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ABSTRACT

MANAGING UNPREDICTABLE BEHAVIOR

THE PROCESS OF PROVIDING CARE FOR

INSTITUTIONALIZED PATIENTS WITH ALZHEIMER'S DISEASE

Gloria Jean Kuhlman, DNS, RN

The purpose of this study was to develop a conceptual framework that

explains how institutional caregivers deal with the complex and

unpredictable problems associated with caring for a patient with a

progressive dementia like Alzheimer's disease in the context of a nursing

home setting.

Professional caregivers (n=30) ranging in age from 28 to 56

participated in the study. Data were obtained over an eight week period

through a demographic questionnaire, one face-to-face taped interview, and

observations of caregiving techniques with each subject. Questions addressed

how the caregiver defines the need for care, the properties and

characteristics of caregiving problems, caregiver activities associated with

care, the strategies used by caregivers to manage care, factors influencing the

caregiver's ability to manage care, and the consequences of care for the AD

patient and the caregiver. Grounded theory was the qualitative method used

for this study.

Findings revealed a Basic Social Process identified as "managing

unpredictable behavior". This process is used by institutional caregivers to

guide activities with an AD patient. As the disease progresses, AD patients

become unable to verbally communicate their needs or at times even
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recognize they have a need. The caregiver must assess the patient's

behaviors and develop strategies that provide for the patient's nutrition,

elimination, and hygiene while keeping in mind the overriding need for

patient safety and dignity.

This study addresses caregiving strategies used on one nursing unit

specializing in care for patients with AD. Balancing safety and dignity

emerged as the indicator of quality of care in this study of AD institutional

caregiving.

× 4 44° 4%Holós. Wilson, R.N., Ph.D. ate

Chair, Dissertation Committee
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CHAPTER ONE

THE STUDY PROBLEM

Introduction to the Problem

Alzheimer's disease (AD), the most common form of dementia, is a

major health problem confronting Western societies. Alzheimer's disease

(AD) accounts for 50-60% of all dementing illnesses in the elderly (Cohen,

1990; Black & Hughes, 1987). Up to 50% of patients over 85 may be affected

by AD. It is estimated that between 2.5 and 4 million persons are suffering

from this degenerative brain disorder and 100,000 die each year from its

consequences (Cohen, 1990; Gehring, 1990; Kalicki, 1987; Katzman, 1986;

Petrie, 1985). Alzheimer's disease, first identified in 1907 by Alois

Alzheimer, was once thought to be a rare disorder affecting middle-aged

individuals. The changing population demographics (longer life span and

expanding 85+ age group cohort) have transformed AD from an obscure

disorder to one of the most pressing health problems of our time (Hutton,

1987). It is now considered the fifth leading cause of total disability in the

United States (Kvale, 1986). In 1984 it cost $29 billion to provide care for

victims of AD in the United States, $10 billion in nursing home care alone

(Harvis & Rabins, 1989). The etiology is unknown, but the course of the

disease is progressive, irreversible brain damage that finally leaves its victims

completely dependent (Chenoweth & Spencer, 1986). Alzheimer's disease is

identified as the "disease of the century" because of its devastating nature and

financial and social impact (Thomas, 1981).
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Statement of the Problem

The problem area to be discussed in this study is caregiving for

patients with Alzheimer's disease. This qualitative study explores and

describes the complex and unpredictable problems of providing care for

Alzheimer's patients. Questions include: (1) how do caregivers define the

need for care; (2) what are the properties and characteristics of AD

caregiving problems; (3) what caregiver activities are associated with

providing care; (4) what strategies do caregivers use to manage care; (5) what

factors influence the caregiver's ability to provide care; and (6) what are the

consequences for AD patients and their caregivers?

Purpose of the Study

The purpose of this study is to develop a conceptual framework that

helps explain how professional caregivers deal with the complex and

unpredictable problems associated with caring for a patient with a

progressive dementia like AD in the context of a nursing home setting. This

study addresses how a caregiver defines the need for care, the properties and

characteristics of caregiving problems, caregiver activities associated with

care, the strategies used by caregivers to manage care, factors influencing the

caregiver's ability to provide care, and the consequences of care for the AD

patient and the caregiver.

Need for the Study (Significance)

Biommedical research is rapidly working to identify possible causes

for AD. However, while researchers are untangling the mysteries of the

disease 4 million Americans and their families are struggling daily to live with
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the disease (Buckwalter, Abraham, & Neundorfer, 1988). Nurses are the

health professionals most often confronted with the day-to-day realities of

managing the care for patients with AD (Buckwalter, Abraham, &

Neundorfer, 1988). According to Buckwalter and associates (1988) nurses

have a tradition of maintaining the quality of life for persons with disorders

that have no cure or treatment. They see a need for the development of

services to help caregivers manage their day-to-day problems associated with

the disease. This study will add to the current knowledge base related to

caregiving for the elderly AD patient in a long-term care unit designed to

care for AD patients.

The elderly population, all individuals over 65, is proportionally

increasing as people live longer. An overview of census bureau statistics

indicates the elderly population has grown from 4% in 1900 to an estimated

21.8% by the year 2050. This estimate at 2050 will include 30.1 million in the

65-74 age group, 21.2 million in the 75-84 age group, and 16 million in the

85+ age group (Rabin, 1989). From 1950 to 1980 the over 65 population has

doubled and now constitutes one-fifth of the population (Rabin, 1989).

These statistics are significant when one considers that AD occurs most

frequently in the elderly population.

The large percentage of frail elders with AD is of concern when

identifying the significance of the caregiving problem. Forty-four percent of

individuals over 85 are considered frail. These frail individuals have multiple

chronic diseases decreasing their ability to care for themselves (Rabin, 1989).

While only five percent of the elderly population is cared for in a nursing

cº º

* -
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home setting, it is estimated that 60% of these patients have some form of

dementia (Ory, Williams, Emr, Lebowitz, Rabins, Salloway, Sluss-Radbaugh,

Wolff, & Zarit, 1985).

The decrease in family resources available for providing care is also

an area for consideration. The decrease in birth rate has resulted in

proportionally fewer young people to old in our society. With this change

there will be a decreasing number of family caregivers at a time when those

in need of care is increasing. Alzheimer's disease is most frequently

identified in the over 75 age group. The family caregivers of these

individuals may be adult children or adult grandchildren who are caring for

small children of their own and may become burdened by multiple role

obligations (Miller, 1981).

The type of care provided for the AD patient, home or institutional, is

influenced by the changing role of women in American society. Women are

working; they are not as readily available to care for their elderly parents in

the home. "If women are willing to leave their children in the hands of baby

sitters and daycare workers to pursue a job, it is doubtful that many women

will be willing or financially able to relinquish their jobs to care for elderly

parents in the future" (Miller, 1981, p. 46).

This study is unique in that it focuses on the process of care for the

institutionalized AD patient rather than specific techniques for care or

caregiver burden as has been done in previous studies. Successful long-term

care management is first determined by identifying how professional

caregivers identify the need for care and then the process they use to

~
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determine caregiver activities. Caregiving activities are analyzed after each

interview to determine the properties and characteristics of the activities,

caregiver strategies, and factors that influence the caregiver's ability to

manage care. This analysis identifies the basic social psychological problem

that occurs in the provision of care for the AD patient and the basic social

processes used to manage the problem. Both guide subsequent data

collection and analysis. The data obtained from the analysis provides the C
º

basis for the conceptual framework describing caregiver activities. This C---,
knowledge will be useful to nurses who help and support family caregivers as ( *".

- ---

well as in caring for the AD patient themselves. * --

**** --

*
- * -

sº- * --
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CHAPTER TWO

LITERATURE REVIEW

The literature review is divided into two sections. The first section

provides an overview of Alzheimer's disease: possible etiology, clinical

symptoms, and diagnostic process. The second section focuses on caregiving

literature: demographics, elder and AD caregivers, need for placement from

patient behavior or caregiver burden, institutional care, and problems with

current research.

SECTION I

Alzheimer's Disease

This section examines the degenerative brain disorder called

Alzheimer's disease. Research related to the incidence, clinical symptoms,

possible etiology, and diagnostic process of Alzheimer's disease is discussed.

History

Alzheimer's disease was identified in 1907 by the German physician

Alois Alzheimer in a 51-year-old woman confined in an insane asylum in

Frankfurt. The four and one-half year course of the disease ended in her

death. The clinical evaluation revealed a patient unable to encode

information, but demonstrating no other neurological deficits. As the disease

progressed the patient lost all ability to function and became totally

dependent-lying in fetal position, incontinent, covered with decubiti. On

autopsy the cells of her brain revealed thick, clustered bundles of

neurofibrils. Dr. Alzheimer suggested this was a new disease process and

6



MANAGING UNPREDICTABLE BEHAVIOR

7

eventually we would be able to "separate out individual diseases from the

larger disease categories... and sharpen their clinical definition" (Jarvik &

Greenson, 1987, p. 8). In 1992 researchers are continuing in their attempts to

define and diagnose the disorder called Alzheimer's disease.

Incidence

This disorder, once thought to be rare, has become the fourth leading

cause of death in persons over 65 (Kvale, 1986). AD occurs most commonly

in elderly individuals over the age of 70, but may occur in adults as young as

40. There appears to be a higher prevalence in women, but may be the result

of women living longer than men (Hemshorn, 1988; Engel, 1987; Kvale, 1986;

Gurland, 1984).

The incidence of AD increases with the longer life span of the

population. The incidence of AD is five to seven percent of persons at 65, but

increases to twenty percent in the over eighty age group (Daniels & Irwin,

1989; Pratt, Schmall, Wright, & Cleland, 1985). The high incidence of AD in

persons over age 80 is of concern for they happen to be the fastest growing

segment of the population (Kvale, 1986). By 2040 the overall number of

cases of dementia is expected to reach as high as 7.4 million individuals

(Coughlin & Liu, 1989).

In 1965 Alzheimer’s disease was considered to be a rare disorder. It

was believed to be a diffuse, homogeneous disease, with severe neuronal loss

and neuroanatomical lesions. By 1987 the disease was considered to be a

common, multifocal, heterogeneous disorder (a variety of behavioral

symptoms - with possibility of different causes), with moderate neuronal loss

- **** º
gº

º

º --
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(some parts better preserved) with neurochemical lesions.

Clinical Symptoms

The clinical symptoms of AD occur gradually and have a progressively

deteriorating clinical course (Hutton, 1987; Petrie, 1985). Neurochemical

and anatomical changes occur in the brain accompanied by impairments in

behavior, cognition, mood, and psychosocial functioning (Thornton, Davies,

& Tinklenberg, 1986). Behavioral problems include wandering,

sleeplessness, agitation, suspicion, and depression (Petrie, 1985).

Cognitive changes include memory deficits both recent and remote

accompanied by progressive disorientation which is especially noticeable in

new or changing environments (Petrie, 1987). Language and speech

deteriorate; early word finding difficulties progress to a loss of all verbal

abilities (Foreman & Grabowski, 1992; Dawson, Kline, Wiancko, & Wells,

1986; Petrie, 1985). The ability to conceptualize and perform motor tasks

deteriorates - AD victims may display difficulty in pursuing a complex task or

become so obsessed with certain aspects of an act they cannot complete it

(Petrie, 1985).

Mood changes may be characterized by emotional liability or by

blunted and/or exaggerated emotional responses. Expressions of anxiety,

fear, sadness, tearfulness, or anger may occur until the disease progressively

renders the victim relatively passive (Buckwalter, 1989). These mood

changes have been related to both physiological changes in the brain and

patient reactions to the disease process.

The clinical course varies, the final stage may be reached in one year

sº-º- " -

* →
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or it may take 20 years or longer from onset to death (Cohen, 1990). The

nature of the behavior displayed varies depending on progression of the

disease. The disease process has been described as going through three

phases - forgetfulness, confusion, and dementia (Johnson & Keller, 1989;

Swearer, Drachman, O'Donnell, & Mitchell, 1988; Hutton, 1987; Williams,

1986). The first stage of AD, forgetfulness, usually lasts from three to four

years. Early symptoms include memory loss and inability to handle daily

tasks. The insidious onset makes it easy for patients and their families to

deny the significance of the symptoms (Kvale, 1986). During the first stage

the individual will forget names or where items are placed. Other symptoms

include personality changes, decreased social contact, and neglect of personal

appearance (Johnson & Keller, 1989).

The second stage of AD, confusion, lasts from two to twelve years.

During this stage the patient may become difficult to manage as cognitive

and motor skills deteriorate and mood swings occur. Cognitive deterioration

may lead to delusions. "A patient who no longer recognizes a caregiver may

believe he or she has been replaced by an imposter. An individual who

misplaces an item might accuse others of stealing it." (Lachs, Becker, Siegal,

Miller, & Tinneti, 1992, p. 765). Behavioral problems such as agitation, angry

or hostile outbursts, urinary incontinence, wandering or pacing, and insomnia

are more common in AD patients who are delusional (Lachs et al., 1992).

Additional symptoms include inability to recognize family members, lack of

insight, disinhibition, poor motivation, and loss of verbal ability. Poor

appetite and hyperactivity help contribute to weight loss and may lead to
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malnutrition (Johnson & Keller, 1989; Kvale, 1986).

The third stage of AD, dementia, may last from several months to five

years. At this point in the disease process the patient has become

unresponsive and commonly needs total care. Death usually is not from the

brain pathology itself, but from physical deterioration accompanying the

cognitive deterioration (Burns & Buckwalter, 1988, p. 11). Pneumonia is the

most frequent cause of death, but malnutrition, infection, or dehydration may

contribute (Johnson & Keller, 1989; Kvale, 1986; Williams, 1986).

Etiology

The etiology of AD is unknown (Williams, 1986). In a special report

by the Office of Technology Assessment requested by subcommittees of the

U.S. House of Representatives and U.S. Senate researchers provide several

hypotheses: (1) disrupted neuronal circuits or transmitter deficits, (2)

intrinsic metabolic factor, (3) defects in the immune system, (4) genetic

predisposition, or (5) environment (Cook-Deegan, Mace, Bailey, Chavkin, &

Hawes, 1988). With the possibility of so many different etiologies, AD may

in fact be several different diseases with similar symptoms.

Researchers have correlated AD with loss of nerve cells in the nucleus

basalis and hypocampus and disrupted communication between cells

(Carlsson, 1987). These nerve cells are a major source of acetylcholine for

the cerebral cortex, therefore there is a reduction in the amount of

acetylcholine released to the cells in the cortex with a resultant disrupted

memory process (Cook-Deegan et al., 1989, p. 104). There is also a loss of

nerve cells that use serotonin, somatostatin, and corticotropin-releasing

cº

-
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factor (Cook-Deegan et al., 1989, p. 105). A decreased concentration of the

enzyme choline acetyltransferase (CAT) is seen on autopsy (Kvale, 1986). A

correlation has been shown between CAT activity in autopsied brains and

overall cognitive function within the last six months prior to death (Bowen,

Francis, & Palmer, 1987, p. 13).

Disrupted biochemical pathways and other metabolic abnormalities

have been reported in AD (Cook-Deegan et al., 1988; Cronin-Golomb, 1988). cº
Glucose hypometabolism in the brain is believed to cause abnormalities in crº
cell membranes that disrupt nerve cell communication and recognition which (. º . º
precedes cognitive impairment. Plaques and tangles may also impede the ---.

flow of oxygen and nutrients from the small blood vessels to the nerve cells º-º-º- = **

(Jagust, 1989; Scheibel, Duong, & Tomiyasu, 1987). Hoch and associates º: - - - - -

(1989) discovered sleep apnea may also have a role in the decreased oxygen º
levels to the brain in some AD patients (Hoch et al., 1989).

Defects in the immune system have been proposed as a cause for AD. ~
--

Decreased levels of suppressor lymphocytes are seen in some AD patients. º-
~

Decreased levels of interleukin-1, a stimulator of immune cells are seen in

others. Further research has identified higher levels of IgG antibodies in

some AD patients (Cook-Deegan et al., 1988, p. 104).

The development of AD appears sporadic, but it is estimated between

10-20% of the cases are familial in origin (Jarvik, 1987). In a few families the

disorder appears to be genetically transmitted and incidence of the disease

approaches 50% (Nalbantoglu, Lacoste-Royal, & Gauvreau, 1990; Kvale,

1986) to 100% (Farrer, O'Sullivan, Cupples, Growdon, & Myers, 1989). An
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autosomal dominant trait is believed to cause the high incidence (Bird et al.,

1989; Farrer et al., 1989; Kvale, 1986; Petrie, 1985). More frequently

incidence in children is 10-25% depending on whether one or both parents

are affected by AD (Kvale, 1986).

Environmental toxins, infectious agents, and dietary habits have been

suggested as possible causes of AD. Head trauma, similar to the syndrome

dementia pugilistica (boxer's dementia), is a controversial cause currently

under investigation (Cook-Deegan et al., 1988). Viruses have been suggested

causes through the association of an animal disease, scrapie, that has similar

plaques and is known to be infectious (Cook-Deegan et al., 1988, p. 103).

High levels of aluminum and silicon are found in the plaques and tangles of

AD patients. The current interpretation is the presence of these common

elements occurs after cells die and for some reason deposits of insoluble

protein aggregates at nerve terminals and in nerve cells are concentrated

(Cook-Deegan et al., 1988, p. 104). To date no environmental or infectious

agent has been identified in a causal mode (Nalbantoglu et al., 1990).

Diagnosis

"Because dementia is common in the elderly and its etiology so

difficult to establish, it is frequently attributed to old age without sufficient

justification" (Black & Hughes, 1987, p. 197). Half of all persons over age 60

complain of some type of memory dysfunction (Ciocon & Potter, 1988, p. 43).

There are normal memory changes that occur as a person ages and these

need to be differentiated from a dementia (Ciocon & Potter, 1988).

