Assessment
help RNs evaluate fluctuating abilities and needs, possible solutions, and assistive devices.

A matter-of-fact evaluation can overcome embarrassment. For example, to address continence, ask
patients if they can go to the bathroom by themselves, with a walker, or with assistance, or ask what help
they’ll need to use a urinal, bedside commode, or external catheter. “Don’t rely on adult diapers,” says
Florence Marchetti, RN, MSN, clinical nurse Il on the geriatric evaluation and management unit at
Northwest Hospital Center, Randallstown, Md. “Patients with Parkinson’s should get up completely as
often as possible, and using the bathroom [or commode] is a strong motivation.”

Nurses should also observe and assess the first meal. “Start up a conversation about food and meals,
find how well they can chew and swallow, and learn what’s easy to tolerate,” says Holland. “Ask, ‘Do you
or your family feel you take too long?”

Maintaining weight can be difficult because tremors burn a lot of energy, compounded by swallowing
disorders and poor dexterity. Some patients need small, frequent meals earlier or later than the hospital
routine. They may benefit from nonslip china, wrist weights, and eating utensils that swivel or are
specially shaped and weighted.

“Food is better tolerated and easier to chew and swallow if it’s either hotter or colder than [the
temperature] inside the mouth” says Mary Vrana, RN, MSN, CNA, nurse manager for neurology services
at the Veterans Affairs Medical Center in Washington, D.C. To avoid aspiration, she recommends “thick
liquids and smooth swallows,” rather than crumbly fibrous foods, and suggests positioning patients at a
60- to 90-degree angle for at least 30 minutes after eating.

Living with PD

“Nurses who understand Parkinson’s are more tolerant of our individual symptoms,” say James Orovitz of
Coral Gables, Fla., a member of the Board of Directors of the National Parkinson’s Foundation who was
diagnosed with the disease 10 years ago. “We're often asked to speak up when we're speaking our
loudest. We're slower to react, so it takes me three or four times longer to dress. | make a beeline for
handrails to keep my balance. | appreciate it if someone takes my arm or wipes saliva from the corner of
my mouth, but being touched is an individual preference.”

Because of PD’s impact on virtually every body system, there’s a great need for staff, patient, and family
education, Jansen says. They may attribute early signs such as speech delays, falls, stiffness, and
shuffling to aging. After diagnosis, difficulties may be attributed to resistance, not symptom fluctuations.

“[Those with PD] have to work much harder to do everything, including eating neatly and getting dressed,
and that’s tough on pride and dignity,” she says. “People don't realize how isolated they become.



Conversation becomes difficult if speech is slower and softer,” and they often have difficulty getting out
and participating in activities.

Since most PD care is provided at home, in outpatient clinics, in specialty units, and in long-term care
facilities, other nurses see PD patients primarily for acute illnesses and procedures that exacerbate their
condition.

“Often the nurse is the only one who recognizes patients’ acute and chronic needs and recommends OT,
PT, speech therapies, and home assessment for safety measures; adaptive equipment; and exercise
programs,” says Jansen. With knowledgeable nursing, patients may be discharged at the same or better
level of function than they were at admission and may be better equipped to maintain these
improvements at home.

Caregivers and patients wear out physically, mentally, and emotionally but many are reluctant to request
assistance. “You should ask them, ‘How can | help you get some of your family to help? What assistance
do you need from others?’ and look for friends or community outreach services,” Jansen says.

PD usually begins slowly and subtly during the 50s and 60s, but sometimes a decade earlier. Symptoms
are often attributed to aging or other diseases, particularly other motor system conditions termed
Parkinsonism disorders, which have symptoms similar to PD but are caused by medication side effects or
other medical conditions.

Major clinical diagnostic signs are tremors, rigidity, postural instability, and bradykinesia. Some individuals
with PD remain relatively functional; for others all movement is impaired. Intellect usually is not affected
until the late stages.

“They can remember and think, even if they can’t speak,” says Marchetti. “How awful to have a fully
functioning mind but your body can’t work, even to scratch an itch.”

Losing function and letting go of personal goals are demoralizing, depressing, and isolating, particularly
as symptoms progress. Tremors, easiest to detect during stress or at rest, usually appear first in one or
both hands but may later extend bilaterally to the feet and jaw. The typical “pill-rolling” of the thumb and
fingers isn’t problematic, but trembling can make it difficult or impossible to manipulate almost any object,
including eating utensils, equipment, computers, clothing, and tools.

Rigidity, a problem for most patients with PD, keeps muscles stiff, contracted, and tired from constant
tension. “Cogwheeling” is a diagnostic sign visible when moving a patient’s arm causes abrupt, jerky
motions. Freezes are extreme manifestations. But far more frequent are prolonged periods of stiffness
that impede standing, walking, eating, bathing, dressing, and other activities.

Bradykinesia is irritating because it's unpredictable and immediate. Patients may suddenly slow down or
completely lose their ability to move and continue routine tasks they managed moments earlier. Using a
signal call light or going to the bathroom depends on the ability to move at the right time.

Postural instability and the tendency to fall are frightening. Attempts to compensate include leaning to the
side or particularly to the front, causing the typical head-down, shoulders-bent, downhill skier stance.
Those who lean backward tend to step and fall backward when they begin to walk or are bumped.

Despite the burdens of care, quality of life is possible. “We admit end-stage 90-year-olds with pneumonia,
UTls, or other problems,” says Marchetti. “When they're healthy, alert, and eating, their families are so
pleased to take them home.”



Pain, sleep, and side effects

Musculoskeletal pain that may stem from rigidity, limited
movement, postural changes, awkward gait, and contractures.

Akathisia, restlessness so pronounced that it interferes with
sleep, sitting, and activities; central pain syndromes of the
disease itself; and pain that occurs close to a nerve or nerve
root.

Source: Parkinson’s Disease Foundation News & Review (Winter
2004-2005)
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