Typically AD patients do not go to a doctor complaining of a problem,
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instead a family member will bring the individual after identifying what

appears as a memory problem in a spouse or parent (Kvale, 1986). These

memory problems may related to activities of daily living or to specific tasks

like handling finances, house keeping, or judgment (Ciocon & Potter, 1988).

Diagnosis is based on clinical findings, diagnostic testing, interviews,

and ultimately on the presence of neurofibrillary tangles and neuritic plaques

in the brain on autopsy (Von Dras & Blumenthal, 1992; Austrom, Richards, C
-

& Hendrie, 1987; Benson, 1987; Carlsson, 1987; Cotman, 1987). Physicians ■ ~.
rule out other treatable causes of dementia like hypothyroidism, uremic C. º *. º
encephalopathy, subdural hematoma, vitamin deficiency, drug-induced ---.

dementia, or depression in an attempt to determine the diagnosis (Black & ----ºr, tº

Hughes, 1987; Pluckhan, 1986; Petrie, 1985). This testing makes the = -

diagnostic process long and tedious for patients and families (Burns & º

Buckwalter, 1988; Jagust, 1987). º

Currently no conclusive diagnostic tests for AD are available, so ~
diagnosis of AD is by exclusion and primarily based on the clinical judgment º-

~
of the diagnosing physician. Accurate diagnosis is only from an autopsy

(Pluckhan, 1986). On autopsy the neuropathology reveals neuritic plaques,

neurofibrillary tangles, granulovacular degeneration, amyloid angiopathy,

and cerebral atrophy (Pluckhan, 1986).

Neuritic plaques are starch-like protein material deposited in brain

tissue. The extracellular plaques are composed of a central core of amyloid

surrounded by a halo of abnormal neurites (axons and dendrites), cell bodies,

and reactive glial cells (Von Dras & Blumenthal, 1992). Mature plaques are
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found in the cerebral cortex, immature plaques can be found in the thalamus

and cerebellum areas not implicated in AD (Von Dras & Bulmenthal, 1992,

p.287). The plaques are considered to be a quantitative manifestation of

disease, not normal aging. (Von Dras & Blumenthal, 1992). On autopsy in

90% of AD patients there is also evidence of cerebral amyloid angiopathy, a

protein deposited in smaller intracerebral arteries and arterioles that is

similar to neuritic plaques in the brain (Von Dras & Blumenthal, 1992; ■
--

Pluckhan, 1986). rº
* * * *

Neurofibrillary tangles, found infrequently in aging brains, show a * - -

marked increase in AD. The tangle is derived from filaments normally

present in the cytoplasm of neurons and extend into the axons that have -
increased in thickness and twisted into tangled masses of fibrous strands or * -

bundles in the temporal lobe. The abnormality may interfere with the axonal º*
*

transport of neurotransmitter substances (Von Dras & Blumenthal, 1992;

Burns & Buckwalter, 1988; Doyle, Dunn, Thadani, & Lenihan, 1986; Shanas -
& Maddox, 1985). -

Granulovacular degeneration occurs when granulovacular bodies

accumulate in degenerating nerve cells in the hippocampus and cortex.

Degeneration brings about a progressive decline in the nerve cell's ability to

function leading to cell death (Burns & Buckwalter, 1988). Granulovacular

degeneration is not specific for AD, but occurs more frequently in AD (Von

Dras & Blumenthal, 1992).

Some cerebral atrophy is considered normal in aging from widespread

neuron loss, 2% per decade after the age of 50; but a significant decrease
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occurs in mid-frontal, superior temporal, and inferior parietal regions of AD

patient's brains (Von Dras & Blumenthal, 1992). Etiology of cell loss in AD

or even in normal aging is unknown (Burns & Buckwalter, 1988, p. 16).

An EEG will show slowing in the middle stage of AD, but in many

cases psychoactive medications needed for patient management have the

possibility of confounding the evaluation (Black & Hughes, 1987). A

laboratory examination includes evaluation of blood chemistry, serology, cº
hematology, thyroid levels, and a drug screen. The drug screen is to evaluate ra- -- º
levels of psychotropic, anticonvulsant, antihypertensive, and anticholinergic º º.

-

medications. (Billig, 1988; Black & Hughes, 1987; Petrie, 1985). ---

The psychological assessment includes a psychosocial assessment of |--

the patient's environment, psychological testing, and interviews with the º
-- - - -

patient and family members. Mental status examinations focus on the º

psychological functioning of a patient and addresses the appearance, thought

content, and patterns of cognitive abilities such as memory, concentration, r
-

orientation, abstract thinking, and information processing (Billig, 1988, p. --
--

128). The psychological examinations reveal a common cluster of symptoms.

Memory deficits include short term memory capacity, ability to transfer

information to long term memory, and ability to access information from

long term memory. There is a preserved capacity for relational skills

(between objects). New neuropsychological examinations are being

developed to evaluate practical skills (making grocery lists, driving, telephone

calling) and to identify age-associated memory disorders (Sultzer, Levin,

Mahler, High, & Cummings, 1992; Tuokko, Hadjistavropoulos, Miller, &
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Beattie, 1992; Von Dras & Blumenthal, 1992; Cronin-Golomb, 1988).

Researchers are also developing examinations that are culturally sensitive

enough to detect cognitive impairment in individuals who are non-English

speaking (Kua & Ko, 1992; Lopez & Taussig, 1991).

Frequently there is a history of a two to five years progressive

memory loss family members have either minimized or denied. The extent

of memory loss may only become evident when interviews with the patient

and family members and mental status examinations is completed. The

earlier the disease is in its course, the easier it is for the patient to conceal, so

the more difficult AD may be to diagnose (Kvale, 1986). Examinations to

diagnose early dementia are being developed. Cognitive reserve testing may

be able to separate early cases of dementia from healthy elderly individuals

(Baltes, Kuhl, & Sowarka, 1992).

Radiological scans chart the progression of brain deterioration in

probable AD patients or rule out other disorders that may mimic the disease.

The scans do not provide a positive diagnosis of AD. Positron Emission

Tomography (PET) scanning uses radioactive glucose molecules to show

active glucose metabolism in the brain -- in AD metabolic abnormalities

appear in the temporal and inferior parietal lobes (Cook-Deegan et al., 1988;

Leon, George, Marcus, & Miller, 1988). The scan acts like a biological

marker to track progression of the disease (Jarvik, 1989). PET scans have

demonstrated focal hypometabolism of frontal and parietal-temporal

association areas of AD patients (Benson, 1988, p. 87), while primary motor

and sensory cortex areas are spared (Petrie, 1985, p. 41). The scan has a

- *
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possibility of distinguishing subgroups of AD and may be used for differential

diagnosis between AD and multi-infarct dementia (Cronin-Golomb, 1988).

Single Photon Emission Computed Tomography (SPECT) scanning is

not as expensive, but less accurate. It indirectly measures physiological

activity in the brain (Cook-Deegan et al., 1988). Studies have shown

diminished blood flow to lateral regions of the cerebral hemispheres (Cook

Deegan et al., 1988). The scanner is again not diagnostic, but seems accurate

in 75% of the cases diagnosed clinically. Scanning may be helpful in

identification of early cases when symptoms are not as clear. (Jarvik, 1989).

Magnetic Resonance Imaging (MRI) reveals atrophy and other

pathology that may not be helpful in the diagnosis of AD, but the higher

resolution and ability to more accurately differentiate subregions of the brain

may identify disorders that rule out AD as a diagnosis. The MRI is helpful in

diagnosis of edema, ischemia, inflammation, and hydrocephalus which may

be causing symptoms that appear to be AD (Agee, 1988).

Computed Tomographic Scanning (CT) is used early in evaluation of

AD patients. More than half of the reversible dementias have CT

abnormalities. CT scans document cerebral atrophy, but this is seen in some

elderly individuals without concurrent mental status deterioration. The

examination documents the presence of pathology, but cannot indicate

etiology (Black & Hughes, 1987).

Testing results in only a "probable" diagnosis of AD (Billig, 1988;

Friedland, Horwitz, & Koss, 1988). The "definitive diagnosis of Alzheimer's

disease is made by pathologic examination. Unless a brain biopsy is
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performed, the diagnosis becomes certain at autopsy." (Kvale, 1986, p. 104).

The extensive testing to diagnose AD is considered of questionable use in an

untreatable disorder. Misdiagnosis of AD when the individual has a different

and possibly treatable dementing disorder can have devastating effects, so a

thorough evaluation and follow-up are essential (Black & Hughes, 1987).

º - --

º
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SECTION II

Caregiving

Treatment and care of the patient suffering from AD is a major

challenge to the health care system, but the burden of care is often the

responsibility of the family (Fitting, Rabins, Lucas, & Eastham, 1986;

Gwyther & George, 1986). "This tendency toward family responsibility is

supported by the fact that only a small percentage of those aged over 65 are

found in institutions" (Austrom, Richards, Hendrie, 1987, p. 648). Families

go to great lengths to avoid institutionalization (Hall, 1988; Bleathman, 1987;

Kahan, Kemp, Staples, & Brummel-Smith, 1985; Hirschfeld, 1983; Callahan,

Diamond, Giele, & Morris, 1980).

The purpose of this section is to (1) identify demographics of the

elderly population, (2) describe caregiving of the elderly patient as compared

to the AD patient, (3) determine behaviors or other problems leading to the

need for placement of AD patients, and (4) compare institutional care of AD

patients in nursing homes to special care units.

The Elderly

Rabin (1989) in an overview of census bureau statistics from 1900 to

1980 and census estimates to the year 2050 presented the following

characteristics of the elderly population. The number of elderly in the

population continues to grow; from 4% in 1900 (3,000,000), to 11.3% today

(25.5 million), and is projected to be at 21.8% by the year 2050. (Rabin,

1989). The census bureau divisions from 1900 to estimates at 2050 are (1) 65



MANAGING UNPREDICTABLE BEHAVIOR

20

to 74 age group: in 1900 numbered 2.1 million (2.9% of the total population),

in 1980 numbered 15.6 million (6.9%), and estimated in 2050 to be 30.1

million (9.7%); (2) 75 to 84 age group: in 1900 numbered 772,000 (1%), in

1980 numbered 7.7 million (3.4%), and estimated in 2050 to be 21.2 million

(6.9%); (3) 85+ age group: in 1900 numbered 123,000 (2%), in 1980

numbered 2.2 million, and estimated in 2050 to be 16 million (5.2%) (Rabin,

1989, p. 488). The current life expectancy past the age of 65 is 18.3 years for

women and 14.0 years for men (Rabin, 1989). Atchley (1988) presented the --->
following 1980 census breakdowns by ethnic group at 65: White (90.3%), - - º
Black (8.7%), Hispanic (3%), Asian (.5%), American Indian (.3%), and * ,

unidentified (2%) (p. 27). From 1950 to 1980 the over-65 population has ------ ºr -

doubled and now constitutes one-fifth of the population. The over-85 age ... -

group is expected to triple between 1980 and 2020 (Rabin, 1989).
-

Rabin (1989) found the elderly suffer from multiple chronic diseases

and associated impairments. Heart disease, cancer, vascular disease ~
-

(including stroke), and chronic obstructive pulmonary disease are the four
ºr *-

~
leading causes of death in this population. Multiple chronic diseases have

resulted in a decreased ability to carry out activities of daily living. In the

elderly population 7% have some limitation in their ability to perform

activities of daily living from 65-74, this increases to 16% in the 75-64 age

group, and to 44% in the over 85 age group (p. 490). At 85+ 20% of the

population is living in nursing homes; for those elderly at 85+ living in the

community, 17% are mildly disabled and 10% severely disabled (p. 490).
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Caregivers to the Elderly

The caregiver is defined as "one who attempts to meet the

psychosocial and physiological needs of the individual" (Hirst & Metcalf,

1986, p.24). The caregivers of the frail elderly of our nation are

predominately women - wives (23%) or adult daughters (29%) (Stone,

Cafferata, & Sangl, 1987). Typically one family member assumes

responsibility for an elder's care. Three-fourths of the caregivers share –
households with their care recipient. Because of delayed childbearing and ---,
the longer life span one-fourth of the households with adult child caregivers

-

-->
of elders also have children under the age of eighteen (Stone et al., 1987). ----

Bowers (1987) using the constant-comparative grounded-theory --- - - - --

method developed five categories of family caregiving after conducting 60 º - **

interviews with 27 parents and 33 offspring. The first, anticipatory •

caregiving, involved a form of caregiving that is intentionally invisible

because it is based entirely on anticipating possible needs of a parent. The - -

second, preventive caregiving, involved activities that prevent illness or * -
~

injury to the parent, such as preparing meals or checking on medications.

The third category, supervisory caregiving, involved identifiable care

provided by a child such as: "checking up, making sure, setting up, and

checking out" (Bowers, 1987, p.26). The fourth category, instrumental

caregiving, is direct hands-on care that is related to "physical well-being and

the care of the body rather than to emotional well-being and protection of

the parents’ identity" (p.26). The fifth category, protective caregiving, is to

"protect the parent from the consequences of that which was not or could not
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be prevented" (p.26). The disorder, like loss of cognition, cannot be altered;

but the loss of self-esteem that accompanies the awareness of cognitive loss
can be (Bowers, 1987).

In a study of 39 family caregivers Phillips and Rempusheski (1986)

found without family assistance, many elders would be institutionalized or

left to meet their own physical and emotional needs. In a survey of 403

women from three generations Brody and others (1984) reported a majority --
of the oldest generation expected adult female children to adjust their work --->
schedule and adult children to help with costs of professional care, but are º - ->

not expected to adjust their family's schedule or share their household with ----

their parents (Brody, Johnson, & Fulcomer, 1984). * ----- -

Researchers document families provide the bulk of the care for ... . .

impaired or disabled aged individuals (Bass & Noelker, 1987; Cantor, 1983; *.

Shanas, 1979). Care of the extremely ill elderly has gone from predominately

family to specialized health services like nursing homes and other agencies. -
-

Agencies are designed not to replace home care, but to provide care for the
* -

~
elderly who can no longer be maintained in the home setting. Only 5% of the

elderly are maintained in nursing homes or long term care facilities. Another

10% are being maintained outside institutions by their families in many cases

for long periods of time without the benefit of outside assistance (Ory et al.,

1985; Worcester & Quayhagen, 1983). Families retain traditional obligations

despite the growing importance of alternative sources of care (Shanas, 1979).

The elderly are described in a series of studies as turning first to

informal supports provided by their families, then neighbors, and finally
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formal public replacements for families: social workers, ministers,

community agencies, and others because elders expect family help in times of

need (Jette, Tennstedt, & Branch, 1992; Johnson & Troll, 1992; Taylor, 1985;

Lurie, Robinson, & Barbaccia, 1984; Multran & Reltzes, 1984; Johnson &

Catalino, 1983; Kohen, 1983; Crossman, London, & Barry, 1981; Miller, 1981;

Weeks & Cueller, 1981). Eight out of ten functionally disabled elders live in

the community because of the informal support system provided by families ---
(Noelker & Bass, 1989; Bass & Noelker, 1987). Although one person has ==
primary responsibility for caregiving, there is frequently a support network of *...*
family, friends, and neighbors who help provide respite for the caregiver as -,-,
well as emotional support and advice (Holmes et al., 1989; Tennstedt, * ----- - -

McKinlay, & Sullivan, 1989; Stone, Cafferta, & Sangl, 1987; Johnson & -

Catalino, 1983). *

Alzheimer's Caregivers

Individuals caring for patient's with AD demonstrate some behaviors -
-

that are similar to the general population of elder caregivers. Researchers * -
~

have also identified differences in the population of caregivers caring for the

cognitively impaired elderly. This section will discuss those similarities and

differences as well as identify problems that lead to institutionalization.

Alzheimer's patients are cared for at home more frequently than in

institutions. It is estimated for every institutionalized AD patient there are

two cared for in the home (Cook-Deegan et al., 1988).

As with the general population of caregivers Alzheimer's caregivers

are predominantly family members, one family member occupying the role
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of primary caregiver and others providing secondary support (Cantor, 1983;

Johnson & Catalino, 1983). The primary caregiver in AD caregiving as other

elderly caregiving is a spouse, when available, or an adult child, if there is no

spouse. Grandchildren take over the role of caregiver when a spouse or adult

child is unable to provide care (Cantor, 1983). Most caregivers are wives or

daughters of the AD patient, but husbands and sons have provided care as

well (Daniels & Irwin, 1989; Pruchno & Resch, 1989; Hasselkus, 1988;

Crouch, 1987; Brody & Schoonover, 1986; Fitting, Rabins, Lucas, & Eastham,

1986; Brody, 1985; Horowitz, 1985; Brody, Johnson, & Fulcomer, 1984;

Cantor, 1983; Johnson & Catalino, 1983; Brody, 1981).

Bowers (1987) reports caregiving for an aging parent with mild

cognitive deficits is largely invisible. "This invisible work was directed

primarily at protecting both the parent's self-image and established parent

offspring relationships" (p.24). In this context caregiving is defined by "the

meaning or purpose a caregiver attributes to a behavior rather than by the

nature of the demands of the behavior itself. Any process engaged in for the

purpose of caregiving is therefore included" (p.24). This definition of

caregiving includes both observed behaviors and planning for care.

The stressful effects of caregiving are intensified when the patient is

cognitively impaired (Poulshock & Deimling, 1984; Zarit, 1980; Fengler &

Goodrich, 1979). Alzheimer's dementia is a socially disruptive ailment,

placing a particularly severe burden on families of individual victims. The

unique characteristics of a dementing illness make caregiving more difficult.

A dementing illness may affect relationships between caregivers and care
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receivers, impede communication, cause lack of cooperation or appreciation

for care, require constant supervision, and lead to bizarre behavior (Cook

Deegan et al., 1988).

Reifler and Wu (1982) found the task of caring for a relative with AD

is in the best of circumstances, very difficult for caregivers. In a review of the

literature Muwaswes et al. (1989) determined management of AD patients at

home involves personal care, attention to maintaining personal safety, and

increased attention to communicating with the cognitively impaired patient.

Responsibilities once held by the AD patient will need to be relinquished to

others. Established family patterns are disrupted to adapt to the ever

changing needs of the AD patient. Family members are now responsible for

maintaining medical care, financial support, household services, and

transportation. If caregivers are working or do not live nearby, these needs

may place a financial burden on an already compromised situation

(Muwaswes et al., 1989).

Caregivers of AD patients have problems utilizing available support

systems. At a time when they have the highest need for social support,

support to caregivers is very low. This situation results from (1)

overinvolvement by the caregiver with their loved one; (2) friends, unable to

cope with the progressive dementia of AD, stop visiting; and (3) the

caregiver's main source of support may have been the person they are now

caring for (Robinson, 1988; Chenoweth & Spencer, 1986).

Predictors of Institutionalization

A review of the literature identifies factors that lead to

º

*
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institutionalization of the AD patient by their family. Family caregivers

identify a variety of reasons for institutionalization, these include behavioral

problems, lack of support, financial burdens, and physically demanding care.

Hirschfeld (1983) explored factors influencing a family caregiver's decision

to continue to care or institutionalize. Findings indicate a "mutuality between

the supportive and the impaired family member". The ability to find

"gratification in the relationship", determined the ability to maintain home ****

care. Colerick and George (1986) examined why some families continue

care, while others institutionalize. In this longitudinal study no single

predictor of institutionalization supports the findings of Hirschfeld (1983). *

Recent caregiving research identifies family caregivers as *** *- :=

overburdened while trying to provide care (Liptzin, Grob, & Eisen, 1988; ... -->

Wood, 1987; Chenoweth & Spencer, 1986; George & Gwyther, 1986;

Montgomery, Gonyea, & Hooyman, 1985; Poulshock & Deimling, 1984;

Zarit, Reever, & Bach-Peterson, 1980). The increase in the very old ~

population results in caregivers who are raising their own families and

providing care for an elderly family member (McFall & Miller, 1992;

Sheehan & Nuttall, 1988; Scharlach, 1987; Nydegger, 1983; Brody, 1981;

Goldstein, Regnery, & Wellin, 1981). This "woman in the middle" may have

concurrent demands for support from three other generations: her children,

parents, and grandparents (Brody, 1981). Spouses of AD patients appear to

be at greatest risk of burden for often they are elderly with physical,

emotional, or financial problems decreasing their capacity for meeting

caregiving demands, but they are also the least likely to institutionalize
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(McFall & Miller, 1992; Boaz & Muller, 1991; Pruchno & Resch, 1989;

Haley, Levine, Brown, Berry, & Hughes, 1987; Fitting, Rabins, Lucas, & Eas

tham, 1986; George & Gwyther, 1986; Cantor, 1983; Worchester &

Quayhagen, 1983; Crossman, London, & Barry, 1981; Lazarus, Stafford,

Cooper, Cohler, & Dysken, 1981; Fengler & Goodrich, 1979). Adult

daughters who are caregivers demonstrate an increase in family conflict and

household disruption (Boaz & Muller, 1991; Bass & Noelker, 1987; Archbold,

1980). Caregivers reported higher levels of depression, poorer health, and

lower life satisfaction (Shields, 1992; Gallagher, Wrabetz, Lovett, Del

Maestro, & Rose, 1989; Moritz, Kasl, & Berkman, 1989; Novak & Guest,

1989; Lovett & Gallagher, 1988; Kiecolt-Glaser, Dyer, & Shuttleworth, 1988;

Cohen & Eisdorfer, 1988; Drinka, Smith, & Drinka, 1987; Haley, Levine,

Brown, Berry, & Hughes, 1987; Hughes, 1987; Pagel, Becker, & Coppel,

1985; Parmelee, 1983).

Multiple role obligations for the caregiver may interfere with the

quality of the relationship between parent and child and interfere with their

ability to provide support (Scharlach, 1987). Caregiving for a parent while

still in the labor force may result in the use of additional help from other

family members (Horowitz, 1985), hiring of help from the outside (Brody &

Schoonover, 1986), leaving of labor force by the caregiver (Ingersoll-Dayton,

Chapman, & Neal, 1990; Crouch, 1987; Stuifbergen, 1987; Soldo &

Myllyuoma, 1983; Fengler & Goodrich, 1979), adjustments in family

schedules (Brody, Johnson, & Fulcomer, 1984), shared personal care and

meal preparation (Brody & Schoonover, 1986), or institutionalization
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(Colerick & George, 1986; Hirst & Metcalf, 1986).

Interpersonal conflict in a relationship is a major factor in caregiver

strain and burden (Sheehan & Nuttall, 1988). Family involvement in care

that results in criticism of the caregiver or interference with caregiving can

increase caregiver burden, especially if the caregiver is female (Shields, 1992;

Barusch & Spaid, 1989). Other factors that influence caregiver burden

include disability and resulting dependence of the patient, health of the --
caregiver, age of the caregiver, living arrangements of the patient, and :-º
assistance to the caregiver (Strawbridge & Wallhagen, 1991; Bunting, 1989; s

Pruchno & Resch, 1989; Sheehan & Nuttall, 1988; Horowitz, 1985; * :

Montgomery, Gonyea, & Hooyman, 1985; Poulshock & Deimling, 1984; *** * * *

Goldstein, Regnery, & Wellin, 1981). --

Behavioral problems, disruptive behaviors such as wandering or
-

aggression not cognitive incapacity, contribute to strain on caregivers by

decreasing their coping ability (Draper, Poulos, Cole, Poulos, & Ehrlich,

1992; Jeste, Wragg, Salmon, Harris, & Thal, 1992; Riter & Fries, 1992; Given,
*-

~
Collins, & Given, 1988; Liptzen, Grob, & Eisen, 1988; Maletta, 1988;

Quayhagen & Quayhagen, 1988; Teri, Larson, & Reifler, 1988; Caserta,

Lund, Wright, & Redburn, 1987; Chenoweth & Spencer, 1986; Zarit, Todd, &

Zarit, 1986; Gwyther & George, 1986; Gwyther & Matteson, 1983).

Persons with AD lose their ability to concentrate and may appear

uncooperative to family members or other caregivers (Jeste, Wragg, Salmon,

Harris, & Thal, 1992; Teri, Larson, & Reifler, 1988; Dawson, Kline, Wiancko,

& Wells, 1986). A variety of psychotic symptoms may develop as cerebral
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function declines. The psychotic symptoms represent alterations in thought

perception and content, and may include hallucinations, delusions,

depression, mania, and physical/verbal abusiveness (Jeste et al., 1992;

Merriam, Aronson, Gaston, Way, & Katz, 1988; Mendez, 1988; Swearer,

Drachman, O'Donnell, & Mitchell, 1988). These symptoms are often

stressful, frightening, and disruptive to the lives of caregivers, and may

influence placement decisions (Mendez, 1988). Some symptoms, such as

aggressive outbursts, hallucinations, or nocturnal wandering, are amenable to

psychopharmacological treatment (Gottleib, McAllister, & Gur, 1988;

Hutton, 1987; Thornton, Davies, & Tinklenberg, 1986; Petrie, 1985) and

environmental manipulation (Ohta & Ohta, 1988).

Birkel and Jones (1989) indicate a functional assessment is not an

adequate measure of disability. With cognitive impairment the altered

"social presence" of the individuals may change the dynamics of caregiving

(p. 118). Constant demands from round-the-clock care increase the burden

of care (Lieberman & Kramer, 1991; Motenko, 1989; Elias, Hutton, Bratt,

Miller, Weinstein, 1987). The use of outside help in caregiving may be

blocked by difficulty in caregiving, lack of trained help, lack of

reimbursement, social stigma, or the patient's inability to maintain a social

relationship (Motenko, 1989; Elias et al., 1987).

Institutional Care

The role of family member as caregiver varies with the health status

of the patient; but a decline in the patient's health, physical or mental is the

most common cause for institutionalization (Riter & Fries, 1992; Spector,

* -º
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1991; Montgomery, Kosloski, & Borgatta, 1990; Rew, Fields, LeVee, Russell,

& Leake, 1987; Clark & Rakowski, 1983; Phillips & Rempusheski, 1986;

Thomas, 1987; Worcester & Quayhagen, 1983). Families go to great lengths

to avoid institutionalization of their family member with AD (Montgomery,

Kosloski, & Borgatta, 1990; Kahan, Kemp, Staples, & Brummel-Smith, 1985;

Callahan, Diamond, Giele, & Morris, 1980). Institutionalization of a family

member with AD may be influenced by fears the family caregiver has about

nursing homes. "Despite the fact that for most older adults there is no

immediate risk for entering a facility... the nursing home represents one of

the most pervasive sources of anxiety marking later life" (Biedenharn &

Normoyle, 1991, p. 107). The cost of nursing home care may be prohibitive

for those individuals not eligible for medicaid support (Welch, Walsh, &

Larson, 1992).

Those patients admitted to nursing home may be management

problems because of their wandering behavior and cognitive impairment.

Five percent of the elderly are maintained in nursing homes, but it is

estimated that 60% of these individuals have some form of dementia (Ory et

al., 1985). It is difficult to know the exact breakdown of patient numbers

because of the difficult diagnostic process. Institutionalization of the AD

patient may be in a nursing home or a specialized care unit that is free

standing or a part of a larger facility. Inpatient services are used when

caregivers are no longer able to provide care for AD patients (Buckwalter,

Abraham, & Neundorfer, 1988; Maas & Buckwalter, 1988; Bleathman, 1987).

Institutionalization does not eliminate the problems that brought the
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patient to the facility. The professional caregiver may experience the same

stressors as the family caregiver. Psychiatric symptoms and various

behavioral disturbances are common among demented patents. When

combined with speech disturbances, the nursing staff may have difficulty

interpreting and meeting the patient's needs. Astrom and associates (1991)

studied nursing staff in geriatric and psychogeriatric care and found staff who

were most empathetic toward the patients felt "close contact with the patient" --
to be stimulating, while those experiencing low empathy saw "improvement º - ..

in the patient's health" as most stimulating (Astrom, Nilsson, Norberg, .
Sandman, & Winbland, 1991, p. 66). Registered nurses (RN) demonstrated * .

more positive attitudes toward demented patients than did nursing assistants * * * *- :=

(NA). These findings correlated burnout with reduced empathy. As staff ... --

experience burnout, this leads to a negative experience for the patient and
-

staff providing care (Astrom et al., 1991).

Bleathman (1987) identifies the need for management of the AD
-

patient in the hospital. The AD patient is demonstrating multiple losses -
=-

~
memory, health, continence, dignity, and the ability to communicate.

Specialized units have been developed for the AD patient in long-term care

facilities to provide for the needs of AD patients (Holmes, Teresi, &

Monaco, 1992; Riter & Fries, 1992; Sand, Yeaworth, & McCabe, 1992; Ohta

& Ohta, 1988; Cleary, Clamon, Price, & Shullaw, 1988; Hanson, Patterson, &

Wilson, 1988; Mass, 1988; McGrowder-Lin, & Bhett, 1988; Hall, Kirshling &

Todd, 1986). Dementia care if restricted to specialized care units will not

serve all individuals needing such care. Medically ill or end-stage AD
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patients do not benefit from such programs (Riter & Fries, 1992). Ohta and

Ohta (1988) examined reports on fourteen specialized units and personally

observed five more. They found the units to vary widely in "their guiding

philosophy, their environmental design, and their therapeutic approach.

Oftentimes, these differences are of such significance they appear to place

special units in direct opposition to each other" (p. 803). The focus of care

may vary from providing basic custodial care to maintaining functioning in

the AD patient (Riter & Fries, 1992; Ohta & Ohta, 1988). The

environmental design of specialized units was varied. The smaller units allow

for interaction with a small, constant set of individuals throughout the day.

The larger units have more space for wandering and may actually be able to

secure a corridor or patio for the wanderer. The therapeutic approach on a

specialized AD unit includes the staff-to-patient ratio, consistency of staff,

and training of staff. The patient-to-staff ratio varies on units, the units with

a high staff-to-patient ratio report virtually no staff stress or turnover. When

there is decreased turnover of staff, the consistent staffing results in fewer

negative responses from patients (Riter & Fries, 1992). Because of the

diversity of units it is difficult to evaluate their effectiveness, but all units

described their program as successful (Ohta & Ohta, 1988).

Special care units often utilize environmental modifications to

effectively care for the dementia patient. The environmental changes

include reduced stimulation, a place for safe wandering, and "an

enhancement of the familiar" (Thornbury & King, 1992, p. 130). Favorable

patient outcomes are reported as measured by a decrease in physical and
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chemical restraints on units that have modified the patient's environment

(McCracken & Fitzwater, 1989). Special care units that modify the

environment to reduce stimuli report patients eating better, gaining weight,

appearing calm, and demonstrating decreased levels of agitation and

wandering (McCracken & Fitzwater, 1989; Cleary, Clamon, Price, &

Shullaw, 1988; Shroyer, Hutton, & Anderson, 1987; Hall, Kirschling, & Todd,

1986; Scahfer, 1985). Reduced stimualation units are decorated with neutral --
colors, noise insulation, no radios or television, and may even disguise the º º
doors (Thornbury & King, 1992; Namazi, Rosner, & Calkins, 1989). ºº
Additional environmental modifications include (1) maintaining a consistent ~...~~

routine (Hall, 1988; Maas, 1988; Hall et al., 1986); (2) maintaining an * * * * *

unhurried schedule (Farran & Keane-Hagerty, 1989); (3) eating in small * -

groups of two to four and offering one food at a time (Thornbury & King,

1992; Wilson, 1989); (4) reducing background noise (Cleary et al., 1988; Hall

et al., 1986); (5) environmental cues like the patient's picture on the door º
(Beck & Heacock, 1988; Dawson, Kline, Wianko, & Wells, 1986; Hall et al., º

~
1986; Schafer, 1985). Environmental manipulation is most effective in

patients who have a pattern of difficult behavior (Burgener & Barton, 1991).

Burgener and Barton (1991) report methods of adjusting the environment

that decrease the need to intervene with problematic behavior. Their

suggestions include adjusting the water to run at just a trickle even when on

full force for the patient who constantly turns on water faucets and causes

floods. An additional suggestion for the patient who puts on layers of clothes

is to move the bulk of the patient's clothes to a hall closet and only leave a
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few articles in the patient's closet to put on (Burgener & Barton, 1991). A

modification of the staff that changes the environment would be having a

different staff member intervene with verbal distraction or redirection when

a patient becomes upset with a staff member (Burgener & Barton, 1989).

Special care units or nursing homes that care for AD patients deal

with a variety of problematic behaviors. These behaviors include daytime

wandering, communication problems, memory disturbances, demanding or :-
critical behaviors, and physical violence (Sand, Yeaworth, & McCabe, 1992). º º

º

The problem of wandering behavior in the AD patient is identified more º - ->
frequently on long-term care units than specialized units that may have areas * .
designed for the wanderer (Sand, Yeaworth, & McCabe, 1992). Researchers *** -- is

have identified that wandering behavior is a significant predictor of -

placement in a specialized care unit (Riter & Fries, 1992; Holmes et al.,

1990). Teri and associates (1988) determined 21% of all dementia patients

wander (Teri, Larson, & Reifler, 1988). Sloan and Mathew (1991) found that

wandering is most common in the ambulatory confused. Patients who º
~

wander are a concern to nursing staff because the wanderers may leave an

open unit and get lost or injured (Bleathman, 1987). Wandering patients

spend a great deal of time in motion, some of this may be in an effort to

reorient to "new" surroundings or the wandering may be a coping mechanism

- a search for food, fluids, and shelter (Hirst & Metcalf, 1989; Rader, 1987).

Wandering can be a result of agitation or may be passive and aimless (Butler

& Barnett, 1991). The aimless wanderer is more easily distracted, therefore

easier to manage (Hirst & Metcalf, 1989). The aimless wanderer moves
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about purposelessly looking for an unknown place and may enter other

patient's rooms and search through their belongings. This type of wandering

is stressful for the caregiver and the other patients (Butler & Barnett, 1991).

Strategies for treating the aimless wanderer include shields over door knobs,

looking for and responding to patterns in behavior, and reassurance with

reorientation (Butler & Barnett, 1991). Agitated or escapist wanderers who

leave the unit may benefit from identification bracelets that set off an alarm

when the wanderer leaves the unit. Alarming doors will result in the alarm

going off anytime anyone (staff or patient) opens the door, whereas alarming

the patient lets the staff know exactly who left (Butler & Barnett, 1991;

Gaffrey, 1986). An additional strategy may be the use of a Wanderers

Lounge Program (McGrowder-Lin & Bhatt, 1988). The Wanderers Lounge

Program has stimulating structured activities available to the wanderer

during the group sessions. The sessions are designed to provide stimulation

to the patient without the constant "no"a wanderer often hears; this is an

effort to maintain the patient's dignity while encouraging some independence

(McGrowder-Lin & Bhatt, 1988).

Communication problems in patients with dementia occur because of

memory loss and the decreased ability to process information, changes in the

brain that control language function, and generalized loss of motor control

affecting speech and swallowing (Farran & Keane-Hagerty, 1989). Early

word finding difficulties move to a generalized loss of communication as the

disease progresses (Bayles & Tomoeda, 1991; Hall & Buckwalter, 1991;

Farran & Keane-Hagerty, 1989). The patient's ability to verbally
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communicate is lost, when combined with short-term memory loss that

affects the attention span the ability to communicate needs may be lost.

Interventions by the professional caregiver that aide in more effective

communication include: (1) get the patient's attention before speaking; (2)

make verbal messages to the patient clear and concise; (3) speak in short

sentences that convey one thought; (4) use yes and no questions; (5) allow

ample time for the patient to respond; (6) use appropriate eye contact and

facial gestures; (7) use a relaxed body posture to convey support; (8) avoid

environmental distractions and (9) use nonverbal means like pointing, * - -

gesturing, or pictures to enhance the communication (Lee, 1991; Farran &
g

Keane-Hagerty, 1989; Beck & Heacock, 1988). Nonverbal communication * * * * *

becomes the method of interaction as language ability decreases.

Observation and descriptive recording by the nursing staff can establish
-

meaning to gestures and body position (Dawson, Kline, Wianko, & Wells,

1986). In the most impaired patients communication through moans,

screams, or body movements make it difficult for the staff to assess pain, --
nausea, or even the need to urinate. These patients require one-to-one

attention to have their needs met (Sloane & Mathew, 1991).

Agitation and combativeness are among the principle problems that

make it difficult for family members and professional staff to care for

dementia patients at home or in the hospital (Roper, Shapira, & Chang, 1991;

Mayers & Griffin, 1990). Inappropriate verbal, vocal, or motor activity by

the demented patient often results in problem behaviors that burdens family

caregivers or nursing home staff (Thomas, 1988, p. 45). Agitation and
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assaultive behavior in the form of hitting, kicking, or spitting may make it

extremely difficult for the caregiver to provide care like brushing teeth,

washing the face, or changing clothes (Mayers & Griffin, 1990).

Aggressive, demanding, or critical behavior in the patient with

dementia is often considered a psychiatric problem that is best managed by

physical or chemical restraints (Kikuta, 1991). Psychotropic medications do

not necessarily eliminate the behavior, the introduction of the side effects of :-
sedation and orthostatic hypotension may make the patient's behavior more - - º
problematic (Kikuta, 1991). Physical restraints control the movement of the = - .* ->

aggressive patient, but there is the potential for functional decline, falls, and *.*-

emotional desolation (Kikuta, 1991). The verbally aggressive patient * * *- : **

increases the noise level of a nursing unit which detracts from the overall --

quality of care. As staff and others withdraw from the aggressive patient, the

end result may be an increase in disorientation and frustration as well as a

decrease in self-esteem in the patient (Sloane & Mathew, 1991; Winger, º

Schirm, & Stewart, 1987). --
Environmental modifications and interpersonal strategies are

interventions that should be tried with the agitated patient before the use of

physical or chemical restraints (Burgener, Jirovec, Murrell, & Barton, 1992;

Gies & Tremblay, 1991; Negley & Manley, 1990; Curl, 1989; Burgio, Jones,

Butler, & Engel, 1988). Roper, Shapera, and Chang (1991) developed a

framework for dealing with agitated behavior. The researchers modified

Orem's Self-Care Nursing model and developed the Psychiatric Self-Care

Model. The original eight categories in Orem's model were collapsed into



MANAGING UNPREDICTABLE BEHAVIOR

38

four-activities of daily living, rest and activity, solitude and social

interactions, and risks and hazards. The aim of this model is to "keep the

patient in command of his self-care for as long as possible without

jeopardizing his welfare or safety" (Roper, Shapera, & Chang, 1991, p. 18).

Agitated behaviors are placed in the categories in relation to the most

appropriate description, for example resistiveness is under Activities of Daily

Living with interventions that include having enough staff to safely perform --
the activity or coming back at a later time. Kicking, biting, and grabbing is -->
placed under the category of Risks and Hazards with interventions that º - s
include providing quiet space and removing other people from the patient's * ,

area (Roper, Shapira, & Chang, 1991). Mayers and Griffin (1990) developed * * * * =

a "Play Project" to redirect patients agitation and resistance to care. The * * * * *

project was based on the belief that these problem behaviors were a response

to a limited stimulus environment and restriction to a chair. The objects (soft

objects or small toys) were used as distractions during assaultive episodes and

as gratifying tactile stimulation to calm patients (Mayers & Griffin, 1990).
º

<
Staff education is necessary to train nursing assistants to interact with

patients to minimize episodes of aggressive and agitated behavior (Feldt &

Ryden, 1992; Menters & Ferrario, 1989). Licensed staff (RN & LVN) are

often diverted away from hands-on care for patients by state and federally

mandated documentation. When licensed staff is at the desk, nursing

assistants infrequently see professional nurses role model appropriate ways

to deal with aggressive or other types of inappropriate behavior (Feldt &

Ryden, 1992). Feldt and Ryden (1992) developed an educational program
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that included (1) understanding cognitive impairment, (2) understanding

precipitants of aggressive behavior, (3) communication techniques, (4)

identifying basic goals for aggressive residents, (5) strategies for preventing

aggressive behavior, (6) preventing escalation of aggressive behavior, (7)

management of personal feelings, and (8) individualization of the plan of

care. Following the educational experience, the nursing assistants in this

study reported that caring for the cognitively impaired patient was :-
significantly more rewarding and less frustrating (Feldt & Ryden, 1992). ---

º
Memory disturbances from cognitive impairment is one of the most - º

pervasive health care problems in nursing homes. It is estimated that 70-90% * :

of the individuals in nursing homes have some form of cognitive impairment * * * *

(Heacock, Walton, Beck, & Mercer, 1991). Cognitive decline in the AD --

patient is inevitable, but problematic behaviors like shouting, pacing, or

restlessness may be attributed to decline when in fact the behaviors are a

result of lack of sensory stimulation. Some behaviors, like inability to feed

oneself, may be attributed to cognitive decline; but can be reactivated from
º

~
long-term memory through assisting the patient to begin the activity. This

assistance may be enough to reverse the incapacity (Dawson et al., 1986).

Inability to perform activities of daily living is not directly correlated with the

degree of cognitive impairment (Beck, Heacock, Mercer, Walton, & Shook,

1991). Caregivers may believe the patient is unable to perform a task when

unable to initiate it, as a result the staff is promoting excess disability (Beck

et al., 1991). Teri and Gallagher-Thompson (1991) report that cognitive

therapy is effective with mild cognitive impairment while behavioral
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strategies work well with patients displaying moderate to severe cognitive

impairment. A behavior such as problems with concentrating would be

approached in cognitive therapy by helping the patient to increase

concentration abilities by working on environmental factors that may be

interfering with concentration. With behavioral intervention the same

problem would be approached by the staff through the development of a

structured environment with a simplified and consistent routine to aid in

functioning (Teri & Gallagher-Thompson, 1991).

Lukovits and McDaniel (1992) found as AD patients progress in the

disease process vegetative behaviors (incontinence, dietary change, and sleep

disturbances) are reported more frequently by nurses caring for the patients.

The researchers’ study indicates that the institutionalized patient with AD

continues to exhibit problematic behavior as the disease progresses, but the

nature of the problems move from psychological or activity disturbances to

vegetative disturbances. The dietary changes may include either a lack of

hunger or never being filled up (Lukovits & McDaniel, 1992). Winograd and

associates (1991) found that patients who were fed by caregivers maintained

an appropriate nutritional level (Winograd, Jacobson, Butterfield, Cragen,

Edler, Taylor, & Yesavage, 1991). Sleep disturbances range from trouble

going to sleep and frequent awakening to excessive sleeping. Incontinence of

bowel and bladder ranges from lack of any control to a functional

incontinence (Lukovits & McDaniel, 1992). When the patient is confined to a

chair or bed incontinence is freqently a problem for the caregiver (Sloane &

Mathew, 1991).

* **

a --

*-
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Alternatives to Institutionalization

Family caregivers may eventually need to institutionalize their

relative, but a variety of programs have been developed to delay the need for

institutionalization. Respite care programs have been developed to provide

caregivers with periodic relief and prevent early institutionalization

(Rosenheimer, 1992; Friss, 1990; Quayhagen & Quayhagen, 1988; Seltzer et

al., 1988; Berman, Delaney, Gallagher, Atkins, & Graeber, 1987; Caserta, :-
Wright, Lund, & Redburn, 1987; Rakowski & Clark, 1985). Seltzer et al. - º
(1988) cautioned the use of respite when patients become agitated in new ->

surroundings, for this will increase caregiver burden when the patient is * .
discharged (pg. 123). Rosenheimer (1992) reports respite services are " * : *s

utilized less than other services. Barriers to use may include the perception

of the service as a "last resort", expense of the service, guilt at leaving family

member in respite, or distrust of the care provided (Rosenheimer, 1992, pg.

28).
-

Adult day care provides respite (Sands & Suzuki, 1983) and allows the
-

~
caregiver to attend support groups (Bellin, 1990; Graham, 1989; Caserta,

Lund, Wright, & Redburn, 1987; Winogrond, Fisk, Kirsling, & Keys, 1987).

The response of caregivers to day care is quite varied, often related to the

expectations of the caregiver bringing the AD patient to the program

(Graham, 1989). Winogrond et al. (1987) found a long term therapeutic

program of day care for the patient and support groups for the caregiver did

slow the deterioration of the patient and enhance the coping abilities of the

caregiver.
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Day care programs and other types of community support help relieve

the burden of care (Bellin, 1990; Graham, 1989; Baldwin, 1988; Goodman &

Pynoos, 1988; Quayhagen & Quayhagen, 1988; Seltzer et al., 1988; Berman,

Delaney, Gallagher, Atkins, & Graeber, 1987; Caserta, Lund, Wright, &

Redburn, 1987; Haley, Levine, Brown, Berry, & Hughes, 1987; Winogrond,

Fisk, Kirsling, & Keys, 1987; Kahan, Kemp, Staples,& Brummel-Smith, 1985;

Mann, 1985; Aronson, Levin, & Lipkowitz, 1984; Sands & Suzuku, 1983), but

the costs may be a deterrent (Coughlin & Liu, 1989; Hay & Ernst, 1987;

Kosberg & Cairl, 1986; Ory et al., 1985). Collins and associates (1991)

developed a measurement tool to understand community service use by

caregivers. The researchers found the attitudes of the caregivers to be

complex and multidimensional making predictability of service use difficult

(Collins, Stommel, King, & Given, 1991). The low rate of service use in light

of the high demand of care for the AD patient is just beginning to be

explored.

Archbold (1980) proposed family caregivers be given relief from

primary caregiver responsibilities and caregiver families be educated in

problems confronting a caregiver. Spouses do not want to relinquish their

role as caretaker, but need relief and respite to conserve their own reserves

(Morgan & Laing, 1991; Haley, Brown, & Levine, 1987; Glosser & Wexler,

1985; Kahn, Kemp, Staples, & Brummel-Smith, 1985; Cantor, 1983; Lazarus,

Stafford, Cooper, Cohler, & Dysken, 1981). Adult child caregivers who have

multiple role responsibilities need flexible work schedules and easier access

to formal supports (Ingersoll-Dayton, Chapman, & Neal, 1990; Cantor, 1983).
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K.M. Robinson (1988) and B.C. Robinson (1983) proposed training and

education programs for adult caregivers. Toseland, Labrecque, Goebel, and

Whitney (1992) utilized the findings of previous researchers to design a

multicomponent group program for spousal caregivers that included support,

education, problem solving, and stress reduction. The caregivers

demonstrated decreases in burden and stress from caregiving problems

(Toseland, Labrecque, Goebel, & Whitney, 1992). Hinrichsen and Ramirez

(1992) compared black and white caregivers of dementia patients and found

few differences adaptation to caregiving responsibilities, but found black

caregivers demonstrated less burden, less desire to institutionalize, and were

more likely to report unmet service needs. The reporting of needs is as

important as the availability of services.

Problems with Current Research

The bulk of the research in AD has focused on biomedical approaches

designed to discover the etiology of the disorder or caregiver burden. Very

little study has been directed toward improving the situation confronted by

patients currently afflicted with the disease and their cargivers (Buckwalter,

1989).

Special demands are placed on researchers of older adults, especially

when they are demented. The source of most research information is first

hand, but with a demented individual the data source is suspect (Buckwalter,

1989; George, 1989). The nature of the disease makes the individual a poor

historian, therefore researchers must use other informants to provide

information about the patient. The amount of data that "proxy" respondents
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can provide with adequate reliability and validity is limited to current or

recent experiences and relatively objective information (George, 1989).

Family caregivers may find it difficult to provide objective

information about patients for whom they care, but patients are usually

incapable of participating in conventional interviews and/or providing

reliable information about themselves (George, 1989). Persons with AD

often become frustrated when facing demands they cannot meet. Family and

professinal caregivers often shield patients from research participation

because of concern patients will become upset or fatigued (Uphold &

Harper, 1986). Investigators must develop protocols for demented patients

with extra sensitivity to respondent burden.

Patient attrition in any longitudinal study sample is a concern, but is of

more obvious concern with the elderly population (George, 1989). As

attrition increases, sample size decreases causing difficulty in data analysis of

change over time (George, 1989). A second problem is loss of the random

sample because of attrition - dropout can lead to bias in a longitudinal study.

Attrition can occur from relocation of participants, refusal to continue to

participate, increased disability causing inability to participate, or death

(LaRue, 1987). Longitudinal studies of demented older adults are subject to

especially high levels of attrition because mortality rates are elevated among

demented older adults, compared to their cognitively intact peers (George,

1989). Rates of institutionalization are very high with AD patients and may

cause the patient to become ineligible for continuation in the research project

(LaRue, 1987).
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Of ethical concern to researchers is the issue of informed consent.

"Informed consent is one of the major mechanisms by which investigators

protect the rights and well-being of research participants" (George, 1989, p.

420). An adequate informed consent procedure explains the risks and

benefits and assures that the participation is voluntary (Costa, 1989).

Informed consent is meaningful only when the participant is capable of

understanding the conditions of participation and making a rational decision

(Costa, 1989). In studies of demented older adults, incompetence to provide

informed consent is nearly universal (George, 1989; Cassel, 1988).

Competence usually rests on cognitive status, severe cognitive impairment is

the major mechanism by which incompetence is measured. The Mini-Mental

State Examination (Folstein) and the Short Portable Mental Status

Questionnaire (Pfeiffer) can screen cognitive status on the spot. A practical

problem is that respondents dislike them. The items obviously comprise a

test. Cognitively impaired respondents find them frustrating and upsetting,

cognitively intact respondents find them degrading. If an individual is

incompetent informed consent must be obtained from a legal guardian or

officially appointed caretaker, but many individuals do not have one, so

consent must be obtained from a close family member.

Conclusion

Published caregiving research has focused on identifying who the

family caregivers are and how caregiving effects their psychological, social,

and health functioning. Services to relieve strain or burden such as social

support, respite, and day care have been identified to reduce the need for
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institutionalization.

Research on the nursing interventions necessary to provide adequate

care to the AD patient in the long-term care facility is slowly increasing

(Duffy et al., 1989). Currently the "care that is provided and the systems and

environments that have been established to provide care are rooted in

clinical folklore and are more a matter of art than science" (Duffy et al., 1989,

p. 255). Nurses have learned how to care for the demented patient in an ---
institution mostly through trial and error (Gillies, 1986). Knowledge º º
generated from this research can be utilized in caring for institutionalized AD * - 2
patients. Nurse researchers can test the applicability of the findings in the *T*

long-term care clinical setting. Clinical research will provide a systematic ** - -

analysis of the caregiving process. * * * *

The majority of the AD population is cared for at home not in -

institutions. Nurses most familiar with behavioral problems often are not " -

community health nurses providing services. Geriatric or psychiatric nurses º

caring for the institutionalized elderly have information on caregiving they
-

~
have provided or observed in the clinical setting. This information can be

validated and shared with the community health nurses who help educate

caregivers in the home. Nurses in the community can study caregivers to

identify problems unique to caregiving in the home.

Research has shown the educated family or institutional caregiver is

better able to cope with problems of caregiving. Behaviors once problematic

because they were thought to be intentional or spiteful can now be

understood and dealt with in a less emotional manner (Lipken & Faude,
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1987). Community health nurses can provide the educational services and

help keep the patient in the community longer. Respite services, often

staffed primarily by nurses, provide support for the family caregiver by

providing relief from caregiving for short periods of time. While patients are

being cared for support groups for family caregivers can provide additional

resources for providing care.

Published caregiving research has focused on identifying who the ---
caregivers are and how caregiving affects their psychological, social, and sº
health functioning. This research study focuses on the process of care; how * ->

the need for care is defined by the caregiver, the properties and .**

characteristics of caregiving, caregiver activities, management strategies, and " * - =

those factors influencing the professional caregiver's ability to provide care in

the institutional setting on a special care unit. This study explores caregiver

activities from the caregiver's point of view. Interviews provide information

on institutional caregiving from the perspective of the professional caregiver.
- * *
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CHAPTER THREE

METHODOLOGY

Research Design

The purpose of this study is to develop a conceptual framework that

helps explain how professional caregivers deal with the complex and

unpredictable problems associated with caregiving for a patient with a

progressive dementia like AD in the context of a nursing home setting.

Current research focuses on identification of caregivers; effects of caregiving

on psychological, social, and health functioning of the family caregiver;

family caregiver burden; and services to relieve strain or burden in family

caregivers. Anecdotal articles describe problematic behavior in the AD

patient and interventions that include modification of the environment or

patient behaviors. The current available research does not address the actual

process of providing care for an institutionalized AD patient. This

qualitative study uses the grounded theory method to generate a conceptual

framework called "managing unpredictable behavior" to explain how

caregivers provide care for a patient with a progressive dementia like AD in

the institutional setting.

Qualitative Research

Qualitative research gains insight through discovering the meanings

attached to a phenomenon; not through establishing causality, but through

improving comprehension of the phenomena (Burns & Grove, 1987). In this

study the phenomenon of caregiving was explored through interviews with

nursing staff caring for AD patients on a special long-term care unit in a
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Veteran's Administration Medical Center.

Qualitative research is concerned with providing an accurate

description of findings through the speaker's words, field note quotations,

and the researcher's interpretations of the data (Strauss & Corbin, 1990). In

this study interviews of caregivers were taped, transcribed, and then

analyzed. The open-ended interviews provided a description of the

caregiving experiences on the unit in the words of the various professional

caregivers who participated in the study.

Fieldwork as a Qualitative Data Collection Mode

Fieldwork immerses the researcher in the process of day-to-day life of

the subject (Wilson, 1985). The features that characterize fieldwork and how

these were accomplished in the study include:

1. Face-to-face interviews as primary measures for data collection

- each caregiver was personally interviewed by the researcher.

2. Data collection and analysis go on in the natural setting

interviews were conducted on the nursing unit during the

actual shift the caregiver was assigned to.

3. Data collection and analysis proceed through a

multidimensional process for the purpose of concept

development - data was transcribed then analyzed according to

the grounded theory method.

4. Field researchers must make particular accommodation to

ethical principles related to close association with people in the

study (conflict of interest, deception, exploitation, invasion of
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privacy, inconvenience to subjects, and loss of confidentiality) -

the researcher was careful to maintain the privacy of each

caregiver by conducting the interview in a private conference

room, returning transcribed interviews in sealed envelopes, and

tracking caregivers by number on written data and tapes. All

staff members had the opportunity to decline participation

(only one staff member declined) and to clarify and revise their

interviews after transcription (one respondent rewrote the

entire interview after reading the transcript and included the

comment, "I was really nervous being taped and could not

think."). (Wilson, 1985, p.370).

Qualitative interviews are focused in relation to sequencing and

wording of some questions (Wilson, 1985). In this study open-ended

questions included the caregiver's description of a typical day, then the

patient's self-care ability, then the care provided by the caregiver, and finally

the response of the patient to the care. Interviews depend on the caregiver's

verbal report about experiences, perceptions, preferences, problems, feelings,

attitudes, or other phenomena relevant to caregiving (Wilson, 1985).

Caregivers were encouraged to elaborate on their experiences and how it

affected them. The interviewer and caregiver are free to deviate from the

agenda and introduce thoughts relevant to their personal perspective

(Wilson, 1985). Caregivers described their experiences on the AD unit, but

also brought up information related to previous experiences on other long

term care units and often compared the caregiving process to previous
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experiences. Open-ended questions encourage the caregivers to provide

their own perception of the meanings in their world of caregiving.

Unstructured interviews allow the interviewer to explore whatever seems

important to the caregiver, thus allowing the caregiver to be spontaneous and

self-revealing (Wilson, 1985). The caregivers shared their experiences and

opinions on what caregiving techniques were effective and which ones were

not. They commented on how the facility could be remodeled to be more

efficient, "the shower room is too cold" or "the patient's rooms are too large".

Environmental modifications to help calm patients included music, but one

caregiver commented "I am so sick of Tiny Bubbles, but the patient's enjoy

it".

Grounded Theory as a Qualitative Research Approach

Grounded theory research developed by Glaser and Strauss is aimed

at understanding how a group of people, in this study the professional

caregivers, define their reality (Glaser & Strauss, 1967). A grounded theory

is one inductively derived from study of a phenomenon, like caregiving.

Through systematic data collection the theory is discovered, developed, and

provisionally verified. In this study, the conceptual framework developed is

entitled "managing unpredictable behavior". Concepts and relationships

between them are generated and provisionally tested (Strauss & Corbin,

1990).

The use of the grounded theory methodology is directed at developing

a greater understanding of the experiential world of the research subject

(Bowers, 1987). In this study the professional AD caregiver provides

º
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information on the experience of caregiving in an institutional setting. The

researcher does not begin with a theory and prove it, rather the area of study

is identified and through observations and interview the data emerge (Strauss

& Corbin, 1990). Observations and interviews of the AD caregivers provide

the conditions of the caregiving relationship and typical patterns of behavior

seen in the process of caregiving. The data identified the Basic Social

Psychological Problem of "maintaining safety and dignity for the

unpredictable patient unable to communicate" and the Basic Social Process

of "managing unpredictable behavior".

The research question in a grounded theory study is a statement

identifying the phenomenon (central idea, event, or happening) to be studied,

in this case caregiving (Strauss & Corbin, 1990). A group is selected to study,

professional AD caregivers, and the researcher is "immersed" in their

environment to understand the basic patterns of behavior. Observations in

this study were conducted over an eight week period on all three shifts, on

weekends and weekdays, and at a variety of times during the shift.

Setting

The subjects of this study are thirty professional caregivers on a 50

bed long-term care unit for ambulatory AD patients in the Veterans

Administration Medical Center (VA), Palo Alto. The all male patient

population on this specialized locked unit have a dementia diagnosis - AD,

multi-infarct dementia, Parkinson's dementia. The patients range in age

from 55 to 90. The population is predominantly Caucasian and has served in

some form of military capacity (an eligibility requirement for VA services).



MANAGING UNPREDICTABLE BEHAVIOR

53

Permission was obtained from the facility administration to present the

research topic to each shift and request volunteers from the individual

caregivers who provide care for the identified patients. Staff rotate patient

assignments, therefore all 32 staff were eligible. A signed consent from

UCSF Human Subjects and VA Human Subjects committees was obtained

from each of the 30 participating caregivers before being interviewed.

Sample ---
The criteria for inclusion in the study include: º

(1) the patient being cared for has a probable diagnosis of AD obtained º ->
through testing by the research team at the VA; a " + º

(2) the professional caregiver is English speaking and currently provides * * =

primary care for the identified patient; ** * *

(3) the patient cared for requires some type of ongoing assistance in activities

of daily living, such as bathing, feeding, and/or dressing from the identified

caregiver. º

Thirty-one subjects contacted the researcher and 30 agreed to participate in
--

--
the study. See Table 1 for individual findings. A summary of demographic

information is as follows:

Position

Nine Registered Nurses, five Licensed Vocational Nurses, thirteen

nursing assistants, one ward clerk, and one housekeeper participated in the

study (see Table 1).

!
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Table 1

AD Caregivers

Position Shift Education Age Ethic Previous LTC
Level Background

1 RN Days BSN 42 C Y-LTC
2 RN Days Diploma RN 44 C Y-AD
3 RT Days BS Rec Th. 28 C N

4 RN Days BSN 52 NC Y-LTC
5 NA NOC BS-India 42 NC Y-LTC

AA-DeAnza

CNA --
6 RN-PHN Days BSN 51 C Y-LTC -
7 RN PM BSN 39 NC Y-LTC -->

as LVN * * *
8 NA PM HS 38 C Y-LTC .**
9 NA Days HS 39 NC Y-LTC * * *
10 RN Days BSN 42 NC Y-LTC
11 NA Days AA 41 NC N * --->

12 RN Noc AA 56 C Y-LTC ** * *
13 LVN NOc BSN-Phil 32 NC N * - -

14 CNA Noc HS 46 C Y-LTC
15 CNA NOC HS 45 NC Y-LTC *-

16 RN PM AA 54 C Y-LTC

17 WClerk Days BA 39 C N

18 RN Days BSN 46 C N

19 NA Days HS 52 NC Y-Psych º

20 LVN PM AA 35 C Y-LTC -- as a

21 LVN PM BSN-FNG 41 NC Y-LTC *s

22 LVN Days Tech-LVN 54 NC Y-LTC

23 NA Days RN-FNG 48 NC Y-LTC
24 NA Days Middle Sch 45 NC N

25 LVN Days RN-FNG 41 NC Y-LTC
26 NA Days AA 38 C Y-LTC
27 NA PM HS 49 NC Y-LTC

28 NA PM HS/Navy 44 NC Y-LTC

29 NA Days BA Ed.-FG 50 NC N

30 House- Days 11th grade 44 NC N
keeper

Legend - Ethnic Background
C

NC
Caucasian
Non Caucasian
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Shift

Eighteen day shift, seven evening (PM), and five night (NOC) shift

staff participated (see Table 1).

Education Level

The education level ranged from a bachelors degree to middle school.

Twelve caregivers had bachelors degrees (BA or BSN), five associate degrees

(AA), one diploma school RN, one technical school LVN, seven high school

diplomas, and two caregivers had less than a high school education (see

Table 1).

Age

The age ranged from 28 to 56. The average age of the caregivers was

43.9 (see Table 1).

Ethnic Background

Caregivers were asked to identify themselves as Caucasian or

noncaucasian. Twelve caregivers were Caucasian and eighteen

noncaucasian.

Previous Long-Term Care Experience

Twenty-two staff had previous long-term care experience and eight

had no long-term care experience prior to coming to the unit. One person

with long-term care experience had worked on another AD unit and one on a

psychiatric unit.

Data Collection Methods

Open-ended interviews and observation of care were used to collect

data from the caregivers. A review of the patient's record at the hospital
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provided demographic and diagnostic information for patient selection. The

unstructured interview lasted from 30–60 minutes.

Each potential subject attended a brief orientation to the research

project and was asked to contact the researcher if the subject wished to

participate. The initial face-to-face contact was suggested by the head nurse

in response to previous research studies that had sent written requests and

had little response. A poster was placed in the nurses station with the

researcher's name, phone and beeper numbers, and potential dates for

interviews. Interview times were grouped by shift with all 24 hours covered

by the end of eight weeks. Written information related to the study (two

consent forms) were posted at the request of the staff to reduce the time just

prior to the interview.

Interviews were tape recorded. Subjects were provided with a

number at the beginning of the interview. This number was used as

identifying information on the tapes and transcriptions. All taped interviews

were transcribed verbatim with only code numbers for identification. The

original tapes are locked in a file cabinet. A face sheet with demographic

information about the patient and the professional caregiver includes the

identification number for cross-reference.

Procedure

After obtaining approval from the Human Subjects Research

Committee at the University of San Francisco, Medical Committee for the

Protection of Human Subjects at Stanford University, and the Research

Administration Committee at the Palo Alto Veterans Affairs Medical Center
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this study was presented to professional caregivers on the nursing unit by the

researcher. Caregivers who were interested in participating in the study

called the researcher and arranged an appointment for an interview. The

subjects were contacted by the researcher to obtain informed consent at the

scheduled time for the interview. The purpose and background of the study,

the format of the interviews, the possible risks and discomforts, and the

benefits of participation in this study were explained to the caregivers. A

request for participation in the study was repeated at this point allowing the

caregiver an additional opportunity to decline. Demographic data on each

caregiver was obtained at the beginning of the interview. This portion of the

interview was not taped to maintain confidentiality of the interview.

The initial interview was conducted and the analysis completed prior

to proceeding to the next interview. Modifications in the interview schedule

occurred as the data unfolded. Caregivers referred to patient behaviors,

techniques, and patient responses as they described a patient's day.

A typical day... We have 50 patients... We get them together,
25 for fine dining and 25 for the community room. Then we
make sure we do toileting right after breakfast... Some of the
patients are combative, they fight and are mean because they
don’t want me changing them... We have to restrain them and
put them in their chairs, and we give them a shower, shave
them, brush their teeth, comb their hair... then by that time, it's
lunch time... Some of our patients can feed themselves... Ones
that cannot feed themselves, or get choked they need
assistance and someone watching them constantly. (R-9)

This restructuring allowed the data to flow in chronological order which
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seemed to encourage elaboration. Each interview was recorded and

transcribed. The transcript was copied and returned to the caregiver for

additions or corrections in a sealed envelope. A set of envelopes in a large

folder was left on the nursing unit for the caregivers to return revisions of the

transcript to the researcher. Most caregivers only added new data that had

occurred to them after the interview was completed, but one caregiver after

reading the transcript completely rewrote the interview.

Data Analysis

Data analysis, according to the grounded theory method, began with

the first interview. Data collection and analysis occurred simultaneously and

was ongoing using a constant comparative method of identifying patterns in

the data (Chenitz & Swanson, 1986). The collection and analysis of data

continued until saturation occurred, no new information to indicate new

codes or expansion of existing codes appears in the data (Chenitz & Swanson,

1986). Current interview data was compared with previous interviews during

analysis to determine patterns in the caregiving behavior. Patterns in

caregiving behavior appeared early in the interview process. These

similarities were expected with some patient behaviors, especially those that

required several caregivers working together to provide the care. For

example, cleaning up one incontinent patient required 4-5 staff because the

patient was so combative. Interventions and caregiving techniques continued

to expand existing codes throughout the interview process.

Coding

Data collected from the first interview was analyzed line-by-line to



MANAGING UNPREDICTABLE BEHAVIOR

59

obtain code words that capture what is going on. This process, called open

coding, breaks down the data into discrete parts so it can be examined

(Strauss & Corbin, 1990). Words like basic needs, resistance, safety, and

control appeared frequently in the codes. Subsequent interviews were

analyzed for commonalities. Data was coded for conditions (circumstances

under which the phenomenon occurs), interactions (any interaction between

individuals), strategies, and consequences (results of actions). The caregivers

identified three basic needs in their patients - eating, toileting, and bathing.

The caregivers identified that it was up to them to find a way to meet these

needs while maintaining the safety and dignity of the patient. The need for

management of resistive behavior resulted in the identification of a variety of

strategies for caregiving.

Axial coding is a procedure in which data is put back together in new

ways by making connections between categories (Strauss & Corbin, 1990).

After the initial sorting of data the commonalities that emerged were

categorized into this next level of coding. A list of strategies for management

of care emerged. Conditions that prompted resistive behavior were

identified - caregiver behavior, environment, and disease process. The

categories allowed for the condensation of earlier codes. The basic needs

became nutrition (eating), elimination (toileting), and hygiene (bathing).

Safety was identified and the need to respond if the patient was unsafe

moved to the next level: restraints became physical control, special clothing

or clothing on backwards became structural control, and tolerating symptoms

became uncontrolled. Identification of properties and dimensions of the
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codes determined the categories supported by the data.

The final level of coding, "selective coding", selects the core category

or Basic Social Process (BSP) and systematically relates it to other categories

(Strauss & Corbin, 1990). The fundamental aim of coding is to discover a

Basic Social Psychological Problem and Basic Social Process (Hutchinson,

1986). A BSP called "managing unpredictable behavior" was discovered to

explain the process used by caregivers to guide their activities with an AD

patient. The purpose of this process is to safely provide for the basic needs of

the patient who is unable to communicate his/her needs effectively while

maintaining the patient's dignity. This became the Basic Social Psychological

Problem called "maintaining safety and dignity for the unpredictable patient

unable to communicate."

This chapter has provided an overview of the qualitative research

methodology using grounded theory to generate a BSP called "managing

unpredictable behavior". This BSP lead to a conceptual framework that

explains how caregivers provide care for a patient with a progressive

dementia like AD in the institutional setting. Grounded theory offers a

systematic method to study the rich, diversity of human experience while
generating relevant, plausible theory that can be used to understand the

contextual reality of the behavior. With this understanding of behavior,

assessments of the group studied can lead to plans for interventions to

improve the quality of patient care. "Grounded theory helps nurses better

understand their own world -- people in a changing, complex social situation"

(Hutchinson, 1986, p. 129.)
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CHAPTER FOUR

FINDINGS

Introduction to Findings

The purpose of this study is to develop a conceptual framework that

helps explain how professional caregivers deal with the complex and

unpredictable problems associated with caring for a patient with a

progressive dementia like Alzheimer's disease in the context of a nursing

home setting. A Basic Social Process (BSP) called "managing unpredictable

behavior" was discovered to explain the process used by caregivers to guide

their activities with an AD patient. The purpose of this process is to safely

provide for the basic needs of the patient who is unable to communicate

his/her needs effectively while maintaining the patient's dignity. This became

the basic social psychological problem called "maintaining safety and dignity

for the unpredictable patient unable to communicate". Caregivers in the

long-term care or nursing home settings include any staff member providing

assistance to the patients. Depending on the need at the time, the caregiver

may be an RN, LVN, nursing assistant, ward clerk, or housekeeper.

This chapter provides an overview of the BSP "managing

unpredictable behavior" and describes the process caregivers use to define

the need for care, the strategies used to manage care, the conditions used to

identify problems, and the consequences that result from problematic

behavior on the part of the patient. The research questions are addressed

throughout the discussion. The questions include: (1) How do caregivers

define the need for care? (2) What are the properties and characteristics of

t -- *
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AD caregiving problems? (3) What caregiver activities are associated with

providing care? (4) What strategies do caregivers use to manage care? (5)

What factors influence the caregivers ability to provide care? and (6) What

are the consequences for AD patients and their caregivers?

Overview of Managing Unpredictable Behavior

The Basic Social Process is "managing unpredictable behavior". The

purpose of this process is to safely provide for the basic needs of the patient

who is unable to communicate needs effectively while maintaining the

patient's dignity. The caregivers use this process to determine caregiving

activities necessary to maintain ambulatory status that delays the patient's

transfer to another nursing unit. The process requires identification of the

patient's needs and then caregiver strategies to manage the care.

The identification of a patient's need is a two step process. The

caregiver first uses an assessment to read cues in an effort to identify what

the AD patient needs when he or she is unable to verbally ask for help. The

cues are then utilized to interpret and identify the immediate need of the

patient. Cues help the caregiver "know" each individual patient and

determine strategies for providing care (see Appendix F).

Nine major strategies that guide the caregiver were discovered. A

common strategy used by the majority of caregivers in this study is

"anticipating"-- meeting the need before the demonstrated need by the

patient. Additional strategies used by caregivers depend upon the patient's

current behavior and previous responses of the individual patient to each

strategy. These strategies include: explaining, touching, directing, timing,
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distracting, adapting, bribing, and allowing (see Appendix F).

The strategy used by the caregiver does not guarantee an automatic or

consistent response to the care by the patient. The strategy is influenced by

the disease process causing variable and unpredictable responses by the

patient, caregiver behaviors toward the patient, and the environmental

barriers that may exist on the AD unit (see Appendix F). Caregiver response

to the variable behaviors of the patient may result in the consequence of ---
physical or structural control of the patient. There may be times that the º
patient's behavior remains uncontrolled by the caregiver (see Appendix F). º º

The behavioral consequence is determined through a trial and error process * - i

that identifies what the patient "won't do". This process always has an * * =

overriding dimension of maintaining safety for the patient and the caregiver. º
* →

Managing Unpredictable Behavior

Managing unpredictable behavior explains the process used by

caregivers to guide their activities with AD patients. The purpose of this º

process is to provide safely for the basic needs of patients who are unable to --
communicate their needs effectively while maintaining their dignity. Basic

needs are those common to all individuals -- nutrition, elimination, and

hygiene.

We know people need to eat three times a day,or usually...
people need to move their bowels daily, every other day... we
know people need bathing... we factor in what most people
need. (R-1)
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You take a look at the individual, but we know what they need,
what our daily needs are, and that’s what they need...When you
get up...need to be washed off, cleaned...clean boxers, T-shirts,
socks, shirts, pants, shoes...even hats... (R-4)

Safe care is defined as providing care for the patient who is potentially

resistive without injury to the patient or the staff member. Unsafe care

occurs when the patient or the staff member is injured physically or

emotionally during the caregiving process. The measurement for physical

safety is the lack of injuries to either party. The measurement for emotional

safety is difficult in the cognitively impaired patient who is unable to

verbalize feelings, although behavioral changes in the individual may be an

indication of an emotional response to care. Emotional safety in the

caregiver is measured by the ability of the caregiver to continue to assist the

patient even when the patient is difficult to manage.

STUDY QUESTION 1:

HOW DO CAREGIVERS DEFINE THE NEED FOR CARE7

Preliminary "Reading the Cues"

"Reading the cues" presented by the patient occurs through an

assessment of behavioral responses by the staff nurses to a variety of

situations over a period of several days after admission.

We know through screening...whether they can walk...feed
themselves...continent...sleep patterns...assaultive or
resistive...their daily routine at home...once they come in we
assume they can do everything until we find out they can’t.
(R-4)
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These assessments provide the caregiver with cues that may indicate

what AD patients need when they are unable to clearly verbalize their needs.

The cues may be verbal or physical and range from cooperation to passive

resistance to destructive aggression.

Verbal cues from the AD patient include any verbal information

communicated to the caregiver. These cues may be understandable words

used out of context, or more frequently, loud verbalizations that the caregiver

cannot understand. The verbalizations from the patient indicate a need that

is not being met. It is then up to the caregiver to interpret the cues.
º

Some of them start escalating, first with.verbal cues of being
noisy or shouting or hollering or swearing... (R-1)

Physical cues by the patient include movements indicating a need for

something:

... when you see a patient taking food from other people, you
figure out he wants more to eat... if he is constantly playing
with the sink... you give him something to drink (R-4)

-

... they're trying to move their pants up and down... It's time
for him to be toileted. ... act out... exhibit behavior out of the

ordinary... come up an get right in your face ... start dancing
around... they will tail you, tug at you... they will hang around
you... (R-7)

... making menacing gestures, or being so resistive to sitting
down in a chair that you feel if you try to push them one more
time into the chair they'll push right back at your face. (R-1)
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The patient is unable to tell to the caregiver what is wanted. Physical

cues may be a demonstration of the patient's attempt to resolve the unmet

need.

Identifying the patient's need is sometimes through trial and error,

requiring time and effort on the part of the caregiver.

... you just use the process of elimination what they might need.
You just try to figure it out. (R-1) ---

- '*.

A lot of what we do... is try to figure out when the patient :::
wants to do something... (R-7) ->

Acting upon the need may interfere with other caregiving activities. s

... you're busy giving care that needs to be done it's hard to stop * -

when you see someone giving you clues, but that's one of the --
things we try to do. (R-1)

Delaying the action until later may occur when the patient's need may

present a potential problem to others and the patient is not in immediate

need of action by the caregiver. !--
**s

...if we're short staffed, a lot of times you have to ignore clues.
You know when someone wants to get out of a chair and can't,
and you're feeding other people and you know he's going to
come and take food or dump a tray, so you let him sit in the
chair, or you keep him restrained (R-1)

The response is delayed until a caregiver is available to assist the patient and

protect the other patients from potentially aggressive behavior.
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STUDY QUESTION TWO:

WHAT ARE THE PROPERTIES AND CHARACTERISTICS OF AD

CAREGIVING PROBLEMS2

Interpreting the Cues

Interpreting the cues implies there has been observation of the patient

by the nursing staff to identify possible responses to a situation. Behavioral

observations over a period of several days across all three shifts are necessary

to interpret the cues that will identify the need of the AD patient who has

diminished capacity to communicate with the caregiver.

Just mainly by the way they talk, the quickness of how they talk
or the tone of their voice, or the quickness of their pace, or
their resistiveness to doing something. ... leave me alone...
sometimes that's legitimate, and sometimes it isn't. So you just
have to kind of know the patient. (R-2)

Knowing and interpreting the cues may not always give a clear

indication of how to proceed because of the unpredictable nature of the

disease process.

They are very cooperative sometimes. (R-19)

Some of the ones that can feed themselves, can’t always feed
themselves. We’ve got several patients where if you say sit
down in this chair, they will not do that. (R-4)

Some days he's nice...He'll let me do it. Some days even four
of us try to do it and he won’t let us (referring to changing
clothes) (R-8)

Patients' behavior at particular times of day may give cues based on which

* *

… sº -
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caregivers respond.

He doesn't like to be touched in the morning. (R-8)

Give him a cup of coffee, let him wake up, then he lets us
change his briefs. Sometimes. (referring to changing an
incontinent patient during the night) (R-5)

An additional problem involves idiosyncratic patient responses to

situations. Offering a patient food is a relatively safe task-- there is always -:
the possibility that the patient won't know what to do with the food and º .
throw it, but most of the time if it is a familiar food the patient will take and - }

eat what is offered. --- *

Patient responses to toileting and bathing may be even more * * *

unpredictable. The patient does not know what the caregiver is going to do. :--

To the AD patient the caregivers are strangers who are in the process of

taking off his clothes. The short term memory impairment of the AD patient º

may prevent him from remembering the caregiver just told him about going -

to the bathroom or to the shower. The patient is naked and defenseless “.
(several caregivers may be holding onto the patient). This may be a

frightening position for the patient.

A lot of them are very, very touchy in the area...their perineal
area. They're men, we've got two women. Some of them get
combative...they don’t want it to be done. (R-5)

... can you blame him for trying to hit you when there are four
people in there holding him. And one is pulling his pants, you
know. Even for a normal person, he's not going to like that, and
this person cannot understand what you people are doing. (R-9)
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Short term memory loss combined with an inability to effectively process

incoming information decrease the ability of the patient to respond

appropriately. The same processes prevent the caregiver from consistently

predicting the patient's response to a particular situation.

STUDY QUESTION THREE:

WHAT CAREGIVER ACTIVITIES ARE ASSOCIATED WITH

PROVIDING CARE7

Strategies for managing care

Strategies for managing care provide a variety of methods that may be

needed to guide the caregiver. Strategies may be designed to precede the

demonstrated need, like anticipating. Strategies may help patients complete

their care: explaining, leading, or touching. Strategies may be caregiving

techniques that have been adjusted to adapt to particular patient behaviors:

timing, distracting, allowing, or bribing. Strategies may also be used to

actually modify the strategy as in the case of adapting.

STUDY QUESTION FOUR:

WHAT STRATEGIES DO CAREGIVERSUSE TO MANAGE CARE2

Strategy: Anticipating

Anticipating is an attempt to meet a need prior to its expression. The

anticipatory activities range from reminding, to offering, to providing. The

choice of anticipatory activity is dependent on the current functioning level

of the patient. For this patient population, unfortunately, the functioning

level may be only determined by trial and error. Anticipating may begin by

reminding the patient to go to an activity

* *
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It's time to go to the bathroom. You may go to the kitchen for
a snack. The water is ready for your bath. (R-1)

When patients are unable to go on their own, offering assistance may be all

that is necessary for the patient to proceed.

Would you like me to help you to go to the bathroom? (R-1)

Would you like a snack? (R-1)

If patients are unable to follow through with the activity, providing for them

in anticipation of their need may be what is actually needed.

I’m going to take you to the bathroom now. (R-2)

Here is a snack. (R-1)

Usually when we start making rounds we try to ask them to go
to the toilet, and some of them will go. (R-4)

I try to make sure they are comfortable first of all. (R-1)

If they need to be toileted, we toilet them first. (R-8)

(talking about the medicine nurse passing nourishments)... she
takes care of the nourishments in the morning... that kind of
helps get extra fluids down... they can't come up and tell us
that, so we really have to anticipate their needs a lot. (R-8)

The caregiver may need to anticipate the patient's needs when the

patient is unable to communicate. Some patients may respond when asked if

they need something, but would not think of requesting something on their

OWII.

When the patient responds and cooperates, anticipating the patient's
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need, such as toileting, enables the caregiver to avoid having to change an

incontinent patient later.

Strategy: Explaining

Explaining is a means of focusing attention on an activity through its

description. The ongoing one way dialogue (step-by-step description) from

the caregiver to the patient is an attempt to maintain the attention of the
*** *

individual with an impaired short-term memory.

They might get aggressive, bite, or pull against you, first you ; :
have to tell them what you are going to be doing, usually we as

use the term... (R-19) * -

Words like open, close, chew, step, sit, stand are one word terms that explain * =

the next step in the activity. -

Explaining is used as a strategy to describe the activity that is going to

happen, what is happening during the activity, and then finally what

happened when the activity is completed.

... We are cleaning your bottom, it's dirty. Here is the warm * * ,

washcloth, we have to clean your bottom... after we apply the
diaper... sit down so we can take off your pants and your shoes
... after you sit down we need to take off shirt. We need to
change your shirt because it's dirty. Here's a new shirt, we'll
put this one on. (R-5)

AD patients are unable to express specific needs because of short

term memory deficits. It is difficult to know if they understand what is

happening, or if they do understand, whether they remember half-way into

the activity. Talking the patient through the activity helps maintain a focus
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on what is happening "right now". The tone of voice, speed of speech, and

the actual words may influence how a patient responds.

Once you start talking to intervene this lets them know and
your tone of voice plays a very important part...tone of voice is
important and what you say. (R.19)

If you consider that the patient has difficulty processing information

and may be frightened by the caregiver, the individual who attempts to rush

the explanation or who makes it too complex may meet with resistance while

the caregiver who uses a softer, gentler approach and explains what he or she

is going to do in simple terms should get cooperation from the patient.

A lot of what you learn in nursing school about telling the
patient first. We still do here... I don’t think we do it enough...
it's very hard for these guys to understand why a bunch of
women are pulling their pants off... (R-1)

Sometimes the way we talk makes it easier. If you go and grab
them without warning... then they don't like it. (R-5)

Direction would be, go ahead and finish your juice. (R-4)

(changing diaper)...the two staff will come in and they will hold
their hand, and we explain step-by-step. (R-9)

Strategy:Touching

Touching provides physical contact between the patient and the

caregiver at a time when verbal communication is impaired. Physical

connection between the patient and caregiver, is a way of focusing the

patient's attention to the current activity.
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The strategy of touching can be used to demonstrate an activity or

simply a means of bonding with the patient. The AD patient may be unable

to communicate verbally with the staff, so it is difficult for the caregiver to

determine how much is understood. By touching the area to be cared for

while describing step-by-step what will happen the patient may gain a better

understanding of what is going to happen.

What I will do is pat their bottom. I say I think you pants are *** *

wet. We need to change your pants. (R-7)

Sometimes you use the swallowing (to get patients to eat). * -

you’ll stroke their neck. A lot of times I’ll rub their back. (R-1)

Physical contact through touching with the noncommunicative patient

also allows for a connection between the patient and the caregiver.

Another thing that we do is a lot of touch, a lot of hugging and
kissing, just a real physical bond with the patients... it's not a
problem... it just seems like you can relax them easier. (R-1)

Touching should be done while facing the patient, coming up from º

behind may be startling for a patient who is not expecting to be touched and

the caregiver may meet with resistance from the patient.

Strategy: Leading/Directing

Leading/directing is the process of moving patients from one place to

another or moving them step-by-step through an activity when they are

unable to follow commands.

Any time you give care to a patient you have to try to get their
focus on you, particularly if you are going to do something like
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toileting or bathing where you're going to be disrobing them.
(R-1)

The caregiver usually leads the patient to an activity. The caregiver then

directs the patient through an activity by demonstrating, then allowing the

patient to proceed unassisted. Leading allows the caregiver to move the

patient through an activity when verbal directions can no longer be followed.

If they just sit there... and don't even focus... I would try to...
put a couple of bites in their mouth. Then I'll put the spoon or
fork in their hand and they’ll pick up on it. (R-1)

When I want them to sit down, I sit down and I pat the chair...
If you just say come on with me, and you don't make this kind
of a motion (beckoning), they don't know what come on with
me means. (R-4)

Sometimes you have to show them literally... you have to do
the showering... pour shampoo, you put it on their head, you
take their hands, you get them doing motions like this
(scrubbing head). (R-1)

Not all patients will permit themselves to be led through an activity.

When the caregiver meets with resistance from the patient, the caregiver may

need to stop the activity and try again later.

Strategy:Timing

Timing is a strategy that identifies when an activity will be attempted

by the caregiver with follow-through by the patient. Successful timing of an

activity requires knowing the cues that indicate receptivity to an activity on

the part of the patient.

Timing also implies that the caregiver will be flexible enough to

* * *
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recognize when the timing is not right and the activity needs to be

rescheduled or just retried a few minutes later with a different caregiver.

Sometimes, for whatever reason, they don't like the approach
of one caregiver, so somebody comes along five minutes later
and does the same thing. (R-1)

If they don’t want to eat...leave them alone, and later go back
and see if they want some more. (R-4) * * *

" * *

A lot of times we let them get up and walk around, and then try º
five minutes or ten minutes or a half hour later...they may not *

want to do it at the time we want them to do it, but they’ll do it -
later. (R-1) --

... or I'll have another caregiver do it... (R-1) * -

When some patients refuse, they genuinely do not want to have -

anything to do at all with the activity. Knowing the patient helps caregivers

determine when they can come back in a few minutes or need simply to give

up on the activity. --

“.
There are some guys though, that when they say leave me
alone, then you better leave them alone. (R-8)

What we normally do is we put away the tray, and maybe later
in the morning we get them up and sit them down and offer
them again the food... (R-5)

Strategy: Distracting

Distracting is a strategy for focusing the patient's attention away from

the present situation. The short-term memory loss in the AD patient allows

distraction to be used as an alternative to a more restrictive means of
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controlling behavior. Distraction may be the actual physical moving of the

patient from one place to another or may be as simple as turning the patient

around so the patient is facing a different direction. Once the patient is

distracted, the patient may be refocused on an alternate activity by the

caregiver.

... I saw him pushing furniture around. I wanted him to stop
pushing furniture around, so I went out and asked him if he'd
had his breakfast and he just looked at me ... I said come on, º
I’m going to get you a cup of coffee... (R-1) • * *

Distraction may also be used to gain the cooperation of a patient

during the time the caregiver is performing a treatment that the patient

would otherwise find objectionable or try to resist.
* *

... Try to distract them. Sometimes somebody sings, like one
patient always sings when we do something for him...he's more
into singing, he's less resistive. (R-4)

Strategy: Allowing

Allowing is a strategy for accepting the patient's behavior rather than *

forcing an unnecessary confrontation. Allowing is only an alternative if the

patient behavior is safe.

Sometimes they get to the point where they get agitated where
they don’t want to do it, and you say okay. If he doesn’t want
the food and he's eaten 50% of it, then we'll try the dessert,
and then maybe we'll go back to the food in five or ten
minutes. So it's a flexibility issue. (R-7)

The allowing of alternate responses is dependent on the flexibility of the

caregiver. Caregivers who are regimented about the time or place of an
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activity may be unable to be flexible enough to allow the patient to respond.

I will let him do whatever he can...if he doesn't I’ll go ahead.
Some of them can’t do that (feed self), even if they're messy,
we allow them to do it. (R-10)

Allowing reduces the amount of unnecessary patient confrontation.

...sometimes they're walking around feeding themselves, which
is sometimes very trying, for if the staff didn't know the *** *

patients, or if the staff weren't as flexible. (R-11) * - -

... we show them the food... they'll accommodate by sitting -

down, maybe not in the chair we want, but then... I think the
key word is flexibility. You just go along with the flow ... (R-1) *

Some of them don’t get up for breakfast. Usually just about
everybody gets up for lunch. Most everybody gets up for
dinner. (R-8)

... you have no clue what they are saying, but you try and go
along with their babble in an attempt to win their confidence
and put them at ease so you can take off their shirt ... (R-1) * *

Strategy: Bribing * *

Bribing is a strategy used to gain cooperation from patients by

offering them something they like in exchange for the behavior wanted by

the caregiver. Bribing that involves food works most often.

... One patient likes figs. If I give him all his figs to get him to
sit in his chair, he will stay there. I’ll give him what he wants,
and then he sits until he finishes. (R-7)

They always eat sweets... (R-8)
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Strategy: Adapting

Adapting is a strategy that is needed when the other strategies are not

effective and there is some type of care that needs to be provided.

The patient may be refusing to take his clothes off, the clothes are

dirty and the patient has not been bathed in several days.

... we have to wet him down with his clothes on, because he
won’t take his clothes off. So then when his clothes are all wet,
he wants to get the wet clothes off... then you can soap him up
and shower him off. (R-6)

Patients who refuse all other forms of nutrition may need to have liquid

forms of nutrition or to have food disguised in a preferred favorite.

A lot of times what we do though, is we will offer them snacks
at different times of day. We had some patients that just live
on shake-ups for days on end, because they don't want to eat,
but they will drink, and the shake-ups have calories and
nutrients. (R-8)

We had one patient who used to be here, and he'd eat anything
that you put in a tortilla he would eat it. (R-1)

Some patients may not eat their food unless it tastes sweet or is very liquid in

form.

... absolutely won't open their mouth... give them their dessert
first, or mix things with pudding... put on a lot of Sugar...
almost liquefy everything, because they’ll drink but won't chew
or open their mouth enough to get a spoon in. (R-1)

Patients who will not eat at mealtime may respond to the caregiver later or

another caregiver may need to help the patient eat.
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If they're really not cooperating, maybe they are just not
hungry. We just let them go. There's always meals coming
again... If they’re hungry they will eat. (R-9)

... you don't force them, because thatwon’t ever work. If they
don’t want to eat and they say no... you just say okay, and you
go back and try ... sometimes they will get agitated...maybe
another staff member... they may have success where you
didn't. (R-2)

Modifying or rearranging clothing may be necessary to get or keep a patient's

clothes on.

... if you're lucky you're able to do socks and shoes... sometimes you
find you have to put clothes on backwards just for ease of dressing.
(R-11)

STUDY QUESTION FIVE:

WHAT FACTORS INFLUENCE THE CAREGIVER'S ABILITY TO

PROVIDE CARE7

Conditions

There are several conditions that influence the effectiveness of the

strategy employed. The disease process itself may result in an unpredictable

response by the patient. Caregivers approach patients in different ways.

Caregivers' behavior make some strategies effective while others fail. The

environment in which care is provided has a great deal of influence on how a

patient responds to the caregiving strategy.

The AD patient's behavior is variable. The patient may vary in

his/her response to the caregiver from day-to-day, sometimes from hour-to
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hour. This variability results in an unpredictability of the response by the

patient to the caregiver. Planning care is much easier if the caregiver has

some idea of how the patient is going to respond to an approach and then

how well the patient is going to cooperate during the care. The dramatic

nature of the patient responses - kicking, biting, scratching - when the patient

is agitated by the care or caregiver lead caregivers to be wary of providing

care. As one informant stated, "When you don't know what the person's

response will be it is difficult to approach a patient". . .

The approach by the caregiver may have an influence on how the .
--

patient responds to the strategy.

Don't try to force them, because that will never work. (R-1)

The caregiver who quickly explains the steps of care will get a different

response than one who explains one step at a time.

... try to spend a little bit of time with him. (R-1)

... sit down and talk with them... (R-4) :-
Several caregivers providing care at the same time may frighten a patient

who does not understand what the caregivers are going to do.

They're men, we’ve got two women... (R-8)

We've got a couple of then that will yell and scream when two
people take them (to the bathroom), so we try to go off in the
side area of the room, or even in the patient's room and change
them and work with them on a one-to-one. We do that with

several of them. (R-9)
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The environment in which the care takes place will influence the

patient's response to care. Large open shower rooms make it easier for the

several caregivers to help with the care, but are difficult to keep warm

enough for the patient being bathed. Patients who are easily distracted may

have difficulty cooperating in a shower room or toileting area that has several

patients being cared for at once.

We only shower them once a week, or unless they really need it * *

... they don’t just stand there and let you squirt them with water... º >
The room is usually cold, it's usually noisy, there's no privacy. So * *
there's a lot of undesirable factors. (R-7) :

Noise in common areas like the dayroom that serves as a place for

meals and activities may agitate patients. Caregivers may respond by

decreasing the noise level of the area.

... change the music... (R-1)

... turn the TV set off... (R-2)

... make it as low key as possible so that they escalate. (R-4) * =

... make it mellow, slow down. (R-8)

When there are identified times of day during which patients become more

agitated (like in the evening), altering the environment reduces the

stimulation of the patients.

(referring to sundowning)... play a little bit mellower music.
(R-8)
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... a little bit of dancing in the evening... don't do a
lot...tendency to get them bouncing off the walls... won't go to
sleep. (R-7)

STUDY QUESTION SIX:

WHAT ARE THE CONSEQUENCES FOR THE AD PATIENTS AND

THEIR CAREGIVERS7

Consequences: Physical control

When the patient is uncooperative several alternatives can be used by

the caregiver to contain the patient. One method is forcing the patient to stay . .

in place by the use of some type of physical restraint. Patients who can feed

themselves, but wander during mealtime, need to be contained to limit their *

attention to the food in front of them. The patient's attention span is so short ** -

that he/she may leave several times during a meal when he/she forgets why * -

he/she is sitting at the table. A soft restraint like a sheet around the waist or

a posey vest contains the patient in the chair and limits mobility. If the
-

patient cannot get up and wander away, the patient then is able to focus on

the other stimuli within the immediate surroundings, in this case, the tray of º s
food sitting on the table.

Some of them we have to put a small restraint around their
chair in order to keep them sitting, because otherwise they're
running all over the place. They just don't know to sit down
and finish their meal. Their memory is so short that they may
take one or two bites, and then they are gone. This way they
kind of concentrate on one particular item. (R-2)

Patients unable to stand still during a shower may need a restraint to

prevent them from falling and injuring themselves on the slippery, wet floor.
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Shower chairs provide a means of keeping the patients sitting while they are

being showered.

If he's a combative patient, then the nurse would have to give
him something to calm his nerves down. Then we would take it
from there and tie him in a safety chair for his own safety,
because it's real slippery in the shower room. He can fall, staff
can fall, someone else might get hurt. (R-9)

Patients who wander during the night may need a reminder to help them stay º

in bed. * -

We may put a restraint around their waist... (R-1)

Patients may not cooperate with dressing and undressing.

Sometimes you just have to out-muscle some of these guys to
take the clothes off, to put the clothes back on. (R-1)

-

Consequences: Structural control
-

Patients with AD may have difficulty maintaining behaviors that are

considered socially acceptable, like keeping their clothes on or urinating in a .
-

bathroom. Caregivers find it difficult to address problematic behaviors when * *

the caregivers are unable to explain to the patients what they want. The

patients can't remember that the caregiver told them the behavior was not

appropriate. Caregivers develop strategies to control unacceptable behavior

without confining the patient. (Confinement to a chair will hasten their

inability to ambulate and once they can’t walk, they are no longer eligible to

be on the unit and are transferred). There are a variety of ways to keep a

patient dressed who does not want to keep clothes on.
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One patient has specially tailored clothes that they cannot take
off. The family made specially tailored clothes. (R-7)

We modify how the clothing is put on. ... we put the bottom in
back, and the pants tie in the back... they take the shirt off, so
we'll just let them. (R-7)

We try to get family members to get clothes that are easy to
dress them in, like sweat pants, pull-on pants, shirts that are
pullovers that don’t have buttons or snaps... T-shirts, shorts...
(R-1)

The patient who is continent, but unable to remember where the

bathroom is, so goes whenever the urge strikes requires adaptive care.

sometimes we put pants on backwards because they're
constantly unzipping their fly... (R-1)

Patients who have difficulty eating because they are unable to

remember to stay in their chair may require reminders.

Sometimes you have to tie them into the chair, because if you
can get them tied in the chair they can’t get up, it's like they
forget about their desire to walk away. So then that limits their
focus. They can’t be thinking about getting up and walking
because they can’t walk... and if something is in front of them
and start putting it in their mouth... they will put more in their
mouth. (R-1)

Consequences: Uncontrolled symptoms

There are times when a patient becomes so combative that it is

º|

dangerous for the caregiver to try to force compliance. Patients not in

imminent danger and very uncooperative may be left alone. Alone does not

mean no one is watching them or protecting them. Alone means the patient

º
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is not approached by the caregiver with an activity that the patient does not

want to do.

Some nights no matter how many times we try to put him to
bed he won’t go... we let him walk around--sometimes he walks
until two or three o'clock... (R-5)

Caregivers have come to recognize that patients will not starve if they

have their meal late, or if they do not have a meal. Patients who will not -º-

- -

open their mouth cannot be forced to eat. **
º º

It seems easier to back off and try again later, than to say "I
have to do this now" and continue to force someone who , º,
obviously cannot cooperate for whatever reason. (R-6)

Italk to them, and if they won't eat... we just let them go. If * -

you try to talk to them and give them their food, and they want
-

to walk, just let them go. We just don't force them to eat. (R-7) *

There are times when the caregiver's approach is not appropriate for a

particular patient, situation, or time. Trial-and-error may be the only * -

mechanism to determine what works and what doesn't. Caregivers may need

to allow time between each attempt to see if it is really a failure of the

strategy or a carry-over response from previous contact.

Safety and Dignity

The overriding concern when determining what is appropriate and

what is not when providing care for the patient is whether or not they are
-

safe.

Safety is the most important factor. Mostly their safety, like
their pants falling down, so we're going to do him first, because

º
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he might slip over. (R-7)

I put them in a shower chair, only because the bathroom is so
slippery I don’t want to take the risk of them falling. Then I
still have to restrain them so they don't get up and walk around
... (R-4)

Caregivers identify the bottom line as:

Nothing works, you can’t soothe them, you can't talk to them.
But if it's a mess, you got to clean them; you can't just let them nº

walk around being dirty like that. Occasionally we call security
to come and help us so that we can clean them. (R-8)

Caregivers recognize that AD patients with diminished capacity are unable to

process information, communicate their needs, and therefore be unable to

care for themselves. The professional caregivers on the AD unit at the VA

hospital which provided data for this study "know" their patients and their

families, many of the patients have been on this unit for months, some for

years. The caregivers clearly personalize care and in providing for safety

never loose sight of the patient's dignity. º

When I take care of a patient I put myself my sister, my
brother, or anybody in my family in that patient's position and I
think how would I want them or me treated. (R-2)

Caregivers encourage patients to do as much as possible for themselves.

Like in the shower, there's some that can wash themselves, you
at least let them try, although you know you're there to
complete work. You let them have work with themselves. You
don’t want to strip them from everything. (R-11)

They still have their dignity, so it's real important for us to try
to maintain as much as we possibly can. (R-2)
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Summary

This chapter has provided an overview of the Basic Social Process

(BSP) identified as "managing unpredictable behavior". Managing

unpredictable behavior explained the process used by professional caregivers

to guide their activities with an institutionalized AD patient. Examples from

interviews with the staff offered illustrations to enhance the understanding of

each step of the process that has been developed to provide care.

Caregivers define the need for care through observation of the patient º

and utilize one of a variety of strategies to meet the need of the patient.

Problems with caregiver approaches, the environment, and the disease itself

were identified as conditions affecting care. These conditions may result in

responses by the caregiver including physical control, structural control, or at

times no control in an attempt to provide safe care for the patient while still

preserving the patient's dignity.

Managing the unpredictable behavior of a patient who is unable to

communicate from a disease process like AD poses definite challenges to the * <s

professional caregiver. The variable, unpredictable, and dramatic behavior

of the AD patient require a repertoire of strategies for providing care that is

safe yet maintains the dignity of the patient. These strategies have evolved

through trial and error by caregivers who are attempting to gain a better

understanding of patients whose disease is causing a progressive

deterioration in ability to communicate even the most basic of needs.
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CHAPTER 5

CONCLUSIONS AND RECOMMENDATIONS

This chapter contains a summary of this study and its major findings.

It discusses the study limitations, describes implications, and suggests

recommendations for further research, nursing practice, and nursing

education.

The Study Findings

Biomedical research is working to identify possible causes for

Alzheimer's disease (AD). While researchers are untangling the mysteries of

the disease, professional and family caregivers are struggling daily to live

with the disease. There is a growing population of elderly who are at risk for

AD and at the same time a decreasing number of available family caregivers.

The numbers of AD patients are increasing and the availability of family

caregivers is decreasing, therefore the need for research grounded in the

daily needs and problem-solving necessary to provide care to this population

in the institutional setting is of great importance.

This study focuses on the process of care rather than specific

techniques or standards for care. This study does not focus on family

caregiving or caregiver burden as has been done in previous research. Care

management is determined by identifying how professional caregivers

determine the need for care, and then the strategies caregivers use to provide

for the patients' needs in the institutional setting. Professional caregivers

describe the basic process they use to identify patient needs in their own

terms. Institutional care management is based upon the basic social process

nº

* *

* *
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(BSP) of "managing unpredictable behavior" that arises in order to address

the basic social psychological problem "maintaining safety for the

unpredictable patient unable to communicate".

Purpose

The purpose of this study was to develop a conceptual framework that

explains how institutional caregivers deal with the complex and

unpredictable problems associated with caring for a patient with a

progressive dementia like AD in the context of a nursing home setting.

Design

This qualitative study uses the grounded theory method to generate a

conceptual framework of "managing unpredictable behavior". The grounded

theory method is targeted at understanding how caregivers define their

situation. Systematic data collection through interviews and observations

provide a greater understanding of the professional caregivers' experiences in

the institutional setting of a VA hospital AD Unit.

Sample

The subjects of this study are 30 caregivers ranging in age from 28 to

56 who live in the San Francisco Bay Area. The caregivers work on an

Alzheimer's Care Unit that is a part of the Palo Alto Veteran's

Administration Medical Center. All caregivers are English speaking and all

but two have completed high school. Thirteen of the caregivers are licensed

nurses. Of those caregivers that are non licensed, nine have nursing or other

degrees from their native country. All of the caregivers have worked on this

unit for at least one year. While one caregiver has worked on this unit for
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thirteen years, the average length of employment is four years. All caregivers

requested or agreed to be assigned to this unit. Demographic characteristics

appear in Table 1.

Method

The purpose of the study was explained to the staff by the researcher

during conferences on all three shifts. Volunteers were instructed to contact

the researcher to arrange an appointment for the interview. The caregiver's

consent was obtained on the Veteran's Administration Human Subjects

Committee consent form and the University of California, San Francisco

Human Subjects consent form. An identification number was assigned to

each study participant at the beginning of the interview. This number was

used on the demographic form (Appendix A) and placed on the tape for later

insertion in the transcribed interview. Each respondent was asked to then

respond to a series of open-ended questions (Appendix B) and a

demographic questionnaire (Appendix A). The formal interview was taped

and lasted from 30 to 60 minutes. The taped interviews were transcribed

verbatim. The transcribed text consisted of 314 single spaced pages of typed

data from 30 respondents. Caregivers were asked to review their transcripts

for additions or corrections to the data. Observations of caregiving activities

on each shift over an eight week period and interviews with the staff

provided the data for this study. Observations were done on the shift an

interview was scheduled with a caregiver to gain an understanding of the

patient population on that particular day. Observations of care on weekdays

and weekends on all three shifts covered the entire 24 hour day that

* *
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caregiving is performed. A total of 120 hours was spent observing care.

Analysis

Data analysis began with the first interview according to the grounded

theory method. The constant comparative method identified patterns in the

data. Collection and analysis of data occurred simultaneously. Three levels

of coding provided for conceptualization of the ideas and patterns in the

data. The basic social psychological problem of "maintaining safety for the

unpredictable patient unable to communicate" emerged from interview data.

The BSP of "managing unpredictable behavior" led to a conceptual

framework that explained how professional caregivers provide care to

institutionalized AD patients.

Findings

The major finding of the study was the basic social process of

"managing unpredictable behavior". This process is used by institutional

caregivers to guide activities with an AD patient. The purpose of this process

is to safely provide for the basic needs of the patient who is unable to *

communicate effectively. Safety is an overriding concern to a caregiver when

determining the caregiving strategy, but at the same time the caregiver is

attempting to maintain the patient's dignity.

As the disease progresses, Alzheimer's patients become unable to

verbally communicate their needs or at times even recognize they have a

need. The caregiver must assess the patient and attempt to provide for the

patient's nutrition, elimination, and hygiene while keeping in mind the

overriding need for patient safety. The identification of patient need is
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initiated after an assessment by the nursing staff. This assessment is used in

an effort to read the cues, verbal or behavioral of the patient. These cues are

used to interpret the patient's immediate needs. Once the need is identified,

often through trial-and-error, the caregiver may employ a variety of

management strategies to provide the necessary care.

Caregiver behaviors toward the patient, the environment, and the

disease process itself have an influence on the patient's response to

caregiving. The patient population afflicted with AD can at times be

unpredictable in their response to care, varying from day-to-day as to how
º

º
cooperative they are able to be. The noncooperative or resistive patient may

be very dramatic in his/her resistance to care. The consequences or

caregiver's response to this behavior may include a structural control like

altered clothing or a physical control such as restraints. A third caregiver

response to the resistive behavior may allow the symptom to go uncontrolled

for a period of time if the patient is not a danger to himself or others. The

ultimate determinant for this uncontrolled behavior is a balance between the , “s

safety of the patient and maintaining a degree of dignity.

Caregiver interviews have provided specific strategies that are used

everyday in caring for a population of patients in an institutional setting. The

previously cited literature (Chapter 2) identifies a need for the investigation

of caregiver strategies that may be utilized on special care units designed for

AD patients or by the family caregivers who are providing care at home.

Conclusions

Conclusions that can be drawn from this study are the following:
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1. There is a process used by professional caregivers to determine the

patient's need for care when the AD patient is unable to verbally

communicate his/her needs.

2. There is a variety of caregiving strategies that may be employed in

the institutional setting once a need is identified.

3. The disease process results in unpredictable responses from the

patient.

4. The resistance shown by the patient may result in the need for

external control of the patient through either a structural or physical

restriction in the patient's environment.

5. The underlying tenant in the care of the AD patient is the ability to

provide safe care to institutionalized individual patients while maintaining

their dignity.

Study Limitations

A limitation of the study is that the interviews and observations were
sº

limited to one nursing unit. A question needing further research arising from *-

these limited observations and interactions is whether the responses from the

caregivers were similar because of the sharing of ideas while working

together or because of care restrictions imposed by the administration or the

environment. Caregivers identified a need for additional staffing on all three

shifts. The nursing unit was not originally designed for AD patients. The

large 16-bedrooms while appropriate for medical patients’ needs, were a

problem when patients’ were up and wandering during the night. The unit's

halls were in a large cross with the patients' rooms at the end of two halls, the
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dayroom and the entrance to the unit at the ends of the other two. The

wandering patients started at the entrance or the dayroom, met in the middle,

and then proceeded toward their bedrooms which were locked. The shower

room and bathroom were large open areas that allow little privacy. Given

different circumstances or a different physical layout the caregiver's response

to caregiving techniques may be altered. Caregivers identified the

environmental limitations of the facility, these have an influence on the

response of the patients to the care provided.

An additional limitation of this study may be the actual interview

process. Caregivers were asked to reflect on their caregiving experiences, not

describe the process they used while actually providing care. This reflection

on the caregiving process may be altered by the caregiver's perception of the

event and its impact on the caregiver, especially when describing the process

of caring for a resistive, combative patient. The caregivers might have

responded differently if interviewed during the actual process of care.

Another study limitation is that the researcher's presence during *

observations may have altered the care provided. Schatzman and Strauss

(1982) indicate after initial influence the researcher's presence does not

affect the behavior of the respondent. The researcher's observations on each

shift lasted from three to six days over a two month period after the

caregivers had been interviewed by the researcher. Often observations were

done while waiting for a caregiver interview on another shift to reduce the

impact of the researcher's presence. The dayroom was easily observable

from the nurse's station, so the researcher did not have to be physically
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present in that room while observing care. By the end of the observation

period the staff paid little attention to the researcher's presence on the unit

minimizing this potential limitation.

Implications and Recommendations from the Study

Published caregiving research has focused on identifying who the

caregivers are (Daniels & Irwin, 1989; Hasselkus, 1988) and how they are

affected by the behavior of the patients while providing care (Jeste et al.,

1992; Wilson, 1989; Scott, Roberto, & Hutton, 1986; Poulshock & Deimling, .

1984) or services that can be provided for caregivers (Holmes, Teresi, &

Monaco, 1992; Riter & Fries, 1992; Ohta & Ohta, 1988). Published research º

has not identified the process of care in the institutional setting, although

family caregiving in the home has been portrayed by Wilson (1990). This

lack of published research resulted in the need for additional exploration.

Research

This study has demonstrated a need for additional research
--

surrounding the care of patients with AD. The use of the grounded theory **

method does not allow generalization of findings across units or to home

caregives. Additional research is necessary on other AD inpatient units as

well as with caregivers who are providing care for the patient at home.

This study was done on one unit containing fifty ambulatory AD

patients in one area of the United States. Research in other geographic

locations on additional units of varying sizes and whose patients are at similar

stages in the disease process may provide alternative strategies for care of the

AD patients.
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This unit is a part of a larger medical center, so may have resources a

free-standing AD unit may not be able to access or have funding to afford.

Further research could determine how caregivers in free standing units

provide staffing for the unit and how those units are influenced by a nursing

administrator's philosophy of care. Questions include ones such as: Do free

standing units created for the care of AD patients have similar structural

limitations to those developed through the remodeling of another hospital

unit? How are the staff prepared to work on a specialized unit for AD

patients? Who determines the design and program philosophy of the AD

unit? How is patient eligibility determined?

The patients on the AD unit were all male, predominately Caucasian,

who had at one time been in the military. Research on the care of other men

and women with AD as well as the care of individuals from other ethnic

groups is necessary to broaden database of caregiving strategies.

The repetition of this study on a larger, broader sample may result in

additional information related to decision-making, caregiver strategies, and

the consequences resulting from resistive behavior. Questions that may be

critical include:

1. Under what conditions have these particular strategies been

developed?

2. When would changes in the caregiving strategy need to occur?

3. Under what conditions do resistive behaviors occur?

4. Are there resistive responses by the patients that are age or sex

specific?
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5. Are the patients’ resistive behaviors caregiver age or sex specific?

6. What resistive responses to care are predictable and would result in

anticipatory consequences to the behavior?

Practice

This study has a great deal of relevance for nursing practice. The

incidence of AD is increasing, therefore methods for providing care for the

afflicted individual are needed. Nursing homes have difficulty providing for

the needs of patients who have progressive dementias, especially those who

-

are not compliant with the caregiving regime. The literature abounds with

clinical articles describing problems created by wandering, sleep problems,

physical abusiveness, disorientation, and resistance to activity (Burgener,

Jirovee, Murrell, & Barton, 1992; McFall & Miller, 1992; Austrom, Nilsson,

Norberg, Sandman, & Winblad, 1991; Burgener & Barton, 1991; Roper,

Shapira, & Chang, 1991; Sloan & Mathew, 1991; Teri & Logsdon, 1991;

Willoughby & Keating, 1991; Norberg & Asplund, 1990). This study

addresses the problems identified in the literature as they appear in *

particular patients on the AD unit and the strategies professional caregivers

employ to meet the patients’ needs. On an AD unit all of the staff must

provide input into the caregiving process and strategies they employ, not just

the licensed Staff.

Providing basic care to patients who are resistive requires flexibility in

the staff. The strategies identified by the caregivers on the unit can provide

alternative approaches for accomplishing the task of caregiving. Further

research can refine these caregiving strategies and identify additional
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approaches to care.

Ambulatory AD patients are a problem on most nursing home units

because they wander from room to room and are frequently intrusive.

Patients on this unit were allowed to wander because the doors to most

rooms were locked and their space limited to halls and dayroom areas.

Questions to be addressed when considering environmental conditions

include: Are there other environmental modifications that allow freedom of

movement by the patient, while maintaining their safety? What

-

modifications would be necessary to care for nonambulatory patients on the

same unit?

Practicing nurses can influence public policies related to the funding

and development of adequate resources for the AD patient. This study has

identified the need for training of caregivers for this special population,

additional staffing on specialized units, structural modifications in patient

rooms and caregiving areas, and development of additional units. Further

research and increased understanding of the needs of AD patients will *

influence policies in the future.

This study did not address the needs of the home caregiver. The

family caregiver of the AD patient is in the unique position of living the

caregiving experience and may have valuable perspectives on the needs of

caregivers and patients at home. Family caregivers may live this experience

twenty-four hours a day. These caregivers may have additional information

related to the continuing needs of the patient at home. Research with this

population of caregivers is needed to identify strategies that can be used
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when there are limited resources and needs that may go unmet if there is only

one person available to provide the care.

Education

Nursing educators can benefit from this study when providing students

with information related to the unpredictability of the behavior of an AD

patient and the flexibility that is necessary to provide for care. Education is

also needed for the staff who work on an AD unit. Further research can

provide information on strategies that can provide education to caregivers in

the most efficient manner. Education allows the caregiver a better

-

understanding of the unpredictable nature of this disease process that is

becoming more common in our elderly population.

This study addresses the caregiving strategies used on one nursing unit

specializing in care for patients with AD. Caregivers identified strategies that

they found effective in managing the care of the patients on their unit.

Further research is needed to expand this beginning knowledge base and test

the applicability of these caregiving strategies in other AD units and to relate *

specific strategies to patient outcomes. Balancing safety with dignity

emerged as the indicator of quality of care in this study of AD institutional

caregiving. Future research needs to address additional quality of care issues

in this growing population of patients who suffer from the relentless

diminishing capacity of AD.
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Appendix A

CAREGIVER DEMOGRAPHIC DATA

Name Code Number

Address Date of Birth

Phone

Relationship to Patient

IF FAMILY:

Frequency of visits:

Type of care provided on unit:

Additional Data:

IF PROFESSIONAL CAREGIVER:

Unit: Position:

Shift worked:

Highest Level of Education:

Frequency of caregiving:

Type of care provided:

Additional data:
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Appendix B

CAREGIVER INTERVIEW

Name Code Number

Patient Date

1. Describe a typical day in the life of the Alzheimer's patient for whom you are
providing care.

2. Identify the ability of the patient to provide self-care.

3. Identify how you determine the need for care.

4. Identify the areas of care you must provide for the patient.

5. Describe the response of the patient to your intervention and provision of care.

6. . Identify what factors influence your ability to provide care.
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Appendix C

STANDARD CONSENT FORM FORMAT #2

(BEHAVIORAL STUDY)

UNIVERSITY OF CALIFORNIA, SAN FRANCISCO
CONSENT TO BE ARESEARCH SUBJECT

A. PURPOSE AND BACKGROUND

Dr. Holly Wilson and Gloria Kuhlman R.N., in the Department of Nursing, are doing a study
of caregiving techniques with patients diagnosed with Alzheimer's Disease, which I am being
asked to participate in.

B. PROCEDURES

If I agree to be in the study, the following will occur:
1. I will be asked how I identify the need for care in the Alzheimer's patient I care for.
2. I will be asked to identify caregiver activities associated with providing care.
3. I will be asked to identify what factors influence my ability to provide care.
4. If I agree, the interview will be recorded as well as notes taken to document these

conversations.

These procedures will be done at the Menlo Park and Palo Alto Divisions of the Palo Alto
Veterans Administration Medical Center or at the caregivers home and will take a total
about 2 hours.

C. RISKS/DISCOMFORTS

1. Some of the questions may make me uncomfortable or upset, but I am free to decline
to answer any questions I don't wish to, or to stop the interview at any time.

2. Confidentiality: Study records will be kept as confidential as is possible. No
individual identities will be used in any reports or publications resulting from the
study. Study information will be transcribed, coded, and kept in locked files at all
times. Only study personnel will have access to the files or written notes. After the
study has been completed and all data has been matched with patient and caregiver
the identification of caregivers and patients will be destroyed.

D. BENEFITS

There will be no direct benefit to me from participating in this study. The anticipated benefit
of these procedures is a better understanding of successful and unsuccessful caregiving
techniques by lay and professional caregivers of Alzheimer's Disease patients.
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STANDARD CONSENT FORM FORMAT #2: BEHAVIORAL STUDY (continued)

E. ALTERNATIVES

I am free to choose not to participate in this study.

F. COSTS

There will be no costs to me as a result of taking part in this study.

G. REIMBURSEMENT

I will not be reimbursed for my participation in this study.

H. OUESTIONS

I have talked to Gloria Kuhlman about this study, and have had my questions answered. If I
have any further questions about this study, I may call her at (408)578-5459.

If I have any questions or comments about participation in this study, I should first talk with
the investigator. If for some reason, I do not wish to do this, I may contact the Committee
on Human Research, which is concerned with protection of volunteers in research projects. I
may reach the Committee office between 8:00 AM and 5:00 PM, Monday to Friday, by
calling (415) 476-1814, or by writing to the Committee on Human Research, Suite 11, Laurel
Heights Campus, Box 0616, University of California, San Francisco, CA 94143.

I. CONSENT

I have been given a copy of this consent form to keep.

PARTICIPATION IN RESEARCH IS VOLUNTARY. I am free to decline to be in this

study, or to withdraw from it at any point. My decision as to whether or not to participate in
this study will have no influence on my present or future status as a patient, student, or
employee at UCSF.

Date Subject's Signature

Person Obtaining Consent
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Page I of Informed Consent Form
Appendix D

Caregiving for Alzheimer's Patients June 12, 1990

EXPERIMENTAL SUBJECTS BILL OF RIGHTS

Persons who participate in a medical experiment are entitled to certain rights. These rights
include but are not limited to the subject's right to:

-be informed of the nature and purpose of the experiment;
-be given an explanation of the procedures to be followed in the medical experiment,

and any drug or device to be utilized;
-be given a description of any attendant discomforts and risks reasonably to be
expected;

-be given a description of any benefits to the subject reasonably to be expected, if
applicable;

-be given a disclosure of any appropriate alternatives, drugs or devices that might be
advantageous to the subject, their relative risks and benefits;

-be informed of avenues of medical treatment, if any available to the subject after the
experiment if complications should arise;

-be given an opportunity to ask questions concerning the experiment or the
procedures involved;

-be instructed that consent to participate in the medical experiment may be
withdrawn at any time and the subject may discontinue participation without
prejudice;

-be given a copy of the signed and dated consent form;
-and be given the opportunity to decide to consent or not to consent to a medical
experiment without the intervention of any element of force, fraud, deceit, duress,
coercion or undue influence on the subject's decision.

Caregiver Signature Date

Signature of Investigator Date

Signature of Witness Date
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Page 2 of Caregiving for Alzheimer's Patients Informed Consent Form

INFORMED CONSENT

You are invited to participate in a study of caregiving techniques with patients diagnosed
with Alzheimer's disease. I hope to learn caregiving techniques currently employed by lay
and professional caregivers of Alzheimer's disease patients. You were selected as a possible
participant in this study because you are a professional or lay caregiver of an Alzheimer's
patient.

If you decide to participate, Gloria Kuhlman RN, MN, will ask you to: (1) Identify caregiving
techniques you use in providing care to an Alzheimer's patient; (2) Identify factors that
influence your ability to provide care; (3) Allow tape recording of answers and written notes
to be taken to document the interview.

Risks/Discomforts
1. Some questions may make you uncomfortable or upset, but you are free to decline

to answer any questions, or to stop the interview at any time.
2. Confidentiality: Study records will be kept as confidential as is possible. No

individual identities will be used in any reports or publications resulting from the
study. Study information will be coded, and kept in a locked file at all times. Only
study personnel will have access to the files or written notes. After the study has
been complete and all data has been matched with patient and caregiver, the
identification of caregivers and patients will be destroyed.

The questions are open-ended, so you may take as much time as you wish to answer them.
The anticipated length of theinterview will be approximately one to two hours. There will be
no direct benefit to you from participating in this study. The anticipated benefit of these
procedures is a better understanding of caregiving techniques by Alzheimer's caregivers.
WECANNOT AND DO NOT GUARANTEE OR PROMISE THAT YOU WILL
RECEIVE ANY BENEFITS FROM THIS STUDY.

Any data that may be published in scientific journals will not reveal the identity of the
subjects. In the interest of public safety, patient information will be provided to Federal and
regulatory agencies as required. The Food and Drug Administration, for example, has the
right to inspect research records and, therefore, could learn your identity if you are involved
in any study performed under FDA supervision. The data will be utilized to complete the
doctoral dissertation of the investigator.
No payment will be provided for this project. There will be no additional cost to you for
participation in this study.

Subject Signature Date

Signature of Investigator or Witness Date
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Page 3 of Caregiving for Alzheimer's Patients Informed Consent Form

There is no financial support from any funding agency for this study. The researcher is a
doctoral candidate in the Department of Nursing at the University of California, San Francisco.

Your decision whether or not to participate will not prejudice you or your relative's medical
care. If you decide to participate, you are free to withdraw your consent and to discontinue
participation at any time without prejudice to you or effect on your relative's medical care.

If you have any questions, I expect you to ask me. If you have any additional questions later,
I will be happy to answer them.

All forms of medical diagnosis and treatment -- whether routine or experimental -- involve
some risk of injury. In spite of all precautions, you might develop medical complications
from participating in this study. If such complications arise, the researchers will assist you in
obtaining appropriate medical treatment but this study does not provide financial assistance
for additional medical or other costs. [Additionally, Stanford is not responsible for research
and medical care by other institutions or personnel participating in this study.] You do not
waive any liability rights for personal injury by signing this form. For further information,
please call (415) 723-5244 or write the Administrative Panel on Human Subjects in Medical
Research at Medical School Office Building, Room C-051, Stanford, California, 94.305. In
addition, if you are not satisfied with the manner in which this study is being conducted or if
you have any questions concerning your rights as a study participant, please contact the
Human Subjects Office at the same address and telephone number.

Veterans Administration Liability Clause:
In the unlikely event you are injured as a result of participation in this study, Palo Alto
Veteran Administration Medical Center will furnish humanitarian emergency medical care
(for non-veteran participants) or medical care (for veteran participants) as provided by
federal statute. Compensation for such injury may be available to you under the provisions
of the Federal Tort Claim Act (for non-veteran and veteran participants) and/or 38 U.S.C.
(for veteran participants). For further information, contact the VA District Counsel at (415)
744–7487 or 744–7676.

YOUR SIGNATURE INDICATES THAT YOU HAVE READ AND UNDERSTAND

THE ABOVE INFORMATION, THAT YOU HAVE DISCUSSED THIS STUDY WITH
THE PRINCIPAL INVESTIGATOR AND HIS OR HERSTAFF. THAT YOU HAVE

DECIDED TO PARTICIPATE BASED ON THE INFORMATION PROVIDED, AND
THAT A COPY OF THIS FORM HAS BEEN GIVEN TO YOU.

Subject Signature Date

Signature of Investigator or Witness Date
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Appendix E

PATIENT DEMOGRAPHIC AND HISTORICAL DATA

Name

Address

Date of Hospitalization:

Family caregiver:

Code Number

Phone

Date of Birth

Unit:

Relationship to patient:

Diagnosis:

Medical History:

Psychological Assessment:

Identified Care Needs:

Care Plan From Chart:

Additional Information:
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Appendix F

Managing Unpredictable Behavior

Consequences
Physical Controls
Structural Controls

Influences
Environment
Disease

UncontrolledCaregiver
BEHAVIOR

of

AD Patient

Strategies
for Care

Safety Dignity Endangerment Humiliation
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